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ABSTRACT
Introduction
Cancer and treatment can cause devastating and enduring changes to the experience of
sexuality. While healthcare professionals (HPs) should initiate sexual support for patients
and partners, this does not happen routinely. Key barriers for HPs, are a lack of knowledge
and training opportunities. To address the gap, a prostate-specific eLearning resource for
HPs was adapted, creating the Maximising Sexual Wellbeing: Cancer Care elearning
resource (MSW: CC). This thesis reports on adaption, optimisation and evaluation of

MSW: CC.

Methods

Intervention development was guided by the Person Based Approach (PBA), using mixed
methods, across three phases. Phase 1 - intervention planning, included an extensive
literature review and guiding principles to inform the adaptation of the prostate-specific
elLearning resource to one for use across cancer care (MSW: CC). During Phase 2-
intervention optimisation, MSW: CC prototype was reviewed by an expert group,
iteratively tested and refined using 18 think-aloud (TA) interviews with HPs. Phase 3-
intervention evaluation involved pre-test and post-test surveys (n=87) to determine the
impact of MSW: CC on HPs’ sexual attitudes and beliefs related to providing sexual
support in cancer care. This evaluation phase also determined HP’s views on acceptability

and usability.

Results
TA interviews highlighted necessary modifications, which centred around navigation
issues. Thematic analysis identified two themes, “sexual support, it is the HP role but

there is room for improvement” and “MSW: CC elLearning resource meets our needs.”



xiii
The evaluation demonstrated HPs acceptability and usability of the resource. Statistically
significant changes in pre-test to post-test survey scores demonstrated capability of the
MSW: CC to reduce HPs’ attitudinal barriers related to the provision of sexual support in

cancer care.

Conclusions

The MSW: CC has been successfully adapted, displaying potential to reduce HPs’
attitudinal barriers to the provision of sexual support. This resource has potential to assist
in implementation of global healthcare guidelines advocating for HP-led sexual support

acCross cancer care.

Keywords: sexual support, healthcare professionals, cancer care, Person Based Approach,

mixed methods, eLearning, intervention adaptation
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CHAPTER ONE: INTRODUCTION

1.1 Introduction

The aim of this PhD study was to adapt, test and evaluate an eLearning resource for
healthcare professionals (HPs) to enhance the provision of sexual support in cancer
care. This chapter has set the research context and provided a rationale for the
study, after which it has presented the study aim and objectives. Following an
examination of key definitions used throughout the study, the chapter concludes
with a presentation of the thesis overview and structure. A traditional approach
was taken in the production of this thesis, however there are papers prepared for

journal submission based on content within Chapters 4 and 5.

1.2 Background and study context

Cancer incidence is rapidly growing worldwide with approximately 17 million
people receiving a diagnosis annually and many of these individuals becoming long-
term survivors (Bray et al. 2018). Globally, lung, breast, prostate and colorectal
cancers account for over 40% of cancers diagnosed (Bray et al. 2018). Although
cancer incidence rates generally increase with advancing years, there is a marked
epidemiological change for some tumour groups in respect to younger age at
diagnosis. This is evident in cancers such as colorectal and head and neck (HNC),
with increases within the young adult population due to factors such as diet and
the Human Papilloma Virus (HPV) respectively (Meyer et al. 2010; Chaturvedi et al.

2011).

Worldwide, cancer survival rates (five-year) have increased significantly in the last
ten years; rising from 28.8 million people to 43.8 million (Bray et al. 2013; Bray et

al. 2018). In the UK, it is estimated that 50% of people are surviving cancer for 10



or more years; with survival rates doubling in the last 40 years (Quaresma et al.
2014). This equates to around 2.5 million people in the UK living with or recovering
from cancer and it is estimated that by 2030 there will be over 4 million cancer
survivors in the UK (Macmillan Cancer Support 2015). Parallel to this growth in
people surviving their cancer, there is mounting recognition that people with
cancer need to be supported to improve their quality of life (QoL) after active
treatment (Manganiello et al. 2011; Macmillan Cancer Support 2016; Arndt et al.
2017). Cancer care should be built around what matters to individuals (Downing et
al. 2015) and people should feel prepared for the life consequences of their cancer
and its treatment, equipped to manage their care (Lawn et al. 2017) and supported

to take control over their life to promote long-term QoL (Arndt et al. 2017).

Sexuality is one aspect of QoL which is significantly impacted by a cancer diagnosis
and treatment. Experiencing a cancer diagnosis may dramatically alter the way a
person feels about themselves, their body and their intimate relationships (Bitzer
and Hahn 2017). Approximately 60% of patients can experience difficult and
enduring sexual challenges after cancer, regardless of tumour group (Charif et al.
2016b; Maiorino et al. 2016; Bober et al. 2019; Downing et al. 2019; Di Mattei et al.
2020), although there are varied experiences of the level of sexual challenges across
the tumour groups. The physical impact of treatments including surgery,
chemotherapy, radiotherapy, hormone therapy, alongside the social, emotional
and body image difficulties, can all disrupt sexuality. For some, this is due to
specific anatomical changes such as the shortening of the vagina, or nerve damage
causing bowel problems and erectile difficulties (Aerts et al. 2009; Panjari et al.
2011; Traa et al. 2012) which may result in painful sexual intercourse or the
avoidance of sexual activity. For others, treatment-related physical changes such

as lymphoedema, pain, fatigue, infertility and early menopause can affect a



patient’s sense of sexuality and their intimate relationships (Mercadante et al.
2010; Bober and Varela 2012; Schover 2019). Such challenges can affect body
image, sexual attractiveness, sexual identity and additional emotional changes,
including depression and anxiety, which may exacerbate the physical challenges
encountered (Vermeer et al. 2016; White et al. 2013; Boquiren et al. 2016; de Vocht
2017; Begovic-Juhant et al. 2012; Bae and Park 2015). Unlike some other cancer
treatment-related effects, challenges to sexuality will typically affect partners too.
For partners, this can potentially result in reduced intimacy, loss of a sexual
relationship, coping with partner’s frustrations and increased tension within the
relationship (Grondhuis Palacios et al. 2018). This is at a time when an intimate
relationship can be an anchor point; providing a source of strength to navigate the
disease experience. Therefore, importance rests on supporting both patient’s and

partner’s sexual health and wellbeing (Flynn et al. 2012).

The highly individualised nature of a cancer diagnosis and treatment, alongside the
uniqueness of the experience of sexuality means that patients can have different
priorities for addressing sexual concerns along the treatment trajectory (Hay et al.
2018). Furthermore, patients may have differing levels of willingness and
motivation to address sexual concerns (Hoole et al. 2015) and varied preferences
related to the provision of sexual support (Hubbs et al. 2019; Albers et al. 2020b).
It is clear, however, from the literature that many patients and partners have a
desire for the provision of HP-led sexual support in cancer care (Flynn et al. 2012;
Sporn et al. 2015; Den Ouden et al. 2018). HPs across cancer care are well-placed
to address sexuality concerns, having frequent contact with patients during the
provision of physical care and emotional support throughout the treatment
trajectory and recovery (Krouwel et al. 2015b; Nisbet et al. 2021). Globally,

healthcare guidelines recognise patients’ and partners’ need for sexual support,



detailing that biopsychosocial sexual support should be provided across the
treatment trajectory (Carter et al. 2018, NHS 2016, Cancer Australia 2019). The
provision of sexual support has been identified as helpful to normalise sexual
challenges, engender a sense of hope and provide helpful strategies to improve

patient-reported sexual outcomes (Brotto et al. 2010; Nisbet et al. 2021).

1.3 Rationale for the study

Despite healthcare guidelines detailing the need for sexual support to be provided
routinely to patients with cancer and their partners (Carter et al. 2018; NHS 2016;
Cancer Australia 2019) and patients’ desire for HP-led sexual support; globally, this
is not commonplace in healthcare settings (Flynn et al. 2012; Charif et al. 20164,
Sporn et al. 2015, Reese et al. 2017b; Frederick et al. 2019b). Furthermore,
research indicates that when HP-led sexual support is provided to patients and
partners in cancer care it is largely dependent on type of tumour, gender, or age of
patient (Flynn et al. 2012; Ussher et al. 2013). Arecent systematic review examined
the principal barriers to HP provision of sexual support (O’Connor et al. 2019). The
consensus was that HP related attitudinal barriers prevent the provision of sexual
support, alongside patient and professional and organisational factors. Research
indicates that HPs have a need for education to improve their knowledge of the
sexual challenges faced by patients and partners and a framework to guide sexual
support conversations (Moore et al. 2013; Gleeson and Hazell 2017; Canzona et al.
2018; Almont et al. 2019b; Krouwel et al. 2020). In addition, HPs required effective
support strategies to promote patient coping, along with access to supportive
resources and referral pathways, all of which could contribute to addressing this
gap in practice (Fitch et al. 2013; Vermeer et al. 2015; Gleeson and Hazell 2017;
Canzona et al. 2018; Frederick et al. 2019a; O’Connor et al. 2019). To date, several

educational interventions have been designed to address these barriers, but these



have been limited in scope with a reliance on a face-to-face delivery modality
(Wang et al. 2015; Afiyanti et al. 2016; Jonsdottir et al. 2016; Reese et al. 2019a;
2019b) and confined to individual tumour group, such as prostate, a specific
gender, or theme such as fertility (Wang et al. 2015; McCaughan et al. 2021a; Quinn
et al. 2019; Reese et al. 2019a; 2019b). These interventions have shown success at
increasing HPs awareness, frequency and comfort of discussing sexual concerns,
thus reducing HP perceived barriers related to the provision of sexual support.
However, intervention research in this area is still in its infancy with a small number
of heterogenous studies. Moreover, there is a lack of clarity on which components
of interventions can maximise effectiveness of sexual support, with Albers et al.

(2020a) stating a need for more evidence-based research.

The Maximising Sexual Wellbeing: Prostate Cancer (MSW: PC) eLearning resource
(McCaughan et al. 2021a) was a recently developed educational resource with the
aim to enhance the provision of HP-led sexual support in prostate cancer care. This
elLearning resource was designed and developed to offer foundational level
education and training, under the guidance of an international collaboration of
experts in the field of cancer care, using a three-step approach. This resource was
developed to challenge HPs’' attitudinal barriers to providing sexual support in
prostate cancer care, equip HPs with tools and a language to discuss sexual
concerns, furnish HPs with supportive resources and establish referral pathways for
patients and partners who faced more complex challenges. The MSW: PC eLearning
resource included a conceptual framework which provided a structure for the
provision of sexual support to patients, namely, Engagement, Assessment, Support
and Signposting (EASSi) (McCaughan et al. 2020). The evaluation indicated that the
MSW: PC eLearning resource demonstrated a positive shift in HPs’ attitudes relating

to their role to provide sexual support, together with significant improvements in



awareness of the impact of prostate cancer on sexual wellbeing (McCaughan et al.
2021a). The resource employed an elLearning approach to maximise on resource
accessibility. This was an important step, given that eLearning has been regarded
as an ‘integral and ubiquitous component of health professional education’ (Sinclair
etal. 2017, p.127). The contribution of an eLearning approach has been magnified
during the recent global pandemic when most face-to-face training ceased (Alvin et
al. 2020). The online learning environment has been considered by numerous
researchers, to be comparable to traditional face-to-face methods and in many
cases, users report high levels of satisfaction (Du et al. 2013; McCutcheon et al.
2015; Sinclair et al. 2016; Martin et al. 2018; Souza et al. 2018; Kirana et al. 2020).
Furthermore, online learning approaches have been reported to be superior to no
intervention at all (Sinclair et al. 2016). It is recognised that online approaches may
not be suitable for all HPs or organisations due to initial cost, access to technology
and internet connectivity (Ramsey et al. 2016). Online approaches, however, can
provide the opportunity to create person-centred, self-paced, flexible
opportunities to learn; with reduced travel and less impact on work schedules

(Atreja et al. 2008; Du et al. 2013; Kirana et al. 2020).

The evidence base highlighted the need for an accessible educational resource to
enhance HP-led sexual support across cancer care. The MSW: PC elearning
resource offered scope to adapt a tumour specific eLearning resource to address
this gap. Building on this previous work by McCaughan et al. (2021a), this PhD study
chose to conduct a planned adaptation of the MSW: PC eLearning resource, that is,
translating the MSW: PC eLearning resource, an evidence informed intervention for
a new context (Moore et al. 2021b). The resultant intervention would be the
Maximising Sexual Wellbeing: Cancer Care (MSW: CC) eLearning resource for use

by HPs working with mixed cancer populations. There is a strong rationale to adapt



an intervention for a new context rather than ‘reinvent the wheel’ when there are
credible interventions which already exist (Copeland et al. 2021). Doing so, can be
considered both more efficient and less resource intensive, albeit some researchers
would contest this position and argue that adapting an intervention can be time-
consuming, depending on the level of complexity involved (Copeland et al. 2021).
Moreover, adapted interventions tend to be more effective than those used

without any adaptation (Sundell et al. 2016).

Although there can be pros and cons to involving original intervention developers
in the adaptation of an intervention (Moore et al. 2021b), this study involved
members of the research team who conceptualised, developed, tested and
evaluated the MSW: PC elearning resource. The involvement of the original
developers circumvented some of the challenges related to the adaptation of the
intervention. They provided key insights into the logic model for the intervention
(Appendix 1) (Moore et al. 2021b) and the study capitalised on established working
relationships and communication methods with the Learning Management System
(LMS) developers. The MSW: CC eLearning resource aimed, similarly to the MSW:
PC elearning resource, to enhance the provision of sexual support at foundation
level, a gap identified within the literature (Papadopoulou et al. 2019). Therefore,
the MSW: CC elLearning resource would be suitable for HPs with limited or no
experience of working with patients and partners experiencing sexual concerns
after a cancer diagnosis and treatment. The key area for adaptation was to broaden
the intervention context to address the educational needs relating to the provision
of sexual support across the cancer care workforce and not limited to those caring
for patients and partners with prostate cancer alone. This was achieved by using
the Person Based Approach (PBA)(Yardley et al. 2015b), which prioritised key

stakeholder involvement throughout all phases and was led by an in-depth



understanding of the needs of end-users and their context as recommended by

Moore et al. (2021b) in their recent ADAPT guidance for intervention adaptation.

The choice of focus for this study had involved consideration of a patient orientated
resource. It could be argued that a self-management intervention for patients was
warranted, given the difficulties patients have raising sexual concerns with HPs
(McCallum et al. 2012; Dai et al. 2020) and the lack of HP-led sexual support
patients and partners currently receive from HPs (Reese et al. 2017b). However,
there was a consistent message throughout the literature that patients and
partners wished for sexual support to be initiated and provided by an HP (Flynn et
al. 2012; Sporn et al. 2015; Albers et al. 2020b; 2020c). Moreover, the evidence
highlighted that HPs recognised their role to provide sexual support and identified
a need for education and training opportunities to address an information and skills
deficit (O’Connor et al. 2019). As such, the researcher prioritised the adaptation of

an HP-focused elLearning resource.

1.3.1 Study aim

The aim of this study was to:
Adapt, test and evaluate an elearning resource to enable HPs working across

cancer care to provide routine sexual support to patients and partners.



1.3.2 Study objectives

Underpinned by the PBA this study achieved its aim by addressing the following

objectives:

1. Adapt the content of the MSW: PC eLearning resource to a resource suitable for HPs
working across cancer care (MSW: CC elearning resource), providing core
information for general use with some additional information for specific issues
related to breast, colorectal, head and neck, gynaecological and prostate cancers.

2. Toiteratively test and refine the MSW: CC eLearning resource.

3. To determine the impact of the MSW: CC eLearning resource on HPs sexual attitudes
and beliefs related to the provision of sexual support for patients and partners in
cancer care.

4. To ascertain the acceptability and usability of the MSW: CC elLearning resource for

HPs in the cancer care setting.

1.4 Definitions
Throughout this PhD study, the term sexuality and sexual support have been used
extensively. Before moving into the body of this PhD study it is important to

provide clear definitions as these terms have several accepted meanings.

1.4.1 Defining sexuality

Sexuality is a complex concept which many have grappled with over time (Wilmoth
2006). The term ‘sexuality’ is understood in different ways and in some cases the
term is synonymous with sexual orientation (Ziegler 2016). With others, sexuality
can be limited to ‘what we do’ with a focus on sexual activity, as opposed to
embracing ‘who we are’. This stance fails therefore to recognise the importance of
psychological and social dimensions to a person’s expression and experience of

sexuality (Brotto et al. 2010; Cleary and Hegarty 2011). For example, earlier



definitions, like that of Shell et al. (2007) defined sexuality as the process of giving
and receiving sexual pleasure, explaining it to be associated with a sense of
belonging or acceptance by another. This definition is limited in focus to the
physical aspect of sex and pleasure; ignoring people who may not be in a current
relationship, or an intimate relationship. Realising the scope of sexuality is
important to be able to comprehend the full impact of cancer and treatment-
related effects on sexuality and therefore to inform adequate provision of sexual

support to patients and their partners in the healthcare context (Sears et al. 2018).

The World Health Organisation (WHO 2006) have provided a more comprehensive
definition of sexuality which recognises the interaction between the biological,
psychological, social, economic, political, cultural, ethical, legal, historical, religious
and spiritual factors in society. They acknowledge that although sexuality includes
many dimensions, they may not all be experienced. Sexuality is defined by the
WHO (2006, p.10) as:

“a central aspect of being human throughout life and encompasses

sex, gender identities and roles, sexual orientation, eroticism,

pleasure, intimacy and reproduction. It is experienced and

expressed in thoughts, fantasies, desires, beliefs, attitudes, values,

behaviours, practices, roles and relationships.”
This definition is evident in the many accounts provided by patients with cancer
and partners within the literature (Perz et al. 2014; Rose et al. 2017; Bamidele et
al. 2018). First, sexuality is considered as an essential aspect of human life; this
viewpoint is echoed in studies where patients have identified sexuality as essential
to maintain and promote QoL (Ratner et al. 2010; Abbott-Anderson and
Kwekkeboom 2012; Ferreira et al. 2015). Studies of sexuality and cancer, with

participants such as children and young adults, older people and those at end of

life, also have identified sexuality’s enduring nature. Sexuality predates puberty,
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extends beyond fertility, or a time when sexual activity ceases (de Vocht 2017).
Third, the biological, psychological and social influences on sexuality have been
acknowledged mirroring the recent literature, which has given more prominence
to the psychosocial aspects of sexuality after cancer (Varela et al. 2013; Perz et al.
2014; Ussher et al. 2015; Sears et al. 2018). Finally, this definition has recognised
that sexuality is highly individualised, evident in patients’ varied accounts of sexual
challenges, some of which relate to partner status and cultural differences
(Bamidele et al. 2018; Dorfman et al. 2019). Based on the encompassing nature of

this definition, this study will adopt the WHO definition of sexuality.

1.4.2 Defining sexual care and support

Sexual care and sexual support, unlike other terms such as sexuality or sexual
health, are not clearly defined within the literature. These concepts are difficult to
operationally define, due to not only the great diversity of sexual challenges
experienced by individuals and couples after cancer (de Vocht 2011, Girodet et al.
2019), and cultural and ethical understandings (Dune et al. 2017; Rahman 2018).
In addition, terms like care and support are used somewhat interchangeably in the
literature, for example, one principle of person-centred care is to offer personalised

care or support (Collins 2014).

The concept of sexual support within this thesis has been considered as an element
of sexual care. Sexual care includes the delivery of more specialised treatments to
address specific issues including sexual dysfunction, management of pain and
emotional distress. Sexual support, therefore, for the purpose of this thesis, will be
defined as (1) Information and advice including a pre-treatment discussion of
treatment-related effects, normalising sexual concerns, providing advice for

rehabilitation including strategies which promote intimacy beyond penetrative
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intercourse and coping with the emotional impact. (2) Encouragement for sexual
communication within couples. (3) Attentive to partners’ needs and that which (4)
Provides access to onward referral as appropriate which could include, erectile
dysfunction clinic, physiotherapy, counselling, or peer support (Ussher et al. 2012b;
Canzona et al. 2016; Frederick et al. 2019b; Mehta et al. 2019). As sexual challenges
may be experienced by patients and partners at many points on the treatment
trajectory, it is pertinent that the provision of sexual support is a matter for
multidisciplinary HPs (Carter et al. 2018), including roles such as oncologists,
surgeons, general practitioners (GPs), nurses, physiotherapists, social workers,
counsellors and psychologists, who have interactions with patients and partners at

various timepoints in treatment and survivorship.

1.5 Overview of study

Using mixed methods guided by the PBA (Yardley et al. 2015b), this thesis has
outlined how it adapted, tested and evaluated the MSW: CC elearning resource
over three phases; namely, intervention planning, intervention optimisation and
intervention evaluation. The MSW: PC eLearning resource was adapted to create a
novel prototype for use across cancer care. This process was guided by the
literature and supported through iterative review by an expert group and the
research team. A qualitative design was employed to test and refine the
intervention with HPs working in cancer care across five Health and Social Care
Trusts (HSCT) in Northern Ireland. Finally, with a quantitative pre-test post-test
survey, the MSW: CC eLearning resource was evaluated using a modified version of
the sexual attitudes and beliefs survey (SABs) with HPs working with mixed cancer

populations.
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To guide the reporting of the adaptation, the researcher used the updated FRAME
guidance (Stirman et al. 2019) alongside ADAPT guidance v1.0, additional guidance
provided by Moore et al. (2021a). This has provided the reader with the detail
necessary to inform judgements on the impact of the adaptation on intervention
effectiveness (Leijten et al. 2016) and to enable methodological lessons to be
learned and incorporated into future intervention development procedures

(Duncan et al. 2020).

1.6 Organisation and structure of the thesis

This study is presented in six chapters which are outlined in Table 1.

13
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Table 1: Organisation of thesis by chapter

CHAPTER | TITLE CHAPTER CONTENT

1 Introduction Provides an introduction and context to the
thesis, defines key constructs, provides an
overview of study.

2 Methodology Outlines the pragmatist philosophy which
underpinned the mixed methods study which was
guided by the PBA. It also provides an overview
of the methodology for each phase of study.
While the literature review informed the design
of the study, it has been presented after the
methodology. This action was taken to enhance
the readability of the thesis by presenting the
three PBA phases within three distinct chapters.

3 Phase 1 - Presents the four elements which supported the

Intervention planning of the study: (1) a critical overview of the

Planning: existing literature in relation to the impact of

MSW: CC cancer and treatment on sexuality of both

elearning patients and partner, current provision of sexual

resource support in cancer care, the barriers and
facilitators to HPs providing sexual support and
critically reviews current interventions which seek
to change HP practice; (2) a background
information for the MSW: PC eLearning resource
and reviews the theoretical basis of the MSW: PC
elearning resource and its relationship to the
MSW: CC eLearning resource; (3) establishment of
an expert group to co-produce the MSW: CC
elearning resource; and (4) the formation of the
guiding principles.

4 Phase 2 - Reports on the iterative process of the adaptation
Intervention of the MSW: PC elLearning resource to the MSW:
Optimisation: CC elLearning resource. Next, this chapter has
MSW: CC described the optimisation process which
elearning involved the expert group and research team and
resource later multidisciplinary HPs using Think Aloud (TA)

interviews. This process produced the final
version of the MSW: CC eLearning resource for
evaluation.

5 Phase 3 - Details the evaluation process which used a
Intervention modified version of the SABS with
Evaluation: multidisciplinary HPs, as the primary outcome
MSW: CC measure. Using descriptive and inferential
elearning statistical analysis, the impact on the sexual
resource attitudes and beliefs of HPs related to the

provision of sexual support in cancer care are
reported. Furthermore, the chapter provides
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CHAPTER | TITLE

CHAPTER CONTENT

insight into HPs views of the MSW: CC eLearning
resource acceptability and usability as an
educative resource for HPs in cancer care.

6 Discussion &
Conclusion

Provides an overview of the key findings from the
study, highlighting contribution to knowledge,
study limitations and recommendations for future
research.

1.7 Conclusion

This chapter has presented a brief introduction and overview of this study and

provided a rationale for adapting, testing and the evaluation of an elearning

resource, which has aimed to enhance HPs’ provision of sexual support in cancer

care. Furthermore, an outline of the organisation and structure of the thesis has

been provided.



16
CHAPTER TWO: METHODOLOGY

2.1 Introduction
This chapter presents the methodology for the study which, guided by the PBA, was used
to adapt the MSW: PC eLearning resource for use with a mixed cancer population, creating
the MSW: CC eLearning resource. The MSW: CC eLearning resource was then tested and
evaluated with HPs from across cancer care. This chapter will present the following
sections:

- philosophical assumptions that informed the study

- anoutline of the research design

- an overview of ethical considerations.

2.2 Philosophical assumptions and their application to study

Before conducting research, a researcher should consider their philosophical assumptions
(Wright et al. 2016). Evidence also highlights that the rigour and credibility of research
findings can be strengthened by connections between the researcher’s philosophical
assumptions, aim and objectives of study and chosen research design (Bryman 2016).
According to Creswell et al. (2007), a researcher’s choice of a particular research approach
is broadly influenced by their ontological (definition of reality), epistemological (how

reality is known) and methodological (research procedure) assumptions.

The researcher’s ontological belief resonated in the principle of pragmatism, which
asserts that the claim by post-positivists, namely, the world exists independent of our
understanding of it, is equally as important as that of constructivists, who purport that
the world is created by our conceptions of it (Dewey 2008b). On one hand, our
experience in the world is constrained by the nature of our world and on the other hand
our understanding of the world is limited to our interpretations of our experiences

(Morgan 2014). Forthe pragmatist, truth is not absolute (Dewey 1938); the consequences
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of any act are dependent on the situation in which it occurs (Dewey 1938). Pragmatism
calls for researchers to be open-minded, tentative and willing to change (Morgan 2014).
This ontological belief stems from the researcher’s personal and work experiences as a
Specialist Health Improvement Manager at the Northern Health & Social Care Trust
(NHSCT) for two key areas, sexual health and learning disability. The activities within the
role were guided by, despite being out-of-date, the Sexual Health Promotion Strategy
2008-2013 (DHSSPS 2008) and the Teenage Pregnancy Strategy 2002-2007 (DHSSPS
2002). Underpinning this work was the strategic vision “to improve, protect and promote
the sexual health and wellbeing of the population in Northern Ireland” (DHSSPS 2008).
The main aim of these strategies was to reduce sexual transmitted infections and
unplanned teenage pregnancy. As such, the broader sexual health needs of those with
chronic conditions including cancer were not addressed. Despite raising the profile of the
need to address wider sexual concerns, in the absence of an updated strategy there was
a lack of resource and reluctance to commit to actions without the development of new
implementation plans. At this time, her close friend at 35 years old received an
unexpected, devastating diagnosis of metastatic cancer. As a family, they journeyed this
closely with her friend, her husband and child, maximising the time left to ensure many
lasting memories. Reflecting on her friend’s last few days in the hospital with her
husband, the researcher wondered what could be done to ensure that the intimacy needs
of a patient with cancer and partner could be maximised? How could HPs ensure space
and privacy for couples to meaningfully hold and comfort each other at a time when it is
needed the most? Beyond this, the situation caused the researcher to consider how
patients and partners navigate such devasting diagnosis and the presenting physical and
psychological treatment-related effects. With a pragmatist ontology, it is possible to
realise that treatment impacts upon sexuality, but the experience, expression and

interpretation of these effects are socially constructed (Gilbert et al. 2011).
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Epistemologically, the researcher identified with a pragmatist’s focus, which is on action,
as the basis for knowledge (Morgan 2014). Therefore, the research paradigm selected for
this study was pragmatism. Pragmatist philosophy does not consider one methodology
to be ‘superior’ to another, instead it supports the methodology which will be most
appropriate to achieve the research goals (Morgan 2014). Although often perceived as a
narrow approach which merely asks ‘what works’ (Dewey 2008a); the pragmatist
approach was deemed to be suitable for this study due to its recognition of the many ways
of interpreting the world and that multiple realities exist (Kelly and Cordeiro 2020). This
approach pays attention to the importance of the research context and its evolving
components which include sexuality and society, cancer treatments, technology and the
healthcare environment. Specifically, for this study, the pragmatist approach supported
the adaptation of the existing theory and evidence-based elLearning resource purposed
for a prostate cancer population, to one suitable for a mixed cancer population.
Furthermore, the pragmatism’s recognition of the evolving context, supported the
opportunity to maximise the acceptability and usability of the MSW: CC elearning
resource as the researcher assessed and responded to feedback throughout the

intervention development.

2.3 Mixed methods research design for study

A pragmatist approach to research permits the integration of positivist (deductive) and
constructivist (inductive) research data collection, which typifies the most appropriate
research design for this study, being ‘mixed methods.” The research design was guided
by the PBA (Fig. 1), as it addressed the specific goals of the study, namely, intervention
planning, optimisation and evaluation. Mixed methods research designs involve
combining or integrating qualitative and quantitative research and data in a research
study (Creswell and Creswell 2018). This approach can be viewed as addressing bias and

weaknesses in other research methods by triangulating data sources. There are several



19
mixed methods designs available to researchers however, the choice of design is
dependent on the focus of the research. This study used an exploratory sequential mixed
methods approach as outlined by Creswell and Creswell (2018). Inherent within the study
was sequential triangulation, that is, that the qualitative phase of the study explored HPs
views of the elLearning resource leading to the creation of a final eLearning prototype
which was then evaluated using quantitative methods. The qualitative component to the
research design carried more weight (QUAL — quan) (Morse 1991) as this element was
instrumental to the prototype which was evaluated. This two-phased research design was

supported by the PBA through its multi-phased approach to intervention development.

The Medical Research Council (MRC) guidelines for developing and evaluating complex
interventions (Craig et al. 2008) was an approach also considered, as it identifies that
interventions should be systematically based on the latest evidence and be guided by
theory (Craig et al. 2008). Researchers have acknowledged that intervention
development should be both evidence-based and theory-driven, to promote efficacy of
the intervention in a real-life context (Semple and McCaughan 2019). Theory and
evidence-base for interventions while critical, can be enhanced through the PBA (Yardley
et al. 2015b). Using the PBA framework for intervention development, enabled the
combination of theory and the evidence-base, with user-centred approaches to yield vital
insights into the potential barriers that end-users may encounter with the intervention,
while also assessing for and maximising acceptability and usability (Yardley et al. 2015b).
Furthermore, PBA has advocated for the use of key stakeholder involvement throughout
the intervention development phases to gain a greater diversity of feedback, which would
not be possible by qualitative research or patient and public involvement (PPI) methods
alone (Muller et al. 2019). The PBA also advocates for complementary theory-based logic
model activities to be conducted alongside the PBA in the development of interventions

(see Fig. 1). This study was seeking to adapt, not develop a new resource, and a detailed
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review of the existing logic model for the MSW: PC elLearning resource indicated that
there was no need for amendments. Appendix 1 provides an overview of the MSW: PC

eLearning resource structure and logic model.

Recently published ADAPT guidance has provided a useful model for the adaptation of
interventions (see Fig. 2) (Moore et al. 2021a). The ADAPT guidelines, similar to PBA
recommend the involvement of diverse stakeholders across all four steps of intervention
adaptation and implementation, but unlike PBA do not identify the use of qualitative
research with end users. This is a fundamental component within PBA to elucidate key
issues or insights during the intervention optimisation phase, to enhance not only the
effectiveness of the intervention but its acceptability and usability with intended users,

being clearly embedded within this study.



Figure 1: Person Based Approach (Muller et al. 2019)
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The PBA has two core elements. First, PBA prioritises fostering an in-depth understanding
of the views of intervention users as noted above, to include the contexts within which
they are engaging with the intervention and their experiences of it (Yardley et al. 2015b;
Morrison et al. 2018). As illustrated in Figure 1, this in-depth understanding is generated
from the evidence base and is often complemented with additional qualitative research
throughout each of the PBA phases. The PBA framework supports this further with
feedback from expert stakeholders and end-users (Morrison et al. 2018). As the PBA has
evolved, there has been greater value placed on the involvement of expert stakeholders.
Expert stakeholders can include those who may be expected to use the intervention,
those who are expert in the topic and those with a lived experience of the problem to be
addressed (O’Cathain et al. 2019). Inclusion of expert input provides intervention
designers with a better understanding of user’s experiences of similar initiatives and
potential barriers to implementation (Santillo et al. 2019). Secondly and uniquely to PBA,
intervention designers are encouraged to produce ‘guiding principles’ from an in-depth
understanding of the psychosocial characteristics of end users of the intervention.
Guiding principles identify [i] the main intervention design objectives in terms of
behaviour change and outcomes and [ii] the key features of the intervention required to
achieve each objective. Acting as a blueprint for the study, the guiding principles provide
the means to embed the evidence base and theory, along with the views of end-users to
develop effective and engaging interventions. There is a growing body of evidence
highlighting the efficacy of a range of complex interventions which have been developed
using the PBA, within the healthcare context, that have been robustly evaluated using
randomised control studies (Little et al. 2013; Anthierens et al. 2014; Little et al. 2015;

Little et al. 2016).

Inherent within PBA is a mixed methods research design. Figure 3 presents an overview

of the research design used for this PhD study, clearly depicting how the researcher used
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a mixed methods approach across the three phases of intervention development, as
guided by PBA. A brief overview accompanies this, explaining the researcher’s use of the
PBA within the current study, across the three clearly identified phases:
Phase 1 — Intervention planning
Phase 2 — Intervention optimisation

Phase 3 — Intervention evaluation.



Figure 2: ADAPT process model for adapting interventions for a new context (Moore et al. 2021a)
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Figure 3: Overview of the study design
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2.3.1 Phase 1: Intervention planning — (Chapter 3)

The intervention planning phase for this study included four elements, namely, (1) a
review of the literature, (2) background information on the MSW: PC eLearning resource
and an exploration of the theoretical underpinnings of the MSW: PC eLearning resource
and their relationship to the MSW: CC elLearning resource, (3) the establishment of an
expert group to co-produce the MSW: CC eLearning resource and (4) the formation of the

guiding principles to facilitate the development of the MSW: CC eLearning resource. The
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review of the existing literature identified the sexual challenges faced by patients and
partners across cancer populations, the current provision of sexual support within
healthcare settings along with the barriers and facilitators influencing the provision of
sexual support. Furthermore, the review explored existing educational interventions

designed to enhance HP-led sexual support in cancer care.

During the planning phase, PBA suggests that following a review of the evidence base, if
there are existing gaps, further empirical qualitative research should be conducted.
However, the PBA authors recognise that if extensive literature exists, it is prudent to use
this (Yardley et al. 2015b). An in-depth review of the literature (Chapter 3), identified
recent extensive empirical research which had been complemented with systematic
reviews in the field, investigating HPs barriers to the provision of sexual support and the
sexual challenges faced by patients. Therefore, no further empirical qualitative research
was required. Instead, it was opportune to move the research field forward, by adapting
the MSW: PC elLearning resource to create a novel eLearning resource to enhance sexual
support across cancer care. An expert group was established who would co-produce the
MSW: CC eLearning resource. Initial feedback from the expert group, ongoing input from
the research team and the evidence base, supported the development of the guiding
principles which would guide decision making in each PBA phase (see Chapter 3, Section

3.6, Table 8, pp.108-109).

2.3.2 Phase 2: Intervention optimisation (Chapter 4)

Phase 2, the intervention optimisation?, was achieved in two distinct parts corresponding

with study objectives 1 and 2 (previously noted in Chapter 1.3.2).

1 Refers to the testing and refining process to improve an intervention’s acceptability,
persuasiveness, ease of use and feasibility (Yardley et al. 2015b)
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1. Adapt the content of the MSW: PC eLearning resource to a resource suitable for HPs
working across cancer care (MSW: CC elearning resource), providing core
information for general use with some additional information for specific issues

related to breast, colorectal, head and neck, gynaecological and prostate cancers.

2. Toiteratively test and refine the MSW: CC eLearning resource.

Adapting the content for the MSW: CC eLearning resource was an iterative process with
members of an expert group, which included: (i) identifying content from MSW: PC
elLearning resource to be used in MSW: CC eLearning resource and (ii) developing new
content which included advice on key treatment effects for many patients and specific
advice on treatment effects for five tumour groups. This culminated in the production of
the MSW: CC elearning resource prototype. This eLearning prototype was subsequently
iteratively tested using think aloud (TA) interviews with HPs working with mixed cancer
populations. Analysis of the data from TA interviews with HPs enabled the identification
of modifications and timely refinement of the intervention prior to further testing. The
qualitative data not only shaped the optimisation of the intervention prior to evaluation
but provided key insights into HP views of the eLearning resource for use in routine cancer

Care.

2.3.3  Phase 3: Intervention evaluation (Chapter 5)

The third phase, intervention evaluation, used a quantitative approach with a modified
validated survey (full details in Chapter 5) to achieve study objectives 3-4, (previously

noted in Chapter 1.3.2) hence the mixed methods research design.

3. To determine the impact of the MSW: CC eLearning resource on HPs sexual attitudes
and beliefs related to the provision of sexual support for patients and partners in

cancer care.
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4. To ascertain the acceptability and usability of the MSW: CC elLearning resource for

HPs in the cancer care setting.

The quantitative element to the study provided evidence of the impact of the eLearning
resource on HPs sexual attitudes and beliefs relating to the provision of sexual support in
cancer care. Furthermore, this phase of the study provided evidence on acceptability and

usability of the MSW: CC eLearning resource for future use in cancer care.

2.4 Research processes used for PhD study

The research processes employed to conduct this study from preliminary discussions
through to write up and dissemination of study are illustrated in Figure 4. While there
were three distinct phases, managing ethical and governance approvals were ongoing
throughout the project, as was communicating the findings from the study. The colour
codes are provided to help the reader depict activities aligned with each phase of the

study.



Figure 4: Overview of research process for study
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2.5 Ethical considerations

Enhancing the provision of sexual support in cancer care can have a positive influence on

the quality of human life through elevating sexual healthcare provision and therefore

reducing the burden of sexual challenges (Shirmohammadi et al. 2018); although this is

not without risk. For many people, particularly in conservative societies, sexuality is a

sensitive and often taboo subject. Sexuality is often viewed as socially unacceptable to

discuss openly and within some cultures, associated with strong feelings of shame and

modestly (Traumer et al. 2019). Each person’s knowledge and confidence relating to the

provision of sexual support will be influenced by the culture of communication related to

sexuality both within the individual’s family home and education curriculum (Mansour

and Mohammed 2015). Therefore, participating in a sexuality related study, such as this,
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may cause a sense of embarrassment and create internal conflicts with personal views on
sexuality, or may cause tensions and dilemmas within professions because of challenges
to cultural or societal norms (Gune and Manuel 2007; Fouka and Mantzorou 2011). Due
to the possibility of this research evoking sensitive feelings, this study made important

ethical considerations to reduce harm to the research participants and researcher.

That said, this study was somewhat lower risk to participating HPs than other studies in
the field, which directly enquired into HPs previous sexual support practice or personal
views on providing sexual support. This study’s focus was resource adaptation, testing
and subsequent evaluation. The optimisation study (Phase 2) using TA interviews focused
on gaining participant feedback on the content, navigation, layout and appearance of the
elLearning resource, while the intervention evaluation (Phase 3), sought to ascertain the
impact of the MSW: CC elLearning resource on attitudes and beliefs of HPs surrounding
the provision of sexual care after. Yet, it would be ethically dismissive to overlook the
emotional risk to participants that reviewing the elearning resource could elicit. For
example, HPs could be reminded of previous challenging encounters when providing
sexual support or indeed, feelings of guilt at failing to provide adequate routine sexual
support. Therefore, important ethical issues related to protecting anonymity and
confidentiality, participant autonomy and informed consent and beneficence and non-
maleficence of the research, were addressed. These considerations are presented in

detail in Chapters 4 and 5, aligned to the phase of study to which they relate.

2.5.1 Obtaining ethical approval

The study was guided by the Ulster University’s (UU) Policy for the Governance of
Research Involving Human Participants (Ulster University 2018) and the Declaration of
Helsinki (Williams 2008). Early in the process the researcher obtained an Enhanced

Disclosure Certificate through the lead HSCT, which was shared with each participating
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Trust. The study’s application for ethical approval was peer reviewed within UU’s
Institute of Nursing and Health Research (INHR) and with minor amendments was
submitted to UU Centre for Higher Education Research & Practice Ethic Filter Committee.
Upon approval of the application in August 2019, an application was made to the Office
for Research Ethics Committee, Northern Ireland (OREC NI) (IRAS ID: 259926). Following
a minor amendment relating to the start date, the application was approved in October
2019 (Appendix 2). In parallel, the application was submitted to the NHSCT, who acted as
the lead Trust for the study. Governance approval was subsequently received from each
of the five HSCTs in Northern Ireland (NI) between Nov 19 and Feb 20. In August 2020,
with the COVID-19 restrictions in place, the researcher applied to OREC NI for an
amendment to the ethical approval to allow data collection to utilise video conferencing
technologies (19.0076 Amend 1 (S)) (Appendix 3). Furthermore, to increase participant
numbers given the clinical pressures during a pandemic and the potential reach of the
evaluation survey to a more diverse population, a second amendment detailing an adjunct
method of recruitment for Phase 3 of the study, using social media, was submitted and

approved (19.0076 Amend 2 (S)) (Appendix 4).

2.6 Conclusion

The purpose of this chapter was to present the methodological underpinnings of the
research processes to be employed in the current study. It describes the researcher’s
choice of and rationale for a mixed methods study, guided by the PBA which was aligned
with the researcher’s pragmatic philosophical assumptions and the study’s aims and
objectives. The study processes are outlined in three phases which provide the basis for
following chapters within this study thesis. Finally, initial considerations relating to ethics

are outlined with details of ethical and governance approval processes employed.
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CHAPTER THREE: PHASE 1 - INTERVENTION PLANNING

This chapter details the intervention planning processes used for this study which includes
four elements (1) a review of the literature (Section 3.1), explaining how the literature has
informed the way forward (Section 3.2), (2) background information and an exploration
of the theoretical underpinnings of the MSW: PC eLearning resource and their relationship
to the MSW: CC elLearning resource (Section 3.3-3.4), (3) the establishment of an expert
group to co-produce the MSW: CC eLearning resource (Section 3.5) and (4) the formation
of the guiding principles to facilitate the development of the MSW: CC eLearning resource
(Section 3.6). The guiding principles are informed by the integration of information from
the literature, underpinned by an appropriate theoretical framework for this study and
guided by an expert group. These guiding principles formed the basis for the development
of the MSW: CC eLearning resource. Each of these four elements will be presented below,

commencing with an extensive review of the literature.

3.1 Review of the literature

A narrative review of pertinent literature for the study was conducted. A narrative review
enables the researcher to gain a broad and comprehensive background for understanding
the current state of knowledge in this area (Greenhalgh et al. 2018; Gilleece et al. 2019).
The narrative review differs from other literature review types, such as integrative and
systematic reviews, where the purpose is to appraise and aggregate the data between
studies or that of a scoping review which aims to map key concepts, types of evidence
and gaps in research related to a defined area (Gilleece et al. 2019). This typology of
literature review was selected as the aim was to summarise the existing body of literature
and provide a comprehensive overview (Ferrari 2015) on the provision of sexual support
within cancer care. Reviewing a large body of extant literature was fundamental for this

study, as the key premise was to inform the content for the eLearning resource, which
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would be applicable for a range of tumour groups, throughout the cancer trajectory and

across a gamut of treatment modalities.

When deciding which type of review to conduct, a systematic review was a considered
approach; a method which is often placed higher in an assumed hierarchy of secondary
research evidence (Greenhalgh et al. 2018). This method was discounted as its narrow
focus could risk missing intriguing diversity and variations within the literature
(Greenhalgh et al. 2018), which could be important to consider in the development of the
eLearning resource. Furthermore, Greenhalgh et al. (2018) have warned that the under-
acknowledged limitations of systematic reviews, along with missed opportunities for
undertaking and using narrative reviews to extend understanding within a field risks
legitimising and perpetuating a narrow research agenda and contributing to research
waste. In addition to considering a systematic review, the researcher explored the utility
of a scoping review, however, as Munn et al. (2018) highlight, scoping reviews can be a
useful alternative to a systematic review when there is a need to clarify a concept or
theory but reports that the narrative review serves a use by providing a useful overview

of a topic or issue.

3.1.1 Literature search

In preparation for this study, a preliminary review of the literature and consideration of
the task to develop an elearning resource to enhance the provision of HP-led sexual
support across cancer care identified several key themes that should be addressed by a
narrative review to inform the development the elLearning resource. These themes
included identifying the impact of a cancer diagnosis and cancer treatment on sexuality,
healthcare guideline recommendations, sexual support needs of patients and partners,
current levels of provision of sexual support in cancer care and the factors mediating the

provision of sexual support in cancer care. This preliminary review of the literature
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identified key experts worldwide who have added extensively to this field of study,
including, E. McCaughan, Q. Quinn, J. Reece, L. Schover, J. Ussher and D. Wittmann. Their
works influenced the development of literature themes, for example ensuring the
biopsychosocial perspectives relating to cancer treatment (Wittmann et al. 2011; Ussher

etal. 2015).

To identify the relevant literature, searches were conducted using electronic databases
including MEDLINE, EMBASE, PsycINFO, Cumulative Index to Nursing and Allied Health
(CINAHL) and Scopus. The preliminary review of the literature informed key words to use
as search criteria. The key words used in the search were reviewed and critiqued by a
member of the Librarian Subject Team at Ulster University, leading to a combination of
these key words and subject terms being used: sexuality, sexual dysfunction, intimacy,
neoplasms, cancer, healthcare professional, education and communication. Truncation
(*) and speech marks were used as appropriate and terms were combined with Boolean
operators ‘AND’ or ‘OR’ to focus and broaden the scope of the search. The literature
included original articles and review (narrative, scoping, systematic, integrative) papers.
A comprehensive overview of the inclusion/exclusion criteria for the search strategy is
outlined in Table 2. When extensive articles were available, for example, on the impact
of surgical interventions on treatment, findings from papers were reviewed to ascertain
that the topic under question was central to the primary focus of the article, and the
author considered the representativeness of population, the sample size, and validity and
reliability of the data collection tools used. Debate within the literature was sought, for
example, relating to patients and partners desire for the provision of HP-led sexual
support, in order to facilitate wide consideration of issues within the field and to inform
the development of an evidenced-based, relevant and acceptable eLearning resource for

HP’s use across cancer care.
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When reviewing the literature on the current provision of HP-led sexual support in cancer
care, the literature research was restricted by date (January 2010 - August 2021). This
was essential to support the development of evidence-based content which had
relevance and applicability to the current cancer care workforce. All other specific
searches performed as part of the narrative review were not restricted by date, however
it was clear from this process that most of the studies identified were conducted in the
past two decade, and even more so in the last 10 years. Only literature available in English
language was included, as translational resources were unavailable. Reference lists were
manually searched from key papers and included in this review. Grey literature was
identified through Google Scholar and the British Library E-THOS. Furthermore, cancer
care guidelines were examined to identify the emphasis placed on the provision of HP-
led sexual support. An initial literature search was conducted in 2018-2019 and

subsequently updated in 2021.
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Table 2: Inclusion/exclusion criteria for narrative review

Literature
review
section

Inclusion criteria
Qualitative, quantitative and
mixed method empirical studies

including narrative, systematic,
scoping and integrative reviews

Exclusion criteria
Not in English

Example of search criteria

3.1.2 - [Impact of cancer and treatment | Oncology OR neoplasm* OR cancer
3.1.24 on sexuality after cancer AND sexuality OR sexual* OR fertility
OR “sexual wellbeing” OR sex* OR
Inclusion criteria “sexual side*effect* OR sexual
- Flexible date range to function OR sexual dysfunction* OR
encompass range of psychosexual disorder* AND surgery
treatments, tumour groups, or radiotherapy OR hormone therapy
population groups or chemotherapy OR systemic therapy
- Evidence that reflected the OR cancer treatment
biopsychosocial impacts of
cancer and treatment on
sexuality
Exclusion criteria
- Impact of treatment for other
chronic conditions on
sexuality
3.13 Sexual healthcare guidelines | Oncology OR neoplasm* OR cancer
recommendations for cancer | AND sexuality OR sexual* OR fertility
care OR “sexual wellbeing” OR sex* OR
“sexual side*effect* OR sexual
Inclusion function OR sexual dysfunction* OR
- Open range of dates as psychosexual disorder* OR intimacy
healthcare guidelines for OR body image OR “sexual
tumour groups are not always | satisfaction” OR “interpersonal
updated relationships AND “healthcare
- Worldwide search for sexual guidelines” or “healthcare
healthcare guidelines within recommendations”
cancer care
3.14 Sexual support needs of patients | Oncology OR neoplasm* OR cancer

and partners after cancer

Inclusion criteria

- Search criteria including dates
from 2010 — current

- ldentifying sexual support
needs either as the primary
aim of the paper or as an
issue identified in a wider
assessment of support needs
after cancer

AND sexuality OR sexual* OR fertility
OR “sexual wellbeing” OR sex* OR
“sexual side*effect* OR sexual
function OR sexual dysfunction* OR
psychosexual disorder* OR intimacy
OR body image OR “sexual
satisfaction” OR “interpersonal
relationships” AND patient OR partner
AND “support needs” OR “unmet
needs” OR “information needs”
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Exclusion criteria
- Prior to 2010
- Articles which did not
highlight sexual support needs

3.1.5 Current provision of sexual | Oncology OR neoplasm* OR cancer
support AND sexuality OR sexual* OR fertility
OR “sexual wellbeing” OR sex* OR
Inclusion criteria “sexual side*effect* OR sexual
- Restricted search for articles function OR sexual dysfunction* OR
from 2010 — current. psychosexual disorder* OR intimacy
- All types of HP-led sexual OR body image OR “sexual
support including assessment, | satisfaction” OR “interpersonal
support, signposting, relationships” AND healthcare
referrals, provision of professional OR nurse* OR doctor* OR
resources physician* OR oncologist* OR radio*
- Articles which identified HP OR physio* OR psycho* OR counsel*
views and patient and partner | OR “health* personnel” OR “allied
views on the provision of HP- | health professional” OR “professional
led sexual support role” AND “sexual support”
“emotional support” OR “coping” OR
Exclusion criteria “psychosocial support” OR “nursing
- Articles prior to 2010 intervention” OR “patient education”
- Patients’ self-management of | OR “psychosocial care” OR “client
sexual issues education” OR  “patient-provider
communication”
3.1.6 Perceived mitigating factors to | Oncology OR neoplasm* OR cancer
3.1.7.1 the provision of sexual support | AND sexuality OR sexual* OR fertility
in cancer care OR “sexual wellbeing” OR sex* OR
“sexual side*effect* OR sexual
Inclusion criteria function OR sexual dysfunction* OR
- Search restricted to articles psychosexual disorder* OR intimacy
from 2010 — current OR body image OR “sexual
- Articles that investigated the satisfaction” OR “interpersonal
barriers and facilitators to the | relationships” AND communication OR
provision of HP-led sexual “health communication” OR
support in cancer care “communication barrier*” OR
“communication facilitator*” AND
Exclusion criteria healthcare professional OR nurse* OR
- Articles prior to 2010 doctor* OR physician* OR oncologist*
- Patient barriers to raising the | OR radio* OR physio* OR psycho* OR
topic of sexual support in counsel* OR “health* personnel” OR
cancer care “allied health professional” OR
“professional role”
3.1.7.2 Models to guide the provision of | Sexuality OR sexual* OR fertility OR

sexual support

Inclusion criteria

- Flexible date criteria

- Models which had an
assessment and support
components to guide sexual
support

“sexual wellbeing” OR sex* OR “sexual
side*effect* OR sexual function OR
sexual dysfunction* OR psychosexual
disorder* OR intimacy OR body image
OR “sexual satisfaction” OR
“interpersonal relationships” AND
“pleasure  model” OR “pleasure
communication  framework”  OR
“pleasure framework” OR Auchincloss
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Exclusion criteria OR “ex-plissit” OR “5 A’s model” or “5
- Models which only assessed A’s framework” OR “better model” OR
sexual concerns e.g. ALARM “better framework” OR “better
(Anderson 1990) communication model” OR “plissit” OR
“assessment model” OR

“communication model” OR

“communication  framework” OR
“assessment framework”

3.1.7.3 Educational interventions | Sexuality OR sexual* OR fertility OR
combined with model to guide | “sexual wellbeing” OR sex* OR “sexual
HPs in the provision of sexual | side*effect* OR sexual function OR

support sexual dysfunction* OR psychosexual
disorder* OR intimacy OR body image
Inclusion criteria OR “sexual satisfaction” OR

- Interventions which explicitly | “interpersonal relationships” AND
combined education / training | education OR training OR eLearning OR

component with a model to “online learning” OR intervention OR
support HPs to assess and “education intervention” AND
support sexual support needs | healthcare professional OR nurse* OR
of patients and partners doctor* OR physician* OR oncologist*
- Restricted to articles from OR radio* OR physio* OR psycho* OR
2010 - current counsel* OR “health* personnel” OR
“allied health professional” OR

Exclusion criteria “professional role”

- Interventions with no explicit
model to support the
assessment and support of
sexual support needs of
patients and partners

- Interventions without any
educational component

- Articles prior to 2010

The following sections will now critically explore each of the themes within Table 2.

3.1.2 Impact of a cancer diagnosis and cancer treatment on sexuality

Sexuality is one of the most fundamental and enduring aspects of daily life that can be
affected by a cancer diagnosis and cancer treatment through a variety of interacting
biopsychosocial aspects (Bober and Varela 2012). For some, physical effects can present
prior to diagnosis, for example, fatigue, blood loss or a lump which can suddenly create
psychosocial problems. This can result in fears about cancer and the future; subsequently
changing a person’s sense of sexuality and how they interact with their partner (Gianotten

and Reisman 2017). However, for many, sexual challenges arise from the treatment(s)
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they receive to manage or cure their cancer (Milbury et al. 2013; Incrocci and Jensen 2013;
Bregendahl et al. 2015). These challenges may present immediately following treatment,
or later and persist for many years into survivorship (Ratner et al. 2010). At diagnosis and
during active treatment, patients may give less priority to sexual concerns, however as
they adjust to life with and beyond cancer, these challenges often become more

prominent and problematic (Olsson et al. 2012; Reese and Haythornthwaite 2016).

Epidemiological data on the prevalence of sexual concerns after treatment varies
significantly; partially due to the variation in effect of tumour type, location and treatment
(Traa et al. 2012). For example, in relation to a variation in surgical procedure, patients
receiving a total laryngectomy following cancer of the larynx were observed to experience
more sexual problems and depression in comparison with patients receiving a partial
laryngectomy (Batioglu-Karaaltin et al. 2017). Similarly, as outlined by a review of the
effects of different treatment modalities for colorectal cancer, sexual function outcomes
were found to be better for patients receiving a laparoscopic total mesorectal excision
(TME) rather than an open resection after rectal cancer, however, for women the
outcomes are not as well understood after rectal cancer surgery perhaps linked to an
historic lack of validated scoring systems for female sexual problems (Breukink and

Donovan 2013).

Several studies have made attempts to reflect the prevalence of sexual concerns for
different tumour groups. An important landmark study recruited a large cohort of men
with prostate cancer (n=35823) and reported poor sexual function for over 80% of men
(Downing et al. 2019). A systematic review which evaluated sexual concerns after
colorectal cancer identified that concerns for men ranged between 5% and 88% and
approximately 50% for women (Traa et al. 2012). Of the 82 studies included in this review

(Traa et al. 2012), 39 were measuring sexual dysfunction and/or quality of sexual life as a
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secondary outcome and approximately half of the studies were cross-sectional, thus
limiting a full understanding of the changes to sexuality over the course of treatment (Traa
et al. 2012). Milbury et al.’s (2013) analysis of six colorectal studies also proposed
variation between men and women’s reporting of sexual challenges after colorectal
cancer. This disparity in prevalence rates of reporting sexual challenges between male
and female colorectal patients is possibly related to the underrepresentation of women
in these colorectal studies. Sadovsky et al. (2010) review of the literature supports this
premise, as they highlighted that women were more reluctant to complete questionnaires
about sexuality in comparison to men. Furthermore, Milbury et al. (2013) reported that
many postmenopausal women were not sexually active at cancer diagnosis or had
stopped sexual activity after colorectal cancer treatment. Many of the studies
investigating the prevalence of sexual concerns after colorectal cancer have certain
methodological limitations such as small sample sizes and the use of a range of non-
standardised data collection tools. There are a range of standard validated data collection
tools available to assess sexual concerns (a brief overview of these tools is provided by
Grover and Shouan 2020), although they may not be validated for use with specific
tumour groups and may not capture the nuances of sexual concerns experienced as a

result.

Studies recruiting women with breast cancer estimated the rates of sexual concerns as
ranging up to 85% (Panjari et al. 2011; Ussher et al. 2012b; Di Mattei et al. 2020). The
literature reports significant variation on the extent to which sexuality is affected by
gynaecological cancer. Some studies report low numbers (Barlow et al. 2014; Kim et al.
2015), some report that half of women are affected (McCallum et al. 2014; Carr 2015) and
others suggest that most or all women report experiencing sexual difficulties (Cleary et al.
2011; Lara et al. 2012). This may be due to differences in how sexuality is defined, with

studies working with a more holistic definition reporting more difficulties (Williams et al.
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2017). Rates of sexual concerns for patients with head and neck cancer (HNC) can range
from 24-100% (Singer et al. 2008; Low et al. 2009; Moreno et al. 2012). A recent study of
134 head and neck cancer survivors, with a range of tumour locations and tumour staging,
at baseline indicated that 76.1% of patients were experiencing sexual challenges (Schutte
et al. 2021). As mentioned earlier, the literature is divergent in respect to which patients
across and within tumour groups are more likely to experience sexual problems, relating
this to age, tumour location and gender (Singer et al. 2008; Moreno et al. 2012; Rogers et
al. 2015). This is primarily due to a lack of validated tools designed to measure the sexual
challenges faced by specific tumour groups such as body image after breast cancer related
to breast shape (Dalton et al. 2009) or compromised function of the lips or tongue,
xerostomia, trismus, or presence of a stoma in patients with HNC (Hoole et al. 2015).
Thus, it is highly likely that the full extent of sexual challenges faced by patients with

cancer or cancer survivors is not known and understood.

The overriding conclusion drawn from studies on the prevalence of sexual problems for
people with cancer signifies this as a frequent issue confronted by many. Although
cognisant of the complex interplay between many factors which contribute to sexual
difficulties, the following sections will appraise the literature on the physical,
psychological and social impact of a cancer diagnosis and treatment on the patient and

their partner.

3.1.2.1 Physical impacts of treatment on sexuality

Treatment for cancer can include surgery, radiotherapy, chemotherapy or hormone
therapy or a combination of these, each of which present physical challenges that can
affect an individual’s sexuality. Table 2 provides an overview of how common treatments
can have a physical impact on patient’s sexuality. This table is followed by a detailed

presentation of how these specific treatment modalities impact sexual wellbeing for
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patients across cancer care. This evidence base was used to inform the content and
structure of advice provided within the MSW: CC elearning resource, on treatment-

related sexual challenges.

Table 3: Summary of cancer treatments and potential physical impact on sexuality
(adapted from Mercadante et al. 2010; Bober and Varela 2012; Schover 2019)

Treatment Physical impact on sexuality

General treatment-related Pain, fatigue, nausea, vomiting, hair loss (including

effects pubic hair with chemotherapy and pelvic
radiotherapy), weight changes, lymphoedema

Surgery Difficulty experiencing pleasure and reaching orgasm

Erectile dysfunction
Loss of sensation

Radiotherapy involving Difficulty experiencing pleasure and reaching orgasm
pelvic region (neurological or | Erectile dysfunction
vascular damage) Vaginal atrophy, dryness and pain

Fertility problems
Early menopause
Loss of sensation

Chemotherapy Temporary/early menopause
Fertility problems
Hormone therapy Vaginal atrophy, dryness and pain

Menopausal symptoms
Erectile dysfunction
Loss of desire for sex

Effects of surgery on sexual wellbeing
Using models of benchmark surgical use based on clinical guidelines across 183 countries

it is estimated that 58% of newly diagnosed patients with cancer need at least one surgical
treatment as part of their disease management (Perera et al. 2021). It is therefore
important that the evidence surrounding the specific effects of surgery on sexual
wellbeing are reviewed across different tumour groups. For example, after a range of
surgical procedures for gynaecological cancer including cervical, vulvar, uterine and
ovarian, a high proportion (around 80%) of woman (aged 52 + 13.4 years) report sexual
dysfunction, which is commonly due to changes to bodily functions and damage to pelvic
nerves, through the removal of the uterus, fallopian tubes, ovaries and or cervix (Aerts et

al. 2009; Carter et al. 2013; Jeppesen et al. 2015). These surgeries are associated with
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vaginal dryness and vaginal atrophy, pain during sex and issues surrounding lubrication
and infertility, all of which can affect sexuality, with increased significance for patients
whose treatment causes early menopause (Aerts et al. 2009; Jeppesen et al. 2015;
Vermeer et al. 2016; Seske et al. 2017). Gynaecological studies are not without
methodological limitations, inhibiting their generalisability due to small sample sizes
(n=50 (Aerts et al. 2009), n=30, (Vermeer et al. 2016), n=129 (Seske et al. 2017) and
heterogeneity of gynaecological subgroups represented — cervical (Vermeer et al. 2016;
Seske et al. 2017), vulvar, uterine and ovarian (Aerts et al. 2009; Seske et al. 2017). In
addition, most of these studies are retrospective in nature, but despite this, patients
reported symptomology over a lengthy period (18 months, Aerts et al. 2009 and 1 - 12
years Vermeer et al. 2016). Although retrospective studies could be subject to recall
difficulties, these findings do point towards the ongoing effects of gynaecological

surgery’s impact upon sexuality.

For patients having surgery for colorectal cancer, sexual dysfunction is also commonly
reported (Traa et al. 2012; Almont et al. 2019a), with more profound effects after radical
rectal surgeries, because of damage to important nerves (Breukink and Donovan 2013).
This nerve damage can cause erectile dysfunction (ED) or ejaculatory dysfunction (EJD) in
men, while for women, it can disrupt blood flow to the vagina and vulva, reducing vaginal
lubrication and sensation and decreasing orgasm (Breukink and Donovan 2013;
Bregendahl et al. 2015). Lange et al. (2009) compared 990 patients treated for colorectal
cancer who had radiotherapy and surgery (n=497) to those having surgery only (n=493);
these researchers concluded that radiotherapy was not an independent risk factor for ED
or EJD, but that sexual dysfunction was mainly caused by surgery. Other studies of men
and women with colorectal cancer (77% colon, 23% rectal) have similarly reported surgery
as being independently associated with a decrease in sexual activity (Almont et al. 2019a).

What is clear from the literature is the surgical procedures for colorectal cancer have a



44
direct impact on both the type and severity of sexual challenges experienced. For women,
in a nationwide cross-sectional retrospective study with a median follow-up time from
surgery n=55 months, Bregendahl et al. (2014) found risks of dyspareunia twice as likely
for patients who had an abdominoperineal resection (APR) when compared with low
anterior resection (LAR). Furthermore, they found LAR to be associated with a lack of
sexual desire, sexual inactivity and dissatisfaction with sex life or a lack of sex life. For
rectal surgery resulting in an ostomy, patients of both genders reported greater sexual
problems compared to those having an anastomosis (Sun et al. 2016). Participants (n=575)
in this study also note that decreased or loss of sexual activity after an ostomy was one of
their greatest post-treatment challenges. After such surgery, women with a mean age of
74.9 years (range 43.5 — 100.3) reported difficulties with vaginal strictures and vaginal
pain, which persisted many years after treatment (at least 5 years after surgery).
Whereas men with a similar mean age of 72.4 years (range 36.2 — 96.5) reported problems
getting and maintaining an erection, although this problem did appear to reduce over

time.

A large study of men with prostate cancer (n=35,823) from the UK found that 83.7% of
men after surgery alone, reported their overall sexual function was poor or very poor
(Downing et al. 2019). After surgery for prostate cancer most men report a range of
significant treatment effects, including urinary continence, erectile dysfunction due to
damaged muscles and nerves and reduced sexual pleasure (Hanly et al. 2014; Danemalm
et al. 2019; Downing et al. 2019). Similar to colorectal patients, when surgery forms part
of the treatment plan for prostate cancer, this has a direct, more intense effect on sexual
wellbeing, compared to having radiotherapy alone, up to five-years following treatment.
This was borne out in a long-term (15 year) longitudinal cohort study (Prostate Cancer
Outcomes Study (PCOS)), comparing patients receiving either surgery alone or

radiotherapy alone across different timepoints (Resnick et al. 2013). In this study, patients
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having surgery alone were twice as likely to experience ED and five times more likely to
have urinary incontinence, five-years post-surgery. Interestingly, these findings suggest
that the prevalence of these sexual difficulties were similar for both treatment types at
15 years (87% and 93.9% respectively). Thus, one can infer that prostate cancer patients,
irrespective of treatment experience longer-term effects. However, some of these
physical effects could be related to a combination of the aging process (men in the study
were diagnosed between 55 and 74 years of age and followed up over 15 years) and other
factors linked to the cancer and its treatment, as side-effects were relatively stable

between 2 and 5 years but declined after 5 years (Resnick et al. 2013).

Recent studies illustrate the evolution of surgical techniques and the possible impact on
sexual wellbeing. This includes the use of nerve sparing surgery on men who have had
erectile function prior to surgery. Importantly, this nerve sparing surgery for prostate
cancer has been reported to increase the chance of a return to baseline erectile
functioning (Avulova et al. 2018; Mullins et al. 2019). One study assessing patients’
perceptions of postprostatectomy erectile function to preoperative status reported that
bilateral nerve-sparing surgery was the only significant predictor of a return to baseline
function (15.5% of patients compared to 3.3% of patients who had not undergone
bilateral nerve sparing surgery) (Fode et al. 2016). However, these conclusions were
based on a small number of men (n=14). Surgical interventions for prostate cancer usually
involve the removal of the seminal vesicles, therefore men can no longer ejaculate when
having an orgasm, become infertile and orgasms themselves may be delayed. In several
studies, gay men report that the lack of semen at orgasm was concerning, as it is removing
a sense of ‘proof’ to the man and partner that sexual pleasure had been achieved
(Wassersug et al. 2013; Hart et al. 2014; Danemalm et al. 2019). Findings from an earlier

study (Danemalm et al. 2016) with heterosexual men however found men to be less
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concerned about the loss of ejaculate, highlighting potential differences in prioritising

concerns.

Patients who have had surgery for HNC reported sexual difficulties arising from reduced
mouth movement, tongue movement, dental loss, reduced range of neck and shoulder
movement and highly visible changes to facial shape and communication (Parahoo et al.
2019, Semple et al. 2019). Reduced mouth and tongue movement combined with dental
loss, can make kissing and oral sex difficult (Moreno et al. 2012, O’Brien et al. 2012;
Semple et al. 2019). Some caution is necessary regarding the generalisability of these
findings, as HNC studies exploring the impact of sexuality after surgical intervention have
reached their conclusions based on small sample sizes with an underrepresentation of
women. For example, O’Brien et al. (2012) used a stratified quota sample of n=16
patients, with only n=4 female participants, stratified across ear, nose and throat or
maxillofacial cancers. Moreno et al.’s (2012) sample comprised of mainly white (83%),
male (74%) patients, while Batioglu-Karaaltin et al.’s (2017) Turkish study of n=108
participants purposefully excluded females to create a homogenous group given that not
many females would meet the inclusion criteria. While most HNC patients are male (1.4
: 1 for cancers of the oral cavity and 4.4 : 1 for cancers of the larynx, although this varies
with geographical location) (Braakhuis et al. 2014), these findings may not be
representative of female patients, nor address the challenges faced by their partners
(Badr et al. 2016). Changes to the head and neck, a result of treatment which can
introduce pain, eating and drinking difficulties and can cause altered speech which may
affect the patient’s sense of self, communication and important daily essential functions
(Badr et al. 2016, Semple et al. 2019). The requirement of feeding tubes or support with
breathing can prove challenging to negotiate during sex and intimacy (Badr et al. 2016).

Of note, patients with HNC in a study with a larger sample size than most (n=206),
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reported the lack of physical strength after surgery as having a greater impact on their

sexuality than managing sputum or changes to appearance (Singer et al. 2008).

Surgical treatment for breast cancer may result in changes to or the loss of a breast
resulting in scarring, pain, lost sensation in breast and/or nipple tissue and lymphoedema
(Bitzer and Hahn 2017; Panjari et al. 2011). In keeping with previous research (Beckjord
and Compas 2007; Markopoulous et al. 2009), Aerts et al. (2014) a prospective case-
controlled study (n=149 women with n=149 age-matched controls) found a significant
negative impact on sexual function based on the type of breast surgery. This study
demonstrated that women who had a mastectomy reported more problems with sexual
desire, arousal and orgasm; than prior to surgery, or when compared to women without
breast cancer (Aerts et al. 2014). Women who had received breast conserving surgery
experienced better sexual adjustment compared to those who underwent a mastectomy.
However, the participants for Aerts et al.’s (2014) study were heterogeneous in terms of
adjuvant treatment. This study had significantly more women in the breast conserving
group receiving radiotherapy and significantly more in mastectomy group receiving
chemotherapy, which has a well-known impact on sexual functioning (Ganz et al. 2011).
It is possible that the significant negative impact relating to mastectomy detailed by Aerts
et al. (2014) could be related to adjunctive chemotherapy rather than the surgical

intervention.

For women with hormone positive cancers, surgery for breast cancer may include removal
of the ovaries, for some this can be a relief as it signals a reduced risk of cancer in the
future, but for others the loss of fertility can be devastating (Perz et al. 2014). Previous
studies have also reported that cancer-related infertility is associated with feelings of
depression and the resultant early menopause is distressing for patients with cancer

(Schover 2008; Tschudin et al. 2010). Although not undertaken by all, women who have
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had reconstruction surgery either as part of surgery to remove cancer or at a later point,
or a lumpectomy, tend to report better sexual adjustment than those who have a
mastectomy without reconstruction surgery (Markopoulous et al. 2009; Manganiello et
al.2011; Neto et al. 2013). Specifically, Markopoulous et al. (2009) reported that n=207
women from Greece with stage 1 or 2 breast cancer who had breast reconstruction were
the group most satisfied with their sexual life (81.3%), reporting that breast cancer
surgery was not affecting their sexual life (75%). Those in the breast-conserving surgery
group demonstrated a greater satisfaction with their sexual life (57.8%) than those in the
mastectomy without reconstruction group (37%). Woodbury et al. (2017) systematic
review and meta-analysis of 104 studies has supported these findings, nonetheless, they
have noted that the evidence is confounded due to the lack of compatibility of validated

measures across studies.

Although these studies are not exhaustive in terms of representative tumour groups, it is
evident that the location of cancer and type of surgery can physically disrupt patients’
experience of sexuality. These problems are not confined to what has previously been
described as ‘sexual cancers’ such as breast, prostate or gynaecological cancers, for which
much research centres around, but are challenges experienced by patients across tumour
groups. This section has highlighted sexual challenges due to surgical intervention, which
are unique to specific tumour groups while identifying others, such as pain, which is

experienced by patients across tumour groups.

Effects of radiotherapy on sexual wellbeing
Pelvic radiotherapy used in prostate, colorectal and gynaecological cancer treatments is

associated with infertility, urinary and bowel problems, fatigue, erectile and ejaculatory
dysfunction, vaginal dryness, stenosis and atrophy and lymphoedema (Rodrigues et al.

2012; Incrocci and Jensen 2013; Bregendahl et al. 2015). Bruheim et al. (2010a; 2010b)
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investigated the impact of radiotherapy on the sexual function of men and women with
rectal cancer and compared it to a non-radiotherapy control group. These studies
adjusted for confounding factors, such as a greater number of radiotherapy patients
having a localised advanced cancer and tumours positioned closer to the anal verge. For
men, Bruheim et al. (2010a), reported significantly poor scores for erectile function,
orgasmic function, intercourse satisfaction and overall satisfaction with sex life compared
to controls. For women, they reported an increased risk of dyspareunia and vaginal
dryness compared to surgery alone (Bruheim et al. 2010b). Further highlighting some of
these struggles, was a small phenomenological study of 10 Canadian women aged
between 40 and 60 years old who were treated with radiotherapy for cervical cancer
(Bilodeau and Douchard 2011). The study reported that these women struggled with
having no sexual desire and foul-smelling discharge which made intercourse
uncomfortable. Other women experienced vaginal stenosis which made intercourse

painful and difficult and which required them to adjust sexual positions.

For women with breast cancer, treatment for radiotherapy may cause scarring, burns,
lymphoedema and breast skin thickening, presenting both physical and psychosocial
problems to sexuality (Bitzer and Hahn 2017). When controlling for the effects of systemic
treatments, Bantema-Jobbe et al. (2015) study of women in the Netherlands with breast
conserving surgery and radiotherapy found sexual function challenges to be more
significant for older than younger women, indicating the need for further research to
understand more fully the reasons for this. Patients with HNC requiring radiotherapy may
need to have some, or all teeth removed (Hancock et al. 2003). If extractions are
performed after radiotherapy, there is an increased risk of osteoradionecrosis, although
there is no evidence from RCTs to support or refute the extraction of teeth prior to
radiotherapy for the reduction of subsequent dental complications (Eliyas et al. 2013;

Parahoo et al. 2019). However, as indicated by Parahoo et al.’s (2019) small study (n=15,
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men and women) of the impact of multiple dental loss as a consequence of treatment for
head and neck cancer, the removal of teeth can result in difficulties relating to speech,
eating and social interactions, together with challenges to physical intimacy through

kissing.

Importantly, the side effects following radiotherapy, irrespective of tumour group, may
present gradually and persist for several years post-treatment, therefore having an
enduring effect on relationships and sexuality (Rodrigues et al. 2012; Incrocci and Jenson
2013). Siglin et al. (2010) illustrated this, as men (n=143) who received external beam
radiotherapy for prostate cancer, reported significant declines in sexual function (sex
drive, erectile and ejaculatory function and overall satisfaction) up to 24 months following
treatment which stabilised thereafter. In contrast, Lange et al. (2009) noted from their
study of 990 Dutch patients (63.1% male) that sexual decline after preoperative
radiotherapy for rectal cancer, improved in females over time, though it remained worse
for male patients. However, the authors do point out that the assessment of female
sexual dysfunction is difficult, as simple endpoints equivalent to erectile function and
ejaculation are not available and sexual intercourse often remains technically possible
even when sexual dysfunction is present. Akin to surgery, the physical sexual challenges
for radiotherapy are varied as they depend on factors such as the location of treatment

on body.

Effects of chemotherapy on sexual wellbeing
Chemotherapy is a systemic cancer therapy associated with indirect effects on patient

sexuality such as nausea, vomiting, bowel changes, hair loss, weight gain and peripheral
neuropathy. Among these, nausea and vomiting are viewed as the most distressing,
which can have a considerable effect on sexual desire and body image (Ganz et al. 2011;

Limoncin et al.2017). Fatigue has been reported by up to 99% of patients following
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chemotherapy and/or radiotherapy (Radbruch et al. 2008). Mackereth et al.’s (2015) UK-
based study of 40 women’s experience of fatigue after chemotherapy for breast cancer,
suggested that fatigue was responsible for a reduction in sexual activity, sexual drive and
intimacy with partner. However, it is difficult to ascertain if these findings only related to
chemotherapy as patients often receive multiple treatments, therefore it is possible that
other treatments contributed to fatigue levels. In a Turkish mixed methods study of 79
women with ovarian cancer, women reported that chemotherapy treatment made them
feel incomplete as a woman (20.6%), 62% refrained from sexual intercourse and 56%
stated that chemotherapy negatively affected their sexuality (Akkuzu and Ayhan 2013).
However, it was not clear in this study how researchers controlled for the effects of
surgery on sexuality. Furthermore, a large Italian survey of 761 patients who had a
diagnosis of cancer in the previous 6 years (84%) as a result of varied tumours
(predominantly breast (56%) and female (77.6%)), reported that 60% of patients
experienced an altered sexual life associated with their chemotherapy treatment (Lorusso
et al. 2017). For 50% of these patients, sexual challenges were confined to the
chemotherapy treatment cycle, while such challenges extended beyond the cycle for the
remainder of the sample (Lorusso et al. 2017). In a study of 487 patients (258 male, 229
female) with colorectal cancer (77% colon, 23% rectal), chemotherapy was positively
associated with decreased frequency of intercourse and reduced satisfaction with the
frequency of hugging and kissing (Almont et al. 2019a). Conversely, Mayer et al. (2019)
found that chemotherapy did not influence sexual function and wellbeing of 396 sexually
active women with breast cancer and reported that hormone therapy could account for
the changes. This discrepancy may be due to the gender differences, or variation of
validated tools used across the two studies. The tools used by Mayer et al. (2019)
appeared to be more comprehensive as they considered additional partner-related
factors potentially influencing sexuality. These related to having no partner, a partner

experiencing physical problems which could make sexual relations difficult or a partner’s
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lack of sexual desire. The literature has suggested that the effects of chemotherapy often
improve post-treatment, but for women it may have longer lasting direct effects, by
increasing vaginal dryness and pain during sex, reduce sexual pleasure and a risk of
temporary or early menopause (Boswell and Dizon 2015; Limoncin et al. 2017), which can
lead to infertility. Ganz et al.’s (2011) prospective longitudinal study of women with
breast cancer (n=558) at 4 timepoints, first timepoint within 4 weeks of treatment
commencing, then at 3, 6 and 12 months, echoes this finding. Women reported
significantly more problems, such as hot flushes, nausea, vaginal problems,
musculoskeletal pain, cognitive problems and weight problems for women who received
chemotherapy, compared to those without. While this study benefited large study
sample, non-responders at 12 months were more likely to be older and use Tamoxifen.
This could have potentially skewed the data, underrepresenting the extent of the sexual
challenges encountered given Tamoxifen’s reported negative effect on sexual wellbeing

(Buijs et al. 2009).

It is recommended that women should not get pregnant during or for a short time after
chemotherapy treatment (Limoncin et al. 2017), therefore, studies investigating the
therapeutic challenges of chemotherapy while pregnant are limited and involve only a
small number of patients (Esposito et al. 2016). In their systematic review on neonatal
outcomes, Esposito et al. (2016) suggest that chemotherapeutic agents have a dangerous
effect, particularly in the first trimester, with a risk of pregnancy loss or malformations.
These problems are much reduced after 12 weeks. However, Esposito et al. (2016) adds
caution to these findings for several reasons. They reported that many of the
chemotherapy drugs given to pregnancy women show lower blood concentrations when
compared to nonpregnant women, suggesting that women who are pregnant would

require a higher dosage. Furthermore, pregnant women treated with chemotherapy



53
have a greater risk of severe neutropenia, but the safety and effectiveness of the treating

agent for this condition during pregnancy is not well established.

For men, chemotherapy may cause erectile problems and reductions in sperm count due
to higher levels of follicle-stimulating hormone, luteinizing hormone and a reduction in
testosterone (Wiechno et al. 2007; Meistrich et al. 2009). A multicentre prospective
longitudinal study of 129 men aged between 20 and 44 years with testicular cancer with
a control group of 257 fertile men identified lowest sperm count values at 3 and 6 months
after chemotherapy treatment commenced (Bujan et al. 2013). However, their study
identified that semen characteristics recovered to pre-treatment values at 12 months
when there was fewer than two cycles of chemotherapy. Following chemotherapy
treatment, erectile function usually improves, however, as pointed out by an earlier study
of semen analysis following allogeneic bone marrow transplantation where patients were
aged between 9 and 50 years, sperm count may not usually improve (Anserini et al. 2002)
which may indicate a need to consider fertility preservation in advance of treatment.
However, given the timelapse between studies it is possible treatments have become
more refined. Furthermore, Anserini et al. only had baseline data for n=8 patients in their
study. From the evidence base, it appears that chemotherapy treatment can have an
enduring impact on sexuality, however, for others it can have a shorter-term impact.
Nonetheless, the experiences discussed can induce or increase patient and partner

concerns around sexuality.

Effects of hormone therapy on sexual wellbeing
Hormone therapy such as androgen deprivation therapy, selective oestrogen receptor

modulators (e.g., Tamoxifen) or aromatase inhibitors are commonly used for hormone
sensitive tumours (breast, uterine or prostate), either to prevent hormones reaching

cancer cells or to stop their production. This is an important factor which can influence
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sexual function and QoL (Mayer et al. 2019). In men, androgen deprivation therapy may
cause a loss of sexual desire, erectile dysfunction, hot flushes, weight gain, enlarged and
tender breasts, reduced semen volume, trouble with orgasms and emotional instability;
all of which affect self-image, perceived identity and the experience of masculinity
(Donovan et al. 2018; Corona et al. 2021). Even when androgen deprivation therapy is
discontinued, a study of 167 men receiving treatment for localised prostate cancer which
compared the effects of radiotherapy and radiotherapy plus androgen deprivation
therapy reported those receiving androgen deprivation therapy had worse erectile
dysfunction (Joyce et al. 2021). Women with breast and gynaecological cancers, on the
other hand, have reported side-effects from hormone therapy such as vaginal dryness,
pain during sex, loss of desire, hot flushes, problems with orgasm along with fatigue and
bowel problems (Tucker et al. 2016; Carter et al. 2020). Studies comparing the effect of
aromatase inhibitors and Tamoxifen on sexual function have reported that aromatase
inhibitors can cause significantly greater severity of sexual symptoms (Baumgart et al.
2013; Tucker et al. 2016). Schover et al. (2014) highlighted (n=129) that during the first 2
years of adjuvant treatment with aromatase inhibitors, many women (93%) with breast
cancer scored as dysfunctional on the Female Sexual Function Index (FSFI); moreover 75%
of these women were distressed about sexual problems, finding them difficult to resolve,
with some choosing to cease sexual activity as a result (Schover 2014). However, Buijs et
al.’s (2009) earlier review of prospective randomised studies, into the influence of
endocrine treatments for pre and post-menopausal women with breast cancer
contradicts this finding, suggesting that aromatase inhibitors often have less impact than
Tamoxifen on sexual wellbeing. This picture is complex as many studies have included
patients with prior chemotherapy. Effects therefore may not be due to the hormone
treatment itself and patients may have found ways to cope and adapt because of the
many challenges they have faced to date, which could result in a lower response of sexual

issues (Buijs et al. 2009). However, post-menopausal women using aromatase inhibitors
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are more likely to experience increased menopausal symptoms that negatively affect
sexuality due to the disruption in the primary source of oestrogens (Derzko et al. 2007;

Mok et a/.2008; Van Londen et al. 2014).

3.1.2.2 Psychosocial impact of a diagnosis of cancer and treatments

There is a complex relationship between the physical and psychosocial aspects of sexuality
after diagnosis or treatment for cancer (Boquiren et al. 2016). Painful intercourse, due to
vaginal dryness, can lead to feelings of anxiety and avoidance of sexual contact while hair
loss, weight gain and bodily scarring can interrupt a person’s sexual identity, reduce
perceptions of attractiveness and act as a visible reminder of the cancer (Cleary et al.
2013; Gilbert et al. 2013; Vermeer et al. 2016). These treatment-related effects can
reduce levels of sexual desire and pleasure which can also negatively affect sexual identity
(Gilbert et al. 2013; Tracy et al. 2016). The loss of body parts can change perceptions of
sexual identity, for example, Ussher et al. (2012a; 2015) in two large surveys (breast
cancer n=1965, reproductive and non-reproductive tumour groups n=657) using
qguantitative and qualitative items described the negative psychosocial impact from
having no breasts, particularly when they were important to a partner or as part of
physical pleasure. Furthermore, a study of 381 women with breast cancer, whose
treatment led to the early onset of menopause and infertility, described women'’s feelings
of inadequacy in their role as a partner, due to not being able to conceive children (Perz
et al. 2014). Farthmann et al. (2016) in a prospective study of 79 women from Germany
(mean age = 47 years old: SD 9.75) who received chemotherapy treatment for breast
cancer reported greater levels of distress (health related QoL and sexual function) in
premenopausal women compared to older women. They concluded that this was due to
the increased importance placed on fertility and having a family at that life stage. Yet,
for some patients, the experience of cancer and treatment although life changing can

produce feelings of empowerment and confidence (Gilbert et al. 2013). Gilbert et al.
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(2013) reported that 21 Australian men from a range of tumour types including prostate,
leukaemia, bowel, bladder and brain, who were more accepting of the sexual changes did
not feel that their sexual identity was affected. Furthermore, for some patients, the
removal of sexual organs can bring a sense of relief (Juraskova et al. 2003; Sekse et al.
2010). For example, in patients with gynaecological cancer, these body parts have been
associated with the cancer diagnosis, pain and bleeding which was experienced prior to

surgery (Juraskova et al. 2003; Sekse et al. 2010).

Nonetheless, the psychological impact of cancer can be experienced through feelings of
fear, loss, guilt, shame, sadness, anger and depression (Wittmann et al. 2011; Begovi-
Juhant et al. 2012; Baxi et al. 2013; Vermeer et al. 2016). Patients with cancer can
experience many fears related to mortality, a preoccupation with cancer recurrence, or
partner abandonment, each of which may affect their levels of sexual desire (White et al.
2013; Boquiren et al. 2016; Vermeer et al. 2016). A qualitative study with women aged
between 36 and 62 years of age investigated the meaning women with breast cancer
(n=10) from Brazil attributed to their diagnosis and its impact on sexuality. Even at
diagnosis women identified the proximity of death and fears of bodily alterations which
could be caused by treatments as having a negative impact on sexuality (Cesnik et al.
2013). For some patients, the anticipation of alopecia and changes to breasts had resulted
in the end of intimate relationships (Cesnik et al. 2013). Furthermore, a small study of
30 patients with cervical cancer treated in the Netherlands within the previous 12 years
reported that half of patients attributed feelings of embarrassment, guilt and sadness to
the sense of loss associated with impairments to sexual function (Vermeer et al. 2016).
Embarrassment, guilt and sadness was consequently attributed to lower levels of sexual
desire affecting their sexual relationship and leaving them feeling a sense of guilt towards
their partner. Interestingly, of the 44% of those approached to participate in this study

but who declined, with most reporting their decision was based upon the topic being
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considered as too intimate or intimidating. Guilt and embarrassment were also evident
in a qualitative study of men with HNC (n=10) (Baxi et al. 2013). This study described how
patients with an HPV-related cancer diagnosis expressed a sense of stigma and
embarrassment associated with their diagnosis of a sexually transmitted infection.
Patients had concerns about engaging in sexual activity due to worry related to passing
on HPV to their partner (Baxi et al. 2013). Other studies, however, demonstrate patients
adaptive coping mechanisms in response to the psychological impact of an HPV-related
HNC cancer diagnosis. Dodds et al. (2019) reported that patients with HNC in their study
coped better by focusing on the improved prognosis implied by an HPV-related HNC and
by developing an understanding of HPV-virus prevalence. Partners too can be fearful
about engaging in sexual activities. This fear was described by Taylor (2014) in their study
(n=4) recruiting partners of patients with cancer from outpatient, community and hospice
inpatient units in the UK, who in relation to fear of the toxicity of patient’s chemotherapy
treatment impacting upon themselves, were reluctance to engage in sexual activity
(Taylor 2014). Itis evident that without open communication, partner avoidance of sexual
activity can reduce the intimate emotional connection between partners and increase

patient distress (Tracy et al. 2016).

Patients can experience emotional distress in relation to changes to sexual identity, body
image and relationships (de Vocht 2017). Poor body image, lower feelings of
attractiveness, challenges with sexual identity and lower sexual function are positively
correlated with depression and have negative effects on overall QoL (Begovic-Juhant et
al. 2012, Bae and Park 2016). Begovic-Juhant et al.’s (2012) quantitative study assessed
body image, physical attractiveness and femininity of 70 women with breast cancer post-
treatment (most within 6 years of treatment), aged between 23 to 79 years and
investigated the relationship between body image, depression and QoL. Their findings,

based on questions from a series of validated questionnaires including the European
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Organisation for the Research and Treatment of Cancer QoL Questionnaire — Breast
Cancer (EORTC QLQ-BR23) (Sprangers et al. 1996) showed that poor body image and a
negative perception of attractiveness and femininity contributed to higher depressive
symptoms and lower QoL. In fact, body image was responsible for the greatest variance
in depression. However, caution is required with interpretation of these findings, as it is
unclear if depression contributed to the poorer perception of body image, attractiveness
and femininity or this was resultant from poor body image or depression prior to diagnosis
(Begovic-Juhant et al. 2012). In contrast with these findings was Zimmermann et al.’s
(2010) study of 98 couples in which the women had breast cancer surgery and were
receiving adjunctive treatment. They found positive body image to be a consistent and
robust predictor of women’s adjustment to breast cancer and that women’s self-
acceptance was dependent on the extent of depressive symptoms experienced. Feelings
of unattractiveness and poor body image have been described in a small qualitative study
of patients with HNC (n=11) (Rhoten et al. 2020). For this tumour group, patients reported
not only difficulties adjusting to appearance-related changes but also due to the presence
of a percutaneous endoscopic gastrostomy (PEG) tube or stoma; as such they avoided
intimacy with their partners, experienced emotional distress and wanted to be alone
(Rhoten et al. 2020). Furthermore, patients may experience anger because of the changes
to their body. Ussher et al.’s (2015) study of 535 women and 122 men from a range of
tumour groups (85% of women had breast cancer, 72% of men had prostate cancer),
indicated that the loss in size of penis after treatment for prostate cancer and the changes
to breasts after breast cancer treatment left patients feeling angry at the disturbances to
their experiences of sexuality after cancer. However, it is not clear if they were angry
because the changes were unexpected or as part of the grieving process for the losses
incurred (Wittman et al. 2011). The evidence provided thus far has indicated that the

psychological impact of cancer and its treatment is real and complex, for which patients
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and partners require significant support, alongside addressing the physical treatment-

related sexual challenges (Sears et al. 2018).

Relationship quality is also an important predictor to one’s experience of sexuality and
continued sexual activity is positively associated with greater relationship satisfaction
(Zimmerman et al. 2010; Tucker et al. 2016; Gianotten 2017). Furthermore, a healthy
supportive relationship has a positive impact on individuals’ QoL, as patients with strong
support systems, particularly a spouse or partner, tend to live longer (Aizer et al. 2013;
Dahl et al. 2020) and adapt and cope better with sexual changes (Zimmerman et al. 2010;
Emilee et al. 2010; Brédart et al. 2011; Male et al. 2016). Dahl et al.’s (2020) study of 523
cancer survivors who had treatment for cervical cancer in Norway between 2000 and 2007
were followed up in 2015 and identified that sexually inactive survivors had significantly
lower mean scores on most cancer-related quality of life measures than sexually active
ones. Sexual inactive survivors were older, more often were single, had low education,
were not in paid work and were overweight. There are many potential interacting factors
which could have influenced sexual inactivity and quality of life, regardless of cancer and
treatment. For some, however, cancer along with its treatment can introduce new
problems into a relationship but, for others, it can exacerbate existing relationship

difficulties (Tracy et al. 2014).

3.1.2.3 Partners

A diagnosis of cancer can have a significant psychological and social impact not only on
the patient, but also the partner (Collago et al. 2018). Often there is a greater awareness
of dyadic adjustments by both the patient and their partner, as they deal with changes to
daily life, concerns for the future and sexual challenges as a result of treatment (Rottmann
et al. 2014; Collago et al.2018). Couples can often experience changes to mutual roles,

family and social relationships. A meta synthesis of existing qualitative literature (n=37
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studies) on the experiences of couples affected by prostate cancer (Collago et al. 2018)
identified that pivotal to coping with these changes for many was acceptance of the loss
of sexual intercourse by the patient and partner. Those couples who were unable to
accept the loss of sexual intercourse showed poorer adjustment to their circumstances
(Beck et al. 2013). Couples who adapted well often renegotiated or redefined sexual
practices, incorporating mutual genital touching, massage and kissing. Although many
partners may accept the changes to their relationship, they may simultaneously
experience resentment to the changes and experience feelings of anger, confusion and
sadness (Gilbert et al. 2009) at their ‘reduced’ circumstances (Abbott-Anderson et al.
2019). In other studies, partners reported a more positive outcome, describing an
admiration for how their partner was managing, along with increased closeness and
opportunities to establish a new relational balance (Paulwels et al.2012; Preau et al. 2013;
Drabe et al. 2013). Drabe et al. (2013) study of 149 patients and 156 partners identified
in their surveys that most couples reported growing closer through their cancer
experience but a small, sizeable percentage observed negative changes which resulted in
increased psychological distress and reduced quality of life. For the partner, however,
adapting to the changes in the relationship can be exhausting (Abbott-Anderson et al.
2019), especially if the patient has an uncertain future, with a poor prognosis. This can
result in potential changes to mood and depression not only for the patient but the

partner, alike (Gianotten 2017).

For some male partners of cancer patients, changes of mood and reporting of depression
have been associated with physical difficulties, such as erectile difficulties (Alacacioglu et
al. 2014; Enzlin et al. 2017). Alacacioglu et al.’s (2014) study of partners of breast cancer
patients in Turkey identified higher scores of depression, sexual communication,
avoidance and erectile dysfunction on the Golombok-Rust Inventory of Sexual Satisfaction

(GRISS), when compared to partners with lower depression scores. Interestingly, an
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earlier study by Milbury and Badr (2013) found that partners (mean age 54.4 + 10.85
years) of patients with advanced breast cancer who had greater sexual problems had

more depressive symptoms regardless of communication patterns.

Changes to sexuality for the couple may include reduced frequency or total abstinence
from sexual intercourse and decreased intimacy (Cleary et al. 2013; Vermeer et al. 2016;
Grondhuis Palacios et al. 2019). Such changes can result in increased friction and tension
within the relationship and less touch or signs of affection. In a small qualitative study
considering partners’ (n=6) unmet needs and relationship challenges after HNC, partners
reported decreases in expressions of physical intimacy such as kissing, hugging, or
touching and that physical sexual relationships had ceased (Badr et al. 2016). A larger
study which included 174 partners of men with prostate cancer, described how half of the
partners had found it difficult to cope with their altered situation regarding sexuality
(Grondhuis Palacios et al. 2019). For some partners, sexual activity can serve as a means
of reducing tension, but changes to the relationship due to cancer and its treatment may
limit this outlet (Vermeer et al. 2016), which then contributes to higher levels of conflict

or resentment.

Partners however reported a wariness when it comes to initiating sexual activity. In a
qualitative study of partners (n=20) of patients with breast or gynaecological cancers, this
was a result of their awareness of the struggles their partner (the person with cancer) was
facing, such as the loss of sexual desire, stress, exhaustion and changes to their body
(Gilbert et al. 2009). Many partners were reluctant to cause pain to their partner (the
patient), they did not want to be perceived as inappropriate and they feared being
rejected (Gilbert et al. 2009). To address this, in another study of 12 partners of women
with cervical cancer, some partners reported that they wanted to leave the initiative for

sexual contact up to the patient, however some worried that this approach would reduce
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their sexual contact (Vermeer et al. 2016). Vermeer et al. (2016) described the changes
to a partner’s sexual behaviour within the relationship could cause the patient to worry
that their partner had lost sexual interest in them and create further tension and concern
within the relationship. This has highlighted the complexities of decision making about
sexual behaviour and its potential effect on relationships, which couples with cancer may
have to navigate. These findings have briefly summarised some of the difficulties
experienced by partners/couples and highlighted the importance of providing sexual
support for couples to aid improvement of communication patterns. The literature
indicates that in addition to the challenges that patients face, partners also face many

challenges across the physical, psychological and relational domains.

3.1.2.4 Other specific sexual challenges for population groups

Some patient subgroups (and partners) may experience specific challenges in relation to
cancer and sexuality. This may include, lesbian, gay and bisexual and transgender (LGB &
T) patients (and partners), older patients, patients with advanced cancer or those from
ethnic minority cultures. While LB women often reported lower sexuality concerns, GB
men reported specific functional and psychosocial challenges (Asencio et al. 2009; Rose
et al. 2017; Mclnnis and Pukall 2020). A series of focus groups with 36 ethnically diverse
GB men, aged between 37 and 70, from a mix of professional and unskilled backgrounds
from America identified the significance of the loss of penile function, ejaculation anal
pleasure as a result of prostate cancer treatment suggesting it could have a deep effect
emotionally, physically and socially (Asencio et al. 2009). After prostate cancer treatment,
erections may be weaker, which can be problematic for men wishing to engage in anal
intercourse, as firm erections are required (Goldstone et al. 2005). Mclnnis and Pukall’s
(2020) summary of the literature on sex after prostate cancer in gay and bisexual men
identified that gay and bisexual men when compared to heterosexual men reported

greater ejaculatory problems and changes to their sexual role. The impact of post-
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treatment erectile dysfunction varied depending on the role of the man in the
relationship. Those who were insertive partners had more concerns about erectile
function while those who were receptive partners were more concerned about pain and
discomfort (Asencio et al. 2009). Furthermore, for GB men these changes to sexuality can

leave them feeling an outsider within their community (Rose et al. 2017).

For older patients (65+), a fairly recent systematic review (18 studies — qualitative and
guantitative) highlighted that sexuality continued to be important for this patient group
(Bauer et al. 2016), with an English study of n=6690 men and women identifying that
many older people remaining sexually active (Jackson et al. 2016). However, for older
people it is more likely that comorbid conditions, partner health and sexual function can
present challenges (Mercadante et al. 2010; Ussher et al. 2012a; Sawin 2012). A study
investigating women’s adjustment to sexuality changes after gynecological cancer
identified in their study that many older people were accepting of the changes to
sexuality, (Abbott-Anderson et al. 2019), and akin to Murillo et al.’s (2017) study findings,
emotional intimacy remained important to them. Patients with advanced cancer
retained a desire for intimacy even when they were very ill (Bond et al. 2019). In fact, for
those with advanced cancer a large Danish survey (n=1447) of patients with tumour stages
Il to IV, (n=961 completing sexuality items) indicated there can be a stronger need for
physical closeness, intimacy and touch at this time (Bond et al. 2019). Despite a paucity
of studies into the sexual needs of patients with advanced cancer, one quantitative study
(n=65) recruited patients admitted to an acute pain relief and palliative care unit (Vitrano
et al. 2011). They investigated the sexual needs of patients receiving palliative care,
although excluded those who were too ill or confused. Findings indicated that most
patients (72.8%) viewed sexuality as ‘very important’ or ‘important’ to their psychological
wellbeing (Vitrano et al. 2011). Furthermore, Taylor’s (2014) qualitative study of patients

recruited from outpatient, community and hospice inpatient units, described the
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importance that patients with advanced cancer placed on non-sexual touch and
emotional attachment. They identified that a disconnection can occur in sexual
relationships due to a lack of physical intimacy, a disconnection which could be
exasperated by the lack of privacy and provision of single beds in hospital and hospice

settings (de Vocht 2017).

This is not just a concern for couples, as unpartnered patients often express fears about
dating again after cancer and the fear of rejection by a new partner (Shortt 2016; Tracy et
al. 2016; Reese et al. 2017a). In these studies patients’ concerns centred around how and
when to tell a new partner about their experience with cancer and the resultant changes

to their body, which then turned to finding a way to manage those reactions.

Finally, the experience and expression of sexuality between and within cultures varies
significantly. Cancer in some cultures may signal a threat to the relationship and
undermine sexuality identity as illustrated by Bamidele et al. (2019). In this UK-based
study which included 28 men and 11 partners, Bamidele described that black African and
black Caribbean men saw disclosure of their iliness as a sign of weakness and vulnerability
which did not align with their stoic masculine identity. Bamidele et al. highlighted that
some men in their study did not allow their wives to disclose their diagnosis, which then
limited their wives’ supportive networks. Furthermore, the lack of autonomy apparent in
many African and Asian cultures such as Afghanistan, Iraq, Somalia, Sudan, Sri-Lanka and
India may make women’s decision-making relating to sexuality after cancer difficult,
affecting decisions such as when to engage in sexual intercourse or family planning
(Metusela et al. 2017). The taboo nature of sexuality can make it difficult to discuss sexual
concerns in the presence of a partner or family member, which undoubtedly makes the

provision of HP-led sexual support more challenging.
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This section has demonstrated the range of physical and psychosocial treatment-related
effects which are experienced by patients across tumour groups when diagnosed with
cancer and having treatment. It is evident that these effects are not limited to ‘sexual
cancers’ but have been demonstrated to be a challenge for people with other cancers,
including HNC and colorectal cancer. The type and location of the surgical intervention or
treatment often has a bearing on the type and severity of the challenge faced. For many,
the experience of these challenges will improve with time, however, for others they may
present later and persist for many years. Not all patients regard these issues as
bothersome, with some more accepting of the changes affecting sexuality. For some
patients the treatment changes indicate a relief at knowing that there is less risk of cancer
in the future. Given the challenges faced by patients and partners it is important to

consider what is expected of HPs in relation to providing sexual support.

3.1.3 What do healthcare guidelines recommend in relation to the provision of sexual

support for patients with cancer and partners across cancer care?

More recent healthcare guidelines have provided clarity to the HP’s role, regarding the
provision of sexual support in cancer care. The American Society of Clinical Oncology
recommended that HPs initiate the provision of sexual support for patients (and partners
if the patient does so wish). This includes addressing the physical and psychosocial
challenges that patients face across the treatment trajectory and by providing access to
resources or referral information for the patient and partner (Carter et al. 2018).
Similarly, guidelines in Australia and the UK have supported this position (NHS 2016;
Cancer Australia 2019). Specific tumour group guidelines within the UK developed by the
National Institute for Health and Care Excellence (NICE), have addressed sexual support
across several tumour groups including colorectal, prostate and ovarian cancer (NICE
2011, NICE 2019, NICE 2020). The provision of sexual support is omitted from the breast

cancer care guidelines, although they do recommend that support is provided for women
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experiencing menopausal symptoms and infertility (NICE 2002, 2009, 2018). Absent
within NICE guidelines for HNC management is the recommendation of sexual support for
this tumour population (NICE 2004); this seems a significant oversight given the

considerable sexual challenges experienced by these patients and partners.

3.1.4 Prevalence of sexual support needs of patients with cancer and their partners

The literature clearly demonstrates that most patients with cancer need sexual support
and points to the majority of patients with cancer across many age groups and partners
placing importance on receiving sexual support and information from HPs routinely across
the treatment trajectory (Albers et al. 2020a; 2020b). Patient interest in receiving sexual
support is evidenced by Flynn et al. (2012) in their large survey (n=819) of patients, across
a range of tumour groups, who reported that 78% of patients would welcome sexual
support. Similar findings have been reported in studies within smaller heterogeneous
tumour populations (Sporn et al. 2015) and across studies that are tumour specific
(Downing et al. 2019). For example, 62% and 60-70% of patients with gynaecological and
breast cancer respectively wanted to receive sexual support (Ussher et al. 2013; Den
Ouden et al. 2019; Hubbs et al. 2019). When looking at cancer groups that were not
gender specific, that is, not breast, prostate or gynaecological, Hautamaki-Lamminen et
al.’s (2013) Finnish study of 177 patients with a range of tumours which included,
gastrointestinal, lymphoma, respiratory cancer, brain, skin, kidney did not find differences
in how patients ranked the importance of receiving sexuality related information. When
breast, gynaecological and prostate cancers were included in the analysis (n=505), men
with prostate cancer ranked access to sexuality-related information more important than
patients with other cancer type. This identifies the importance placed on receiving sexual

support across all tumour groups.
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The discussion of sexual support with an HP can present as a challenge for some patients,
as also illustrated in the above studies, however there is evidence that patients can
manage initial shock of the HP raising the topic and benefit from the sexual wellbeing
discussion. A study which investigated patients’ feelings about their general practitioner
(GP) discussing sexuality, found that most patients reported that they were able to
overcome the surprise of the topic by giving it a medical or contextual meaning (Zéler and
Troadec 2020). They achieved this by attributing the discussion as related to their medical
history, or enquiry into sexual experiences was the role of the GP. Some patients
conveyed that the discussion strengthened the patient/GP relationship and 81% of
patients expressed the wish for sexual assessment to be an integral part of their GP
patient consultation (Zéler and Troadec 2020). Patients have reported that the provision
of sexual support helped them to make informed treatment choices, reduce risk,
normalise the treatment effects on sexuality experienced, facilitate sexual rehabilitation,
reduce sexual distress and promote psychosocial adjustment (Laurence and Rousset-
Joblonski 2012; Hanly et al. 2014; Canzona et al. 2016; Reese et al. 2017a; Walker et al.

2021a).

The literature has identified that sexual support is highly individualised and complex and
cannot be perceived as a ‘one size fits all'. When demographic characteristics are
examined, such as gender and age as potential factors that influence individual’s wish for
sexual support, it would appear from two large-scale studies, with mixed cancer
populations (n=819; n=4349) that men and younger participants placed greater value and
were more willing to discuss sexual concerns than women and older patients (Flynn et al.
2012; Charif et al. 2016a). Such findings were echoed, in part, in the aforementioned
Finnish study, which reported that men ranked sexual support higher than women, but
there was no statistical difference in interest in receiving sexual support across age groups

(Hautamaki-Lamminen et al. 2013). These findings may be explained by these studies
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having a high proportion of men with prostate cancer, who often have significantly higher
rates of sexual dysfunction following treatment, with a propensity to rank access to
sexuality-related information higher than other tumour groups (Hautamaki-Lamminen et
al. 2013). Furthermore, a recent study of culturally diverse women (n=144) surveyed
from a breast cancer outpatient clinic, identified that women who sought help for sexual
concerns were younger, more likely to be partnered and sexually active (Reese et al.
2020). Whereas those not seeking help and those who sought help from outlets other
than HPs such as a partner, family and/or friends, had significantly lower self-efficacy
which related to their confidence levels to talk or ask about sexual concerns (Reese et al.
2020). Furthermore, Ussher et al. (2013) reported from their study of Australian women
with breast cancer (n=1965) that most often they had not spoken to anyone about the
changes to their sexuality after cancer. The most common reasons given by 1323
participants were that the women often preferred to discuss sexual problems with their
partner (38%), they felt embarrassment (36%), tried to cope on their own (32%), were
unaware of how anyone could help (32%) and believed sex was a private matter (23%)
(Ussher et al. 2013). These finding echo other studies which have highlighted that women
perceive there to be little value to raising sexual concerns due to a lack of awareness of
efficacious treatment methods (Charif et al. 2016b; Reese et al. 2017b). However, there
are many support options available for women to promote coping with sexual challenges,
with an evidence-base rapidly growing (Reese et al. 2017b) with research suggesting a
need to gain a better understanding of patient concerns are and how best to address

them.

Many partners wish to be included in the provision of sexual support (Traa et al. 2014;
Vermeer et al. 2016; Albers et al. 2020b; 2020c), which many patients are in favour of, as
it is believed this would help to open future communication about sexual concerns with

their partner (Flynn et al. 2012; Leonardi-Warren et al. 2016; Abbott-Anderson et al. 2019;
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Den Quden et al. 2019; Albers et al. 2020c). However, for some patients as identified in
a qualitative Dutch study with patients with cervical cancer (n=30) there may be a
reluctance for sexual support to be offered in the presence of their partners as it may
make it more difficult for them to articulate their concerns (Vermeer et al. 2016) or there
may be potential for a negative impact on the patient’s relationship. Furthermore, as
mentioned earlier, there are cultural variations as to how cancer could potentially
negatively impact intimate relationship, of which HPs should be cognisant. Bamidele et
al. (2019) reported that black African and black Caribbean men from their UK-based study
did not wish for their partners to be informed of their diagnosis or included in
consultations, because of fears about how such knowledge of sexual challenges may
cause problems within their relationship, with concerns that a partner may leave the

relationship.

Variability in partners desire for sexual support was further illustrated by Gilbert et al.
(2016), with a large study population of patients (n=657), across a range of cancers and
their partners (n=148). This study indicated that male partners of women with cancer had
a greater reluctance to seek help than female partners of men with cancer. This may be
explained by an increased likelihood that sexual intercourse continued when the woman
was the patient, despite pain or absence of desire (Gilbert et al. 2016; Tracy et al. 2016),
resulting in less support needs for some male partners (Hawkins et al. 2009). Conversely,
it may be that male partners in these studies were more acceptant of the sexual changes
faced and adjusted more easily. Despite this, Albers et al. (2020c) reported that partners
(n=76) of women with breast cancer aged 33-79 years who had received a range of
treatments, recommended that sexual support should be provided routinely to partners,
with only a minority disagreeing (22.7%). These studies have identified that the wish for
sexual support from partners also appears to be variable; it is often confounded too, as

partners are not always included in the consultation or in attendance at appointments
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(Forbat et al. 2012; Albers et al. 2020c). Furthermore, in some relationships, partners may
be in denial about the cancer diagnosis and to cope try to distance their thoughts from it
(Olson 2011), while other partners may not be supportive due to pre-existing relationship

difficulties or personal health concerns (Sawin 2012).

Having highlighted many unique complexities associated with the desire for sexual
support for patients with cancer and their partners, nonetheless, a sentiment echoed
through many studies, is the need for individualised support as a standard part of care

(Traa et al. 2014; Canzona et al. 2016; Reese et al. 2017a; Albers et al. 2020b).

3.1.5 Current provision of sexual support in cancer care

Professional standards (General Medical Council 2013; Medical Board of Australia 2014;
Nursing and Midwifery Council 2015;) outline that HPs should prioritise the care of
patients, ensure professional knowledge and skills are up-to-date, adequately assess and
promptly provide or arrange suitable advice, investigation and treatment and take steps
to alleviate pain and distress. However, research extensively reports that sexual
challenges resulting from a cancer diagnosis and or treatment, are not routinely
addressed by HPs (Lindau et al. 2011; Zeng et al. 2011; Zeng et al. 2012; Oskay et al. 2014;
Ferreira et al. 2015; Vermeer et al. 2016; Canzona et al. 2016; Reese et al. 2019b, Albers
et al. 2020a; 2020b). Illustrating this, Oskay et al. (2014) study of 87 nurses within Turkish
oncology departments reported that the majority (87%) of nurses agreed it was their
responsibility to provide sexual support, yet 88.5% did not perform any sexual care
assessment. A similar level of sexual support provision was demonstrated in a multi-
centred, Chinese study of nurses (n=202) working in gynaecological cancers units, with
nearly 80% of nurses never, rarely, or occasionally addressing patient’s sexuality concerns

or making referrals to counselling services (Zeng et al. 2012).
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A recent systematic review has provided a wider representation of the prevalence of
sexual support for patients with cancer (Reese et al. 2017b). This review included 29
studies, many of which were from Western countries (n=24), examining both patient and
HP perspectives on accessing and delivering sexual support. From both the patient and
HPs viewpoints, the findings illustrated that HPs more readily provide sexual support
when discussing the potential impact of treatment on sexual dysfunction, rather than
assessing sexual problems or addressing them following treatment. This is evident from
patient data, which demonstrated that 50% of HPs provided information on the potential
impact of cancer treatment on sexual dysfunction but only 22% of HPs addressed sexual
concerns. HP data mirrored this trend, with higher levels of HPs reporting the provision
of information, but lower levels addressing sexual concerns (88% vs 17%). This may be
due to the perceived complexities in assessing and addressing sexual challenges when
they arise (Reese et al. 2017b). These discrepancies between patient and HP data on the
degree of support provided may be attributed to the use of self-reported data (with
different data collection approaches used for patients and HPs); and some studies relying
on participants recalling their experiences of receiving sexual support over an extended
period (Reese et al. 2017b). Moreover, findings from a large multi-centre study of men
(n=35823) with prostate cancer in the UK, a group who are much more likely to receive
sexual support, demonstrated that despite 80% of men experiencing sexual difficulties,
55.8% were not offered interventions or support for the sexual dysfunction they
encountered (Downing et al. 2019). Similarly, in a recent study of n=64 breast cancer
survivors, 71.9% of patients declared they were not adequately informed about the side
effects of treatments on sexuality (Di Mattei et al. 2020). These findings are of particular
note, given that these two tumour groups are considered ‘sexual cancers’ and are more
likely than other tumour groups to report receipt of sexual support (Gilbert et al. 2016).
Most recently, Aptecar et al.’s (2021) prospective study of n=103 women with breast

cancer receiving hormonal treatment over a 12-month period, identified a low sexual
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satisfaction at baseline, yet poor HP communication about sexuality. Twelve months
later, although there was an improvement in HP communication related to sexual
challenges, this was still at a low level. The literature identifies a need for enhanced
communication between HPs and patients to address the current gap in sexual care for
patients with cancer and their partners. These findings have demonstrated a significant
unmet need for patients and partners worldwide. Given this, it is important to understand

the barriers which have prevented patients and partners receiving sexual support.

3.1.6 What are the perceived barriers to HPs providing sexual support in cancer care?

In the last 10 years, there have been several systematic reviews and literature reviews on
the barriers to the provision of sexual support in cancer care (Dyer and das Nair 2013;
Wang et al. 2018; Reese et al. 2017b; Vassdo et al. 2018; O’Connor et al. 2019;
Papadopoulou et al. 2019). These reviews identified many factors impinging on the
provision of sexual support, including personal and societal factors, patient characteristics
and those at organisational level such as strategy, policy, or funding. The next sections

focus specifically on the key barriers affecting the provision of sexual support.

3.1.6.1 Personal and societal factors affecting HPs routine provision of sexual support

Prominent within the literature, HP barriers to the provision of sexual support are
personal embarrassment, discomfort and fears of causing offence (Fitch et al. 2013;
Moore et al. 2013; Mansour and Mohamed 2015). Even for HPs who provided sexual
support as part of gynaecological cancer care, sexuality was considered a taboo subject
(Vermeer et al. 2015). For many HPs from China, Canada and Ireland, sexuality was
viewed as private, personal and complex (Zeng et al. 2012; Fitch et al. 2013; Moore et al.
2013). For others in Sweden and Brazil, sexuality was considered as something that older
people do not discuss (Olsson et al. 2012; Vieira et al. 2013). While studies identified

sexuality as ‘too private’, Zeng et al. (2011) argued that this is more apparent within
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conservative cultures like that of Chinese culture based on Confucian philosophy, where
sexuality is viewed for the purpose of procreation with any discussion of sexual issues
outside of marriage considered to be highly inappropriate (Khoo 2009). Afiyanti (2017)
corroborates this viewpoint, reporting that over 85% of Indonesian nurses in their study
viewed sexuality as private and taboo. Despite this, many nurses in this study did report
making time to discuss sexual concerns with patients (63.3%), which starkly contrasts with
Zeng et al. (2011) Chinese study, where 77.9% did not make time to discuss sexual
concerns. Although both cultures are considered conservative (Woo et al. 2009; Khoo
2009; Oetomo and Boellstorff 2014) and the studies reported that education and training
on talking about sexuality with patients was not part of their nursing curriculum, nurses
within the Afiyanti (2017) study reported greater levels of confidence (68.9%) when
compared to Zeng et al. (2011) study (30.7%). The reasons for disparities in levels of
confidence are not clear especially given the similar cultural backgrounds and lack of
education, however nurses from the Afiyanti (2017) study had more year’s clinical
experience. Other studies have identified less clinical experience as a barrier in the
provision of sexual support which may explain the contrast (Oskay et al. 2014; Krouwel et

al. 2015b).

HPs who are younger, with less experience, report that they provide less sexual support
to patients with cancer and their partners and experience higher levels of discomfort
discussing sexual concerns (Zeng et al. 2011; Zeng et al. 2012; Oskay et al. 2014, Krouwel
et al. 2015b). This premise was supported by Krouwel et al. (2015b) who noted that Dutch
nurses who were over 44 years old, with greater than 10 years in oncology practice,
discussed sexual concerns with patients significantly more often compared to younger
nurses. Numerous other nursing studies have echoed these findings, reporting that older
and more experienced oncology nurses are more likely to discuss sexual concerns with

their cancer patients (Zeng et al. 2011; Zeng et al. 2012; Oskay et al. 2014). What is clearer
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from the current body of literature, is that greater levels of discomfort in providing sexual
support is associated with HPs who have less clinical experience. The literature also notes
that HPs working in cancer care with less than 10 years clinical experience are more likely
to report a ‘lack of time’ as a barrier to providing sexual support (Huang et al. 2013;
Krouwel et al. 2020). This could indicate a link between those HPs who perceive there is
a lack of time to discuss sexual concerns with those experiencing a greater degree of

discomfort in providing support, however this would need to be investigated.

Evidence has suggested that HPs find some aspects of sexual support more comfortable
to discuss than others. Moore et al. (2013) surveyed 89 HPs who supported men with
testicular cancer and discovered greater comfort discussing the impact of treatment on
sexuality and addressing fertility concerns; but more discomfort when discussing the
specific impact of impotence, ejaculatory and erectile difficulties. Many HPs in that study
indicated that their discomfort was a result of a lack of knowledge in this area. Although
Canzona et al.’s (2016) qualitative study of n=40 HPs and n=40 patients with breast cancer
identified differing perspectives with regards to HP levels of discomfort when exploring
factors that mitigated the provision of sexual support in cancer care. They reported that
evidence of HP discomfort was largely absent from the HP’s transcripts, however, patients
in the study reported that they perceived HPs to be uncomfortable through nonverbal
cues or the HP shifting the conversation away from sexuality. The authors suggest that
HPs may be unaware of the impact of their behaviours (Canzona et al. 2016), but this may
point more to the tension between HPs experiencing discomfort and HPs viewing the

topic as important and within the remit of their role to provide sexual support.
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3.1.6.2 Patient specific characteristics which HPs perceive as barriers to providing
sexual support

Further to the personal and societal barriers, HPs reported significant patient-related
barriers to the provision of sexual support, including fear of patient embarrassment,
phase of care, the specific illness, the likely patient perceptions and difference in
characteristics between the HP and patient (Moore et al. 2013; O’Connor et al. 2019).
The fear of causing the patient embarrassment was found to be as significant as personal
embarrassment for the HP, with one study identifying that some HPs reported that this
fear was reflective of their own personal embarrassment (Olsson et al. 2012). This
Swedish study of 10 HPs who provided care for patients from mixed tumour groups at
various points on their treatment trajectory, identified HP concerns that patients who
were in active treatment phases or who they considered ‘too ill’, would question the HPs
treatment priorities if they were to begin to explore patients’ sexual concerns. This was
a sentiment echoed in other studies, where HPs felt that talking about sexual concerns
could be viewed as taking attention away from treatment or curing the disease (Fitch et
al. 2013; Frederick et al. 2019a). Some HPs from a variety of disciplines and tumour
groups identified within a qualitative Australian study, viewed patients who were single,
older or have a non-reproductive cancer to be ‘asexual’, ‘disinterested in sex’ or sexual
support to be ‘irrelevant’ (Ussher et al. 2013). Other HPs, similarly, from a range of
disciplines and tumour groups, expressed concerns about how a patient may react to the
topic being raised, particularly LGB & T patients or those who have a non-reproductive
cancer; with HPs reporting fears of such discussion being viewed by patients as
inappropriate, being perceived as an infringement of privacy (Ussher et al. 2013; Moore
et al. 2013; Williams et al. 2017).  Furthermore, Moore et al. (2013) study of 89 Irish
nurses comfort related to discussing sexuality concerns with men diagnosed with
testicular cancer identified several potential patient related barriers. These included

patients with a mental health problem (46%) and patients who differed from the
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attending HP in terms of culture (29%), religion (27%), age group (23%) or gender (21%),

although there were many in this study who disagreed with these latter barriers (40-60%).

3.1.6.3 Professional and organisational factors influencing the provision of routine
sexual support

The reviews which examined barriers to providing sexual support in cancer care found an
extensive number of factors which were related to professional and organisational factors
(Dyer and das Nair 2013; Reese et al. 2017b; Wang et al. 2018; Vassao et al. 2018;
O’Connor et al. 2019; Papadopoulou et al. 2019). The professional factors included HPs
lack of awareness of the sexual challenges faced by patients and role uncertainty relating

to providing sexual support in cancer care.

HPs frequently reported a lack of knowledge of the sexual challenges faced by patients
and their partners and strategies which could offer support (Huang et al. 2013; Mansour
and Mohamed 2015; Krouwel et al. 2015b; Bedell et al. 2017; Lynch et al. 2018; Wright et
al. 2018). These studies reflected that the lack of knowledge is an issue across HP roles,
including nurses, surgeons, oncologists, radiotherapists and other roles. Bedell et al.
(2017) surveyed 124 HPs, most of whom were oncologists working with patients with
cervical cancer who were trained in the US (90%), however, only 29% of HPs had
previously received education on sexual dysfunction. Both those HPs who had received
previous training (72%) and those who had not (72%) identified interest in receiving
education about the treatment-related effects on cervical cancer. Unfortunately, most
of the studies in this area do not investigate HPs’ prior engagement in sexual awareness,
education and training programmes; therefore, it is difficult to ascertain whether
education and training have had minimal impact or whether there has been a gap in
accessing training on this aspect of care. However, when HPs access education and

training, findings have often demonstrated increases in self-reported knowledge,
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although the provision of sexual support provided for patients and their partners remains
low (Jonsdottir et al. 2016). The impact of sexual wellbeing education interventions in
cancer care is reported in Section 3.1.7.3. These studies do not always detail the
theoretical basis for their educational intervention to enable inquiry into whether the
intervention was flawed or there were external influencing factors such as workplace
culture affecting the implementation of the intervention. Although in contrast of these
findings, Almont et al. (2019b), reported that HPs from a mix of disciplines with greater
knowledge of sexuality after cancer did provide higher levels of sexual support. Some
caution should be given to this finding, as HPs in their study had intensive training to

national diploma level in sexology, which probably led to greater confidence in this area.

A minority of HPs, again from a range of locations, Netherlands, Iceland and Wales,
expressed that providing sexual support was not their role or may position this as the role
of another HPs (Krouwel et al. 2015a; Jonsdottir et al. 2016; Gleeson and Hazell 2017).
Studies have identified that HPs view of their role in providing sexual support was at times,
related to a narrow understanding of holistic care (Zeng et al. 2012; Ussher et al. 2013;
Frederick et al. 2019a). An earlier study demonstrated this problem, in which it was
reported that those HPs who struggled to define the breadth of sexuality, were less likely
to provide sexual support to patients (Lavin and Hyde 2006). On the other hand, HPs who
have a broader definition of intimacy and relationships may use this as a rationale to avoid
engaging patients in sexual support conversations about the functional aspects of
sexuality (Olsson et al. 2012). More recent studies in the Netherlands, have identified
commonality in the views of doctors and radiotherapists who are less likely to regard the
provision of sexual support as their role when compared to nurses (Krouwel et al. 20153;
Krouwel et al. 2015b). This viewpoint is also more commonly held in primary rather than
secondary care (Gleeson and Hazell 2017). Further to the uncertainty of whether it is the

HP’s role to provide sexual support is a lack of clarity on which member(s) of the multi-



78
disciplinary team should provide this support. Thisis illustrated through a series of studies
in the Netherlands led by Krouwel et al. (2015a; 2015b; 2020), which considered the
frequency of differing HP roles provision of information on possible treatment-related
effects on sexuality. In these studies, 17.9% of medical oncologists reported discussing
sexual function with at least half of their patients daily (Krouwel et al. 2020), while surgical
oncologists report this to be 19% (Krouwel et al. 2015a) and nurses 48.5% (Krouwel et al.
2015b). The lower rate of sexual support provided by medical oncologists may be
explained by their view that although they had responsibility to address concerns, that
this responsibility was shared with nursing colleagues. Moreover, some believed it should
be the patient that identifies the need for sexual support (Krouwel et al. 2020). On the
other hand, the higher rates of nurses providing sexual support may be related to nurses
holding a view that oncologists would not regularly provide sexual support, nor would
patients raise the topic (Krouwel et al. 2015b) and a viewpoint that patients may prefer
to discuss this aspect of care with a nurse (Albers et al. 2020a; 2020c). In contrast, Oskay
et al. (2014) reported that from 87 oncology nurses in a Turkish study, all HPs recognised
that patients with cancer experience sexual problems and most of those surveyed
considered the provision of sexual support as part of their role (87%), but only 11.5% of
HPs evaluated the sexual concerns of patients. Many nurses in this study (67%) stated the
responsibility to initiate sexual support lay with the doctor or the patient. It would appear
that the uncertainty about who will provide sexual support, increases the likelihood that

patients will have unmet sexual support needs.

Organisational factors influencing the provision of sexual support include a lack of time to
address sexual concerns, a lack of private space for sensitive conversations and HPs’
perceptions of workplace culture on the acceptability of providing sexual support. For
some HPs, discussing patient and partner sexual concerns can be viewed as disorganising

and elongating the clinical appointment. This is important given the large numbers of
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patients seen at most routine cancer review clinics (Fitch et al. 2013; Depke and Ontilio
2015; Ferreira et al. 2015; Williams et al. 2017; Benoot et al. 2018; Canzona et al. 2018).
Canzona et al. (2018) described how time pressures precluded multidisciplinary HPs in an
American study from adequately addressing sexual concerns for breast cancer patients
due to a predominant focus on addressing success of cancer treatment or acute
treatment-related toxicities. When under time constraints, HPs report the need to
prioritise what they discussed with patients, with the result that sexual support is often

side-lined.

HPs have reported how care delivery involving sensitive communication in shared
workspaces, can restrict the discussion of sexual concerns (Hautamaki-Lamminen et al.
2013; Ussher et al. 2013; Ferreira et al. 2015). Ferreira et al. (2015) identified from a
study in a hospital in Sao Paulo, Brazil that the lack of private space acts as an obstacle
preventing HPs from raising the topic and HPs perceive that the lack of privacy patients
from talking freely about sexual concerns. They described nurses providing advice and
support in a ward environment with many other people present. This coupled with the
discomfort around the topic could further prevent the provision of sexual support. In
addition, HPs reported the presence of a family member or friend as limiting or curtailing
the discussion of sexual concerns with patients, with HPs viewing it as not an appropriate
time to bring sexual concerns up and opting to potentially discuss these at a future
appointment instead (Ussher et al. 2013). For some HPs from multi-disciplinary
backgrounds providing care across a range of tumour groups, the presence of the partner
also inhibited the discussion with HPs citing the need to get prior permission to raise the

subject with the patient (Moore et al. 2013; Ussher et al. 2013).

Although not reported as a major barrier, some studies alluded to a perceived workplace

culture, that deemed it inappropriate to routinely provide sexual support for patients with
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cancer and their partners. Mansour and Mohamed (2015) reported 63.9% of oncology
nurses in an Egyptian hospital setting who provided care to women with gynaecological
cancer presumed that colleagues may have a negative reaction to them providing sexual
support. This may be indicative of the cultural setting as the authors describe Egypt as a
place where sexuality is a taboo in the family and education system, synonymous with
shame and guilt (Mansour and Mohamed 2015). Further studies have investigated this,
identifying concern for colleagues’ perceptions of impinging on patient privacy (Moore et
al. 2013; Leonardi-Warren et al. 2016). The perceived lack of support within healthcare
teams needs to be addressed from a leadership perspective (Moore et al. 2013). The lack
of availability of support resources and formalised care pathways for patients may
perpetuate this culture, facilitating the absolution of responsibility to provide support
(Ussher et al. 2013; Oskay et al. 2014; Traa et al. 2014; Mansour and Mohamed et al.
2015; Frederick et al. 2018). Such normative beliefs could have a major impact on HPs

intention to provide sexual support in cancer care (Ajzen 1985).

The literature has demonstrated a substantial range of barriers relating to personal and
societal factors, patient characteristics, organisational and professional factors which
need to be addressed to facilitate the routine provision of sexual support in cancer care.
From this evidence, it is clear that HPs across many cultures and contexts face similar
barriers. Alongside the identification of these barriers, these reviews have also examined
what HPs have perceived would facilitate the provision of sexual support with patients
and partners. The next section provides an overview of potential facilitators to the
provision of HP-led sexual support and explores their impact within the literature. This
informed the rationale for the approach taken to address the lack of provision of sexual

support in cancer care in this current study.
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3.1.7 What are the perceived facilitators to HP-led provision of sexual support in cancer

care?

Previous research has established the key facilitators that HPs perceive would help them
to overcome the barriers to providing sexual support in cancer care. Throughout the
literature four predominant facilitators are identified by HPs. The first of these is the
provision of education and training (Albers et al. 2020a). Education and training should
be directed towards increasing HPs knowledge of sexual concerns for patients and
partners and strategies to address them, while challenging attitudes and increasing self-
efficacy to provide sexual support (Moore et al. 2013; Mansour and Mohamed 2015;
Canzona et al. 2018; Albers et al. 2020b). This is discussed in more detail in the next
section (3.1.7.1). Second, HPs identified the need for a framework or model to tailor
communication, assessment and interventions in relation to patient (and partners) sexual
concerns (Frederick et al. 2018). Further considerations of existing frameworks are
provided in Section 3.1.7.2, which is followed by a critique of interventions which combine
education and a communication model. Third, HPs require support resources which can
further inform patients about how treatment could impact on their sexual wellbeing,
normalise the potential treatment-related effects of cancer on sexuality and provide
strategies to help to manage these effects (Fitch et al. 2013; Vermeer et al. 2015; Albers
et al. 2020a). These support resources should be tailored to the cancer type and
treatment the patient is receiving (Fitch et al. 2013; Vermeer et al. 2015). HP studies have
suggested that these support resources could assist patients beyond their appointment
and act as a tool for patients to have conversations with their partner (Fitch et al. 2013;
Traa et al. 2014; Vermeer et al. 2015; Leonardi-Warren et al. 2016; Gleeson and Hazell
2017; Frederick et al. 2019a). The main consensus within the literature is for written
resources (Fitch et al. 2013; Gleeson and Hazell 2017), however, some HPs have suggested
the benefit of online resources (Fitch et al. 2013). HPs in the Fitch et al. (2013) Canadian

study of multidisciplinary HPs (n=34), although mainly doctors (n=11) and nurses (n=12),
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identified that the supportive resources could be used both to focus a conversation with
a patient as well as providing patients with important take-home information. Due to the
COVID-19 pandemic, a large proportion of patient consultations have been conducted
remotely and failure to adapt to provide educational material remotely could negatively
impact patients with cancer and their partners and disease management (Turkdogan et
al. 2021). Finally, HPs advocate for knowledge of and access to referral pathways (Fitch
et al. 2013; Traa et al. 2014; Gleeson and Hazell 2017; Williams et al. 2017; Frederick et
al. 2019a). Referral pathways to specialist services dealing with challenges such as ED, or
vaginal pain could maximise the specialist sexual support available for patients with
cancer and their partners, while encouraging HPs across cancer care to assess the need

for sexual support (de Vocht et al. 2011; Papadopoulou et al. 2019).

3.1.7.1 Education and training

Although the provision of education and training is often reported as being key to
supporting HPs address sexual concerns in cancer care, there is a lack of detail on the
specific elements required (Papadopoulou et al. 2019). HPs perceive that increases in
knowledge, through the access to education and training, could have a positive effect on
the provision of sexual support in cancer care (Moore et al. 2013; Mansour and Mohamed
2015; Canzona et al. 2018). Indeed, HPs with more self-reported knowledge have been
found to discuss sexual function more often (Almont et al. 2019b; Krouwel et al. 2020).
Almont et al. (2019b) have suggested that to improve the efficacy of education and
training, interventions need to be specific to the sexual issues relating to cancer care.
Their study of 165 HPs in across a range of HP roles in all French regions, examined
practices, attitude and knowledge of HPs in oncology following completion of an intense
training programme in generic sexology and concluded that more tailored education
focused to cancer care was required. Fitch et al.’s (2013) study of Canadian multi-

disciplinary HPs (n=34) working across tumour groups indicated that education should
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help HPs to identify specific sexual issues concerning patients and provide opportunities
for HPs to role play practical aspects of care. Others have described a need for education
and training to equip HPs, through knowledge and communication skill development to
enable HPs to discuss the potential treatment-related effects and management strategies
relating to sexual functioning (Krouwel et al. 2015a, 2015b, 2020; Vermeer et al. 2015;
Canzona et al. 2018; Lynch et al. 2019; Frederick et al.2019a). HPs within these studies
focused on education related to the physical effects of sexual functioning and less on
other psychosocial issues, such as body image. Training needs to be broader than physical
issues alone, as is evident within the earlier parts of this chapter, patients struggle with
psychosocial needs related to sexual loss or relationship dynamics and require support for
the difficulties they experience adjusting to these (McClelland et al. 2016; Boquiren et al.

2016).

Furthermore, there is a need to couple education with training to promote good
communications skills. This could facilitate HPs to establish a rapport with patients when
providing sexual support (Canzona et al. 2018), a key priority identified by HPs providing
care to patients with breast cancer who view rapport as important to alleviate potential
patient discomfort around sexuality. Moreover, a qualitative study of 17 nurses providing
support to women with gynaecological cancer in Australia highlighted the need for
enhanced confidence to communicate well about sexual concerns (Williams et al. 2017).
The study concluded suggesting the need for training strategies such as peer mentoring
and opportunities to observe colleagues in practice as advantageous (Williams et al.
2017). Such strategies can work to build confidence, which is in keeping with an
established body of evidence on the benefits of role modelling and experiential learning

for other cancer related topics (Kurtz and Cooke 2017).
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3.1.7.2 Models to guide provision of sexual support

In conjunction with education and training, HPs have suggested that models to guide
communication, assessment and interventions to address sexual concerns would help
with the delivery of sexual support in routine practice (Gleeson and Hazell 2017; Canzona
et al. 2018). One study which surveyed 121 HPs in Wales, including nurses, doctors,
healthcare support workers, surgeons and AHPs, reported that approximately half the HPs
in secondary care and one-third in primary care had perceived significant benefit to
utilising an assessment model to guide sexual wellbeing care (Gleeson and Hazell 2017).
Despite, the perceived benefit of an assessment model to guide sexual support in clinical
practice, over 80% of HPs in their study did not use any model in practice (Gleeson and
Hazell 2017). Furthermore, following assessment, HPs require a model to facilitate the

provision of tailored advice and information to patients and their partners.

The literature describes a range of models, developed over the last 50 years, which have
been depicted as helpful to both assess and provide sexual support. There are four
popularly cited models which offer support to HPs in terms of both assessing and
addressing sexual concerns (PLISSIT, BETTER, Ex-PLISSIT and Five A’s) spanning three
decades, from the 1970s to 2000s; followed by two more recent models in the past five
years (CARD and EASSi). Table 4 presents an overview of these models, which is followed

by a discussion of these models.
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Table 4: Models for HPs to guide communication, assessment and interventions on
sexual concerns with patients and partners in cancer care

Name/Author

PLISSIT
(Annon 1976)

BETTER
(Mick and Cohen 2003)

Five A’s Model
(Whitlock et al. 2002)

Ex-PLISSIT

(Davis & Taylor 2006)
CARD

(Wang et al. 2015)

EASSi

(McCaughan et al. 2020)

Main components

Permission,

Limited Information

Specific Suggestions

Intensive Therapy

Bringing up the topic

Explain importance of sexuality

Tell patient about resources/access

Timing

Educating the patient about side effects of treatment and
Record

Assess

Advise

Agree

Assist and

Arrange

Uses the 4 themes from PLISSIT with each stage now supported
with permission giving and self-reflection

Initiating conversation about Cancer and sexual wellbeing
Assessing concerns

Referrals and resources

Documenting conversation

Engagement

Assessment

Support

Signposting

The PLISSIT model has 4 distinctive stages: permission giving (P), limited information (LI),

specific suggestions (SS) and intensive therapy (IT). The initial phase of permission-giving

involves HPs initiating the conversation, by doing so they are communicating that it is

normal to discuss sexual concerns. Some HPs have misinterpreted this first stage and

have viewed this as seeking permission from the patient to discuss sexual concerns (Davis

and Taylor 2006). This was not Annon’s intention; permission giving was instead an

activity undertaken by the HP (Annon 1976). The model is based on the premise that HPs

should be able to offer brief sexual support to many patients in the early stages of the

model, with fewer patients then requiring specialist support which is provided in the latter
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phases of the model (Annon 1981). PLISSIT was developed in the 1970s, however, this
model has been further progressed through a more participative approach with patients,
with the revised version known as Ex-PLISSIT (Taylor and Davis 2007).  This updated
model provides greater flexibility, moving away from its previous linear model. The Ex-
PLISSIT model features permission-giving as a common thread throughout each stage and
encourages reflective practice. The model permits the HP to move patients straight to
intensive therapy or onward referral for complex issues rather than working through brief
intervention stages unnecessarily. This element has allowed the model to be more
responsive to need. Mick and Cohen (2003) developed ‘BETTER’, a model primarily for a
cancer setting. The literature has provided descriptive accounts, which outline its
framework, however there is no detailed information on the rationale or evidence base
for its components or evaluation findings from the HPs perspective. Finally, ‘Five A’s” is
a stepped care model for HPs to use to support patients with behaviour change. This
model has been used successfully across many health conditions and settings (Sim et al.
2009), having originated with smoking cessation (Fiore et al. 2008). More recently this
model has received attention as good practice for those addressing sexual wellbeing with
patients after cancer within a primary care setting (Zhou et al. 2015). However, studies
with other health conditions have found HPs focus on the initial steps, by merely raising
the issues but do not adequately address the issues or refer on (Simmons et al. 2012;
Martinez et al. 2017). Adopting such a model would be counter intuitive as it would be
unhelpful to identify such concerns resulting from disease or treatment and not provide

the necessary support to address these sexual difficulties.

Despite these models being developed since the 1970s, there is a lack of clear evidence
as to why they have not been implemented into routine clinical practice, even with
numerous intervention studies detailing positive outcomes for patients when used (Ayaz

and Kubilay 2009; Rostamkhani et al. 2012; Farnam et al. 2014; Perz and Ussher 2015;
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Saboula and Shahin 2015; Khakbazan et al. 2016; Faghani and Ghaffari 2016; Daneshfar
et al. 2017; Demir and Aslan 2018; Asadi et al. 2018). An obvious gap in the literature,
which may help to address lack of implementation in practice is the paucity of studies
capturing the HPs’ view of using the models. One qualitative study of 14 nurse
participants working in a mental health hospital setting in Australia, was identified, which
assessed HPs views on using the BETTER model (Quinn et al. 2012; 2013a; 2013b). Their
study demonstrated that HPs did not adhere strictly to its framework and although HPs
felt the model provided some structure, they recounted that attendance at the training

session was the primary factor in improving the provision of sexual support.

More recently two other models have been introduced and evaluated from an oncology
HP perspective, namely, CARD (Wang et al. 2015) and EASSi (McCaughan et al. 2020).
Each of these models have taken cognisance that HPs’ lack of knowledge of cancer and
sexuality issues after cancer was a pivotal barrier to integrating sexual support into
routine clinical care. First, the CARD model (Wang et al. 2015) was designed to encourage
HPs working in breast cancer care, with variable levels of confidence and sexual health
knowledge to provide sexual support by: initiating conversations, assessing sexual
concerns and patients’ comfort to discuss, coordinating care and documenting concerns.
This model was evaluated as part of a small pre-post-test intervention study, although the
evaluation placed greater focus on the training element of the intervention. The study
was subject to high attrition rates (survey 1 n=71, survey 2 n=36). Irrespective of this, the
authors reported that the model was well-received by HPs and has been incorporated as
a model for sexual health screening by participating breast cancer centres in the United

States.

More recently, McCaughan et al. (2020) provided a detailed outline of the development

of the EASSi conceptual framework to improve sexual wellbeing communication in
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prostate cancer care. The Theoretical Domains Framework (French et al. 2012) guided its
development through a multi-phase process, which included a review of the literature to
identify patient needs (Parahoo et al. 2013; McCaughan et al. 2015; Parahoo et al. 2017)
and perceived barriers among HPs to providing sexual support (O’Connor et al. 2019).
Furthermore, the research team engaged many key stakeholders throughout the
optimisation and evaluation of the framework (McCaughan et al. 2020). The evaluation
reported that HPs found the framework valuable to their practice; widening the scope of
current supportive conversations by providing a helpful framework to guide
conversations, which are sometimes difficult to initiate and sustain (McCaughan et al.
2020). While there are other models to assess and address sexual concerns in the
literature, this model has adopted a person-centred approach. By promoting a shared
conversation to initiate discussions, it provides the opportunity to address barriers to the
provision of sexual support and normalise sexual concerns that patients and partners
often encounter. The EASSi conceptual framework therefore demonstrates benefits over
previous models through robust and transparent planning and development of the
intervention. It is underpinned by a theoretical and evidence base and was optimised by
key stakeholders through a person-centred approach. Qualitative findings from key
stakeholders in prostate cancer care reported EASSi to create an appropriate context to
discuss sexual concerns and establish a degree of trust with patients and partners
(McCaughan et al. 2020). Furthermore, the approach promoted active patient and

partner involvement in sexual wellbeing discussions (McCaughan et al. 2020).

The models to support HPs communication, through assessment and addressing of sexual
concerns, have demonstrated positive effects for patients, experts in the field and HPs
working in cancer care, to facilitate the provision of sexual support. Despite this, there is
little evidence to suggest that these models are integrated into routine cancer and there

is a paucity of research to explain this disconnect. Given HPs reported lack of knowledge
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about sexual concerns and strategies to support patient to cope it is now important to
consider the impact of the more recently evaluated interventions which have sought to
combine education and training with models to support the provision of sexual support

in cancer care.

3.1.7.3 Education and training combined with a model to guide the provision of sexual
support

The literature describes eight intervention studies which have combined an education and
training intervention with a model to guide HP communication, assessment and provision
of sexual support to patients and partners (Lee et al. 2012; Wang et al. 2015; Afiyanti et
al. 2016; Jonsdottir et al. 2016; Merriam et al. 2018; Quinn et al. 2019; Reese et al. 20193,
2019b; McCaughan et al. 2021a). These studies differed significantly on their design, most
utilised pre-test and post-test surveys (Wang et al. 2015; Afiyanti et al. 2016) while one
study also reviewed audio from clinical consultations (Reese et al. 2019b). The
interventions themselves varied significantly in term of timeframe, with some using a brief
one-off session (approximately 1-2 hrs) (Wang et al. 2015; Reece et al. 2019a McCaughan
et al. 2021a), while others took a more intensive approach over 5 days (Afiyanti et al.
2016) or weekly sessions (60-90 mins) over 8 weeks (Quinn et al. 2019). Most of the
interventions included a communication skills-based element, however, two online
interventions provided HP/patient sexual wellbeing consultation demonstrations and
identified frameworks to help HPs structure future sexual support conversations (Quinn
et al. 2019; McCaughan et al. 2019a).  Furthermore, there were a range of survey
instruments used to evaluate these intervention studies. They included versions of the
SABS (Reynolds and Magnan 2005), adaptations of a surveys developed by Hautamaki et
al. (2007) and Horden et al. (2009), or self-deployed surveys by study authors. Given the
heterogeneity of these studies it is not possible to do a like-for-like comparison, instead

this section will provide an overview of key findings.
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A key aim of each intervention was to improve HPs knowledge of sexual issues for patients
with cancer. In this domain, studies demonstrated a significant impact on self-reported
(Lee et al. 2012; Wang et al. 2015; McCaughan et al. 2021a) or assessed levels of
knowledge (Afiyanti et al. 2016; Merriam et al. 2018; Quinn et al. 2019) post intervention.
Only one of the studies, the evaluation of an elLearning resource for HPs working in
prostate cancer, provided a breakdown of mean scores between timepoints and despite
statistically significant increases to HPs self-reported knowledge and understanding of
sexual issues for patients initially post-intervention, this significance was not maintained
4 weeks post-test (McCaughan et al. 2021a). This may demonstrate the need to bolster
education to embed learning through opportunities for further discussion, reading

material and practice.

Small to medium increases in perceived self-efficacy or professional confidence to provide
sexual support were found in some studies (Afiyanti et al. 2016; Quinn et al. 2019; Reese
et al. 2019a 2019b; McCaughan et al. 2021a). Reese et al.’s (2019a) intervention for HPs
providing breast cancer care, although not powered to test for significance, noted that
communication barriers to providing sexual support tended to reduce with increased HP
confidence; however, the actual communication barriers were not specified in the study.
McCaughan et al.’s (2021a) eLearning resource developed for men with prostate cancer
demonstrated significant improvements in perceived confidence of HPs to address sexual
concerns and confidence in knowing what to say to patients and partners, with the latter

being sustained at the 4-week post intervention follow up.

Three studies, using questionnaires constructed by study authors (Wang et al. 2015;
Merriam et al. 2018) or adapted from a previous study (Jonsdottir et al. 2016), examined

the effect of the intervention on HPs level of comfort to provide sexual support. Findings
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indicated that in two studies the educational workshop and skills training increased HP
comfort related to providing sexual support. However, one study seeking to improve HP
communication with female patients on sexual dysfunction had only n=21 participants,
38% of who were doctors and 62% were advanced practice providers and provided no
detail on the validation of the questionnaire used (Merriam et al. 2018). The other study,
also a multidisciplinary study of 74 HPs, 16% of whom were oncologists and surgeons and
84% were nurses and other allied HPs, was subject to high attrition rates (49%) particularly
in relation to nurses and allied HPs (39%) (Wang et al. 2015). This high attrition introduces
bias, as HP who are more comfortable will more likely respond to follow up evaluation.
Wang et al.’s (2015) study did show statistically significant increases in relation to HP
comfort to approaching the topic, assessing, addressing and co-ordinating care for sexual
concerns, although these findings were most prominent in the areas of approaching the
topic and co-ordinating care. On the other hand, Jonsdottir et al. (2016) Icelandic study
identified slightly higher rates of discomfort following their intervention with ‘sexual
concerns as difficult to discuss’ remaining the second most common HP barrier. The study
design for this educational intervention, makes these assertions challenging, given
inherent methodological flaws surrounding intervention fidelity. Jonsdottir et al. (2016)
surveyed all nurses and doctors employed in the Icelandic hospital at the time of the study
as part of a comprehensive long-term educational intervention programme over 2 years.
This education intervention comprised of two workshops, developing a sexuality
counselling service, conducting educational meetings with staff champions and
developing resources suitable for HPs and patients. This before and after research design
surveyed over 200 participants at each timepoint, however only 40 of these participants
attended the workshops. It is possible that if all participants recruited attended the

workshops, there may have been a greater reduction in the discomfort barrier reported.



92
Interventions which sought to target HP attitudes in areas such as discomfort in providing
sexual health care, feeling uncertain about patient’s response, fear of a colleague’s
negative response and lack of environmental support were found to have had little
impact. The aforementioned Jonsdottir et al. (2016) study reported no significant change
in attitudes of HPs relating to their role to provide sexual support, HPs views on having
adequate time to discuss sexual concerns with patients or views on how the environment
inhibited HPs provision of sexual support (Jonsdottir et al. 2016). However, as noted
above, the study design may have masked the impact on HPs who were more involved in

the study.

These studies do suggest that in tandem with challenging attitudes, HPs need to develop
confidence in this area and have other environmental barriers, such as a lack of privacy
addressed. Of the two studies that did report significant changes in attitudes to providing
sexual support, one did not provide any data pertaining to this (Merriam et al. 2018) while
the other had similar pre-test and post-test intervention scores (Afiyanti et al. 2016).
These studies have suggested that changing HPs attitudes is a more challenging aspect of

educational interventions which warrants attention.

The time commitment to complete education and training varied significantly in studies
from a brief one-off education and training session (Wang et al. 2015; McCaughan et al.
2021a) to longer commitments of up to 8 weeks (Quinn et al. 2019). More in-depth
training may result in greater levels of knowledge and confidence, but it is likely that
interventions with longer commitments may make it more difficult for HPs to attend,
given the reports of a lack of time and busy clinics. Providing training that can be
completed at a time and pace of the participants (i.e., asynchronous and web-based) can
address this issue. In doing so, one web-based study received positive feedback from

participants who regarded the approach taken to be conducive to learning. HPs
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highlighted that they would recommend the course to other HPs and had a high positive
regard for the intervention’s interactive design, communication framework,

downloadable resources and demonstration video (McCaughan et al. 2021a).

Overall, interventions within the literature to date have made moderate progress in
addressing the barriers to the provision of sexual support, with most success evident in
improving knowledge. It appears that future interventions need to pay more attention to
challenging attitudes, improving self-efficacy and embedding the provision of sexual
support into routine clinical practice. Many of the interventions discussed in this section
have been delivered using a face-to-face approach, which limits their accessibility and
replicability while other interventions are limited by their specificity to a tumour group
(for example, prostate or breast), or issue of concern such as fertility. The key facilitators
to help HPs routinely provide sexual support include the provision of HP education and
training, models to guide the provision of sexual support, support resources for HPs to
give to patients (and partners) and establishing referral pathways. However, studies from
across the globe, have highlighted that even when training, resources and referral
pathways are in place, many HPs continue to struggle with limited private space in
healthcare settings to have conversations with patients (Zeng et al. 2011; Moore et al.
2013; Mansour and Mohammed 2015). Therefore, future implementation of sexual
support interventions needs to be cognisant of the perceived environmental constraints

within which HPs practice.

3.1.8 Literature review conclusion

This literature review has demonstrated that the sexual effects of a cancer diagnosis and
its treatment can have a significant impact on patients and their partners across physical,
psychological and relational domains. It does appear that the psychological stressors

associated with having a cancer diagnosis, compounded with how cancer-related
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treatments can change the structure and function of the body, can collectively lead to
difficulties in relationships and roles, contributing to sexual difficulties. Current guidelines
across cancer care position the HP as the person to initiate and provide adequate support
for the challenges patients and their partner’s encounter. However, HPs across cancer
care do not routinely provide routine sexual support, as HPs identify that they are often
uncomfortable with the topic of sexuality, lack the knowledge of the impact of treatment
on sexuality and strategies to provide support while working in busy clinics which often
lack adequate privacy. Further impeding the provision of sexual support are the
perceived barriers in patient characteristics including the age or gender of the patient and
their phase of care. This review has demonstrated that there are many similar challenges
to the provision of sexual support experienced by HPs across cancer care, in many
countries, that are akin to the challenges faced by HPs working in prostate cancer. These
are: the HPs lack of knowledge, difficulties knowing how to approach the sexual support
conversations, uncertainty over role to provide sexual support and a lack of resources and
referral options to further support patients and partners. HPs have consistently identified
the need for educational support to improve their awareness of sexual challenges patients
face and strategies to offer support, a guide to structure sexual support conversations
with patients and partners, supportive resources and referral pathways. Several
interventions have been designed which have shown potential for addressing these
barriers to the provision of sexual support in cancer care. However, there is currently no

available intervention which addresses these barriers for HPs working across cancer care.

3.2 Moving forward

Globally, there is a lack of sexual support routinely provided in cancer care and a
workforce that feels ill-equipped to address the sexual concerns of patients and partners.
To address this evident gap in cancer care; HPs need access to an educational resource, a

communication framework, alongside supportive resources. There is potential and scope
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to adapt the MSW: PC eLearning resource for use across cancer care. The next sections
of this chapter briefly outline background information about the MSW: PC elLearning
resource and detail the theoretical framework used to develop the MSW: PC elLearning
resource and its underpinning theories (Sections 3.3 and 3.4). Thereafter, this chapter
will detail how these both relate to the adaptation process of the MSW: CC elLearning
resource. Then the process used to establish an expert group which co-produced the
MSW: CC eLearning resource is noted (Section 3.5), before finally presenting the guiding

principles which informed the intervention development process (Section 3.6).

3.3 Background information about the MSW: PC eLearning resource

The MSW: PC eLearning resource (McCaughan et al. 2021a) was developed by members
of this research team to support the embedding of the EASSi framework into routine
clinical practice. To do so, the eLearning resource addressed many attitudinal barriers
affecting the lack of HP-led sexual support available for men with prostate cancer. The
MSW: PC eLearning resource aimed to provide HPs with the skills and awareness to deliver
routine sexual support to men with prostate cancer and their partners; through the
provision of language, structure and content to guide sexual wellbeing conversations.
Details of the development processes related to the MSW: PC elearning resource
(McCaughan et al. 2021a) and the EASSi framework, (McCaughan et al. 2020) have been

previously published.

The MSW: PC eLearning resource is a brief intervention, designed to take HPs one to two
hours to complete. Initially, the MSW: PC eLearning resource provides a clear rationale
for the inclusion of HP-led sexual support for patients with prostate cancer and their
partners, raising awareness on the importance of this aspect of holistic care. The MSW:
PC elearning resource content is clearly presented in 3 steps (Fig. 5). An overview of

these 3 steps within the MSW: PC eLearning resource has been presented in Table 5.
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Figure 5: Screen shots from MSW: PC elLearning resource

Step 1: Step 2: Step 3:

Integrating routine sexual
care into your practice

Understanding sexual Getting the conversation
challenges and prostate started
cancer

< BACK TO INTRODUCTION

Table 5: Overview of MSW: PC elearning resource

Step 1 e Research on sexual challenges for men with prostate cancer

e Exploring HP attitudes about sexuality after prostate cancer
Understanding [Interactive]

sexual e Patient and partner stories [Video]

challenges and | o Exploring needs of different populations
prostate o Difficulties men face discussing sexual concerns
cancer

o |[dentify the need for support, barriers to support and support
resources/referral pathways

Step 2 e Introduction to the EASSi Framework

e EASSi Framework: rationale and application
Getting the ¢ Information on sexual challenges for prostate cancer arising from
conversation surgery, radiotherapy, hormone therapy, or combined radiotherapy
started and hormone therapy

e Demonstration of EASSi framework in use [Video]

Step 3 o Strategies to move HPs from knowledge to practice

e Resources to support practice including downloadable EASSi quick
Integrating guide and signposting sheet
routine sexual | e Links to support resources and online self-management resource for
care into your patients with prostate cancer and partners
practice

This section now presents the theoretical frameworks which guided the development of
the MSW: PC eLearning resource and subsequent MSW: CC elLearning resource. This is
followed by the theoretical framework used for the development of new content for the

MSW: CC eLearning resource.
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Key components of the MSW: PC eLearning resource were identified using the Theoretical
Domains Framework (French et al. 2012). Barriers and facilitators known to mediate the
provision of sexual support (O’Connor et al. 2019) were identified and mapped to the
relevant theoretical domain (McCaughan et al. 2020). To address these barriers, several
behaviour change techniques (Michie et al. 2013) which were relevant and perceived as
feasible to implementing the intervention in practice (McCaughan et al. 2020) were then
mapped to the relevant theoretical domain. These behavioural techniques included:
information about consequences, instruction on how to perform the behaviour,
demonstration/modelling of behaviour, use of prompts and cues, social comparison and

restructuring of the environment.

Underpinning the MSW: PC elearning resource were several theoretical frameworks,
namely, the Theory of Planned Behaviour (TPB) (Ajzen 1985) and Social Cognitive Theory
(SCT) (Bandura 1986), which could address the attitudinal, professional and organisational
barriers affecting the provision of sexual support. Furthermore, the Biopsychosocial
Model (BPS) (Engel 1977) was used to scaffold the content to ensure it addressed the

range of sexual challenges faced by patients and partners.

The central concept of the TPB is that attitudes, subjective norms and a person’s sense of
how difficult or easy a behaviour is to perform (perceived behavioural control) determines
behavioural intentions. The stronger the behavioural intention is, the more likely the
behaviour will occur. The constructs within the TPB held relevance to the MSW: PC
eLearning resource, as they directed focus to address key barriers to provision of sexual
support, for example, HPs perception that it is not their role to provide sexual support
(Jonsdottir et al. 2016), that colleagues or patients would find discussions of sexual
concerns in cancer care inappropriate (Mansour and Mohamed 2015) or that HPs did not

have the knowledge and skills necessary to provide sexual support (Krouwel et al. 2015b;
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Bedell et al. 2017; Wright et al. 2018). However, this theory does not take into account
influence of HPs past experiences or environmental barriers and assumes that the person

has the opportunity and resources to successfully engage in the behaviour (Ajzen 2011).

The SCT, a theory of motivation, can mitigate some of these limitations. This theory seeks
to maximise HPs’ motivation to engage with the eLearning resource (Bandura 1986). The
SCT acknowledges the interplay between a person’s thoughts, behaviour and
environment (Bandura 1986). The key concept within the SCT is that of self-efficacy (a
person’s judgement of their capability to learn or perform at a specific level), which is
considered a primary driver to motivate a person to action. Pre-task self-efficacy levels
can be determined by past experiences of online learning, aptitude and social support
(Cook and Artino 2016). Through engagement in the learning process and action through
conducting sexual support conversations with patients or alternatively practicing the
provision of sexual support with colleagues, can improve one’s sense of self-efficacy and
make the behaviour more likely to occur. Other key SCT concepts are that of outcome
expectancies, the belief that certain outcomes will result from given actions, and self-
regulation, a cyclical process by which individuals use self-generated feedback about their
learning or performance to manage their pursuit of personal goals (Cook and Artino 2016).
Both concepts are evident within the elLearning resource. For example, through the
promotion of strategies to embed learning and through the challenging of pre-conceived
attitudes that prevent the provision of sexual support, such as, HPs perceiving that the

provision of sexual support could be viewed as inappropriate by patients (Afiyanti 2017).

Prior to the development of the EASSi framework a series of qualitative interviews and 3
stakeholder workshops with men with a lived experience of prostate cancer and HP
participants (combined total n=76), were conducted (McCaughan et al. 2020).

Participants reported that HP-led sexual support often was biomedical in focus, centring
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on medication for erectile dysfunction with limited support or onward referrals to address
any other emerging issues (McCaughan et al. 2020). As a result, the MSW: PC eLearning
resource with its EASSi communication framework strengthened the HP-led assessment
and support for the physical and psychosocial sexual issues identified. The BPS model
(Engel 1977) (Fig. 6) addresses the limitations of the dominant biomedical model and
therefore reflected the holistic perspective that the intervention required, encouraging
HPs to pay attention the interactions between physical, psychological and social elements
of illness (Engel 1977). The BPS is not a theory but rather a philosophy of clinical care and
a practical clinical guide (Borrell-Carrio et al. 2004). By supporting person-centred care,
which often improves patient outcomes (Weiner et al. 2013), the model predicts that the
consequences of physical issues such as erectile dysfunction, could be ameliorated
through the provision of cognitive based support strategies (Wade and Halligan 2017).
Despite receiving some criticism for being vague about how the physical, psychological
and social elements within the model interact, the BPS is widely recognised throughout
healthcare literature as a model of best practice and has been recommended to guide
interventions in sexuality and cancer care by many authors in the field (Brotto et al. 2010;

Traa et al. 2012; Wittmann et al. 2015; Sears et al. 2018).

Figure 6: Engel’s (1977) BPS Model

Biological Psychological

Social
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The development, evaluation and implementation of any intervention can require use of
several theories to enable a comprehensive examination of the potential barriers and
enablers and possible mechanisms which link them to target HP behaviour (French et al.
2012). As such, the researcher has noted that there is evidence of other theories at work
within the MSW: PC eLearning resource however these have not been documented. One
such example is Goal Setting Theory (Locke and Latham 1990) which has suggested that
effective performance is dependent on specific and challenging goals, underpinned by
two cognitive determinants, values and intentions. An example of this is the inclusion of
strategies which sought to move HPs from a position of knowledge into action in Step 3
of the MSW: PC eLearning resource. Furthermore, the Stress and Coping Theory (Lazarus
and Folkman 1984) is evident through attentiveness to the potential grief and loss related
to sexuality, cognitive restructuring of sexual concerns and sexual rehabilitation utilising
behavioural strategies. The Stress and Coping Theory has emphasised the importance of
two processes: appraisal and coping. Appraisal is the continuous evaluation of the
situation by the person and coping refers to strategies used to manage distress. These
include emotion-focused (for example, addressing grief and loss relating to sexual
dysfunction or body image), problem-focused (for example, cognitive or behavioural
strategies as a means to address sexual concerns) or meaning-focused (for example,
adjustment to the centrality of the sexual concerns) (Lazarus and Folkman 1984). This
theory is visible through Step 2’s advice for HPs to share with patients and partners after
prostate cancer. Furthermore, there is some evidence that implementation theories have
been considered, such as the Normalising Process Theory (May et al. 2009) which through
application of four components: coherence, cognitive participation, collective action and
reflexive monitoring supports the embedding of interventions into routine practice.
Application of this theory is evident through the prioritisation of HPs and patient input
into the development process of the MSW: PC eLearning resource, alongside the provision

of a clear rationale for the elearning resource and the elements within the
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communication framework, and the inclusion of a printable communication framework

and printable signposting sheets.

3.4 Theoretical frameworks for the MSW: CC eLearning resource

Until recently, there was limited literature to guide researchers on what elements of an
intervention could be adapted and at what point extensive adaptation is denoted as a
new intervention (Evans et al. 2021). However, findings from a systematic review have
indicated that adaptation frameworks often draw on the concept of ‘core components’ to
define which parts of an intervention cannot be modified (Movsisyan et al. 2019). These
core components are thought to be based upon the components that encapsulate an
intervention’s key ingredients (Greenhalgh and Papoutse 2019). Moreover, Evans et al.
(2021) reported findings from a consensus study panel who were considering the what,
why and when of adapting interventions for new contexts. They questioned whether it
would be possible to disentangle core and non-core components of interventions,
questioning why an intervention would have components which are not supported by its
theory of change. Recent guidance published by the Centre for Development, Evaluation,
Complexity and Implementation in Public Health improvement (DECIPHer) has since
advocated that when an evidence and theory-based intervention is being adapted, the
underpinning theoretical basis for the intervention should not change (Moore et al.
2021b). To do so would risk the intervention not working in its new context and may step
outside the definition of adaptation into ‘de novo’ intervention development (Moore et
al. 2021b). It is considered that if the same theory of change can be activated in the new
context, then activities can be substituted and components adapted without interfering
with the causal logic of the intervention (Evans et al. 2019). Given a recent evaluation of
MSW: PC elearning resource identified the elLearning intervention was effective at

reducing attitudinal barriers to enhance the provision of sexual support in the prostate
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cancer setting (McCaughan et al. 2021a), it is prudent that the underpinning theoretical

basis should remain the same for the adapted intervention in this study.

The MSW: PC elearning resource, as part of this study, went through a planned
adaptation. This focused on the adaptation of its content for use by HPs working across
cancer care and the development of new treatment-related advice content, supportive
resources and signposting to address the patient and partner needs of a mixed cancer
population. In keeping with the theoretical underpinning of the MSW: PC elearning
resource, the researcher applied the BPS Model (Engel 1977) to scaffold all new content
and modifications. Similar to the experience of patients with prostate cancer (discussed
in Section 3.1.2), sexual challenges for patients from wider tumour groups varied across
the BPS domains, reinforcing the BPS model’s relevance for this study. The BPS could
offer support to promote HPs’ understanding of the impact of cancer and treatment on
patients with cancer (and partners) and to support the researcher to construct advice,
identify supportive resources and referral pathways to address the physical, cognitive,

emotional and social sexual concerns.

3.5 The expert group

The third element presented in this chapter discusses the establishment of an expert
group. Setting up of an expert group was the second part of Phase 1, intervention
planning. Recently, PBA authors have advocated for the integration of patient and public
involvement (PPl) approaches alongside PBA to maximise the diversity of feedback
(Muller et al. 2019) rather than relying on input or qualitative approaches alone. The PPI
contributors did not provide ‘data’ like that from qualitative interviews (Rai et al. 2021),
instead, their involvement provided valuable oversight on the design, methods and
conduct of the research study. As noted earlier, due to the expansive literature on

support and cancer, no further empirical qualitative studies were required during the



103
planning phase of this study. Therefore, the primary function of the carefully selected
and diverse expert group for this study was to review the new content generated from
the evidence base for the MSW: CC eLearning resource and to inform of its relevance and
applicability to cancer care settings. Furthermore, members of the expert group were
involved throughout all steps of the intervention development process, which included
guidance and assistance with study set-up in HSCTs, and study recruitment. Table 6
displays the delineation of roles for the current study between the researcher, the
research team, which included two original developers from the MSW: PC research team

and the expert group.

The expert group comprised of multi-disciplinary HPs working across cancer care from
Health & Social Care Trusts (HSCTs) in NI and patients and a partner, representing varied
cancer populations (see Table 7). The researcher liaised with the Macmillan Services
Manager from one HSCT, who then contacted potential HP expert group members via
email to ascertain interest. HPs who were interested and had capacity to participate in
an expert group for this research study contacted the researcher for further information.
Those HPs who agreed to participate identified potential patient and partner members
and approached those they felt might have an interest in advising on the development of
content for the resource. The researcher received contact details of those who were
willing to become involved. Despite efforts to include patients and partners in two expert
group meetings, they were unable to attend. This prompted the researcher to adopt an
asynchronous approach to communication with the expert group. Subsequently, some
patients and partners were able to contribute and advise on content improvements
remotely via email and post, while another existing group of patients invited the
researcher and member of the research team (EM) to attend a local meeting. The expert
group met as a group on two occasions, June 2019 and January 2020, however there were

a series of one-to-one or small group meetings with the researcher throughout the study
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period. These meetings and communications varied over the project’s lifespan, some of
which were focused on refining content, others were advisory in terms of recruitment and
study procedures. The development of new content benefited significantly from the
individual expertise available from HPs across tumour groups and disciplines and patients.
They provided a depth of insight into specific cancer and treatment-related effects while
also increasing awareness of the practicalities of support strategies to address the sexual

challenges after cancer. The expert group members were valuable in helping to guide

recruitment and encourage uptake of the study, particularly given the challenges imposed

by COVID-19 restrictions.

Table 6: Delineation of the researcher, research team and expert group member roles

Activity Researcher Research team, Expert group Expert
CS, CF, LD and HPs group
EM (CF and EM Patients
original
developers)
Phase 1: Conducted Reviewed and
Literature literature challenged
review review literature
review
Phase 2: Reviewed Reviewed Reviewed and refined content
Prototype content and content and prior to optimisation study
development | suggested suggested
and refining refinements, refinements
implement prior to expert
refinements group
involvement

Optimisation
recruitment

The researcher developed and conducted the recruitment strategy in
collaboration with the research team and expert group members

Optimisation | Conducted and | Reviewed and Participated in
study analysed TA independently testing phase
interviews analysed TA (n=2)
interviews
Phase 3: The researcher developed and conducted the recruitment strategy in
Evaluation collaboration with the research team and expert group members
recruitment
Evaluation Collected and Reviewed and Unknown
study analysed results | independently
analysed results
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Table 7: Members of the expert group

Role represented by expert Tumour group(s) represented Number of
group members experts per role
involved
Patients HNC, Breast & Colorectal 9
Partners HNC 1
Clinical Nurse Specialist HNC, Breast, Gynaecological, 11
(CNS) Colorectal, Lung, General/Palliative
Speech & Language HNC 1
Psychologist General 1
Physiotherapist Gynaecological & Colorectal 1
Medical Consultant Gynaecological 2
Macmillan Service General 1
Improvement Manager

3.6 Developing guiding principles

Guiding principles act as a blueprint for intervention development and offer a succinct
summary of the crucial ways in which the intervention is intended to support change in
behaviour by improving engagement with the intervention content (Yardley et al. 2015b).
The guiding principles consist of two elements: the intervention design objectives and the
intervention’s key features to achieve these aims. By identifying the key features of the
intervention, the guiding principles capture the intervention characteristics, which should
optimise its acceptability, feasibility and effectiveness (Yardley et al. 2015b). The PBA
guiding principles for the study were based in evidence, guided by the theory and
informed by insights from the expert group. The literature provided the researcher with
a concise overview of the behavioural issues that the MSW: CC eLearning resource needed
to address. From this, key design objectives and intervention features were identified,
which would target each behavioural issue. These principles needed to be established
early in the development process. However, the iterative approach inherent within the
PBA, supported continued revisions of the guiding principles throughout the intervention
optimisation (Phase 2) and evaluation phases (Phase 3), associated with new evidence

which challenged the current evidence base (Yardley et al. 2015a).
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To develop the guiding principles for this study, it was necessary to state the objective of

the study intervention, as noted below.

The objective of the intervention is to enable (behaviour) HPs working across cancer care
to provide routine sexual support (outcome) to patients and partners, by adapting the
disease-specific (MSW: PC) eLearning resource to an e-Learning resource for HPs working

across cancer care (MSW: CC).

Using a combination of the literature, learning from the MSW: PC research team and input
from the expert group, the researcher identified five fundamental behavioural issues that
the intervention needed to address. These were similar to the behavioural issues denoted
for the MSW: PC elearning resource and are detailed in column one of Table 8.
Subsequently, the researcher identified design objectives that would address each of the
behavioural issues. Following this, the integral intervention features were identified,
which, in turn, addressed each of the key design objectives (Yardley et al. 2015a) (See
Table 8, columns 2 and 3). Through this process, it was apparent that the MSW: PC
eLearning resource addressed many of the key behavioural issues that the MSW: CC
elLearning resource needed to address, with a range of appropriate design and
intervention features feasible for the cancer care setting. The guiding principles were
created and refined over a series of meetings with the research team. These guiding
principles provided the foundation to manage the adaptation of the MSW: PC elLearning
resource and subsequent optimisation of the MSW: CC eLearning resource (Phase 2). This
study made a unique contribution to many key intervention features, which have been

highlighted in grey within Table 8.

Yardley et al. (2015b) based on their experience of ensuring that digital interventions are
engaging, relevant and feasible for their intended settings have pointed out a set of
common guiding principles which should be used alongside specific guiding principles to

support intervention development. These have been provided in Table 9 alongside




107
examples of how they are evident with the original MSW: PC elLearning resource and

reference to what was retained or changed for the MSW: CC eLearning resource.
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Table 8: Guiding principles for MSW: CC — an intervention to enable HPs working across
cancer care to provide routine sexual support to patients and partners

Key behavioural
issue to be
addressed

Design objectives
that address each
key issue

Key intervention features relevant to each
design objective

HPs do not routinely
provide sexual
support to patients
and partners* in
cancer care due to:
a) limited
knowledge of
impact and
strategies,
resources and
referral
pathways that
can support

i) Increase HPs

knowledge and

understanding of:

- the impact of
cancer on
sexuality

- practical strategies
to support
patients with
cancer and
partners

- supporting
resources

- referral pathway
options

1. Provide relevant and trustworthy
information on the key sexual
challenges that patients with cancer
and their partners face.

2. Outline sexual support strategies for
HPs to use when tailoring support for
patients with cancer and partners.

3. Provide links to resources available
online relevant for across cancer care.

4. Develop signposting sheets for general
cancer care and one for each specified
tumour group, retaining the prostate
cancer version.

5. Provide information on accessible and
universal referral pathways for HPs to
signpost patients with cancer and
partners to.

6. Include referral options on signposting
sheets as patients may wish to revisit
these with HP at a later stage.

b) lack of access to
relevant training

ii) Provide an
accessible platform
for HPs to access an
engaging, positive
and interactive
education and
training on sexual
challenges faced by
patients with cancer
and partners.

1. Create the MSW: CC eLearning
resource using the structure of the
MSW: PC elLearning resource, ensuring
that the new resource can be accessed
by HSCT staff.

2. Retain user autonomy through offering
choices within the resource, such as
information to view, goals to set and
give flexibility when to complete
training.

3. Adapt the rationale for advice,
acknowledging concerns and
addressing barriers to be relevant
across cancer care.

4. Build on the interactive components,
avatar and multimedia aspects of
MSW: PC resource ensuring relevance
across cancer care.
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Key behavioural

Design objectives

Key intervention features relevant to each

issue to be that address each design objective
addressed key issue
c) ambiguity iii) To persuade HPs | 1. Provide research evidence that

regarding the HP
role to provide
sexual support
to patients with
cancer and
partners

that providing
routine sexual
support to all cancer
patients and
partners is part of
their healthcare role

patients across cancer care and
partners wish to be supported.

2. Provide patient perspective videos
which describe the sexual challenges
faced and the importance of sexual
support across cancer care.

d) HPs lack of
confidence in
their ability to
provide sexual
support

iv) Provide an
intervention which
can enhance self-
efficacy of HPs in
relation to providing
sexual support to
patients with cancer
and partners.

1. Integrate the new content within the
EASSi framework to support both
assessment of sexual concerns and
tailored support.

2. Broaden information which
acknowledges the personal barriers to
providing sexual support, to reflect
wider evidence base.

3. Provide the information HPs need to
increase knowledge and understanding
on the impact of cancer and
treatments on sexuality

4. Retain the opportunities in Step 3 to
build skills such as practicing with
colleagues, target setting, team
debriefing.

5. Replace existing video demonstrating
an HP assessing and supporting a
patient with cancer without the use of
an electronic tablet resource (was
specifically designed for prostate
cancer).

e) alack of time
and other
priority care
issues

v) Provide an
intervention with
information tailored
to suit a range of
multidisciplinary HPs
working within time-
limited
appointments

1. Ensure that tailored content is succinct
for staff with busy schedules.

2. Equip HPs with advice relevant across
cancer care which HPs can use to open
conversations about sexual concerns
with signposting options available to
address concerns which are outside
their role or expertise.

* and partners, only when applicable and not a pre-requisite
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Table 9: Common guiding principles for digital intervention development (adapted from
Yardley et al. 2015b)

Intervention | Key intervention Examples of application Variation
design features within MSW: PC eLearning within
objective resource MSW: CC
elLearning
resource
To improve Offering users choice | e Flexibility of access to Retained
acceptability | where possible (E.g., resource
and use of goals, tools, e Flexibility in how HPs Retained
engagement | timing, method of navigate resource
in digital implementation). e Range of treatment- Retained
interventions related advice and patient
stories for HPs to select
e Provides a range of Retained
strategies to implement
knowledge into practice
e Printable signposting Expanded
sheets and EASSI
framework to support
clinical practice
Providing clear e EASSi framework to Retained
structure and structure sexual support
(optional) guidance, conversations
examples, stories e Organised over 3-step Retained
modelling desired structure with key
behaviour, graded messages building and
goal setting, supported by additional
minimising conscious resources
effort and lifestyle e Demonstration of New video
disruption where HP/patient sexual support
possible. conversation
e Variety of implementation | Retained
strategies to embed
learning
e Printable framework to act | Retained
as a prompt in clinical
practice




111

Intervention | Key intervention Examples of application Variation
design features within MSW: PC eLearning within
objective resource MSW: CC
elLearning
resource
Using positive e Key barriers to provision of | Retained
language throughout, sexual support challenged
giving rationale for e Interactive elements with Retained
advice, immediate feedback
acknowledging and e Relevant information ready | Retained
addressing to use in clinical practice
concerns e Rationale provided for each | Retained
Ensuring all step in EASSi framework
communications e Intuitive design, with Adjustments
provide something ongoing access supported made to
interesting, enjoyable, enhance

relevant and helpful
for the user
Reciprocating
intervention usage by
providing immediately
rewarding feedback
Following best
practice to maximize
accessibility, usability
and trust.

3.7 Conclusion

This chapter has presented the findings from four key elements that contributed to the
PBA’s intervention planning phase. Initially, the literature review established the extent
and variation of sexual challenges confronted by patients, the lack of sexual support
available and the key barriers that need to be overcome to facilitate the provision of
sexual support in cancer care. The review of the literature provided a rationale and
informed the adaptation of the MSW: PC eLearning resource. This chapter considered the
theoretical framework used to guide the development of the MSW: PC eLearning resource
and its theoretical underpinnings were presented alongside a justification on the
importance of retaining these as core elements for the MSW: CC elLearning resource.
Next, this chapter outlined the rationale for and detailed the processes employed to

establish an expert group to co-produce the MSW: CC elLearning resource. Finally, this
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chapter has concluded by demonstrating how the evidence and theory base, alongside
input from the research team and the expert group have been combined into a practical
blueprint (guiding principles) to guide the adaptation of the MSW: PC eLearning resource
to the MSW: CC elLearning resource and to provide a basis from which modification

decisions could be challenged during the optimisation phase (Chapter 4).
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CHAPTER FOUR: PHASE 2 - INTERVENTION OPTIMISATION
4.1 Introduction
This chapter presents Phase 2 of the PBA: Intervention Optimisation. The intervention

optimisation will be presented in two parts as highlighted below in Figure 7.

Figure 7: PBA phases of study, highlighting the Intervention Optimisation phase

Maximising Sexual Wellbeing: Cancer Care

PHASE 1 INTERVENTION PLANNING (Chapter 3)

Doctoral researcher conducts a literature Doctoral researcher establishes an expert
review to inform the adaption of MSW: PC group to consult through the planning and
eLearning resource to a resource suitable optimisation phases of the study.

for use across cancer care.

Formulate guiding
principles

PHASE 2 INTERVENTION OPTIMISATION (Chapter 4)
PART 1: Develop MSW: CC eLearning resource prototype

1. Adapt content

from MSW:PC
elLearning resource
and create new
content for MSW: CC
4. Create final elearning resource 2. Review content

prototype ready with expert group
for testing members

3. Revisit guiding
principles and
adapt

intervention

PART 2: Testing and refinement using think aloud interviews

Ya'

User, think aloud

interviews with

three test-cycles
(n=18)

Analysis and
modifications to
the intervention

|

PHASE 3 INTERVENTION EVALUATION (Chapter 5)

Evaluation of MSW: CC eLearning resource using
embedded pre-test and post-test surveys.
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Part 1 of the Intervention Optimisation involved adapting the MSW: PC elearning
resource to the MSW: CC elearning resource. This included creating new content to
address the sexual support needs of a mixed cancer population. This chapter outlines the
expert group and research team input, which, together with the guiding principles (Table
8, pp.108-109), informed the content and shaped the appearance, navigation and
functionality of the new elLearning resource. Part 2 then presents the methods, analysis
and results of iterative testing, using TA interviews with HPs working across cancer care.
Finally, the refinement process, which culminated in the production of a final prototype
of the MSW: CC elLearning resource, is included. The final prototype of the MSW: CC
eLearning resource went ‘live’ for evaluation in November 2020. The evaluation is

presented in Chapter 5.

4.2 Study objectives

Research objectives 1 and 2 were aligned to Part 1 and 2 of this phase, respectively:

1) Adapt the content of the MSW: PC eLearning resource to a resource suitable for HPs
working across cancer care (MSW: CC elearning resource), providing core
information for general use with some additional information for specific issues
related to breast, colorectal, head and neck, gynaecological and prostate cancers.

2) Toiteratively test and refine the content and design of the eLearning resource.

4.3 INTERVENTION OPTIMISATION (PART 1)

4.3.1 Adapting content from the MSW: PC eLearning resource to create the MSW: CC

elLearning resource

To start, the researcher met with two original developers from the MSW: PC collaborative
research team. The meeting involved a thorough review of each step within the existing

MSW: PC elearning resource. Agreement was reached on which elements of the MSW:
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PC elLearning resource would apply to the new MSW: CC elLearning resource. It was
decided to retain the 3-step structure of the resource as it addressed many of the design
objectives for the study. With adjustments, it was evident that a considerable amount of
the content was suitable for HPs working across cancer care. All decisions made during
the adaptation stage were evidence-led, informed by the guiding principles and input
from the expert group. These adjustments included changing ‘men’ to ‘men and women’
or ‘prostate cancer’ to ‘cancer’. There were, however, slides? from each of the three
steps which required more substantial changes. Specific gaps in content were also
identified and are outline in the next section. An overview of these changes and an

accompanying rationale are detailed in Appendix 5.

4.3.2 Development and review of new content for the MSW: CC elLearning resource

The next stage involved developing and reviewing new content to address gaps in the
MSW: CC eLearning resource. Using the literature, the guiding principles (Table 8, pp.108-
109) and input from the expert group and research team, the researcher identified and
sought agreement on the main areas within the MSW: CC elearning resource which
required additional content. These areas included:

1. Treatment-related sexual challenges and advice suitable for use with
patients across different cancer types.

2. Additional video content to address broader sexual challenges faced by
women and other tumour groups, as the MSW: PC eLearning resource was
designed to address only prostate cancer and its male population group.
Furthermore, the MSW: CC eLearning resource required a new introduction

video to introduce HPs to the topic of sexuality and its relevance across

2 The term ‘slide’ used in this study is to denote offline content equivalent to that of an
online web page.
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cancer care and an updated demonstration of an HP providing sexual
support.

3. Relevant resources to signpost patients and partners to further support.
4. Referral pathways for more complex sexual challenges faced by different

cancer populations.

The new content evolved iteratively over five versions (Fig. 8) with the researcher, seeking
feedback and clarity from the research team and expert group members on suggested
improvements to the content. This consultation process for content development
enabled critique from the expert group and research team, ensuring that all content was
relevant and practical for HPs working in cancer care. In some instances, the suggested
coping strategies for patients within the literature were deemed impractical for patients.
For example, to avoid embarrassment from urinary incontinence issues resulting from
cancer treatments, one suggested strategy was to have sexual intercourse in the shower
(Reese et al. 2010). However, given the advanced age of many patients with colorectal
cancer, this advice was not practical and therefore withdrawn. An excerpt from the
overview of the feedback provided by expert group members is presented in Table 10
with the complete overview of the feedback from the expert group and rationale for
action taken by the researcher in conjunction with the established guiding principles

available in Appendix 6.

Figure 8: Outline of consultation process used in the development of content for MSW:
CC elearning resource

Reviewed by
research
Reviewed team Changes
Vi by V2 reviewed by Expert group
research Reviewed by members of meeting signoff
team members of expert group

expert
group
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Table 10: Excerpt from meetings with expert members providing an overview of
feedback

Versions
reviewed,
tumour Group,
perspective
represented, &
type of contact

Overview of feedback

Action taken by researcher

Version 2 and 3
HNC

Multidisciplinary
regional group
(n=8) (In-person
mainly with few
on
teleconference)

CNS (and
supervisor) (In-
person)

Speech and
Language
Therapist (In-
person)

Nurse
(In-person)

Partner of
patient (Email)

Language

e Clarity around language such as
‘jaw opening’.

eBe careful advice does not seem
glib: ‘having a positive attitude
and confidence can help’.

eChange reduced movement to
read ‘reduced jaw, neck and
shoulder movement'.

Content

eHPV scares people and needs to
be acknowledged as part of the
resource

eDo not localise the resource by
adding specific shops, although
there are products which can help
people manage symptoms.

eBe mindful of neck breathers

eFor those with a tracheostomy,
include that patients and partners
can agree a signal to stop if
needed

eFamiliar places do not always help

eRemove reference to regular
dental check-ups as this will vary
depending on the patient

e Acknowledge the fear of
dislodging the peg tube

eRemove advice on oral contact
concerning teeth
cleaning/mouthwash

eImpact of full dental clearance on
speech, isolation and libido

eIlmportance of creating time away
from where you are known can
help you to relax as a couple.

eThe importance of giving your
relationship time.

e Wording amended

Language revisited and
amended

e Change amended

e HPV section added

e Removed any local
references

e Decision not to introduce
specific products as
advice can change on
these

e New category:
Tracheostomy
laryngectomy and
sexuality

e Removed

e Dental check-ups
removed as not always
relevant

e Included

e Removed

e Communication
difficulties included

e Emphasis on being patient
and giving yourself time is
addressed in resource

e Included
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The remainder of this section details the decision-making processes in developing and
organising the new content. First, the development and organisation of treatment effects
and advice on sexual challenges are considered, followed by the deliberations which
related to the development of new video content, supporting resources and referral

pathways.

4.3.2.1 Treatment effects on sexual wellbeing

Some of the treatment-related effects on sexual wellbeing as a result of prostate cancer
applied to the new MSW: CC elearning resource, however there were significant gaps
that needed to be addressed, to ensure this eLearning resource met the needs of other
cancer populations. A literature review equipped the researcher with the evidence base
on which to draft the key effects that cancer and its treatment can have upon patient and
partner sexuality. This section provides an insight into the decisions and challenges of
finding an effective structure to present the new content, followed by a detailed overview

of the process used to develop new supporting information and advice.

Developing a structure to present treatment effects

The literature review identified that many cancer populations face similar sexual
challenges (see Section 3.1.2). Using this insight, the researcher combined the physical
sexual challenges that were common across tumour groups. This led to the creation of
two discreet sections. One, a ‘core’ section of sexual challenges. Examples of treatment
effects in this section included body changes, loss of desire, hot flushes, vaginal dryness,
erectile dysfunction and pain (as a physical symptom) or fear of pain or injury. However,
it was evident that some tumour groups required further tailored advice; these included,
breast, colorectal, gynaecological, head and neck and prostate. This tailored advice was

included in a second section. These tumour groups were selected on criteria that included
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higher prevalence of cancer incidence within the specific tumour type or tumour specific
treatment-related effects to sexuality. For example, some of these specific sexual
challenges faced by patients with HNC may include body image problems arising from
facial disfigurement affecting sense of attractiveness and reduced jaw movement,
impacting communication and kissing (Moreno et al. 2012, O’Brien et al. 2012; Semple et
al. 2019). Furthermore, patients with gynaecological cancers may have problems with
vaginal stenosis and experience pain and bleeding (Aerts et al. 2009; Jeppesen et al. 2015).
Those with colorectal cancer may find bowel or stoma issues challenging in terms of
leakage and body image (Sun et al. 2016). Patients with breast cancer experience loss of
or changes to their breast(s), which may reduce sensation, make it difficult for patient to
look at their breast area or for the patient to let their partner see and potentially require
decisions relating to reconstruction surgery (Markopoulous et al. 2009; Manganiello et
al.2011). Men receiving treatment for prostate cancer often encounter problems due to
damage to nerves, which can result in poor erections, reduced ability to reach orgasm and
cause urinary and bowel leakage, while hormone treatments can trigger hot flushes and
weight gain (Downing et al. 2019). Sexual support for prostate cancer was included within
the MSW: CC eLearning resource, despite HPs having access to detailed information and
advice within the MSW: PC elLearning resource. This was in recognition that while some
HPs only support patients with prostate cancer and their partners, other HPs work across

multiple cancer populations and require broader content.

In early iterations, the ‘core’ and ‘specific tumour group’ sections, presented all relevant
sexual challenges that patients and their partners may confront. Each section was
organised by treatment type (as was applicable), for example, surgery, radiotherapy,
chemotherapy and hormonal therapy, each of which also contained all relevant sexual
challenges. Figure 9 displays three approaches used to organise the treatment-related

effects section. The changes made between the approaches have been highlighted in red
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boxes. A disadvantage of categorising by treatment type was the repetitiveness of
treatment effects section, as many treatments within and across tumour groups had a
similar impact. For example, vaginal dryness results from both chemotherapy and pelvic
radiotherapy and affect patients with colorectal, gynaecological and many other cancers.
There was a risk of HPs having to view large amounts of repetitive information as they
moved between tumour group sections. Thus, expert group members advised on a more
succinct structure; presenting the core treatment effects on sexuality section for all HPs
to view, with the tumour specific sections presenting bespoke, tailored effects and advice
alone. For example, a breast care nurse using the eLearning resource would view most of
the relevant information within the ‘core’ section, then move to the breast cancer-specific
section to find additional items: ‘changes to my breast’ and ‘reconstruction, prothesis or
going flat’ (see Fig. 10, slide 4). However, this approach only had limited benefit to
reducing the repetitiveness of the content. The ‘core’ and ‘tumour specific’ sections were
still organised by treatment type and therefore HPs would be viewing some content on

several occasions.



Figure 9: Flow diagram of the organisation process of ‘core’ and ‘tumour-specific’ treatment-related effects on sexual wellbeing

Version 2 of prototype - Version 3 of prototype - Version 4 of prototype
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Head and Neck
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effects only
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effects only

Tcl
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Figure 10: Screenshots of treatment-related effects on sexual wellbeing for ‘core’ and
‘tumour-specific’ sections of eLearning resource - Version 5

1
Key messages to include when providing
emotional support....
" Changes to your sexuality may feel like a loss. It is
normal to grieve for this.
" These changes can be difficult for you and your partner;
be patient; most people adapt to these changes in time.
" Try not to compare yourself to how you were before.
" Regular exercise and a good sleep routine can help.
" Keep talking to your partner.
" Find ways to remain close to your partner.
" There is support if you need it.
2
Click on each box to Body changes
explore how treatment
effects sexual wellbeing
and see some basic Hot flushes and vaginal
information and advice to dryness
help guide meaningful
conversations with Penis not getting hard
patients. (erections)
Sex, Fertility and
Pregnancy
Pain and fear of
painfinjury
Changes to orgasm
3

Treatment Side-Effects for Tumour Groups

In addition to the Breast
common sexual side-
effects patients with
cancer and their partners
may face, some tumour
groups have further
challenges.

Colorectal

Gynaecological

Head and Neck

Please select any tumour
groups you would like Prostate
further information on.
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Breast Cancer — Specific challenges to sexual wellbeing

Click box to explore each challenge further and see some basic information and advice you can give.
CHANGES TO MY
BREAST(S)

RECONSTRU
PROTHESIS

BACK TO TUMOUR
GROUPS

Colorectal Cancer — Specific challenges to sexual wellbeing

Click box to explore each challenge further and see some basic information and advice you can give.

BACK TO TUMOUR
GROUPS

ynaecological Cancer — Specific challenges to sexual wellbeing

box to explore each challenge further and see some basic information and advice you can give.

E VAGINA FEELS SHORTER
1
1

JISCHARGE/PC
Dl

BACK TO TUMOUR
GROUPS
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Head and Neck Cancer — Specific challenges to sexual wellbeing

Click box to explore each challenge further and see some basic information and advice you can give.

BACK TO TUMGQUR
GROUPS

Prostate Cancer — Specific challenges to sexual wellbeing

Click box to explore each challenge further and see some basic information and advice you can give.

BACK TO TUMOUR MOVE TO
GROUPS SIGNPOSTING

In order to resolve these issues, two alternative approaches were trialled to find an
appropriate structure for treatment types. First, treatment types were removed from the
‘core’ section but retained in the tumour specific sections (Fig. 9, Version 3). This
approach preserved some tailoring of information by treatment type for HPs and while
this was valued, the treatment effects on sexuality section was still too repetitive.
Second, based on consistent feedback from expert group members, the tailoring of
treatment-related effects on sexual wellbeing by treatment type within all the tumour
group sections was removed (Fig. 9, Version 4). Members of the expert group supported
these changes as the information was presented in a more concise way. One example of
how this structure improved the presentation is demonstrated in the section considering

‘hot flushes and vaginal dryness’. These treatment-related effects could have featured in
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any of the core, breast, colorectal and gynaecological sections and within these sections
be listed under treatment types: chemotherapy, hormone therapy and pelvic
radiotherapy. However, with the final changes applied, ‘hot flushes and vaginal dryness’

appear only once in the ‘core’ section and are removed from all other sections.

To balance the removal of tailored information by treatment type, the advice provided
for sexual challenges was enhanced to specify which treatment may cause sexual
challenges. This is in keeping with the guiding principles that stipulated the need to
provide HPs with information that would facilitate tailored support and advice (p.100, See
i(2)). For example, the advice on ‘vaginal dryness’ was enhanced with a statement that
identified, “chemotherapy, pelvic radiation or hormone therapy may cause vaginal
dryness.”  These actions supported HP’s access to relevant, specific and succinct

information, relating to sexual challenges faced by patients and partners.

Alongside decision-making on the structure of the physical treatment-related effects on
sexuality, the positioning of psychosocial sexual concerns also needed to be addressed.
The patient representative within the expert group emphasised that the psychosocial
challenges that patients and partners face often present the greatest difficulty. This
perspective, supported by recent evidence (Wittmann et al. 2015; Sears et al. 2018),
indicated that the psychosocial impact of treatments should have a prominent position

within the resource.

Within the ‘treatment-related effects’ section, there were two approaches trialled to
organise the psychosocial challenges and advice. Initially, psychosocial concerns arising
from cancer and treatment effects were embedded alongside the physical challenges,
which reflected an equal status and acknowledged how these issues were interrelated.

However, following feedback from patients within the expert group, this approach was
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restructured, creating a specific slide, ‘Key messages when providing emotional support
to patients and partners’. The psychosocial slide was placed before ‘core treatment
effects on sexuality — physical challenges’; thus, making it a mandatory slide for all HPs to
view, by embedding it within the linear flow of the resource (Fig. 10, Screenshot 1). The
second change to the organisation of psychosocial challenges related to improving the
flow of the ‘treatment-related sexual challenges’ section within Step 2. This change was
included following a pilot TA interview with a research team member (EM). The
psychosocial challenges were changed to be accessed as part of the ‘core treatment
effects on sexual wellbeing’ rather than having HPs navigating additional slides. To give it

prominence, it was placed as the first category and brightly coloured (Fig. 11).

The researcher was aware that making elements of the resource mandatory to view
removed some user autonomy, which Yardley et al. (2015b) have suggested could reduce
HPs motivation to use the resource. To address this, all the other treatment effects
included in each section (‘core’ and ‘tumour-specific’) were optional to view. This enabled
HPs who did not work in an aforementioned tumour specific group(s) permission to move
from the ‘core treatment effects on sexual wellbeing — physical challenges’ to the

‘Signposting’ section of the resource.
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Figure 11: Screenshot of ‘core treatment effects on sexual wellbeing’ from elLearning
resource - Version 6

Core Treatment Side-Effects on Sexual Wellbeing

Psychosocial impact
Now click on each box to
explore how treatment
effects sexual wellbeing Body changes
and see some basic
information and advice to
help guide meaningful
conversations with
patients.

Hot flushes and vaginal
dryness

Penis not getting hard
(erections)

Sex, fertility and

A pregnancy
- Pain and fear of
pain or injury

FURTHER SIDE-EFFECTS

Developing the new content

Once an initial draft of the treatment effects on sexual wellbeing was established (see Fig.
10, slides 2-8), the researcher began the process of creating content to cover advice on
informative and supportive coping strategies. Also, the researcher considered the
language HPs could use when providing patients and partners with sexual support.
Generating this content on advice and language was iterative in nature, going between

many sources of evidence. Examples of the range of sources are outlined below:

e Evidence base including research articles, systematic reviews and books (see
Chapter 3)

e International guidelines, for example, Guidelines on Vaginal Dilation after
Radiotherapy (National Forum of Gynaecological Oncology Nurses 2012) and
Interventions to address sexual problems in people with cancer (Carter et al.
2018).

e Evidence-based elLearning resources, for example, Cancer Australia (2019) on the

psychosexual care of women affected by gynaecological cancers.
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e Podcasts by experts in the field, including ‘Sex, intimacy and breast cancer’
(O’Riordan 2019) and ‘Communicating about sexuality and fertility’ (Schover
2012).

e Reputable cancer support websites, for example, Macmillan Cancer Support
(2020), American Cancer Society (2020)

e Booklet information provided by healthcare organisations, for example ‘Going
home after major gynaecological surgery’ (National Health Service 2019) and
cancer charities; for example, ‘Managing the late effects of pelvic radiotherapy in
women’ (Macmillan Cancer Support 2018).

e Patient stories on Macmillan You Tube video channel, for example Helen
discussing ‘Sex and relationships after having a mastectomy’ (Macmillan Cancer
Support 2014) and Rebecca and Scott sharing their experiences about ‘Sex,

fertility and internal radiotherapy’ (Macmillan Cancer Support 2009).

Initially, the advice and coping strategies contained within the treatment-related effects
on sexuality were extensive and repetitive. This was partly due to the advice being similar
across some of the treatment-related sexual effects. To address this, the researcher
identified treatment effects that could be collated under one suitable heading. An
example of this was grouping ‘pain’ and ‘fear of pain or injury’ into one category. By
combining these two categories, the advice addressed the relevant physical and
psychological issues by acknowledging ‘fears and worries’, encouraging patients to
‘maintain sexual intimacy, with or without sexual intercourse’ and talking to a ‘healthcare
professional’. Furthermore, the researcher carefully considered the appropriate tone and
language so that HPs could easily implement the conversations in routine clinical practice.
This proved effective, as feedback from the expert group identified that the advice,

language and tone provided a helpful tool to facilitate sexual support conversations.
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Expert group members reflected that some elements of the suggested advice could be
more specific. It was necessary to balance this suggestion with maximising the eLearning
resource’s relevance over time and geographical locations. For example, particular details
about retail outlets providing bra fitting services, reportedly effective products to manage
a dry mouth, or psychosexual support services could potentially be presented. However,
a decision was taken not to incorporate these as they were not aligned with the guiding
principles which stipulated the need to include accessible, relevant and universal advice
and information (p.100, i(1, 5). To include these may have localised the reach of the
resource, making it only relevant for HPs in Northern Ireland (NI). Secondly, as products
change and improve, references to specific products may cause HPs to view the resource
as outdated and irrelevant, which could impact the trustworthiness of the resource and
reduce HPs” motivation to use it. Finally, the provision of services such as psychosexual
counselling is limited, so it was necessary not to raise expectations by highlighting support
resources for which access was limited. Instead, the resource directed HPs to refer to
available relevant healthcare services for particular issues. For example, with bra fitting
after breast surgery, the breast nurse could advise on potential services offered by local

retailers or local cancer charities.

The findings from the evidence base informed the development of the content of the
‘treatment-related effects’ section. The expert group and research team provided helpful
critique to improve the content and develop a suitable organisational structure to scaffold

the content.

4.3.2.2 Developing new video content

The use of videos to promote learning can complement other approaches within
eLearning interventions (Moffett 2015). Videos can powerfully convey expert and patient

perspectives that enhance intervention objectives and assist HPs to grasp the importance
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of providing sexual support to patients in their clinical practice (Moffett 2015; Sinclair et
al. 2017). The MSW: PC eLearning resource contained six video files, each reviewed by the
research team. The first video introduced the topic of sexuality and referred to the sexual
challenges faced by men and their partners and videos 2-5 provided HPs with various
insights into the patient/partner experience of sexual challenges, including helpful coping
strategies. The last video file demonstrated an HP facilitating a sexual support
conversation with a patient following treatment for prostate cancer. Two of these six
videos were retained in their original format for use in the MSW: CC elLearning resource
due to their relevance to a broader cancer population. These were video file no. 2: ‘Colin’,
a man with prostate cancer describing how he and his partner adapted to using sexual
aids and no. 5 ‘Lorna’s’ perspective of coping with sexual challenges as a partner of a man

with prostate cancer.

Two additional video files were modified: the introductory and the HP/patient clinical
consultation demonstration video. For the introductory video, minor changes were made
to the script and re-recorded, with the researcher providing alternative graphics to
accompany the new audio. The result was an introductory video covering the sexual
challenges after cancer aimed at HPs working with a mixed cancer population. The
HP/patient clinical consultation demonstration video was also modified. The earlier
version, included within MSW: PC eLearning resource, used an electronic tablet to guide
the sexual support conversation which was prostate cancer specific. The script for this
video file was appropriately modified, removing the use of the electronic tablet, and
instead depicted an HP facilitating a sexual support conversation informed by the EASSi

framework without the use of external aids.

The two video files removed from the MSW: PC elLearning resource had tumour and

gender-specific content from no. 3 ‘Martin’s’ perspective as a gay and single guy with
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prostate cancer and no. 4 ‘Alonzo’s’ experience of having prostate cancer from a BAME
cultural perspective. The video files which remained in both the MSW: PC elLearning
resource and the MSW: CC eLearning resource addressed a man’s and a female partner’s
perspective of adapting to sexual challenges following PC. As such, there was a need to
increase the relevance of content to sexual challenges facing women including the
management of menopausal symptoms and to address both genders wider psychosocial
issues such as body image. The researcher identified two potential existing video clips
available online, one in which ‘Helen’ (Macmillan Cancer Support 2014) discussed her
challenges with coping with the body image issues after breast cancer and being single. A
second video where ‘Rebecca and Scott’ (Macmillan Cancer Support 2009) focused on the
challenges of pain during sex and fertility concerns after gynaecological surgery. When
presented to the research team as potential content, there were some reservations
around the usefulness of these videos. First, the team shared concerns relating to
‘Helen’s’ focus on the importance of her breast reconstruction as the coping mechanism.
In addition, with ‘Rebecca and Scott,” the focus on fertility outcomes did not provide
insight into how the couple managed painful dry sexual intercourse, a common issue
raised within the literature for female patients after cancer treatment. It was agreed that
further opinion would be sought from the wider group of HPs during the optimisation

study using TA interviews. This feedback is detailed in Section 4.4.5.1 (pp.163-164).

4.3.2.3 Support resources and referral pathways

The specific need to increase HP knowledge of supporting resources and referral
pathways was reflected in guiding principle (i), as this was a key barrier to providing sexual
support identified within the literature (Fitch et al. 2013; Traa et al. 2014; Gleeson and
Hazell 2017; Williams et al. 2017; Frederick et al. 2019a). The MSW: CC elearning
resource supporting materials were provided as hyperlinks to other evidence-based,

reputable booklets, websites and organisations providing further sexual support and
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information. This content was populated through many rigorous online searches of
expert organisations in cancer care and recommendations from the expert group and
research team. However, the process of locating high-quality content for the resource
section highlighted the lack of easily accessible information and advice on sexual support
strategies across cancer populations. In contrast, HPs who used the MSW: PC eLearning
resource benefited from being able to signpost their patients and partners directly to an
extensive self-management patient and partner resource® (O’Connor et al. 2021). The
original MSW: PC elLearning resource printable signposting sheet for patients detailed
potential referral pathways, useful weblinks with supporting resources, top tips to
remember and included a communication activity. This was retained for the HPs engaging
with the MSW: CC eLearning resource who provided care to patients with prostate cancer.
Five additional signposting sheets were also created, a general one and one for each
tumour group. The signposting sheets’ content was reviewed by members of the expert
group and research team who suggested minor improvements. These improvements,
when applicable, were applied to the “Support resources” section of the elearning

resource. As an example, the general signposting sheet has been included in Appendix 7.

Finally, referral pathways suitable for a mixed cancer population were considered and
added accordingly to the MSW: CC elearning resource. These included a pelvic
physiotherapist, erectile dysfunction clinic, incontinence clinic, ‘look good, feel better’
workshops and a psychological therapist/counsellor. The expert group deliberated over
the timing of patient access to support when they encountered problems using vaginal

dilators. Members of the expert group reported that radiotherapists usually discussed

3 Although not connected to this study, it is of note that members of the research team have since
adapted the self-management resource for prostate cancer to one suitable for a mixed cancer
population. The new MSW: CC self-management programme for patients’ and partners resource
has been developed, in part, using the content generated from this study, although does not form
part of this study. The MSW: CC self-management resource was not completed in time to include
as a link within the MSW: CC eLearning resource during the study period, however, this will be
added thereafter.
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the use of dilators with patients. However, for many patients, difficulties related to
vaginal stenosis (for which the dilators are used) do not present until after radiotherapy
is completed, when they are no longer receiving support from radiotherapists. Despite
this, the expert group’s consensus was that, if a problem was identified by an HP or
patient, HPs could request specific advice from a specialist nurse or physiotherapist.

Direction for HPs within the eLearning resource was improved to reflect this.

This detailed section has provided an overview of the process of adapting the MSW: PC
elLearning resource to the MSW: CC elearning resource, the development and
organisation of new content. Relevant examples highlight the considerations, decisions
and challenges experienced by the researcher. This development process culminated in
the production of the MSW: CC elearning resource, version 6, which encompassed

feedback from pilot TA interview.

4.4 INTERVENTION OPTIMISATION (PART 2)

Part 2 outlines the testing process for the MSW: CC eLearning resource prototype, which
informed modifications and explored HPs views of the elLearning resource, through TA
interviews. This section has detailed the research design for Phase 2, part 2 and has
included the researcher’s preparation for data collection using TA interviews. Following

this, the results from the TA interviews are presented and discussed.

4.4.1 Methods

4.4.1.1 Sample and sampling procedures

The MSW: CC eLearning resource, was tested with a sample of multidisciplinary HPs who
provided direct care to patients from a mixed cancer population, the target audience for
the elLearning resource. This cohort was designed to ensure that those involved in the

testing were substantially appraised of the sexual challenges men and women with cancer
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confronted, and therefore best placed to advise on modifications and acceptability of the
resource within their clinical setting. In addition, participants had to be employed in one
of the five Health and Social Care Trust (HSCT) organisations in Northern Ireland (NI). The
decision to exclude those outside NI, at the time of study set-up, was to enable ease of
access to participants for face-to-face qualitative data collection. A summary of the

inclusion and exclusion criteria is provided in Table 11.

Table 11: Inclusion and exclusion criteria for intervention optimisation study

Inclusion Criteria Exclusion Criteria

e Multidisciplinary HPs providing care to e Not providing routine cancer care
patients from mixed cancer population | e Not employed in HSCT in NI

e Provide direct cancer care as part of
routine practice

e Employed in one of five HSCTs in NI

A non-probability purposeful maximum variation sampling procedure was employed to
ensure end-users would be represented across healthcare disciplines and tumour groups,
to maximise the breadth of knowledge and depth of experience (Van Hoeven et al. (2015;
Etikan et al. 2016). The researcher also identified a range of professional roles, working
with specific tumour groups, who would be beneficial to the study, for example, a pelvic

floor physiotherapist and a breast cancer specialist nurse.

The inclusion and exclusion criteria, target HP disciplines and tumour groups was shared
with each HSCT local collaborator® (LC). Upon consideration of this information, LCs
advised the researcher on the accessibility of HPs, as not all HSCTs provide care for all
tumour groups or provide a full range of treatments. The LC then selected HPs who they

believed would have an interest in participating. Whilst it was acknowledged that this

4 A local collaborator is an HP who volunteered or who has a clinical research role in the HSCT who
the contact point between the researcher and participants.
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sampling procedure was likely to create participant bias in selecting HPs with an interest,
knowledge and expertise in sexual care, it was deemed necessary to ensure that those
participants recruited were knowledgeable in the field of interest, to maximise the quality

of the final resource.

4.4.1.2 Recruitment

LCs contacted potential participants via email, enclosing a Participant Information Sheet
(PIS) and consent form (Appendix 8 and 9). The PIS provided participants with a short
rationale for the study, research expectations of participants and contact details of the
researcher. The LCs from each HSCT and the researcher liaised regularly to support the
recruitment process. After one week, if potential participants from the HSCT had not
approached the researcher, the LC contacted potential participants with a further
reminder via email reminder and asked for feedback on any issues in contacting the
researcher. On a few occasions (n=3), those identified as potential participants declined
to take part due to personal circumstances: maternity leave or workload. In these
instances, the LC discussed a suitable alternative role within their HSCT with the
researcher and another potential participant was approached. HPs who declared interest
in study participation usually contacted the researcher directly, however, this interest was
confirmed through the LC on two occasions. The researcher subsequently liaised with
each participant and the LC to arrange a suitable date, time and venue for the TA

interview.

4.4.1.3 TA interviews: Background and rationale

The researcher used TA interviews as the qualitative data collection method. The TA
interview requires participants to verbalise their thoughts, cognitive processes and
strategies employed as they engage with a task in real-time (Ericsson and Simon 1998).

The PBA views the TA interview as an effective data collection method to elicit views on
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all elements of a digital intervention and to understand the range of ways it may be used
(Yardley et al. 2015a; Morrison et al. 2018). The data can inform modifications and
refinement of an intervention through iterative test cycles (Yardley et al. 2015b). The
real-time feedback provided by the TA interview has a significant benefit over alternative
methods such as retrospective verbal reports. Specifically, asking participants to recall
issues with the intervention content or navigation could be subject to memory loss or bias
(Leighton 2017). In previous studies, the TA interview was a valuable method to ascertain
how an intervention will be used in its intended context. For example, in relation to
estimating physical activity levels, Morrison et al. (2018) used TA interviews, which
subsequently identified a fundamental problem with participants’ interactions with their
digital physical activity resource. Participants were found to overestimate their physical
activity levels, which rendered the tailored feedback provided to the participant incorrect.
In this example, and as part of the PBA iterative approach, the TA interviews provided
researchers with an early opportunity to address the problem of overestimation, retest a
solution and ultimately ensure the intervention could successfully influence behaviour
change. Despite the proven benefits of using TA interviews as an integral component

within intervention optimisation, it is not without criticism.

The objective analysis of the content of one’s thoughts was largely rejected as unreliable
in the early 20™ century (James 1890). This has since changed (Cotton and Gresty 2006)
with a greater acceptance of the method being attributed to improved data collection
accuracy. For example, TA interviews have been argued to be reliable when participants
engage in a ‘well-structured task’. A well-structured task is understood to be when the
focus is on the way a participant manipulates and transforms information from working
memory towards the generation of a solution to a given problem (Eccles and Arsal 2017;

Leighton 2017). Leighton (2017) has provided a criterion for developing of a well-
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structured task. The researcher considered each criteria to ascertain how the current

study could address these (see Table 12).

A further issue raised in the literature concerns the ‘reactivity’ of the TA interview, where
providing verbal feedback may change how a participant interacts with the same problem
when compared to silent conditions (Eccles and Arsal 2017). Participant reactivity could
potentially undermine the usefulness of the process, providing a less accurate
understanding for researchers of how their interventions will be used in real time.
However, in a meta-analysis of n=94 studies, Fox et al. (2011) provided evidence to show
that the verbal reports produced in the TA interviews resulted in little or no reliable
differences in performance when compared across verbal report and silent conditions.
The findings from this meta-analysis provided the researcher with confidence that the
data to be collected as part of this study would be valid, as it was an accurate

representation of how HPs use the resource.
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Table 12: Criteria for a well-structured task and evidence of application from the MSW:
CC elLearning resource TA interviews

Criteria for a well-structured task
(Leighton 2017)

Evidence of application from the MSW: CC
eLearning resource TA interviews

Ability to represent the problem
and what the proposed solution
might require

The elLearning resource was presented using
Microsoft PowerPoint, which simulates a
web viewing experience or via a webpage.
To focus attention, participants viewed and
commented on each slide/web page as
presented.

Apply actions incrementally to the
original problem to get
increasingly closer to the desired
solution

Participants viewed the version of the
eLearning resource they were presented,
making comments on what they viewed.
Participants incrementally contributed to the
final version of the MSW: CC eLearning
resource through the test cycle iterations.

Describe or apply the actions to
transform states to solve the
problem

Participants reviewed each slide and said
aloud their reflections on content, structure,
language/tone, which contributed to the
refinement of the eLearning resource.

The problem can be solved with
knowledge and skills that are
accessible and operational within
the human information
processing system

The purposeful selection of HP ensured that
those with relevant knowledge and skills
participated.

True problem-solving task of
medium difficulty so that
participants are reporting on
verbal processes rather than
interpretations of recall from long
term memory.

Participants were required to read/view new
and previously unseen content to provide
immediate reactions from working memory.

Finally, the researcher’s provision of prompts or interference have been considered by
some in the field of research to interrupt the participants thought processes during TA
tasks. Ericsson and Simon (1980) advocate that researchers must not interfere with
participant’s thought processes; this is to ensure that the cognitive processes of the
participant have not been changed to any measurable degree by researcher interference.
They do, however, support the use of basic prompts to remind participants to ‘keep

talking’. Nevertheless, other researchers, for example, Cotton and Gresty (2006) have

supported the prompting of participants to provide clarity on verbalisations as they
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engage in the task, suggesting that this approach can meaningfully increase the usefulness
of the data (Cotton and Gresty 2006). Evidence from the literature has supported this
latter claim, demonstrating that the use of prompts in TA interviews has no significant
negative impact on participants and improves the richness of the data collected (Cotton
and Gresty 2006; Whitehead et al. 2015; Semple and McCaughan 2019). To be cognisant
of both schools of thought, the protocol adopted by this study ensured interruptions to
participant thought processes were kept to a minimum, with the view that the researcher
was able to establish difficulties relating to functionality or navigation. When it was
necessary to gain further clarity, for example, on challenges to content, the researcher

explored this with the participants at a suitable point.

The TA interview can provide a valid and reliable method to collect data from participants
in real-time. This approach can provide researchers with meaningful observations related
to how an intervention is used and audible data on participants views of the intervention.
Reviewing the issues raised by other researchers in the field was essential to establish a
replicable protocol for the TA interviews, conducted as part of this PhD (see Appendix 10).
This action ensured that both the task and researcher behaviour supported the integrity

of the research.

4.4.1.4 TA interview procedures

The TA interviews were conducted face-to-face or online using video conferencing
software following a TA protocol (Appendix 10). The LC selected a quiet and comfortable
room, to enable participants to remain ‘on task’. Participants were provided with water
during the face-to-face interviews and encouraged to bring water to the video
conferencing interviews. As with other types of psychological research, these were
important considerations when the interview was going to take some time and be

tiresome for the voice and throat of the participant (Albers 2015; Alhadreti 2021).
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Immediately before each TA interview, the concept of the TA interview was outlined. This
specified the need for participants to verbalise all thoughts as they progressed through
the MSW: CC elearning resource. Participants were encouraged to provide critical
feedback, particularly in relation to the elearning resource’s content, navigation,
appearance and functionality. The researcher outlined her role, which included making
notes on participants’ responses and observations related to their interactions with the
MSW: CC elLearning resource. At the end of the TA interview, a short semi-structured
interview followed which explored participants overall impressions of the elearning
resource as an educational tool and its usefulness to HPs in cancer care settings. Audio
or video recordings (in TA interviews using video conferencing software) were used to
collect data for transcription. Participants were reminded that they were free to stop or
withdraw from the interview if they so wished and given the opportunity to ask any

guestions. The data handling procedures were also reiterated.

The interview was kept to a maximum of 1 hour; this was to ensure the quality of the
feedback as participants may tire (Eccles and Arsal 2017) and to maximise engagement
with the study. Due to the limited interview time, along with knowledge of the additional
time required to think aloud (Ericsson and Simon 1993; Fox et al. 2011) and experience of
conducting the pilot TA interview (discussed later in Section 4.4.4.1), the researcher
allocated specific sections of content to each HP. This aligned with the HPs discipline and
or tumour group(s). For example, a nurse specialising in colorectal cancer could view both
the ‘core’ treatment effects on sexuality and the colorectal tumour sections alongside
general content from Steps 1 and 2. A chemotherapy nurse, alternatively, may view the
‘core’ treatment effects on sexuality alongside general content in Steps 2 and 3. The
purposeful selection of participants supported this procedure, as it ensured that all

aspects of the eLearning resource were reviewed thoroughly by relevant HPs. During the
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TA interview, if participants were silent for a prolonged time, the researcher reminded
them to keep talking aloud. The researcher, on suitable occasions, asked participants to
further explain their comments, for clarification. Once the TA interview was completed,
the researcher asked participants if they had any final comments or questions and
thanked the participant for their participation. At the end of each interview, the
researcher took some time to note personal reflections that could support subsequent

data analysis in the development of initial codes.

The TA interviews were conducted over three test cycles, with the method used to
present the eLearning resource varying throughout the cycles. In test cycle 1, participants
viewed a mock-up of the online resource using Microsoft® PowerPoint®. After analysis
of data and relevant modifications, an online version of the elLearning resource was
created and used by participants during test cycle 2. For test cycle 3, to kept project costs
to a minimum whilst allowing the researcher to respond flexibly by implementing
necessary navigational changes, participants reviewed the resource using a combination
of a Microsoft® PowerPoint® mock-up version and the unedited online version. The TA
interviews continued until no significant new concerns or critiques were raised. The
decision to stop collecting data at this point differs from that of ‘data saturation’, which
can be considered a ‘logical fallacy’ (Low 2019) given that further interviews could
potentially generate new themes or indeed develop codes further within themes.
Instead, the endpoint was a pragmatic decision, based on when the researcher and
research team believed the objective to refine the eLearning resource was met and the
eLearning resource was ready to move to the evaluation phase. In support of this decision
was the surface-level nature of the data pursued, from a relatively homogenous group of
HPs who worked in a cancer care setting (Braun and Clarke 2021). Furthermore, the

content they reviewed had already benefited from significant input from the evidence
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base and expert group. After final modifications were agreed upon, the online version of

the MSW: CC elLearning resource was finalised.

4.4.2 Analysis of TA interviews

Interviews were transcribed very shortly after they were conducted by the researcher, SB.
The process of transcribing was beneficial as it provided the researcher with an
opportunity to become familiar with the data and deepen her understanding of the
participants’ perspectives (Lester et al. 2020). The transcriptions were independently
reviewed by two other members of the research team (CJS and CF). The researcher used
Microsoft® Excel® to assist in the analysis process. Two objectives informed the data
analysis of this part of the study. First, the researcher sought to identify barriers to HPs’
engagement with the MSW: CC elLearning resource that could be iteratively modified to
optimise acceptability and usability. Second, the researcher wanted to explore HP’s views

of the MSW: CC eLearning resource.

4.4.2.1 Objective 1: Identify modifiable barriers to HPs engagement with the MSW: CC
elearning resource

Following transcription of each interview, the researcher reviewed the transcript and
combined all negative and positive critiques of the MSW: CC elLearning resource into a
table of changes format (Yardley et al. 2015b; Bradbury et al. 2018). The table of changes
was reviewed at the end of each test cycle by research team members (test cycle 1,
participants 1-4, test cycle 2 — participants 5-12 and test cycle 3 — participants 13-18). To
meet objective 1, analysis of the transcribed data was deductive in its approach, which
was appropriate to inform the modifications required (Polgar and Thomas 2013).
Critiques were grouped as they applied to appearance, content, navigation and
functionality of the MSW: CC elLearning resource. Table 13 has provided an example of
the table the researcher presented to the research team. The researcher used

modification criteria adapted from Bradbury et al. (2018) (see Table 14 Section 1) to aid
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decision-making. Their criteria provided a guide to identify if a modification would likely
influence behaviour change or act as a precursor to behaviour change, for example,
accessibility, feasibility, persuasiveness, motivation and engagement (Bradbury et al.
2018). Furthermore, the decision to implement a modification was influenced by PBA
common guiding principles (Yardley et al. 2015b) and the specific guiding principles for
this study (Table 8, pp.108-109). Modifications were prioritised using the MoSCoW (Must
have, Should have, Could have, Would like) criteria (Bradbury et al. 2014) (Table 14
Section 2). The refinement process was an iterative process, as the researcher moved
between data collection and analysis, identifying the modifications that might be needed,
then modifying the elLearning resource followed by further data collection (Bradbury et
al. 2018). Recently, Morton et al. (2021) utilised this method when optimising an online
handwashing intervention during the COVID-19 pandemic. They reported this method
improved the speed and efficiency of adaptation and optimisation which is in line with

calls for more rapid, pragmatic health research methods (Morton et al. 2021).



Table 13: Excerpt of table of changes used by research team when making modification decisions

Slide | Negative comments Positive comments | Possible Reason for Agreed change Mo$S
change change
E-Why/E-How E-Why/E-How Key information | Number the sections
‘How to engage’ section is repeatedly missed. Your eye | Layering of to assist in Include a direct prompt at end of | have
is at the bottom of text and needs guided up to the next | information is good behaviour Why section to How section
section. Requires a directive prompt. change is being
Continuity of Eilis missed.
throughout
resource is nice,
keeps it altogether.
Treatment Side-Effects on Sexual Wellbeing Treatment Side-
Effects on Sexual
Wellbeing Improve Make circles and text size larger
Treatment side effects concentric circles Positive feedback EAS Readability and text less blurry. Must
physical/psychological/social... text is blurry and small. on inclusion of BPS have
model and the
Low feelings would be better as low mood. This message of how the | EAS Improve Reword sentence to A cancer Should
sentence needs reworded. issues are readability diagnosis and treatments for have
interwoven. cancer can cause low mood,
anxiety or change people’s
feelings about sex.
Title doesn’t really make sense, a lot of words without
meaning. IMP To prepare Reword title ‘Treatment Effects Should
users for on Sexual Wellbeing’ have
information
Psychosocial Treatment Side-Effects on Sexual Psychosocial
Wellbeing Treatment Side-
Effects on Sexual
Wellbeing
Title doesn’t read well, combination of words that Relevant and IMP To prepare Reword to ‘Psychosocial Effects | Should
don’t’ say or do anything. powerful users for on Sexual Wellbeing.’ have
information

144"
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Table 14: Criteria for making modifications to the MSW: CC eLearning resource (adapted
from Bradbury et al. 2018)

Criteria

Means

Section 1: Criteria for deciding whether to make modifications

IMP Important for The modification is likely to impact behaviour
behaviour change change or a precursor to behaviour change (e.g.,
acceptability, feasibility, persuasiveness,
motivation, engagement).
GP Consistent with guiding | The modification is in line with the guiding
principles principles of the MSW: CC eLearning resource.
EXP Experts For example, HPs in cancer care agree that this
would be an appropriate change.
EAS Uncontroversial and An uncontroversial and easy to implement solution
easy that is in keeping with the evidence base and
guiding principles for the MSW: CC eLearning
resource.
REP Repeated by several This point was made by more than one participant
participants and is in line with the evidence base and guiding
principles for the MSW: CC eLearning resource.
NC Not changed It was decided not to make this change.
NCON | Does not contradict This does not contradict experience, or the Guiding

Principles.

Section 2: Criteria for prioritising which modifications to make (MoSCoW)

Must have

This modification must be made in order for the
MSW: CC eLearning resource to be effective in
changing HPs behaviour (given what is known from
the evidence base).

Should have

This modification should be made if possible as it
may impact effectiveness but may be able to be
delivered in a different way or is in some way less
critical than a Must have.

Could have

This modification would be useful but may be less
critical to behaviour change that a ‘Should have’
and may only be implemented if time and
resources are available.

Would like

This modification is not needed to support
behaviour change but could be useful if time and
resources allow.
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4.4.2.2 Objective 2: To explore HPs views of the MSW: CC elLearning resource

A different data analysis approach was required for Objective 2. Therefore, when
transcription of the last TA interview was in hand, the researcher conducted a thematic
analysis of data relating objective 2 for this study, namely ‘HPs views of the elearning
resource.” An inductive approach was applied, using Braun and Clarke (Braun and Clarke
2006, 2013) which was considered appropriate for this objective and was also fitting for
the data collected. Thematic analysis is not tied to any epistemological or theoretical
perspective. It was used for this part of the study as it is a flexible method useful to
exploring an individual’s experiences, perspectives and opinions, as well as similarities,
differences and unanticipated insights (Braun & Clark 2006; Nowell et al. 2017). Other
general inductive approaches exist, such as Miles and Huberman (1994) which has many
similar and suitable features to aid a systematic and rigorous analysis of data. Nonetheless,
Braun and Clarke have a clear six-step approach and was deemed fitting to meet this
research objective (Braun and Clarke 2006). Braun and Clark’s (2006) framework provided
a six-step guide to conducting thematic analysis: (1) become familiar with the data, (2)
generate initial codes, (3) search for themes, (4) review themes, (5) define themes and (6)
write-up. The six-steps were not linear and was possible to move forward and back

between them (Maguire & Delahunt 2017; Nowell et al. 2017).

The researcher’s application of Braun and Clarke’s six-step approach to thematic analysis

will now be presented.

Familiarisation with the data collected

As Braun and Clarke (2006, 2013) have advocated, the data analysis was inductive, in
keeping with a qualitative paradigm, beginning with the researcher becoming familiar with

the data. This first step involved immersion into the data, which included the researcher
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reading and reread the transcriptions, reviewing her notes (excerpt provided in Appendix
11) and personal reflections (example provided in Appendix 13) to understand the breadth
and depth of the content (Braun and Clarke 2013; Nowell et al. 2017). During this phase

the researcher made initial notes to help to inform the generation of codes.

The researcher was mindful of the personal and professional journey she embarked upon
when taking up her previous role of Specialist Health Improvement Manager for sexual
health, held prior to the PhD study. To develop a language and confidence to talk openly
in the subject area with HPs colleagues and staff across the statutory and community
sectors, she required education, communication skills practice and time immersed in the
subject area, learning from colleagues more experienced in the field. This experience made
her acutely aware of the potential challenges sexuality could present to other
professionals. Yet, with full acknowledgement that with proper exposure to information
and support, skills were developed, making it is possible to communicate about sexual
issues with confidence. Recognising this, the researcher was aware that her views and
experience could have impacted the interpretation of the data. Therefore, the researcher
took a deliberate choice to try to hold no preconceived idea of codes, ensuring that codes

were directly tied to segments of data as far as possible.

Generation of initial codes

For this step, the researcher coded the TA interviews by identifying relevant data and
tagging them with a few meaningful words or a short phrase (Braun and Clarke 2013).
Codes identified a feature of the data and were generated from semantics in the text, for
example “very relevant topics” resulting in the code “relevance — content” or based on a
latent feature such as “everything in a nutshell” as “content — all-encompassing” (Braun

and Clarke 2006, 2013). Care was taken to ensure that context was not lost within the
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extracts, ensuring enough of the extract was included to code more accurately. The
credibility of the analysis at this stage was enhanced with two members of the research
team who independently analysed the initial codes from the transcribed data and

challenged the researcher’s initial codes (Nowell et al. 2017), as discussed below.

Search for themes within codes

A ‘theme’ in thematic analysis is understood to capture something important about the
data in relation to the research question posed and represents some level of meaning
within the data (Braun and Clarke 2006). Theme development involved the researcher
collating all potentially relevant coded data extracts (Braun and Clarke 2006). The
researcher used tables and mind maps to create a web-like network to organise codes and
themes (Terry 2016). The researcher reviewed code descriptions and critiqued decisions
to establish coherent themes that brought meaning and identity to the data (Braun and
Clarke 2006). This process was iterative, with the researcher working to provide the best
way to represent the HPs views. Initially, a series of codes were reviewed and grouped
into themes. Upon discussion with the research team, changes were made to bring better

clarity to the themes.

During the process of developing themes, it was evident that some of the grouped codes
did not fully capture the meaning of the data, nor concurred with the initial themes
developed. This prompted the researcher to revisit these codes (Braun and Clarke 2013).
The researcher and wider team considered changes made to these codes to be a more

accurate representation of the data.

Two research team members (CS and CF) reviewed the final themes independently from

the researcher, with general agreement that the themes were representative of the data.
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Review themes

Next the researcher reviewed the coded data extracts for each theme to consider if they
appeared to form a coherent pattern (Nowell et al. 2017) and determine if the themes
accurately reflected the meanings evident in the data (Braun and Clarke 2006). To ensure
that the themes reflected the raw data, the researcher compared the themes with the
codes (Nowell et al. 2017). To present the most coherent story, it was apparent that it was
necessary to group themes into two main themes. These themes are presented in Section

4.4.5.2.

Definition of themes

To define the themes, the researcher moved away from a summative position to an
interpretive orientation (Braun and Clarke 2017). This involved a refinement of the themes
and the identification of what each theme was about (Braun and Clarke 2006). As such, the
researcher wrote a detailed analysis of each theme, identifying the story it told while
considering how each of the themes fitted into the overall story about the entire data set
about the research questions (Braun and Clarke 2017; Nowell et al. 2017). It was important
for the researcher to identify overarching themes and understand how they interact and
relate to the sub-themes (Braun and Clarke 2006; 2012). To determine suitability and
comprehensibility, overarching and sub-themes were verified and refined through

discussion with the researcher’s supervisory team.

Write up

The researcher ensured the writeup of results provided a coherent, concise, logical and
interesting account of the data (Nowell et al. 2017). Direct quotes were to aid
understanding and demonstrate the prevalence of the themes and subthemes (Braun and

Clarke 2006; Nowell et al. 2017). To ensure rigour and trustworthiness, the findings were
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linked back to the literature (Nowell et al. 2017). Findings have been written up for
dissemination in academic peer reviewed journals and abstracts for international

conferences.

The Braun and Clarke (2006) framework provided a flexible, step by step guide for the
analysis of the findings of the study. It allowed the researcher to review and challenge
coding decisions and supported more comprehensive deliberation and challenge from the
research team. In addition, there were many other processes involved to ensure the
scientific rigour of the study. These are now presented, followed by a review of the ethical

considerations made in relation to this phase of the study.

4.4.3 Scientific rigour, trustworthiness and ethical considerations

Qualitative research has been criticised as merely an assembly of anecdote and personal
impressions, strongly subject to research bias, lacking reproducibility and generalisability
(Mays and Pope 1995). It is vital that qualitative researchers employ quality standards
(Parahoo 2014). Among others, Tracy (2010) and Lincoln and Guba (1985) have provided a
set of criteria for researchers operating outside a positivist quantitative approach, which
can address these issues and contribute to qualitative research’s scientific rigour and
trustworthiness. Criteria of credibility, dependability, confirmability and transferability
(Polit and Beck 2014) have been established to guide researchers in the pursuit of high-
quality research. As such, Table 15 outlines the provisions made by the researcher in this

study to address the four-quality criterion specified by Lincoln and Guba (1985).
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Table 15: Provisions to address scientific rigour and trustworthiness of qualitative
component of this study (informed by Lincoln and Guba 1986, Shenton 2004, Forero et al.
2018)

Quality Purpose Provision made by researcher

criterion

Credibility To establish e Peerreview of optimisation study prior
confidence that the to ethics submission
results are true, e Study methodology received ethical
credible and approval
believable. e Adoption of PBA which is used

extensively in the development of
robust digital interventions

e Time spent with expert group and
research team to understand the culture
of the participating organisations prior
to data collection

e Purposeful sampling method to ensure a
wide range of perspectives were
accounted for

e TAinterview tested at pilot interview

e Researcher had required research skills
to perform the role

e Regular debriefing sessions with the
research team

e Independent analysis of transcribed
data by two members of the research
team

e Quotes were used to provide ‘thick
descriptions’ in the reporting of the data
from TA interviews

Dependability | To ensure the findings | ¢ Detailed research protocol

of this study are e Ongoing observation of HPs using the
repeatable if the MSW: CC eLearning resource prototype
study was repeated during TA interview

with the same cohort | e  Triangulation of data between the

of participants, expert group, research team,
researchers and participants and guiding principles
context. derived from theory and evidence base

e The researcher documented reflective
thoughts after each interview and
throughout the data analysis process

e An audit trail was kept on key
methodological decisions within the
study, as documented in minutes of
supervision meetings
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Quality
criterion

Purpose

Provision made by researcher

Transferability

To extend the degree
by which the results
can be generalised or
transferred to other
contexts or settings.

Study procedures reported in detail
Data confirmed that no further major
modifications were required

Confirmability

To extend the
confidence that the
results would be
confirmed or
corroborated by other
researchers

Provision of a review of the literature to
establish research context

Provision of the detailed description of
inclusion/exclusion criteria, number of
participants, previous training, length of
service, data collection methods,
number and length of TA interviews and
the period over which data collection
occurred

Setting out the researcher’s
philosophical assumptions

Use of a reflective commentary
throughout data collection and analysis
Data collection ceased when no further
major modifications were identified
through data analysis.

Detailed audit trail provided of
modifications and rationale

In further support of the scientific rigour of research, Miles and Huberman note:

“we must consider the rightness or wrongness of our actions as qualitative

researchers in relation to the people whose lives we are studying, to our

colleagues and to those who sponsor our work. . . . Naiveté [about ethics]

itself is unethical.” (Miles and Huberman 1994, p.288).

To this end, the researcher attended to ethical considerations in advance of the study and

throughout, considering different factors relating to procedure, situation, relations and

exiting the study (Tracy 2010). These following sections present the ethical considerations

relating to the optimisation phase of the study.
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4.4.3.1 Procedural ethics

Procedural ethics refers to the ethical actions dictated as universally necessary by
governing bodies and includes participant anonymity, confidentiality, autonomy and
informed consent, beneficence and non-maleficence. Anonymity refers specifically to
removing or obscuring the names of participants or research sites and not including
information that might lead participants or research sites to be identified (Walford 2005).
Data for this study were managed in accordance with the General Data Protection
Regulations and the Data Protection Act (2018). To protect the anonymity of potential
participants, the LC in each HSCT made initial contact with participants. Only upon
potential participants demonstrating an interest to participate in the study verbally or via
email to the LC, were their details shared with the researcher. At the point of data
collection, the researcher used a coding system to label notes pages which related to the
participant number in the study, HP role or tumour group (for example, PHY for
physiotherapist or HNC for head and neck cancer) and the test cycle number (for example,
TC3). These same codes were used to label the transcripts and to present findings from

the study. The participant’s employing HSCT was not identifiable.

Confidentiality refers to the management of private information ‘that has been
communicated in trust of confidence, such that disclosure would or could incur particular
prejudice’ (Giordano et al. 2007, p.264). Initial TA interviews took place in a private room
within the clinical setting with the researcher present, with later interviews conducted
using video conferencing software with the researcher and participant in two separate
locations. To ensure confidentiality in the online environment, a series of adjustments
were approved relating to the use of passwords, video recording and storage. Participants
who were interviewed via video conferencing required appropriate equipment and a

suitable private room. The researcher used a private study room in her own home. All
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study data was kept in securely and safely stored on UU encrypted software or in a secure
cabinet with access restricted only to the researcher and supervisors. In line with UU policy
for the governance of research involving human participants (2018), participants were
advised that study data would be kept for ten years after the end of the study and then

securely destroyed.

Informed consent is one way to ensure the autonomy of research participants (Fouka and
Mantzorou 2011). According to the Health Research Authority (HRA) (2020), informed
consent is when a person with capacity, who is adequately informed, voluntarily under no
undue influence, gives their consent. On the other hand, weak consent jeopardises the
quality of data collected as respondents may try to protect themselves in a mistrusted
relationship (Miles and Huberman 1994). For this study, potential participants were
approached by email and provided with a PIS for the study (Appendices 8 and 9). The PIS
detailed the background, purpose, recruitment procedures, research procedures, risks and
benefits to participating in the research, methods used to protect anonymity and manage
confidentiality, contact details for further enquiries, a non-coercive disclaimer and
acknowledgement of the right to withdraw at any stage without consequence. Eligible
participants interested in taking part in a TA interview either notified the LC who contacted
the researcher or directly contacted the researcher themselves. Before the in-person TA
interview, the researcher recapped the information within the PIS with the participant,
discussed and obtained written consent. For those using video conferencing software,
completed participant consent forms were forwarded in advance of the TA interview to the
researcher, although the researcher, reviewed this with participants at the start of the TA

interview, seeking confirmatory verbal consent.
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The ethical principles of beneficence and non-maleficence refer to the Hippocratic Oath
“be of benefit, do not harm” (Fouka and Mantzorou 2011, p.5). According to Burns and
Grove (2005), discomfort and harm can be physiological, emotional, social and economic.
When considering the beneficence and non-maleficence of this part of the study, the MSW:
CC elLearning resource can bring about change in the way HPs address the sexual wellbeing
needs of patients following a diagnosis and treatment of cancer. A benefit to participation
in the intervention optimisation, was the understanding that the data would be used to
improve the MSW: CC eLearning resource, thus enhance its utility for HPs providing sexual
support to patients with cancer (and partners). While it was recognised early in research
planning that the provision of sexual support should already be an integral component of
holistic healthcare, it was clear that sexuality discussions were avoided in part due to a
perceived discomfort (Moore et al. 2013; Canzona et al. 2016). For HPs, the TA interview
may cause them to reflect on their previous limited provision of sexual support to patients,
which could give rise to concerns of unmet patient care needs. To minimise potential
distress, the recruitment procedure through the LC was suitable ensuring that only those
with an interest in the topic area and willingness to participate, did so. Participants were
also reminded of the focus of the TA interviews, namely, to inform modifications to the
elLearning resource and explore their views of the resource. Furthermore, at the start of
the TA interviews, all participants were reminded of their right to withdraw at any stage.
Finally, there was a small risk resulting from the researcher of lone working. As such the
researcher worked in accordance with UU’s Lone Working protocol ensuring that all in-
person interviews took place on HSCT premises and kept in regular communication with
research team regarding the interview schedule. The researcher also considered how to
maximise the quality of the research out of respect for HPs participation in the study. The
thematic analysis framework offered by Braun and Clarke (2006) provided a robust and

systematic method for data analysis. However, the quality of qualitative research relies on
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the skill of the researcher (Watts 2014). Training therefore was undertaken on topics
including ethics and qualitative interviewing to enhance the researcher’s skill in data
collection and analysis. In addition, the researcher conducted a pilot TA interview with a
member of the research team who had expertise utilising TA interviews as a research
method. Throughout the study the researcher worked under regular supervision with the
research team, who each had extensive experience and expertise in mixed methods studies

and working in the field of cancer care and sexuality.

4.4.3.2 Situational ethics

Situational ethics requires the researcher to exercise a higher degree of reflexivity to
respond in an ethical manner to ongoing, unanticipated challenges which arise beyond
gaining approval for the study (Tracy 2010). In this study, the ‘TA’ interviews commenced
in February 2020 and paused in March 2020 due to the COVID-19 pandemic. Accordingly,
the researcher was required to adjust the study methodology to consider COVID-19 lock-
down restrictions, alongside the health and wellbeing of both participants and researcher.
Following ethical approval for changes to move the TA interviews online, the researcher
had to adapt to a variety of situations regarding access to suitable accommodation,
appropriate video technology, low broadband issues and varying levels of participants’
proficiency using the video conferencing software. On one occasion this called for an
interview to be rescheduled and on other occasions the researcher relied on using multiple
devices, such as mobile phones and tablets or computers, to facilitate the interview.
Researcher reflexivity ensured that the study could proceed ethically and rigorously, within
its timeline, without compromising on the quality or quantity of data collection or causing

harm or distress to participants.
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The primary focus for the TA interviews was to identify HPs views of the MSW: CC eLearning
resource. Through this process, some of the HP participants elaborated on their reactions
to the resource content, connecting the content to the current provision of sexual support
and factors influencing it, as they understood. These comments were offered freely as a
response to parts of the resource being viewed. The researcher was acceptant of the
variable detail elicited, as it was evident participants had naturally varying approaches to

the process.

4.4.3.3 Relational ethics

Relational ethics involve an ethical self-consciousness; therefore, the researcher was
mindful of her character, actions and consequences on others (Tracy 2010). This included
recognising and valuing mutual respect, dignity and connectedness between the
researcher and the researched (Ellis 2007). Taking cognisance of this, the researcher
ensured commitments to the expert group and TA participants through adherence to
meetings and interview bookings and providing HPs with flexibility to meet the demands
of their role. This facet also provided participants with timely communication of study

progress and dissemination of findings.

There was an interdependence between the researcher and participants, with the
participants guiding the researcher, while the researcher sought to address an identified
research gap (Meloni et al. 2015). From the outset of the study, the expert group was
fundamental to developing the elearning resource. Throughout the testing phase, the
study participants were open and honest and provided rich feedback to modify the
elearning resource. As such, the researcher, through the adapting and testing the MSW:
CC elearning resource, employed methods to ensure the study made a significant

contribution to knowledge, alongside the creation of a quality eLearning resource, with the
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potential to enhance HP provision of sexual support and assist current and future policy
implementation. Ongoing communication with the expert group members and study
participants to share the progress of the study and the link to the final eLearning resource,

which they could freely access, was key to retaining mutual respect.

4.4.3.4 Exiting ethics

In preparation for completing the study, the researcher considered how the findings were
presented and how the study was exited. The researcher communicated regularly with LCs
from each HSCT throughout the study, via telephone and email and was purposively closed
at a final exit meeting. The researcher has planned to published findings from the study in
peer review journals and provide LCs with signposting to researcher outputs and highlight

the study findings via social media.

This section has outlined many considerations made by the researcher and the research
team to ensure scientific rigour and trustworthiness of the study. In addition, the
researcher’s thoughts relating to exiting ethics are presented within the discussion section
(see Section 4.4.6). The next section discusses the researcher’s preparation for conducting
the TA interviews which included developing a mock version of the eLearning resource and

a pilot TA interview with a member of the research team.

4.4.4 Preparation of eLearning resource for TA Interviews

To prepare for the testing of the MSW: CC elearning resource with participants, the
researcher created a Microsoft® PowerPoint® mock-up version of the content, presenting
each web page on a slide. The expert group previously had used paper copies of content,
however, the testing needed to take account of the usability of the wider resource. Using

the ‘link’ and ‘transitions’ functionality, it was possible to simulate a navigational
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experience for participants via Microsoft PowerPoint, similar to how users would engage
with the online resource. While this provided the researcher with insights into how
participants would use the resource, there were limitations due to the scroll function of the
‘mouse’ which did override some of the functionality. However, this approach was

instrumental in testing some potentially costly web design aspects.

The Microsoft® PowerPoint® of version five of the MSW: CC elLearning resource was used

for the pilot TA interview described in the next section.

4.4.4.1 TA interview pilot

In advance of the TA interviews, the researcher conducted a pilot TA interview to trial the
TA protocol with a member of the research team, who both specialised in cancer care and
was trained as a sexual health counsellor. At the commencement of the interview, the
researcher briefly outlined the study and described the process of the TA interview, which
was followed by the completion of the consent form. As agreed at an earlier research team
meeting, the researcher used a printed table in paper format, which displayed each slide
being viewed by the participant and provided space for the researcher to take additional
notes on participant’s comments (Fig. 12). During the pilot interview, it became apparent
that the one-hour period allotted for the interview would not allow enough time for
participants to review the entire resource. As a result, it was agreed that future participants
would review pre-determined parts of the resource to include a) the generalist content in
Steps 1 and 3, b) the ‘core’ treatment-related content and c¢) content related to their area
of expertise or discipline. This ensured that all parts of the resource were reviewed
throughout the testing phase with the appropriate subject experts. The feedback provided

on the elearning resource via this pilot TA interview allowed the research team member
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to identify potential areas for improvement. This feedback was incorporated into the

MSW: CC eLearning resource, forming version 6 (feedback discussed in 4.3.2.1, p.126).

Figure 12: Example of TA interview note-taking sheet

elLearning resource Test v1 all slides [29 01 2020]
PARTICIPANT ID

DATE

TEST CYCLE

e

Intro
Page
e Introduction

Talking about sex after cancer: e-learning resource for healthcare professionals

please visit our alternative

Home [
page

4.4.5 Results

The researcher conducted one-to-one TA interviews (n=18). Table 16 has provided
demographic information relating to those who participated in TA interviews. The
interviews took place over three testing cycles (see Fig. 13), with n=4 participants in the
first cycle, n=8 in second and n=6 in third. The findings from the TA interviews provided
data which (1) informed modifications to the MSW: CC eLearning resource and (2) explored
HP views of the MSW: CC eLearning resource. The findings from each of these objectives

will be presented in the following two sections.
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Table 16: TA interview participant demographics

Healthcare Professionals

Participant Gender Job Title

Identification

Number

101 CRCTC1 Female Clinical Nurse Specialist (Colorectal)

102 GYN TC1 Female Clinical Nurse Specialist (Gynaecological)
103 RAD TC1 Female Radiotherapist

104 PHY TC1 Female Oncology Physiotherapist

105 HNC TC2 Female Clinical Nurse Specialist (Head and Neck)
106 GYN TC2 Female Clinical Nurse Specialist (Gynaecological)
107 BRCTC2 Female Breast Care Nurse

108 CHE TC2 Female Chemotherapy Nurse

109 PEd TC2 Female Practice Education Nurse

110 GYN TC2 Male Consultant Surgeon (Gynaecological)
111 PHY TC2 Female Oncology Physiotherapist

112 HNCTC2 Female Clinical Nurse Specialist (Head and Neck)
113 PHY TC3 Female Oncology Physiotherapist

114 HNCTC3 Male Nurse Practitioner (Head and Neck)

115 CHE TC3 Female Chemotherapy Nurse

116 CRCTC3 Female Clinical Nurse Specialist (Colorectal)

117 CHE TC3 Female Chemotherapy Nurse

118 HNC TC3 Female Clinical Nurse Specialist (Head and Neck)




Figure 13: Testing phase of intervention development using TA interviews

Version 6 (using Microsoft PowerPoint) l

Cycle 1: TA interviews (n=4)

Thematic analysis
Signposting modifications, minor changes to language and fonts to
increase acceptability and new video content required

.

/Cycle 2: TA interviews (Version 7 using draft eLearning resource) (n=8)

Thematic analysis

Test new video content

Modify navigation through Step 1 and 2, improve titles in Step 2, broaden
signposting sheets for gynaecological cancer and online support sites
Enhance functionality of response boxes in Step 1, debug text/picture
placement, compress videos

l/
/Cycle 3: TA interviews (Version 8 using draft eLearning resource and _\
MS PowerPoint mock-up) (n=6)

. Thematic analysis

. Retest navigational changes made in cycle 2

. Add colour to tabs to further highlight navigation in Step 2, further
clarity as relating to dilators and role of partner.

- l/

Version 9 — Final version
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4.4.5.1 Utilisation of data to inform modifications to the MSW: CC eLearning resource

Objective 1: Identify modifiable barriers to HPs engagement with MSW: CC elearning

resource

An overview of the utilisation of data generated from the TA interviews across the three

testing cycles has been presented in Appendix 13. HP’s feedback relating to modifications

balanced across four main themes: appearance, content, navigation and functionality.

Appearance issues were minor, relating to font consistency and spacing, all of which were

easily addressed.

Therefore, the three remaining issues of content, navigation and
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functionality were appraised using criteria from Table 14 (p.137). The specific utilisation of
data generated from TA interviews is presented in Table 17 (pp.169-170), with some

exploration of the issues presented below.

Content

The changes to the detail of the content were essentially minor, often relating to improving
clarity and as such were easy to implement. One issue was a tension between the evidence
base and accepted practice. The ‘Sex, fertility and pregnancy’ section included a statement
supported by the literature that chemotherapy can pose risks to an unborn child, primarily
in the first trimester of pregnancy (Esposito et al. 2016). However, current practice,
recognising the challenges related to the management of cancer during pregnancy, strongly
advised against pregnancy during any stage of treatment and for a period thereafter. If a
patient does conceive during the treatment phase of care, it is likely that treatment may
have to be stopped or the multidisciplinary team would consider alternative options such
as delaying treatment or preterm delivery. HPs wished that the advice was made suitable
for use with women across the pregnancy trimesters. While this issue was raised by one
participant early in test cycle one, it was decided that if left unchanged it could have a
considerable impact on the credibility of content within the eLearning resource. Therefore,
this element was modified to state that ‘getting pregnant during chemotherapy or
radiotherapy is NOT advised; if you are pregnant, treatment may have to be stopped’,
advising patients that if they do get pregnant during treatment ‘it is important to tell your

healthcare professional at the earliest opportunity.’

In some instances, participants’ views of the content were subjected to further testing
before applying a modification. For example, a participant suggested that the advice on

treatment effects in Step 2 could be reduced significantly to save HP reading time, which
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supported a key feature within the guiding principles - ‘ensure that tailored content is
succinct’. The participant suggested that “reducing the room temperature and placing a
fan beside your bed can help” could be amended to read “\,room temperature, fan at
beside”(104 PHY TC1). However, this view was not held by any other HPs, with many
participants expressing value in how the advice could be lifted directly from the eLearning
resource and used during clinical encounters, “as an HP you don’t always know what to
say...” (117 CHE TC3) and “nice that you are giving us the advice to say”(118 HNC TC3). The
decision not to make this change was in keeping with the key features within the guiding
principles (Table 8, pp.108-109) which identified the need to equip HPs with advice to help

to open conversations about sexual concerns.

Some aspects of content were highlighted by several participants, for example signposting
content. Participants reported that the Cancer Research UK (2018) weblink contained
helpful information, however, some reported that they were unsure initially of why they
were taken to this link, as the relevant information was not immediately apparent and
required participants to scroll down to find it. In addition, this link provided details of
support organisations that were accessible only in certain parts of the UK, which was
problematic. As a result, the researcher amended the weblink to include access to the
National Cancer Institute’s (2018a; 2018b) web pages on treatment effects for men and
women. These weblinks provided access to a greater range of information, including
information relevant to the United Kingdom (UK), American and Australia. These changes

were found to be acceptable in test cycle 3.

Early in test cycle 1, it became apparent that the research team’s concerns about the
content of the patient videos were also reflected by participants. Two of the four patient

videos from the MSW: PC elearning resource had been retained and two new patient
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videos had been added (details provided in Section 4.3.2.2, pp.129-130). Participants’
critique of the first new video, depicting Helen’s story, identified that HPs would find the
inclusion of strategies to support women when breast reconstruction was not performed
would be more helpful, as for many women reconstruction was not part of their treatment
pathway. Additionally, HPs reported that the Rebecca and Scott story lacked important
detail which could help HPs support patients to manage menopausal symptoms such as
vaginal dryness. The researcher was unable to identify alternative suitable video clips.
Consideration was given to creating new videos using actors with scripts written from the
experiences of members in the expert group. However, with the COVID pandemic and
related restrictions imposed, this was not possible. Instead, EM, a research team member,
approached a professional contact, Liz O’Riordan, a Consultant Breast Surgeon, author,
broadcaster and speaker who kindly agreed (without charge) to contribute two short video
clips. O’Riordan, who herself has had recurrent breast cancer, has an active social media
presence and advocates for sexual wellbeing after breast cancer. Her knowledge and
expertise as a patient and surgeon made a significant contribution to the MSW: CC
elearning resource, providing detailed advice for HPs, to equip patients to manage
distressing and enduring sexual challenges. The first video file presented ‘sex tips and hints’
which can help to alleviate symptoms of menopause, such as vaginal dryness to enhance
intimacy. The second video shared tips about improving emotional connectedness with a
partner and sex, after a breast cancer diagnosis, which also included advice on coping with
changes to body image. Participant feedback relating to the inclusion of new videos is
provided in the next section (Section 4.4.5.2, pp.180-181) which investigated the HPs’

perceptions of the MSW: CC eLearning resource.
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Navigation

Test cycle 2 used the online version of the MSW: CC eLearning resource which flagged
significant navigation. The online build of the MSW: CC eLearning resource mainly utilised
a scroll-down function, however, on occasion, participants were required to move to the
left for additional information, or to click on tabs to view layered information (see Fig. 13).
Participants consistently missed these large sections of the content as their attention was
focused on using the primary scroll-down function. These additional navigation
requirements (arrows and tabs) to access the layered information did not appear to be
noticeable. During the TA interviews, when participants were asked to move back, the
missed slides were highlighted. Participants reported that “scrolling was a new approach”
(109 PEd TC2), that they “wouldn’t have thought about this (moving sideways)” (108 CHE
TC2) and that the navigation was “not clear” (111 PHY TC2). The researcher used
Microsoft® PowerPoint®, to make refinements to the MSW: CC eLearning resource [v8] for
test cycle 3, as the software had the capacity to test the most effective ways to improve
the flow of information prior to more costly changes by LMS developers. For example, in
Step 1, rather than expecting participants to click on the arrow to view the next slide, this
choice was removed and participants were automatically moved to the next statement.
Furthermore, in Step 2’s sections with layered information, written navigational
instructions had enhanced visibility, as this was subsequently positioned below the text and
header tabs were coloured to make them clearly seen (see Fig 14). These changes were
tested in test cycle 3. These modifications proved successful, with participants moving
through the resource as expected by the research team and not missing the layered

information.



Figure 13: Examples of webpages with navigational difficulties

Reflective Activity

This reflective activity will explore some thou and beliefs about sexual
wellbeing and cancer. Read each statement and selec u agree, disagree, or
are not sure. This is for your reflection only, no answers recorded.

|b Agree ’| Disagree ‘ Not sure O

Why do you need to Engage? How to Engage?

* Patients tell us sexual dysfuncti nd intimacy are major
problems for them and thep#artners, but it is often not
addressed.

* Providing sexual wellbeing support is part of your role as a
healthcare professional.

* Sex can be a difficult topic to speak about and is often
avoided. You need to consciously engage with patients and
their partners.

* Sexual challenges need to be acknowledged, normalised and
support needs to be provided.

Figure 14: Additional navigational instructions in Version 8 of MSW: CC elLearning
resource

1. Why do you need to Eng- ge?

* Patients tell us sexual dysfunction and intimacy are major
problems for them and their partners, but it is often not
addressed.

* Providing sexual wellbeing support is part of your role as a
healthcare professional.

= Sex can be a difficult topic to speak about and is often avoided.
You need to consciously engage with patients and their
partners.

Sexual to be acknowledged, normalised and
pport needs to be provi
NOW CHECK THE ‘HOW TO?’

167
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Functionality

Finally, there were four issues relating to the functionality of the resource. Three of these
were technical issues quickly resolved after discussion with the web developers. These
issues involved advice boxes in Step 2 running off the right-hand side of the screen, icons
appearing on top of content and videos unable to play in places with low bandwidth. The
remaining issue related to the design of the reflective activity in Step 1. Although the
responses to the reflective question in Step 1 were not recorded, the exercise provided an
opportunity for reflective practice regarding potential barriers to providing sexual support.
Some participants reported that although they saw the value in reflecting on the barriers
they faced, it was unlikely that they would complete this task. On the other hand, those
who did submit text comments were confused by the non-responsive action and unsure of
what to do next. To enhance this section, functionality was added to the reflective activity
‘Enter’ button. This meant that when ‘clicked’ participants were automatically taken to the
next section, which explained and challenged the barriers to the provision of sexual support
from the literature. Participants were positive regarding this change; however, this did not
address the potential lack of motivation to complete the activity. The researcher discussed
this tension with the LMS developer and research team as to whether to apply completion
criteria, which would necessitate participants completion of the activity to proceed through
the elLearning resource. A decision was taken not to implement this to support of PBA’s
common guiding principle which prioritises user autonomy; this action avoided dissuading
engagement by frustrating users. It was deemed more beneficial that HPs continued to

move forward through the resource rather than insist on participant reflection.

During the third phase of testing, a small number of minor issues were identified, which
although applied, were deemed not to have a substantial effect on the effectiveness or

acceptability of the intervention. As a result, no further test cycles were conducted.
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Although the researcher had ranked all modifications using ‘Must have, Should have, Could
have, Would have’ (see Table 14, Section 2, p.145), in reality, all of the changes identified
were in keeping with the guiding principles and were implemented. Furthermore, they
were achievable within the resource and time allocation for the intervention development

phase.



Table 17: Utilisation of data generated from TA interviews

- Cycle 1 (MS PowerPoint)

Appearance

Content

Split larger paragraphs on common myths and HP

perspective to improve readability on a large
screen.

Cycle 2 (Online version)

Increase text size and improve layout in Step

2 Specific tumour section response slides as
suboptimal to other content.

Check font consistency throughout the
resource.

Cycle 3 (Online resource and MS
PowerPoint)

Extend examples of good practice relating to
specific populations in single and LGBT as is
provided in ‘end of life’ section.

Remove repetitive slide at the beginning of Step 2
describing EASSi Framework.

Language

(1) Increase acceptability (should to may, should
to could).

(2) Reflect clinical practice, e.g. remove specific
advice relating to treatment and pregnancy, ask
patients to avoid pregnancy and speak to HP if
there are any concerns.

(3) Facilitate HP autonomy on recommendations
for individual treatment e.g. do not specify
hormonal or non-hormonal vaginal moisturisers,
instead suggest ‘designated vaginal moisturisers.’

Include disclaimer relating to the products
mentioned in Patient video (Liz Part 1).

Improve online support options as not
relevant to all areas in the UK and users lack
clarity on relevance of content.

Improve title clarity in Step 2 Support
section.

Remove repetitive slide in Step 2 Support
prior to Psychosocial Effects on Sexual
Wellbeing.

Broaden Gynaecological signposting sheet
resources on increase relevance across types
of tumours.

Change wording relating to ‘main
role of partner’ as not reflective
of the point being made.

Increase clarity for HPs in Step 2
Support section on: where
patients can access dilators
support (GYN), timing of intimacy
in relation to stoma activity (CRC)
and use of Heat Moisture
Exchange filters (HNC).

Reorganise ordering of 2
guestions in couple
communication activity on
Signposting sheets to encourage
progression in thinking towards
couples trying new things.

0LT



- Cycle 1 (MS PowerPoint)

Improve the relevance of video content on
emotional concerns, body image and coping with
menopausal symptoms.

Cycle 2 (Online version)

Minor changes to provide clarity to advice.

Cycle 3 (Online resource and MS
PowerPoint)

Navigation Remove irrelevant signposting instructions from
‘advice slides’ in Step 2 Support section.

Improve side-way navigation in Step 1 as
most users miss information.

Improve signposting within the layered
sections of the EASSi framework in Step 2 as
users overlook content.

Provide clarity to navigation, changing ‘Back
to Start’ to ‘Back to previous section’ in Step
2

Add colour to the tabs in layer
information sections in Step 2 to
enhance navigation.

Functionality

Add functionality to Step 1 Response
activity, as nonresponse confusing to users.

De-bug the Step 2 Support section ‘advice
boxes’ as the information runs off the page
meaning users cannot view all text.

Ensure icons do not appear over text in Step
1 response screens.

Compress videos to ensure they can be
accessed when bandwidth is limited.

TLT



4.4.5.2 Thematic analysis on HPs’ views of the MSW: CC eLearning resource

Objective 2: To explore HPs views of the MSW: CC eLearning resource
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Further to the modifications identified and presented above, thematic analysis of the TA

interviews with HPs (n=18) using Braun and Clarke’s six-step framework identified five

subthemes, which were further categorised into two overarching themes: 1) Sexual

support — it’s the HP’s role, but there is room for improvement and 2) the MSW: CC

eLearning resource - meeting HPs’ needs. Figure 15 presents the researchers application

of thematic analysis using the Braun and Clarke (2006) approach.

Figure 15: Outline of process for thematic analysis of the TA interviews

Step 1: Familiarisation with the data collected

Review of audio/video transcripts, ‘think aloud’ interview
notes and reflections

Step 2: Generation of initial codes

HP view of providing sexual support

Examples of codes identified
Current practise — patients
Sexual problems identified

Presentation of resource
Educational resource

Step 3: Search for themes within codes

* Current provision of sexual support in cancer care
* Hurdles faced by HPs

* ELearning resource — Engaging features

* ELearning resource — Equipping and empowering
* ELearning resource — Acceptable and relevant

Step 4: Review themes

* Sexual support:

Two themes identified:

* MSW: CC eLearning resource —meeting HPs needs

HPs role, but there is room for improvement

Step 5: Definition of themes

Sexual support: HPs role but
there is room for improvement
* Current practise

* Hurdles faced by HPs

MSW: CC eLearning resource — meeting HPs needs
* Elearning resource — Engaging features

* Elearning resource — Equipping and empowering
* Elearning resource — Acceptable and relevant

Step 6: Write up
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Theme 1 — Sexual support — it’s the HPs’ role, but there is room for improvement
The current provision of sexual support in cancer care was reported by HPs to be limited,
described as a topic often “side-lined” (114 HNC TC3, see p.161 for information on
participant codes), “shied-away from” (110 GYN TC2) and “brushed over” (109 PEd TC2).
In routine clinical care, sexual support was often confined to the consent process for
treatment, with patients left to navigate sexual challenges later in the treatment
trajectory, without support and guidance from their cancer team. HPs recognised
personal shortcomings when it came to providing sexual support for patients and partners
although, in doing so, HPs acknowledged this was indicative of the limited sexual support
culture within cancer care. When sexual support was provided, it was considered
inadequate, given the sexual challenges patients and partners face. On reflection,
disappointment was expressed by HPs.

“I just feel | have let all my patients down in the past few years... how

many are feeling and going through this [sexual challenges] and we are

not addressing it.” (115 CHE TC3)
Yet, HPs identified sexual challenges resulting directly from the treatments provided in
cancer care, as valid support needs, with one participant highlighting “they [patients]
need to know the potential impact so that they are not shocked later down the line should
it [sexual problems] occur” (116 CRC TC3). Furthermore, HPs were cognisant that despite
patients having the potential to achieve sexual satisfaction after cancer, that for many it
was unlikely to be achieved or maximised, with the same participant saying, “/ agree they
can [have a satisfying sex life after cancer] but whether they [patients] do is another thing”

(116 CRC TC3).

Despite this, HPs stated they viewed the provision of sexual support as an important and
integral part of their role, understanding that these discussions were necessary to obtain

informed consent from patients before treatment. This was to ensure that patients
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realised the potential impact of treatment on sexuality, to normalise symptomology, to
make onward referrals for patients requiring more help and to provide support strategies
to “help patients cope at an earlier stage” (111 PHY TC2); so that presenting sexual
challenges do not “hit them as hard mentally later on” (117 CHE TC3). The dyadic nature
of sexual challenges of cancer on couples was acknowledged by HPs, with one HP
highlighting specifically the significance of psychological challenges within the
relationship.

“Intimacy is a huge thing... | hear that time and time again, where one

partner just can’t come to terms with it and it’s not usually the partner

that has come through the treatment, it’s the other one, which leaves

the partner coming through the treatment feeling worthless... and |

hear that quite regularly.” (116 CRC TC3)
HPs viewed themselves as “ideally placed” (110 GYN TC2) to provide sexual support, with
HP-led sexual support enabling patients to take an active role in their sexual care and to
engender a sense of empowerment with patients as “sometimes just engaging will give
them [patients] confidence to bring it up at the next appointment” (111 PHY TC2).
However, for the HP, the provision of sexual support was fraught with challenges;
particular difficulty was experienced by HPs in the initiation of a sexual support
conversation. Another challenge reported was providing sexual support in the presence
of a partner or family member, where they feared being considered intrusive or offensive.
Participants reported, “I suppose people are worried about offending a patient...” (118
HNC TC3) and “ you don’t want to be intrusive...it can be difficult when the partner is there
as patients don’t want to speak out of turn about private relationship” (108 CHE TC2). The

reasons for challenge were varied, with factors relating to the HP, patient characteristics

and the organisational setting, as discussed below.
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HP-related factors
HPs strongly expressed feeling ill-equipped to address the sexual problems patients and
partners faced. They identified gaps in their knowledge, which negatively impacted their
capacity to provide sexual support and articulated clearly the need for an intervention to
help. While identified at an individual level, the lack of knowledge and need for support,
was also characterised as a requirement for HPs working across cancer care.

“As HPs we don’t have support for this [providing sexual support],

sometimes we get asked questions, but we need help.” (117 CHE TC3)
The gap in HP’s knowledge related to numerous facets, including how to approach the
topic of sexuality sensitively, especially when caring for older patients, uncertainty of the
correct language to use, lack of strategies to offer to patients to help them to cope and to
achieve sexual pleasure, and knowledge of referral pathways for additional support. The
sense of disablement experienced by HPs arising from a lack of knowledge on sexual
support was starkly contrasted by one HP who felt equipped with knowledge and a sense
of self-efficacy; demonstrating the potential value of equipping HPs in this area.

“I've learned about some sexual dysfunction issues that | have never

known about before | came into this role, so it has been a big learning

curve.... It’s been great learning and being able to tell people that you

can orgasm without or without penetrative intercourse.” (116 CRC TC3)
Addressing knowledge deficits in isolation was perceived to have a limited effect, without
an accompanying development in skills and self-efficacy to provide sexual support. Skill
development and self-efficacy was deemed necessary to address feelings of

awkwardness, embarrassment, or shame perceived to be experienced during patient-

professional consultations.

Findings highlighted that for the HP, discomfort in initiating sexual support could be
reduced by adopting a team approach. It was suggested that those in medical roles

providing salient background patient information, with those in roles such as nursing to
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direct the provision of sexual wellbeing support. Although there was debate around
which HPs would proactively provide support, more often the findings highlighted the
view that medical roles may be more exclusively focused on treatment progress and less
on psychosocial issues. Participant quotes that demonstrated this view included,
“Consultants would find it hard to explore this | imagine as they are focused on the
medical. Many wouldn’t follow up,” (118 HNC TC3) while the CNS may be a more
appropriate professional to address this aspect of care with a participant reporting,
“[discussing sexuality is a ] nurse specialist kind of role or | would see as part of my role
[nurse practitioner] too, but I’d be more directing them towards the CNS” (114 HNC TC3).
This view was not exclusively adopted. To circumvent the challenges HPs encountered
providing sexual support, some HPs reported that sexual support needs could instead be
addressed by those working in the voluntary/community sector.

“It’s not an easy thing for HPs to talk to patients about sexuality so you
can signpost to Macmillan for more information.” (113 RAD TC1)

Despite these self-identified HP-related challenges, many HPs communicated a
willingness and eagerness to redress the lack of knowledge and skills and personal
discomfort experienced so that they could support patients to enhance QolL. This attitude
is evident in the following quote, “We need to have this. We are not educated, so we

cannot help patients” (107 BR TC2).

Patient characteristics

Some patient characteristics, such as sexual orientation, gender identity including being
transgender, older age and an age gap between HP and patient, where the HP was
younger, were found to influence decision-making relating to the provision of sexual
support. First, HPs reported that support for same-sex partners was viewed as less

available than that for heterosexual couples and only approached if “HPs felt forced to”
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(114 HNC TC3), with a feeling that this may be reflective of the more culturally
conservative locale. HPs also appeared more reluctant to initiate sexual support with
older patients, believing that the topic had less relevance for older people, “ if someone
is older, | don’t bring it up because | don’t think that there is any need....” (102 GYN TC1).
Furthermore, HPs reported a fear of being perceived as inappropriate by enquiring into
current sexual relations with an older patient, especially when there could be a risk of that
patient’s partner “having dementia or being deceased” (102 GYN TC1).

“I worked with a consultant one time... who... @ woman ... she was

maybe 78/79 and the consultant said to her...’how’s your sex life’ and

the woman said, ‘my husband died 10 years ago’ and she said, | know,

but ‘how’s your sex life’ and she said, ‘look | repeat my husband died 10

years ago’. ...as if she was anticipating that this woman was gonna

meet a new partner and be having loads of sex. It was really

embarrassing for her; her daughter was embarrassed ... | was

embarrassed. It didn’t take a flinch out of the consultant, but I’ll never

forget that how embarrassed that woman was.” (110 GYN TC2)
Despite the encounter, this HP and others were challenged by their reluctance to provide
sexual support to older patients; identifying those assumptions based on age could be
incorrect.

“l have one patient in their 80’s who has a very active sex life and others

in their 60’s who are not interested...your assumptions should go out

the window.” (110 GYN TC2)
Finally, the age and gender differences between HP and patient were seen as problematic
to the provision of sexual support. There was a view that younger HPs would be
uncomfortable providing sexual support to patients who were older. Equally it was also
suggested that older patients would find it embarrassing to speak to a younger HP. To
reduce the perceived embarrassment experienced by patients, it was considered by the
HP that retaining a focus on the healing of body parts, was more appropriate than
discussions of attaining sexual stimulation and pleasure, although this could serve to

protect the HP from potential embarrassment. “Stimulation and pleasure... | think women

are embarrassed because | am younger man in my 30’s, my focus tends to be more on
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healing after surgery rather than stimulation and pleasure” (110 GYN TC2). Furthermore,
HPs perceived that if HP gender-matched that of the patient, patient embarrassment

could be reduced.

From the results, it appears that patient characteristics were an essential influence on HPs
decision making on the provision of sexual support, along with HPs levels of confidence

to provide support adequately.

Organisational factors

There were three organisational challenges identified, time, privacy and the change to
virtual appointments due to Covid-19 restrictions. First, concerning time, there were
discrepancies between HPs views on the time available to provide what was considered
“in-depth sexual support” (114 HNC TC3). One viewpoint expressed that there was a lack
of time, however an alternative view was the “[lack of] time can often be used as an
excuse” (118 HNC TC3) to avoid addressing an uncomfortable topic. Instead, examples of
adequate time and opportunity to provide sexual support were described, such as during
appointments for physiotherapy massage, administration of intravenous chemotherapy,
or holistic needs assessment consultations. It is important to acknowledge there was a
sense of autonomy apparent within the specialist roles of these HPs, which may not be
indicative of all roles of HPs within cancer care.

“I allow patients extra time to talk... physio has the opportunity during
massage... there is time to chat.” (111 PHY TC2)

“I’'m very lucky | run a holistic needs clinic and my patients get an hour
of my time so there is never a lack of appointment time.” (116 CRC
TC3)
The delivery setting also seemed to impact on HP’s view of privacy when providing sexual

support, with the lack of privacy afforded by a curtained cubical seen to inhibit

conversations. Furthermore, with the transition to virtual appointments, due to COVID-
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19 restrictions on patients attending healthcare settings for appointments, a decrease in
sexual support conversations was noted with a view that “patients were more reluctant
to participate in sexual support discussions” (116 CRCTC3) on a virtual forum and partners
were less likely to attend virtual appointments. While noted that the presence of a
partner was a barrier to HPs and patient’s communication about sexual concerns, there
may have been other factors at play influencing whether discussion took place virtually,

which are unknown.

The current levels of sexual support reported and the reflection of HPs on the challenges
they faced in the provision of sexual support endorsed the need for an educational

resource to support sexual wellbeing communication across cancer care settings.

Theme 2: MSW: CC eLearning resource - meeting HPs’ needs

The feedback provided by HPs through the testing phase suggested that the MSW: CC
eLearning resource has potential to address many of the barriers identified by HPs and to
enhance the provision of sexual support in cancer care. Evidence to support this position
was identified over three subthemes; the MSW: CC elLearning resource 1) has engaging

features, 2) it equips and empowers HPs and 3) is relevant to practice.

MSW: CC eLearning resource: Engaging features

HPs expressed that the presentation of the eLearning resource was easy to read with well-
written content, which addressed sexual challenges faced by patients from the outset.
The multimedia interactive elements of the resource were “immediately engaging” (109
PED TC2) and reported to support reflective practice; nonetheless a few HPs were unsure
if they would engage in the reflective activities. The pictures and statements used
throughout the resource, for example, of an older couple on a park bench, were identified

as both “memorable” and “contemplative” (109 PED TC2). HPs found navigation through
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the elLearning resource to be “straightforward and easy to use, quite intuitive” (114 HNC
TC3), the layout of the information encouraged users to consider and reflect on questions
and subsequent sections provided helpful and simple answers. This promoted onward
engagement. Progression within the resource was evident with “same messages but
building information through layers” (109 PEd TC2) through the resource, maintaining the
balance of informing users without being overwhelming. HPs regarded the resource to
be one that HPs would want to spend time on, rather than rushing through to mark as a
task completed, as reported by this participant’s final thoughts,

“this is an important piece that needs highlighted, the training exercises, the
length is very appropriate, straight to the point, clear, gives you a lot to think
about, it’s not something that you will be clicking forward through to get to
the end, you are going to stop and read it, it is a taboo subject but one HPs

are interested in.” (105 HNC TC2)

HP viewed the elearning resource as credible, with its content grounded in a clear
evidence base with participants valuing the inclusion of references to authorship, “I like
that references are there” (109 PEd TC2). In addition, the use of up-to-date statistics on
the extent of issues faced by patients and limitations of support and relevant supporting
references enhanced its acceptability, with one participant highlighting “love that...
research shows with patient and persistence... we can bring in statistics there....” (114 HNC
TC3). The supporting references were considered to add weight to key messages,
potentially offering patients and partners a sense of “hope” (118 HNC TC3), although the
reference detail, for some HPs, was viewed as unnecessary. HPs valued the patient
video content acknowledging the patient voice as “the best learning tool we have” (118
HNC TC3). Specifically, the video content provided by Liz O’Riordan, the Consultant
Surgeon and breast cancer patient, was considered “powerful” (118 HNC TC3) as she

spoke from the lived patient experience and as a medical expert, with one HP describing
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it as a “honest, frank and lived experience” (113 PHY TC3). The websites to which the
resource linked to were perceived as “sound” (101 CRC TC1) and “reputable” (116 CRC
TC3), as they were well-known for high quality information by those working in cancer

care.

MSW: CC eLearning resource: Equips and empowers

The MSW: CC eLearning resource was found to be informative, extending HP’s knowledge
of the level of sexual challenges faced across cancer care and population groups, the need
and desire for sexual support across treatment trajectories. It also provided relevant
advice, resources and referral pathways. HPs identified that it broadened the definition
of sexuality, with one participant reporting “it [the eLearning resource] introduces to the
HP that there are many issues beyond the act itself’ (103 RAD TC1). Frequently, HPs
reported “I hadn’t thought about this before” (110 GYN TC2) or “I did not know that” (107
BR TC2), with examples relating to psychosexual challenges, navigating new relationships,
sexuality issues at the end of life and specific challenges within tumour groups such as

managing a PEG tube or a colostomy/ileostomy.

The content was perceived to support HP practice by normalising sexual challenges for
patients irrespective of relationship or treatment status, for example, patients in a
relationship, those pursuing new relationships and sexual challenges across treatment
types and treatment trajectories. One participant’s quote demonstrated this,
“good that there is the acknowledgement for the person who has undergone
treatment, the partner and looking to the future for the person who is
maybe going to pursue a new relationship. Great things in here, really
normalises.” (112 HNC TC2)
Also, the resource normalised the provision of sexual support by clearly and directly

identifying the HP’s role, which HPs “can’t duck and dive” (112 HNC TC2). HPs were also



182
able to clearly identify the importance of providing sexual support as a means to promote
open communication between patients and partners, with one participant highlighting “it
[sexuality] is a difficult topic for a patient to raise with a partner, | think the communication
activity could help to open the conversation” (113 PHY TC3). Furthermore, the importance
of providing sexual support was seen as a way to further develop HP self-efficacy, with
this perspective demonstrated in these quotes, “[EASSI Framework] you see this is what |
need help with... saying the right words...” (102 GYN TC1) and “[signposting sheet] really

really like this ... will be useful to help to lead a conversation” (116 CRC TC3).

HPs suggested there was a need for the EASSi framework. This was clearly articulated,
with a strong rationale for its application to promote active engagement with patients.
One participant reported “it is clear what itis.... ... it allows nurses to buy into the rationale,
very good...if you have a rationale, it helps you to apply it...” (117 CHE TC3). This proposed
brief framework provided HPs with reassurance and support for skill development
through its step-by-step approach. It also normalises sexual issues, addresses

expectations and provides appropriate support, which could be used in clinical practice.

The “Support” element of the EASSi framework equipped HPs with succinct yet “practical”
advice (109 PEd TC2) which was “comfortable” (115 CHE TC3) and considered within the
reach of HPs. The advice provided within the support section, was seen as equipping HPs
with tools that could address current communication difficulties as it “puts difficult things
into words” (109 PEd TC2). Also, wider aspects of the resource played a key role in
supporting HPs to find a way to approach sexual support conversations, including the
demonstration video and patient videos. HPs welcomed being able to print off the one-
page EASSi framework to keep in their diary as a reference point or to place on a wall.
Furthermore, the EASSi framework was regarded as suitable for further adaptation to help

early career HPs to explore challenging healthcare issues.
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Signposting within the resource, which included the hyperlinks to webpages, referral
pathways and signposting sheets, was described as helpful to support the provision of
sexual support. Information accessible through weblinks offered HPs an alternative way
to share information with patients, especially if the patient appeared “too embarrassed
to talk” (117 CHE TC3). The inclusion of the General Practitioner (GP) was noted as helpful,
as GPs have a broader knowledge of patient treatment needs and many of the sexual
challenge’s patients may face continue beyond the active treatment phase. The printable
signposting sheets were considered a valuable resource, as they offered HPs (1) a guide
when providing sexual support, with one participant reporting “/ could anticipant and pull
out as items in my toolkit to help me navigate conversations” (112 HNC TC2). (2) Pointed
to and reminded HPs and patients to onward referral options, with one participant
highlighting the need for this support, “yes, where do we signpost when they need
professional help... [I] wouldn’t have thought of continence service or physio but very
relevant” (118 HNC TC3). (3) Reinforced key sexual support messages and (4) offered a
tool to facilitate communication between partners (couples communication activity). One
participant suggested that a couple could be given a few copies of the communication
activity “so that they could do the couples activity separately then come together and do”
(114 HNC TC3). That said, a small number of participants were less in favour of the
signposting sheet. One concern related to the detail of support provided for HPs
rendering the appearance of the printout as “very busy” (109 PED TC2). Second, some
HPs thought the couple’s communication activity included on the printout could be
unexpected and “quite challenging [for patients and partners]” (110 GYN TC2). That said,
there was an acknowledgement that the couple’s communication activity could have
potential benefits, acting as a vehicle to promote communication between patients and

partners.
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There were a range of strategies to assist HPs to gain self-efficacy and move from transfer
of knowledge to practice, such as role-play with a colleague, goal setting, incorporating
into department training and mentoring. HPs perceived these activities to enhance their
confidence and self-efficacy, although HPs identified varying personal preferences for
these strategies. The elearning resource fostered a sense of empowerment, with HPs
reporting increased motivation and readiness to put into action their new knowledge.

“..see reading through that like ... | would go for it now like.” (117 CHE
TC3)

“[its] good to know what tool kit as an HP | have. Learning does
empower you.” (118 HNC TC3)

MSW: CC eLearning resource: Acceptable and relevant resource

The MSW: CC elLearning resource content was accepted by each of the HPs in the study.
Key messages were described as “positive” yet “realistic” (108 CHE TC2) while
communicating key points. A few examples included recognising that patients and
partners may face continued challenges; persistence was often required to address sexual
challenges; and when in a relationship, the partner plays a key role in maximising sexual
wellbeing. The resource was considered “true to life” (117 CHE TC3) reflecting relevant
issues which regularly present in the clinical environment. For example, changing levels
of sexual desire, change in roles in the household “my wife has become my carer” (118
HNC TC3), difficulty communicating about cancer treatment in new relationships and
concerns about sexual desirability after a stoma or erectile dysfunction. The messages
within the resource were found to be all-encompassing, covering issues HPs encountered
with patients and partners across the biopsychosocial domains demonstrated by a

participant comments, “very relevant topics, with no topics missing...” (105 HNC TC2).

HPs found the advice provided to be in line with current best practise, such as promoting

expert strategies and taking into account the impact of specific surgical decisions on
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sexuality, including women choosing to or having to ‘go flat’ after breast cancer. One
participant reported, “I wouldn’t have realised that [earlier in career] .... be proud to go
flat... it’s good to have the flat option promoted as this is something that women choose”
(117 CHE TC3). While advice relating to treatment effects contained within the support
section of the resource was not equally applicable to all HPs, the structure facilitated HPs
ease of navigation to sections relevant to their role. Overall, the advice was seen as
acceptable; however, two areas were highlighted, one requiring some extra investigation
and the other requiring some sensitivity by HPs working in gynaecology. The first related
to the promotion within the resource of a product unknown to some HPs - ‘Ohnut’, which
HPs felt hesitant to recommend based on a lack of knowledge, with one participant
suggesting “I would have reservations about bringing this (Ohnut device) out to say to
patients ‘put this on your partner’s penis” (110 GYN TC2). However, HPs reflected an
openness to explore the product further for the purposes of recommendation. The
second concerned the promotion of the use of dilators with gynaecological patients,
particularly those receiving treatment for cervical cancer who tended to be younger and
perceived to have a greater interest in discussing sexual intercourse. HPs recognised that
dilators were a recommended course of action; however, they emphasised the need for
sensitivity with cervical patients due to the stigma of dilators as part of the patient’s
recovery to promote muscle integrity and flexibility. One specialist nurse conveyed,

”gynae patients see dilators as part of their treatment and that causes stigma
with dilators, they don’t use them to help with intercourse, they are using
them because that’s what they are told to do after treatment and that has

that whole stigma with them and they hate using them....” (106 GYN TC2)

Overall, however, the MSW: CC eLearning resource was found to be an engaging resource,
capable of equipping and empowering HPs working in cancer care with relevant

information in an acceptable format.
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4.4.6 Discussion

The planning and development of digital interventions are not often reported in detail,
offering little insight into key design decisions or indeed the fundamentals of how the
intervention was informed by both theory and the evidence-base (Bradbury et al. 2018).
This is considered critical information for researchers, policy makers and commissioners,
to build a scientific understanding of what effective interventions need to contain (Michie
and Abraham 2004; Abraham and Michie 2008). This study has addressed this evident
gap, by methodically detailing the systematic and iterative application of the PBA which
optimised the MSW: CC elearning resource, to include the rationale for fundamental
decisions made throughout the process. As a result, this account has provided a

transparent guide to support future intervention development.

A feature of best practice when developing healthcare resources is Patient and Public
involvement (PPI), alongside the systematic application of the theory and evidence base
(Craig et al. 2008).  Although PPI was not a key feature in the original PBA model,
currently, PBA researchers emphasise the importance of this component to maximise the
diversity of feedback, helping to achieve more engaging interventions (Muller et al. 2019).
This was embedded at the inception of this study. Co-design (Sanders and Stappers 2008)
and, more recently co-production, have been promoted as an PPl approach to research
that emphasises the importance of power-sharing to promote inclusive research
practices, valuing and respecting knowledge from different sources (Allen et al.2020). Co-
production has gained considerable momentum throughout public services and public
policy worldwide, to improve collective health and wellbeing (Department of Health
(DoH) 2018). For this study, substantial effort was directed to bring experts with
experience (patient, carers and HPs) into the research process, being a key co-production
principle. This goal was achieved by iterative collaboration between academics and non-

academics to co-produce knowledge within a context-specific focus, being goal-
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orientated and interactive (Norstrom et al. 2020). For example, there was extensive
iterative involvement of an expert multi-professional stakeholder group (n=27), during
the adaptation and testing phases of the MSW: CC eLearning resource, representing the
contribution of HPs as the end-users of the intervention and patients and partners who
were best placed to advocate for the optimal sexual support. The range of viewpoints
was fundamental to the development process of the MSW: CC eLearning resource, as they
provided expertise and insightful perspectives on the evidence base, reiterating the
importance of the biopsychosocial content, advising on tone, clarity of language and
identifying additional supporting resources and need for referral pathways. Co-
production can be more inclusive, less tokenistic and offers more opportunities for
meaningful use of expertise from experience than an approach based only on PPI (Jackson

et al. 2020).

Establishing representative PPl and/or co-production can be challenging, as researchers
ensure inclusivity of a range of views, perspectives and experiences, depending on each
member’s variable time, skills and interest (Muller et al. 2019). Based on previous
recommendations advocated by Coulman et al. (2020), the researcher had to be clear on
what expertise the different group members brought, given the diversity of the
membership and how it would be applied to new knowledge generated. Trust was also
essential to relationship building. Furthermore, it was inherently important to value
viewpoints to address any perceived imbalance between professional/clinical/patient and
partner/academic viewpoints. Consideration was given to research management and
delivery to maximise contributions from each expert group member. Thus, the researcher
adopted a flexible approach to communication, meeting with HPs as a group as well as
with a series of individual meetings. Patients/partners were met on a small group basis,
or by direct communication with the researcher via email/written to delve into specific

aspects of the content. The planning agenda was insufficient without constant
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communication and reflection of how to utilise collective stakeholder expertise. As part
of the co-production process, the researcher was transparent, communicated clearly and
had a commitment to reflection and learning. Adopting this approach enriched
engagement with the expert group, which helped to strengthen the relevance and quality
of the intervention before qualitative testing, potentially reducing optimisation test cycles

(Coulman et al. 2020).

The TA interview, through the capture of real-time observable and audible reactions of
HPs (Van den Haak et al. 2007) advocated by the PBA, complemented the input of the
expert group by providing an in-depth understanding of the perspective of people who
will use the intervention and their context (Band et al. 2017; Morrison et al. 2018). There
is some debate within the literature about the use of prompts during TA interviews
(Ericsson and Simon 1998; Cotton and Gresty 2006).  Ericsson and Simon (1998)
purported that interruptions during TA interviews via prompts may impact the validity of
research findings. However, the use of prompts within this study proved beneficial and
essential to identify key navigational problems and potential solutions. TA interviews
proved invaluable during the optimisation phase to resolve navigation difficulties prior to
more costly implementation and evaluation. Employing an alternate retrospective
interview approach which would have involved participants verbally recalling problems
they had with the intervention, would not have alerted the researcher to these
navigational issue (Yardley et al. 2015a). However, retrospective approaches can be
helpful later in the development of interventions to identify any further problems

occurring when people use the intervention alone (Bradbury et al. 2014).

The PBA’s qualitative optimisation method can be seen as labour intensive (Morrison et
al. 2018), yet the researcher would advocate that it is a necessary process to ensure that

interventions achieve target outcomes, avoiding future investment in large-scale
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evaluation studies of sub-optimally designed solutions (Blanford et al. 2018). Not
engaging in a thorough and robust process to intervention optimisation can risk the
development of interventions with modest effects or no effect at all (Lau et al. 2016).
More specifically, this is often attributed to a lack of regard for ensuring an intervention
will fit into its intended context (Lau et al. 2016). The value of TA interviews within the
optimisation process was discussed by Morrison et al. (2018) whose team identified how
and why end users of a physical activity planner were overestimating their self-reported
physical activity levels. The insights gained through the TA interviews in this study,
allowed the researcher to iteratively adjust and test the impact of each change until the
intervention was feasible for evaluation (Chapter 5). Such an approach is paramount, as
studies that have used an iterative optimisation phase, have repeatedly shown
intervention effectiveness at the subsequent evaluation phase (Little et al. 2013;

Anthierens et al. 2014; Little et al. 2015; Little et al. 2016).

Although the use of TA interviews afforded a time investment, this study’s optimisation
phase was managed within in a succinct timeframe, utilising three iterative test cycles. To
promote efficiency through the optimisation process, the researcher adhered to the
research guidance framework (HRA 2017). This ensured clear designation of research
responsibilities between researcher and local collaborators, established communication
pathways between researcher, research team and research sites, with roles agreed at the
outset of each study phase. Despite this action, internal and external influences, delayed
governance team approvals and data collection with HPs across research test sites. These
included priority being given to clinical trials during the COVID-19 pandemic, staff sick
leave and change of personnel, extending the time required for this phase of the study.
To counter these challenges, an effort was made to maximise participation and keep the
study on schedule. These endeavours included the local collaborator championing the

research within the test site, while the researcher ensured flexibility within the interview
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schedule and approach to data collection to meet the demands of the changing healthcare
environment due to the pandemic (Baier et al. 2021). Furthermore, timely set-up of
interdisciplinary collaborations with LMS developers was fundamental to the study to
ensure the intervention met scientific and technical standards (Biagianti et al. 2017).
Building upon existing collaborative networks was advantageous along with employing
‘team science’ principles (Borner et al. 2010), which promoted discussion between
developers and researchers and supported early agreements on issues like payment,
storage and security (Biagianti et al. 2016; 2017). Using the same LMS involved in the
MSW: PC elLearning resource developed for prostate cancer (McCaughan et al. 2021a)
further contributed to the efficiency of optimisation phase, as there were established

pathways of communication developed.

The TA interviews produced comprehensive insights from HPs reflections on the
eLearning resource, which at times revealed variances in perspective and opinions. The
use of systematic test cycles supported a methodical and robust approach to decision
making. This approach facilitated the collection of a range of views from HPs to inform
decision-making, which was supported by a system that classified the relevance of
changes based on specific criteria (Table 14, p.145). The criteria included: intervention
guiding principles, expert recommendation and call from participants to adjust content
(Bradbury et al. 2018). Adopting these criteria ensured a sound rationale for potential
modifications while supporting clear communication on proposed changes with the wider
research team. Alongside this, further criteria were used to support communication
within the research team around the prioritisation of modifications to promote feasibility
and acceptability of the intervention for end-users (Bradbury et al. 2014; 2018). The ‘Must
have, Should have, Could have, Would have’ criteria focused discussion, but proved to be
an unnecessary process, as all modifications agreed could be addressed within resources.

This approach may be more beneficial for a more complex digital intervention, or for
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those exceeding allocated resources, which require decisive action from the research

team, related to decisions on which elements of the intervention to adjust.

The MSW: CC elearning resource has met the identified need for transformative
educational opportunities for HPs across cancer care. It can provide flexible access to
learning content to support continuing professional development and mitigate for
geographic barriers (Carolan et al. 2020). Existing interventions targeting the provision of
sexual support in cancer care had limitations in reach, due to adopting a face-to-face
approach (Wang et al. 2015; Jonsdottir et al. 2016, Afiyanti et al. 2016; Reese et al. 20193;
2019b). To ensure quality and engagement with an asynchronous elLearning programme,
the MSW: CC eLearning resource’s learning content addressed key principles (Sinclair et
al. 2017). First, the use of the PBA, through the expert group and TA interviews ensured
that the content’s level of detail and tone were appropriate, given HPs limited awareness
of the sexual challenges faced by patients with cancer and challenges HPs faced providing
sexual support (Sinclair et al. 2017). Next, the MSW: CC elLearning resource’s intuitive
design, with ease of navigation, has been shown to be necessary to promote engagement
and satisfaction with the learning experience (Palmer and Holt 2009). Finally, to capture
HP’s attention, the resource utilised an expert-led introduction and patient stories to help
convey the importance of providing sexual support routinely (Sinclair et al. 2017). The
testing process allowed HPs to independently engage with multiple devices, which
revealed appearance and functionality issues. Given the range of devices available to
users, this approach was essential to avoid implementation issues arising from cross-
device incompatibility (Husmann et al. 2016). The LMS developers were able to address
each issue, which ensured the elearning resource’s capability to operate on various

devices.
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The researcher’s reflections on the data collection and analysis of TA interviews prompted
some discussion surrounding the scientific credibility of this study’s data, specifically
related to creating a fair representation of HP views (Cavallerio et al. 2019). This provoked
consideration of the reflexivity relating to the presenting situational and relational ethics
of the study (Tracy 2010). Despite the researcher communicating the objectives of the TA
interviews, according to an agreed TA interview protocol (Appendix 10); which were (1)
to inform modifications to the elLearning resource and (2) to explore HPs views of the
resource, HP’s provided reflections on current practice and barriers faced providing sexual
support. For example, when presented with webpage content, which highlighted the
importance of sexual support for older people, HPs commented that this was “good,” or
“relevant,” and shared examples such as “l would have only approached this [sexuality]
with people under 60..”(104 PHY TC1). This data enriched the meaning of the
verbalisations for the researcher. Upon reflection, it could be argued that these
comments were not systematically collected so therefore could possibly reduce the
scientific credibility of data, with a potential for underrepresentation of some points of
view within the study. This was evident as some HPs adhered more rigidly to the TA
protocol instructions, reporting only their views of the content, appearance, functionality
and navigation, while for others, fuller explanations appeared to be a natural extension
on verbalised thoughts (Ericsson and Simon 1998). Upon consideration of a commentary
that explored participants’ negative reaction to published works (Cavallerio et al. 2019),
the researcher was wary of wider readership’s interpretation of the study’s presented
findings. The researcher ruminated on how the presentation of data on the lack of
provision of sexual support in NI may cause upset to HP participants, who may not expect
these elements of data to be presented and could lead to distrust of the researcher. Yet,
further deliberation on these personal reflections, these findings provided a stronger
rationale for the elLearning intervention. An example of how this data enhanced the

rationale for the intervention content was illustrated through HPs comments, “we don’t
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know what to say” relating to providing sexual support to patients and partners and
further comments made by participants after reviewing the tailored sexual support advice
“this gives us what to say.” While it could be argued that the resource was viewed as
equipping, with or without the reflection on current practice, this additional data provided
a clear impetus that this educational resource is necessary for HPs. Upon personal
reflection and thorough discussions with the research team, it was agreed to thematic
analyse and report on HPs reflections on current practice. This data provided a more
comprehensive insight into the importance and relevance of the MSW: CC elLearning
resource and also addressed one of the study’s research objectives. Excluding this data
from the study would have been a discredit to the richness of the information willingly

provided by HPs.

Many of this study’s reflections on the lack of provision of sexual support and hurdles
faced by HPs, supported findings of previous studies in the field extensively documented
(Dyer and das Nair 2013; Wang et al. 2018; Reese et al. 2017b; Vassdo et al. 2018;
O’Connor et al. 2019; Papadopoulou et al. 2019) although it is important to be cautious
as to the generalisability of the data. Future qualitative studies could consider the
inclusion of member reflections, that is, to revisit participants with the findings from the
study, to enhance the confirmability and rigour of the findings (Cavallerio et al. 2019). In
keeping with the pragmatic philosophy for this study, that is, recognising that there is not
one truth to be confirmed, member reflections, supported by Braun and Clarke (2013,
p.285) could provide an “opportunity for a ‘reflexive elaboration’ of the results rather

2 n

than testing if the researcher ‘got it right’.

Although the optimisation process of the MSW: CC elLearning resource was embedded
within a wide variety of multidisciplinary HPs, patients and partner perspectives, guided

by the PBA, there were three noteworthy limitations to the study’s approach. First, the
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purposively selected, broad representation of disciplines and tumour groups was not fully
representative of all potential end users, given the over representation of mainly white,
females all from Northern Ireland. Tumour groups such as haematological or testicular
were not accounted for, nor were minority ethnic groups or cultures fully represented. A
broader representation may have raised additional sexual challenges, or nuances in the
provision of sexual support, which would enhance the relevance of the intervention to
specific groups. However, this study was supported with an extensive global evidence
base, together with the detailed development processes used for the EASSi framework
and the MSW: PC eLearning resource which may have helped to alleviate representation
issues. Furthermore, the mainly female study sample somewhat balanced the male input
into the MSW: PC eLearning resource. Second, similar to the development of the EASSi
framework (McCaughan et al. 2020), it could be argued that those who participated in the
development of the MSW: CC eLearning resource had a strong clinical interest in the area
of practice, which may have positively biased the feedback during the TA interviews.
However, the researcher would argue that this expertise, interest and commitment of HPs
was integral to the success of the study. Finally, it is possible that the presence of the
researcher, who was pivotal to the development and optimisation of the content, may
have positively biased elements of the critique. That said, this is unlikely as the researcher
at the outset stipulated that critique was welcome and all participants providing a range

of positive and negative comments on various elements of the eLearning resource.

4.5 Conclusion

This chapter has provided a transparent guide optimising an eLearning resource which
sought to enhance the provision of sexual support across cancer care, providing a detailed
picture of decision-making throughout. By doing so, this study has demonstrated how
intervention planning activities, through the application of the guiding principles, were

brought to life to adapt the MSW: PC eLearning resource to create the MSW: CC eLearning
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resource for use by multidisciplinary HPs working across cancer care. Such detail could
instruct the future development of similar engaging and acceptable interventions, which
address the known barriers to the provision of sexual support across other chronic
conditions (Papadopoulou et al. 2019), including cardiovascular disease, stroke and
rheumatic disease (D’Eath et al. 2013; Mellor et al. 2013; Helland et al. 2013). The
usability testing involved iteratively moving between data collection, analysis and
modifications, which was steered by the guiding principles, theory and evidence base.
The positive feedback on the MSW: CC eLearning resource relating to appropriateness,
usability, engagement and relevance, points to its acceptability in cancer care. However,
it is still to be determined if this intervention successfully reduces barriers to providing
sexual support in cancer care. The next step is to conduct a single-arm evaluation of the
MSW: CC elLearning resource, investigating the MSW: CC eLearning resource’s impact on
the sexual attitudes and beliefs of HPs related to the provision of sexual support in cancer

care. This evaluation is detailed in Chapter 5.
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CHAPTER FIVE: PHASE 3 - EVALUATION OF MISW: CC ELEARNING RESOURCE

5.1 Introduction
Assessing the impact of healthcare interventions is critical to inform practice, policy
direction and future research (Clarke et al. 2019). National guidance such as that of the
Medical Research Council (MRC) for evaluating interventions (Moore et al. 2015) has
advocated for a ‘mixed methods process evaluation’ which seeks to understand “can” and
“how” interventions work. In line with recommendations, a mixed methods process
evaluation has been embedded within Phase 3 of the PBA (Morrison et al. 2018). Within
the confines of this PhD thesis, Phase 3 (evaluation phase) solely addressed the question
of outcomes investigating, “does the intervention work?” using a quantitative research
approach. A subsequent qualitative study has been planned to inform “how does it
work?” (Orsmond and Cohn 2015) but due to time factors, it sits outside the remit of this
PhD project. The future qualitative study is important, as intervention evaluation studies,
which only seek to establish if an intervention works, may undermine future research
efforts by failing to address early problems of acceptability, compliance, delivery of the
intervention with integrity and recruitment and retention (Bowen et al. 2009; Tickle-

Degnen 2013).

5.2 Study objectives
For the evaluation phase of this study, the objectives were to:
1. To determine the impact of the MSW: CC elearning resource on HPs sexual

attitudes and beliefs related to the provision of sexual support in cancer care.

2. To ascertain the acceptability and usability of the MSW: CC eLearning resource for

use by HPs in the cancer care setting.
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5.3 Methods

5.3.1 Study design

The mixed methods approach to this study was described in Chapter 2 (pg. 18). As with
an exploratory sequential mixed methods approach, the quantitative evaluation element
of the study builds on the analysis of the data from Phase 2 (Chapter 4) — the optimisation
phase of the PBA. The data from Phase 2 informed the final version of the elLearning

prototype. This evaluation of this prototype will be described in this chapter.

The evaluation study was a single arm pre-test and post-test survey design. The single-
arm study design has been used in most interventional research in this field, with no
inclusion of a control group (Lee et al. 2012; Wang et al. 2015; Afiyanti et al. 2016;
Merriam et al. 2018; Reese et al. 2019; Quinn et al. 2019; McCaughan et al. 2021a). A
single-arm study design using pre-test and post-test surveys can be a good method to
identify causality, particularly when demonstrating the immediate impacts of short-term
interventions (Ip et al. 2013), as there are less threats to external validity such as policy or
department protocol changes, influences from work colleagues or attrition albeit,
attrition can occur immediately post-test. However, attributing causality without a
control group cannot be done with a high degree of certainty, as completing pre-test
measurement of a behavioural determinant such as sexual beliefs, may inspire a
participant to reflect on beliefs which could result in changes to post-test scores rather
than those changes being solely attributable to the intervention (Marsden and Torgerson
2012; Jhangiani et al. 2019). Furthermore, there is a risk that a pre-test and post-test
survey design could mask the impact of the intervention, as at the pre-test survey stage,
participants do not know what they do not know. Consequently, participants may award
higher Likert scale ratings to statements pre-test than post-test, which may indicate their
increased awareness of their lack of knowledge before engaging in the intervention

(Hiebert and Magnusson 2014). That said, this choice of research method has provided
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HP-orientated sexual support intervention studies with useful measurable data to identify
potential elements within resources, which may need further strengthening prior to larger

scale evaluation using a randomised controlled trial (Ainesworth et al. 2017).

5.3.2 The intervention

The MSW: CC eLearning resource was designed to enhance the HP-led provision of sexual
support in cancer care. The elLearning resource is presented in three steps (see Fig. 16).

Step 1 is aimed at increasing HPs awareness of the impact of a cancer diagnosis and

treatment on sexuality for both patients and partners, plus their desire for sexual support.
This encompasses a range of tumour groups and populations (for example, end of life and
LGB & T). This step also identifies key barriers for HPs in providing sexual support,
reflecting the importance of sexuality to patients and partners across the lifespan, HP role
to address sexual concerns and acknowledge potential embarrassment with the topic,
lack of knowledge, skills and time. Included within this step are links to resources and
potential referral pathways which could support clinical consultations. Step 2 of the

resource is aimed at equipping HPs with the knowledge and skills to engage effectively

with patients and their partners. To achieve this, it introduces an Engagement,
Assessment, Support and Signposting (EASSi) framework developed by McCaughan et al.

(2020), see Figure 17.
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Figure 16: Outline of each step within the MSW: CC eLearning resource
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Treatment effects on sexual wellbeing
advice

Demonstration of sexual care conversation

)

Step 3:

Integrating routine sexual
care into your practice

» Strategies to integrate routine sexual
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Supportive resources, referral pathways
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share with patients.
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Figure 17: Overview of the EASSi conceptual framework (McCaughan et al. 2020)

Si

Signposting

‘Engagement’, the first component, is focused on ensuring that routine discussions take
place with patients facing a cancer diagnosis, underlining the significant impact on sexual
wellbeing. The ‘Assessment’ component encourages the HP to begin to consider the
difficulties patients and partners may face related to cancer and treatment type, time
from treatment and relationship status. This is fundamental to tailoring ‘Support,” the
next component, which aims to equip HPs with information on common sexual challenges
and strategies to support patients and partners to cope, necessary for patients regardless
of cancer type (Albers et al. 2020b). Finally, the ‘Signposting’ component, seen as a critical
resource to equip HPs (Palacios et al. 2018), provides a range of support options for HPs
and patients, including links to further information online, referral pathways and
introduces the signposting sheets available for download. Step 2 closes with a practical
video demonstration of an HP using the EASSi framework to guide a sexual support
conversation with a patient following treatment for prostate cancer. Step 3 of the

eLearning resource seeks to move HPs from knowledge to action and through the

provision of suggested activities is aimed at supporting HPs to develop skills and

confidence to discuss sexual concerns with patients and partners. This approach stops

short at providing a real time training opportunity for HPs to ‘role-play’ the provision of
sexual support in a safe environment. Nevertheless, tools and guidance are provided
within the resource, mitigating a potential missed training experience arising from an

asynchronous elearning approach. Furthermore, the elLearning resource includes a
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simplified A4 poster version of the EASSi framework for the HPs to have at hand when

using the framework in routine practice, see Appendix 14.

The intervention, namely MSW: CC eLearning resource was accessed by HPs participating

in the study at https://talkingaboutsex-cancercare.org using any device, including a

personal computer, electronic tablet, or phone. The eLearning resource was purposefully
designed for self-directed learning with the intention that participants would not require
any additional assistance. The resource was estimated to take approximately 1 hour to
complete, with recognition that there are individual differences in learning styles, so this
time may be significantly shorter for some, while for others, they may wish to progress at

a slower pace.

5.3.3 Participants

The evaluation, aligned with PBA methodology, was targeted at end users of the
intervention (Yardley et al. 2015b); therefore, eligible participants were HPs who provided
routine care to patients with cancer and their partners. There were no exclusion criteria
in terms of location base, professional group, or years of clinical experience, as this study
wanted to be reflective of the diverse cancer care workforce. A minimum sample of n=34
participants for this phase of study was calculated in G*power, a flexible statistical power
analysis program (Faul et al. 2007) for use in behavioural sciences. This calculation was
based on use of a repeated measures t-test using a power 0.8 and a medium effect size
of 0.5 with the alpha value set at 0.05. A planned sample size of n=41 participants was
selected to allow for missing data at follow up. This was based on 20% attrition rate
experienced by McCaughan et al. (2021a) in the evaluation of the MSW: PC elearning

resource.
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5.3.4 Recruitment procedures

The recruitment approach was a convenience non-probability sampling method to target
accessible HPs with an interest and willingness to participate (Dornyei 2007). The
recruitment process used two approaches. First, the researcher recruited through
established links with LCs in each HSCT in NI. HSCT participants were approached by the
LC via email, with an invitation to participate on the study. This email included a copy of
the PIS; this information was also contained within the MSW: CC eLearning resource. The
PIS provided details of the eLearning resource, how to access it, the time commitment
involved and outlined the required completion of the pre-test and post-test surveys. To
maximise participant variation, LCs were instructed to recruit across disciplines and
tumour groups. Additionally, the researcher provided a video promoting the study aimed
at HPs across cancer services. Nonetheless, there were compatibility difficulties in sharing
a video file within the HSCTs, which meant this approach was not utilised. Participants

could opt to take part without notifying LCs, thus protecting their anonymity.

Local recruitment was augmented by a second approach which used social media to
recruit to the study. This was not the original intention for the study but given the impact
of COVID-19 on the cancer care workforce, including the re-deployment of staff and
reduced opportunities for the researcher to promote the study at multidisciplinary
forums, social media proved helpful to maximise participant numbers. Specifically, the
second approach used the social media platform Twitter, which enabled high visibility of
posts and retweets of posts to wider audiences. Targeted use of social media in
healthcare has been found to substantially aid recruitment as an adjunct to traditional
methods (Khatri et al. 2015) and has been reported as an accessible, low-cost and high-
yield strategy (Bethel et al. 2021). A social media approach can overcome barriers to
recruiting HPs, such as survey fatigue, ‘gatekeepers’ monitoring access to HP participants

and homogeneity of participants at a single healthcare organisation or country (Bethel et
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al. 2021). Furthermore, social media recruitment has been reported as a cost-effect
means of recruitment with potentially difficult-to-reach populations and provided
participants with anonymity and a more accessible method by which to engage in health
research (O’Connor et al. 2014; Khatri et al. 2015). Both Facebook and Twitter have been
demonstrated as successful recruitment (Khatri et al. 2015) although it has been argued
that with a carefully considered marketing strategy, Twitter could be used as the sole
platform to collect data with clear evidence demonstrating high levels of uptake in short
time periods (O’Connor et al. 2014; Bisset et al. 2020). That said, recruitment of research
participants via social media is relatively new and there is an evident need for guidelines
to address issues arising from self-identification by research participants in comments and

messages posed to the researcher (Bethel et al. 2021).

For this study, a tweet was crafted and posted (following review and approval by ethics
panel, IRAS ID 259926 Amendment 2, Appendix 4) from the lead researcher’s Twitter
account and retweeted by the research team and UU’s Cancer Care Research group over
the course of the data collection period. Key cancer care providers, cancer charities and
cancer care researchers were tagged in the posts. Experts in the field retweeted and
promoted the opportunity to become involved in the study via their own networks.
Examples of cancer care organisations targeted to promote availability of the MSW: CC
eLearning resource and the evaluation included United Kingdom Oncology Nursing Forum
(UKONSs), European Oncology Nursing Forum (EONs) and the Irish Cancer Society. The
tweet signposted potential participants via a link to the MSW: CC elLearning resource

page, where they could view the PIS prior to completing the pre-test survey.

5.3.5 Measures

Participants completed surveys immediately pre and post use of the MSW: CC elLearning

resource. At pre-test, all participants completed demographic questions (n=4), which
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included information about role, years in practice, frequency of providing cancer care and
previous sexual wellbeing communication training. This was followed by the primary
outcome measure, a 12-item a modified version of the existing validated ‘Sexual Attitudes
and Beliefs Survey’ (SABS) using a four-point Likert scale (McCaughan et al. 2021a) to
identify HPs sexual attitudes and beliefs related to the provision of sexual support in
nursing practice (Reynolds and Magnan 2005). The pre-test survey concluded by
establishing the reasons behind participation on the eLearning resource. At the post-test
timepoint, in addition to the same 12-items of the modified SABS, all participants also
completed four items which assessed HPs views of their acceptability and usability of the
MSW: CC eLearning resource, similarly measured using the four-point Likert scale. As part
of the post-test survey there were three optional questions with free-text response
option; these questions investigated the elements of the eLearning resource most and

least liked and areas for improvement.

The SABS (Reynolds and Magnan 2005) was originally developed by a group of USA-based
multidisciplinary specialist and oncology nurses and researchers to identify barriers to
incorporating sexuality assessment and counselling into nursing practice. The authors
evaluated its validity and reliability and found SABS to be an internally consistent measure
of barriers to integrating sexual assessment and support into routine nursing practice with
Cronbach alphas of 0.75 and 0.82 over two separate administrations. Further studies have
concurred with these findings demonstrating that SABS achieved good reliability and
validity (Ayhan et al. 2010; Zeng et al. 2011). Specifically, the instrument was found to
provide a stable measure of attitudes with good test-retest reliability over a 7-10-day
period (r=.85; p<.001). There are other valid and reliable scales to evaluate attitudes
towards sexual health care in oncology. For example, the Sexual Knowledge and Attitudes
Test (SKAT) (Miller and Lief 1979), a scale used for over 40 years within the nursing field,

assesses knowledge and attitudes about physical aspects of sexuality and specific sexual
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behaviours rather than attitudes to sexuality in relation to nursing practice (Aguiar Frias
et al. 2021). Furthermore, the Sexual Health Care Attitude scale for nurses (SHC — A) (Kim
et al. 2011), is a 36-item scale which has demonstrated good validity and reliability at
assessing attitudinal barriers and to develop and test educational interventions for the
improvement of sexual health care however, given the length of the survey, it was
dismissed over concerns that it may present recruitment and retention challenges. The
SABS has been used as a measuring tool in similar studies investigating the impact of an
educational intervention on the HP provision of sexual support (Afiyanti et al. 2016). To
enable a more direct comparison of findings between the MSW: PC and MSW: CC
elearning resources, the researcher used the modified version of the SABS with minor

amendments to ensure applicability across cancer care (McCaughan et al. 2021a).

The modified SABS, used in both the MSW: PC eLearning resource and MSW: CC eLearning
resource studies, like the original SABS tool, consisted of twelve single-item statements.
Short measurement tools can reduce participant burden and increase the response rate
(Fan and Yan 2010). The main modification to the SABS for the MSW: PC elearning
resource evaluation study was the reduction of Likert scale points, from six-points in the
original survey to four-points in the modified survey, to ascertain the extent to which the
participant agreed or disagreed with the presenting statement. This change was made to
the scale by the MSW: PC research team to simplify the measure, by reducing number of
categories the differentiation between points was increased to aid decision-making, for
example, combining ‘very strongly disagree’, ‘strongly disagree’ and ‘disagree’ into more
simply ‘strongly disagree’ and ‘disagree’ (Chang 1994). It could be argued that reducing
the Likert scale points may affect the accuracy of HP responses, although the authors of
the SABS (Magnan et al. 2005), along with others (Saunamaki et al. 2010; Afiyanti 2016),
have advocated alternate simplified dichotomised scale as sufficient to reflect the levels

of ‘agreement’ (values 1-3) or ‘disagreement’ (values 4-6). Also, the McCaughan et al.
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(2021a) version of the SABS had modified three statements and made minor adaptations
to language. The modified statements were more aligned with the objectives of the
intervention, for example, one sought to determine if HPs found it difficult to talk to older
people about sexual concerns and another asked HPs to identify if they knew the right
language to use when discussing sexual concerns. The language changes adopted for the
MSW: PC eLearning resource study aligned the survey with the language used in the MSW:
PC elLearning resource and was relevant to HPs providing care for men with prostate
cancer. For example, “Discussing sexuality is essential to patient’s health outcomes,”
became “Sexual concerns are an important topic to discuss with men living with cancer.”
Furthermore, clarity was increased within several statements, for example, the statement
from the original SABS, “I am uncomfortable talking about sexual issues,” was targeted

MI

specifically to communication with patients and was modified to read, am
uncomfortable talking about sexual issues with men with prostate cancer.” The modified
survey is available in McCaughan et al. (2021a) Supplement Table 1. The Cronbach’s Alpha
measure for internal consistency of the 12 items was reported to be acceptable at 0.69
(McCaughan et al. 2021a). For this current study, the only change made to the
McCaughan et al. (2021a) modified SABS was any references to ‘men’ and ‘prostate

cancer’ which were changed to read ‘patients’ and ‘cancer’. The internal consistency of

this scale is presented in Section 5.3.7 (p.200).

The Likert scale is frequently analysed as an interval scale, although there is some
controversy relating to appropriateness of considering Likert ordinal data as an interval
data (Harpe 2015). By considering ordinal data as an interval scale, researchers can
encounter challenges related to the normal distribution of data, an assumption required
for parametric tests (Wu and Leung 2017). By increasing the anchors points in the scale,
it is possible to improve normal distribution of data (Leung 2011; Wu and Leung 2017).

However, Leung (2011) reported that a comparison of psychometric properties of four,
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five, six and eleven-point Likert scales identified no differences in means and standard
deviations. A decision was taken to retain the four-point scale to prioritise the ease of
completion of the survey along with ensuring comparability of outcome measures with
the MSW: PC elearning resource evaluation study (McCaughan et al. 2021a). Test of

normality for this study have been presented in Section 5.3.10 (p.203).

5.3.6  Procedure for moving through the MSW: CC eLearning resource

Completion of all pre-test survey items was mandatory for HPs to gain access to the
eLearning resource; responses to all Likert-scale items (which included the SABS and the
questions on acceptability and usability) in the post-test survey were required to gain a
CPD certificate. This action was taken to avoid incomplete data sets. Answering the free-
text comments was optional, this was to help reduce participant perceived burden and to
hopefully increase participant engagement and completion. It was important to
determine the impact of the MSW: CC elLearning resource on HPs attitudes to providing
sexual support; thus, an algorithm was used to permit participants to complete the post-
test survey once they had viewed each step of the elLearning resource. Patient videos,
links and downloads of signposting sheets and EASSi quick guide were not included within
this algorithm as the relevance of each of these to specific participants could not be pre-
determined. This meant each participant who provided evaluation data has engaged to

some degree with each step (outlined in Fig. 16) within the eLearning resource.

To make it easier for HPs to navigate between the resource and the final survey, an
additional quick link to the post-test survey was included on the eLearning resource main
page. This was a new feature from the MSW: PC elearning resource study, which the
researcher thought may improve post-test survey completion rates by reducing burden
on participants locating the post-test survey. Akin to the MSW: PC elLearning resource

study, no reminder emails or financial incentives were used. Data from the questionnaires
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were made accessible to the researcher only, through the Moodle open-source learning

platform which hosted the eLearning resource.

5.3.7 Scoring and reliability of the modified SABS

To facilitate scoring, five survey items (questions 2, 4, 8, 9, 12) were reversed during
scoring. Survey responses were scored collectively, similarly to other studies (Magnan et
al. 2005; Julien et al. 2010), with a potential total score of between 12 and 48 points. The
lower values indicated greater barriers to providing sexual support. Statistical significance
was defined as p<0.05. A reliability analysis was conducted to ascertain the degree to
which the items on the modified SABS scale were all measuring the same underlying
construct. The reliability analysis of the pre-test surveys of n=157 multi-disciplinary HPs,
working routinely in cancer care, demonstrated the 12 -item modified SABS had good

internal consistency, with a Cronbach alpha coefficient reported of 0.78.

5.3.8 Determining acceptability of the MSW: CC eLearning resource

Guidance provided by the originators of PBA (Yardley et al. 2015b) and the MRC (Craig et
al. 2008; Moore et al. 2015) on the development of complex interventions emphasised
the importance of determining social validity or acceptability of healthcare interventions.
Although acceptability is considered a legitimate concept to assess, often involving end-
users throughout the intervention development processes (Yardley et al. 2015b), it is a
term not well defined and often conflated with other constructs such as satisfaction,
perceptions of usefulness, or behaviour such as response and attrition rates (Dennison et
al. 2010; Humphris and Ozakinci 2008; Sharp et al. 2013; Powell et al. 2015). Sekhon et
al. (2017) in a review of definitions used in healthcare intervention literature, identified
various underlying theoretical basis for acceptability, including attitudinal (Pechey et al.
2014), sense-making (Cohn 2016), behavioural (McGowan et al. 2018) and related to

context (Yardley et al. 2015a). Sekhon et al. (2017, 2018) have recently proposed the
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Theoretical Framework of Acceptability (TFA) which they have argued detangles
behaviour from acceptability; behaviours, like attrition, could be due to factors such as
technical difficulties. Acceptability is therefore defined as:

“a multi-faceted construct that reflects the extent to which people

delivering or receiving a healthcare intervention consider it to be

appropriate, based on anticipated or experienced cognitive and emotional

responses to the intervention (Sekhon et al. 2017, p.4).”
With the exception of two of the earlier studies discussed in Chapter 3 (Section 3.1.7.3,
p.89), educational sexual support intervention studies in cancer care had not measured
acceptability per se, but rather had focused their attention on related constructs, such as
perceived usefulness, satisfaction and rates of enrolment (Lee et al. 2012; Jonsdottir et al.
2016; Quinn et al. 2019). One of these studies sought to determine acceptability using a
13-item survey assessing ease of participation, satisfaction with the programme,
perceived clinical relevance and impact (Reese et al. 2019a), which was aligned to
constructs from the Theoretical Framework of Acceptability, affective attitude, self-
efficacy and perceived effectiveness. Definitions of Theoretical Framework of
Acceptability component constructs can be found in Table 18. The second study by Lee
et al. (2012) stated that their intervention was acceptable, however they did not define
what acceptability related to nor how it was determined. As acceptability is a necessary,
albeit not singular, condition for the effectiveness of an intervention, which could have a
significant influence on the future embedding of the eLearning resource into cancer care,
it is paramount to determine and address any issues raised (Sekhon et al. 2017). This
study used Likert scale statements and free-text comments to determine HPs views
related to affective attitude, burden, intervention coherence, perceived effectiveness and

self-efficacy constructs.
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Table 18: Definitions of the component constructs in the Theoretical Framework of
Acceptability (Sekhon et al. 2017)

TFA construct Definition

Affective How an individual feels about the intervention.

attitude

Burden The perceived amount of effort that is required to participate in the
intervention.

Ethicality The extent to which the intervention has good fit with an
individual’s value system.

Intervention The extent to which the participant understands the intervention

coherence and how it works.

Opportunity The extent to which benefits, profits, or values must be given up to

costs engage in the intervention.

Perceived The extent to which the intervention is perceived to be likely to

effectiveness achieve its purpose.

Self-efficacy The participant’s confidence that they can perform the behaviour(s)
required to participate in the intervention.

5.3.9 Ethical considerations

Many of the ethical principles applied to this study have been discussed in detail in
Chapter 2, Section 2.5 and Chapter 4, Section 4.4.3. For this phase of study, there were
some additional considerations made in relation to data collection and analysis. Access
to the elLearning resource required participants to register their name and email address
at log-in. This data was necessary to link the pre-test and post-test survey data, to enable
participants repeated access to the content, picking up from where they had left off and
to provide data to automatically populate a CPD certificate. To protect anonymity, this
data was only accessible by the researcher, who downloaded it to a secure computer at
the close of the evaluation period in the form of two excel spreadsheets. The participant’s
name/email address were used to match the pre-test and post-test survey data, following
which the identifiable data were then removed from matched survey data and replaced
with an identification number prior to analysis. Participant autonomy and informed
consent was supported by the recruitment process. To support this process, LCs in each

HSCT provided a copy of the PIS to potential participants, to avoid direct contact between
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researcher and participant. Those participants recruited using social media, could access
the PIS as the first viewable document after log-in to the eLearning resource. Informed
consent was assumed if survey questionnaires were completed, as it was deemed
participants could freely access the resource anonymously and were free to decide to
engage or withdraw at any time (Whitehead 2007; Alessi and Martin 2010). Finally, to
support the principle of beneficence and non-maleficence, the researcher participated in
several quantitative training courses to update knowledge and skills relating to
guantitative data processing and analysis and she was further supported by research

supervisors who verified the correct processing and analysis of findings.

5.3.10 Data analysis

The Statistical Package for Social Science (SPSS®) v26 supported the analysis of the
guantitative data from the questionnaires. Descriptive analysis was used to report the
demographic characteristics of the study sample. It is well established that for repeated
measure data, the dependent t-test has a power advantage for normal distributions, with
Wilcoxon being appropriate for data which has skew or kurtosis (De Winter and Dodou
2012). Shapiro-Wilk’s test (p>0.05) (Shapiro and Wilk 1965; Razali and Wah 2011) and a
visual inspection of histograms, normal Q-Q plots and box plots showed that the modified
SABS scores were approximately normally distributed at both timepoints with a skewness
of 0.299 (SE=0.258) and a kurtosis of -0.243 (SE=0.511) for timepoint 1 and a skewness of
-0.139 (SE=0.258) and a kurtosis of -0.480 (SE=0.511) for timepoint 2 (Cramer 1998;
Cramer and Howitt 2004; Doane and Seward 2011). This indicated the suitability of
parametric tests, namely the t-test to identify total mean differences in HPs sexual
attitudes and beliefs relating to the provision of sexual support at two timepoints.
Independence of observation, that is, that data collected was not influenced by other
participants behaviour, was achieved as the intervention was developed for use

independently by HPs across varied settings (Pallant 2020).
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5.4 Results

5.4.1 Participants

Between November 2020 and April 2021, n=157 participants registered on the eLearning
resource Moodle page and completed the pre-test survey, timepoint 1. Post-test surveys
were completed following use of the elearning resource (timepoint 2) by n=89
participants, however data from 2 participants were removed as they did not routinely
provide support to patients with cancer, selecting the ‘not at all’ option in the drop-down
box in response to the question, “How often do provide support for patients living with
cancer?” Most participants were from nursing (n=40, 46%) and radiotherapy roles (n=20,
23%), with the majority having over 12 years experience providing cancer care (n=47,
54%) and no previous formal training in communication relating to providing sexual
support. According to responses, the main reason for undertaking the eLearning resource
was to increase knowledge of sexual concerns (n=51) and to equip HPs with tools to
provide sexual support in cancer care (n=49). Table 19 provides an overview of participant
demographics. Google analytics used alongside the intervention, identified that the
resource was accessed in countries including United Kingdom (UK), United States of
America (USA), Ireland, Finland, Netherlands, Austria, France, Australia, Brazil and
Canada, however, it is unknown if the survey data pertaining to the study is representative

of each of these countries.
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Table 19: Participant demographics

Participant characteristic Number (%)
Total n=87
Profession Nurse 40 (46%)
Physiotherapist 3(3%)
Psychologist/Counsellor 10 (11%)
Radiographer 20 (23%)
Doctor 5 (6%)
Support worker 4 (5%)
Other 5 (6%)
Years in practice 0-4 years 20 (23%)
5-12 years 20 (23%)
More than 12 years 47 (54%)
Days per week providing care for 1-2 days per month 5 (6%)
patients with cancer 1-2 days per week 19 (22%)
4-5 days per week 63 (72%)
Previous training in sexual health or No 70 (80%)
wellbeing communication Yes 17 (20%)
Primary reason for undertaking the To increase knowledge n=51
elLearning resource* To equip to address topic n=49
Applicable to role n=11
Request to complete n=2
Supporting research n=2

*Note that participants were permitted to report more than one response

5.4.2 Impact of the intervention on HP’s sexual attitudes and beliefs relating to the

provision of sexual support in cancer care

HPs responses mean scores to SABS statements at each timepoints have been provided
in Figure 18. From Figure 18 it is evidenced that HPs at timepoint 2 (post-test) had a
greater understanding of how cancer and its treatment might affect sexual wellbeing,
however, it was also clear that many HPs reported this to be the case at timepoint 1. At
timepoint 2, following the intervention, HPs reported greater levels of confidence in their
ability to address patient sexual concerns and knowledge of the right language to use
when discussing sexual concerns with a patient, yet their perceived comfort levels relating
to talking about sexual issues with patients remained somewhat unchanged. It was clear
that after engaging with the MSW: CC elLearning resource (post-test at timepoint 2) more
HPs believed sexual concerns should be discussed, with a greater awareness of their role

to initiate the provision of sexual support.
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A paired samples t-test was conducted to evaluate the impact of the eLearning resource
on HPs sexual attitudes and beliefs relating to the provision of sexual support in cancer
care using the modified SABS. There was a statistically significant increase in the modified
SABS scores from Time 1 (M=35.1, SD=4.8) to Time 2 (M=40.1, SD=4.3), t (86) = -10.2,
p<0.001 (two-tailed). The mean increase in SABS scores was 5 with p < 0.001. The eta
squared statistic (0.55) indicated a medium effect size (Cohen 1988). These results
indicate that there was a significant decrease in the barriers to the provision of sexual
support in cancer care following use of the eLearning resource. Figure 19 provides a visual

representation of the SABS means and standard deviations at each timepoints.



Figure 18: HPs responses to SABS statements based on mean scores at pre and post survey timepoints

I understand how cancer and its treatment might affect sexual wellbeing.

| am uncomfortable talking about sexual issues with patients.

| feel confidentin my ability to address the sexual concerns of patients with cancer.
Talking about sexual concerns with patients with cancer can ‘open a can of worms’.
Sexual concerns are an important topic to discuss with patients with cancer.
Discussing sexual concerns with patients with canceris part of my job.

I make time to discuss sexual concerns with patients with cancer.

Sexual issues should be discussed only if initiated by the patient.

I find it difficult to talk to older patients with cancer about sexual concerns.

I know the right language to use when discussing sexual concerns with patients with cancer.

Sexual issues should be discussed with partners of patients living with cancer.

Patients living with cancer do not expect healthcare professionals to ask about their sexual concerns.
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Figure 19: Mean and standard deviations of total SABS scores at pre-test and post-test
survey timepoints
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5.4.3 Acceptability and usability

Following completion of the eLearning resource, at timepoint 2, participants rated the
elLearning resource as containing relevant information that will equip in practice (3.77/4;
SD 0.5) and reported that the eLearning resource was easy to use (3.8/4; SD 0.42). The
results are summarised in Table 20. Free text comments on HPs’ experiences of using the
resource were summarised into similar categories. There were variable responses to each
of these questions; this is indicated by the differing denominator used to describe these
findings. Sixty-one participants provided data on the most liked features. These were the
patient and partner video content (n=28/61: 46%) and the provision of signposting links
to resources and referral pathways (n=16/61: 26%). Further feedback is detailed in Figure

20.
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Table 20: Participant views on acceptability and usability of the MSW: CC elLearning
resource

Question Mean (SD)
The elearning resource included information that will be useful for 3.77 (0.5)
my practice

| would recommend others use the eLearning resource 3.78 (0.5)
| will use the eLearning resource as a resource 3.78 (0.5)
| thought the elLearning resource was easy to use 3.8 (0.42)

Each question or statement was scored /4 based on the following criteria:
[1] = Strongly Disagree; [2] = Disagree; [3] = = Agree; [4] = Strongly Agree.
SD = Standard Deviation

Figure 20: Most liked aspects of the MSW: CC elLearning resource

o
v
=
o
=
v
.
o
o
]

30
No response

Patient video content

Signposting links and downloadable resources
Navigation, easy of use
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Practical advice, relevant to practice, easy to
understand

Quality informative reference resource

Communication support - EASSi framework

Demonstration of HP-led sexual support
conversation

Reflective exercises - provoked thinking

Format transferrable as a tool for other issues

Step 1- Understanding sexual challenges

Most participants did not identify the need for improvements to the eLearning resource
(n=48/87: 55%), however some participants suggested that further HP-led
demonstrations of patient consultations with differing sexual issues, with women and
other tumour groups could enhance the resource (n=4/39: 10%). A minority of

participants requested further information and referral pathways for population groups
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including those with learning disability/difficulties, autism and dementia, groups which
had not been considered in the identification of supporting resources (n=4/39: 10%). A
small number of respondents who felt they knew little about the topic area, suggested
the time frame for completion of the resource was an underestimation. They reported
that it would be helpful to notify participants that some HPs may require more time to
complete the resource and that there is the option to dip in and out of resource as
necessary (n=2/39: 5%). Only a few further participants (n=2/39: 5%) reported, in
contrast, that the content should be condensed. Figure 21 details further suggested

improvements.

Figure 21: Suggested areas of improvement for the MSW: CC eLearning resource
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Sixty-two percent of HPs participants (n=54) either did not respond to the survey question
about ‘least liked aspects’ or reported that there was no aspect disliked. A small number
(n=2/33: 6%) of participants indicated that one of the least liked aspects of the MSW: CC
elLearning resource was the scroll function, regarding this approach as unclear. One
(n=1/33: 3%) participant reported content display issues and video loading issues,
suggestive of unresolved problems with the elearning resource on a particular web
browser or device. Three of the 33 participants offering free text comments on disliked
features of the elearning resource reported the resource as too long, with a further
participant specifically suggesting a reduction in the duration of patient videos.
Improvements to layout of survey were suggested by one participant, who asked for the
scale descriptors to be more clearly aligned with the Likert scale, such action may avoid

participants making incorrect assumptions about the direction of the scale.

5.5 Discussion

The MSW: CC elearning resource has demonstrated potential as an acceptable
intervention, capable of reducing attitudinal barriers to the provision of sexual support in
cancer care. This eLearning resource shows promise at being able to support the delivery
of global cancer care guidelines that stipulate the provision of routine sexual support for
patients and partners across the treatment trajectory (NHS 2016; Carter et al. 2018;
Cancer Australia 2019). For the first time, the MSW: CC eLearning resource offers cancer
care HPs working with mixed tumour groups an opportunity to access free education to
improve the provision of sexual support, which works at the pace of the learner and does

not require training co-ordinators with specific expertise in sexual care.

Although both the MSW: CC and MSW: PC studies have indicated a reduction in the
barriers to the provision of sexual support in cancer care settings, the mean SABS scores

for the MSW: PC study were not statistically significant (McCaughan et al. 2021a) unlike
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this study. Such a finding might be due to HPs who work in prostate cancer care being
more familiar with patient sexual concerns given the direct impact on erectile dysfunction
(Flynn et al. 2012), meaning that they were more informed at timepoint 1 (mean score
35.14), hence showed lowered increased learning at timepoint 2 (mean score 37.08).
However, this positive shift in attitudinal scores in both this study and that of
McCaughan’s original study, are in keeping with Papadopoulou et al.’s (2019) recent
review reporting that cancer nurses’ sexual support provision was impacted by a lack of
professional confidence and complicated by unhelpful views and beliefs towards
providing sexual support. It would, however, be remiss to suggest that a brief online
educational intervention would be the sole answer to reducing attitudinal barriers, which
are more often subject to reinforcement by wider system level barriers (Moore et al.
2013; Winterling et al. 2020). The MSW: PC elLearning resource study (McCaughan et al.
2021) had a third data collection timepoint, 4-weeks post intervention; this was not a
feature of the current study, hence it has not possible to determine if the positive effects

from engaging with MSW: CC elLearning resource have been sustained over time.

Analysing mean scores of individual statements within the SABS tool identified that
despite the reduction in attitudinal barriers, there was no improvement in perceived
comfort levels to providing sexual support. It is unclear from this study as to why this
might be the case, but an important question to be addressed in a subsequent qualitative
study. Other sexual support studies evaluating education interventions in cancer care,
such as Jonsdottir et al. (2016) also reported reductions in attitudinal barriers related to
knowledge and training. Despite this, Jonsdottir and colleagues reported that ‘difficult to
discuss’ (HPs discomfort) remained the second most common barrier to HPs providing
sexual support which is noted in other studies as a key barrier to providing sexual support
(Huang et al. 2013; Krouwel et al. 2015b; Vermeer et al. 2015). Future implementation of

sexual wellbeing educational interventions in cancer care should be mindful of this
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challenge and consider strategies to further support HPs to address this issue of personal
discomfort. This could include workshops where HPs can role play providing sexual
support with expert patient volunteers or other colleagues, reflective practice through
clinical supervision and use of sexual wellbeing champion roles who can support staff to

address organisational barriers.

The MSW: CC elLearning resource could support the delivery of training for all clinical
cancer care staff, which has been stipulated as an important facet within recent quality
improvement initiatives seeking to embed the provision of sexual support into routine
practice in Canada (Duimering et al. 2020) and England, UK (Nisbet et al. 2021).
Nonetheless, the MSW: CC elLearning resource addresses a current training gap for the
cancer care workforce, as the literature recognises the limited provision of sexual support
within cancer care (Flynn et al. 2012; Charif et al. 2016a, Sporn et al. 2015, Reese et al.
2017b; Frederick et al. 2018), alongside the identified need for access to disease and
treatment specific education, plus tools to support the provision of sexual support

(O’Connor et al. 2019).

The online approach used by the MSW: CC elLearning resource was advantageous. HPs
could easily, readily and repeatedly access information contained within this resource to
improve their understanding of sexual challenges faced by patients and partners, gain
advice for many common sexual challenges, access links to supportive resources and
referral pathways. Most previous intervention studies seeking to enhance sexual support
provision in cancer care used a face-to-face mode of delivery, which although identified
reductions of attitudinal barriers to the provision of sexual support, had limited reach
(Afiyanti et al. 2016; Reese et al. 2019a). It is important to find methods to provide
accessible education to enhance HP-led sexual support to help healthcare organisations

implement clinical guidelines which explain that HPs should initiate sexual support
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conversations. Akin to the content encapsulated for HPs within the MSW: CC eLearning
resource, the aforementioned clinical guidelines have indicated that HPs should, inform,
assess and support patients through the biopsychosocial effects of cancer on sexuality,
have knowledge of and access to supportive resources and referral pathways for both the
patient and the partner (Carter et al. 2018). To the researcher’s knowledge, this is the
first HP-focused elearning intervention which aligns with the approach emphasised

within global cancer care guidelines.

The evaluation data indicated that most HPs who engaged with the MSW: CC deemed it
to be an acceptable eLearning resource. HPs reported the MSW: CC elLearning resource
provided practical and evidence-based advice and resources, within a high-quality online
learning experience, which was easy to use, all of which are important for end users
(Sekhon et al. 2017). Previous studies have also identified HPs acceptability of their face-
to-face and online approaches to sexual wellbeing education interventions in cancer care
(Reese et al. 2017b; Quinn et al. 2019; McCaughan et al. 2021a). This is an important and
promising finding from this study at this stage, although research now must establish if
this acceptable intervention can effectively enhance the provision of sexual support in
cancer care. There were a few participants (radiographers) who raised minor issues with
the resource, reporting it as too detailed, which could be perceived as adding unnecessary
burden to HPs in terms of length of time to undertake the elLearning resource. As HPs
working in cancer care have many competing survivorship priority areas to support,
therefore, it is important to explore HP views in more depth, on time to complete training
and content provided within the resource, which could act as future contextual and
environmental constraints to implementation of the elLearning resource (Bowen et al.
2009). Reducing the content, given the extensive iterative development and testing, may
affect the integrity of the resource. Rather it may be more constructive to indicate that

some users may require a potentially longer time to view all content. This would ensure
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that those who may have less knowledge and experience do not get frustrated if they are
moving more slowly through the resource. Furthermore, it could be advantageous to
draw users’ attention to the progress bars provided in each step of the resource which

can provide a sense of the amount of content left to view.

As indicated by the pre-survey, the majority of HPs participated in the MSW: CC eLearning
resource out of a desire to increase their knowledge and understanding of sexual and
intimacy issues for cancer patients and to improve their communication skills, so they
could confidently approach the provision of sexual support. HPs in the post-test survey
indicated that the eLearning resource overwhelmingly and successfully met these specific
expectations. This finding lends further support for the multifaceted PBA development
phases, which employed strategies to ensure the intervention was acceptable to HPs, as
informed by the guiding principles (Table 8, pp.108-109) (Yardley et al. 2015b). Evidence
from free text comments indicated that HPs highly evaluated the eLearning resource and
benefited from the diverse range of tools, with particular emphasis on the patient stories,
supportive resources and referral pathways (Fig. 17). Many HPs identified the resource
as able to support clinical practice (99% agreeing or strongly agreeing), with free text
comments suggesting favour for the provision of relevant informative content, support
for reflective practice and the demonstration of an HP/patient sexual support
conversation. Some HPs suggested the need for additional HP/patient video
demonstrating HP-led sexual support conversations beyond the one within the MSW: CC
eLearning resource which addresses the sexual concerns of a man with prostate cancer.
It could be helpful to demonstrate a further HP-led sexual support conversation looking
at issues for women, for example, breast and gynaecological cancers. Furthermore, HPs’
competent use of the resource was evident with participants having reported the
resource as ‘easy to use’ (3.8/4, SD 0.42) which indicated that the PBA planning and

optimisation phases, which sought to gain an in-depth understanding of end-user’s



224
requirements and context was effective (see Chapter 3, Review of the Literature and

Chapter 4).

The completion of the eLearning resource survey and certificate download could have
been deemed a demonstration of both acceptability of the intervention and ability to
navigate the resource effectively. First, by completing the resource and participating on
the post-survey could have indicated that HPs found the content as informative and
relevant and therefore wished to complete the resource and provide feedback; the
converse is also possible. However, if the resource was very unacceptable it would be
unlikely that many HPs would have completed the resource. Second, to participate in the
post-test survey indicated that HPs had choose to complete the resource and managed to
do so successfully. Although, Sekhon (2018) warns against determining acceptability
through a behavioural lens. With the higher number of pre-test versus post-test surveys
completed, there may have been practical aspects of the elearning resource which
impinged upon HPs completion of the intervention and affected its future acceptability in
cancer care settings such as technical difficulties. This may have prevented participants
from providing potentially negative feedback. There was little indication of usability
issues with the MSW: CC elLearning resource, except for a picture/text overlapping issue
and a video loading issues for one participant and a navigational issue for another. The
evaluation did not capture which device and software specifications to which these
problems related. Future research should explore areas of potential problems with
participants to ascertain the hardware and software specifications used. This would
enable researchers to effectively communicate with the LMS developers about the fixes

required.

This study commenced recruitment in November 2020 just prior to the second wave of

the COVID-19 pandemic. At that time, most oncology staff faced additional challenges,
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while the reallocation of resources put additional strain on existing overburdened
oncology services (Paterson et al. 2020). This could have impinged upon recruitment to
this study. While the study did surpass the minimum sample required (n=41) achieving
n=157 at baseline, it highlighted the need to re-evaluate the initial recruitment protocols,
to include a social media strategy to enable study completion within the agreed
timeframe. Topolovec-Vranic and Natarajan (2016) conducted a scoping review, which
identified social media to be an effective recruitment method for studies with harder-to-
reach populations. The social media recruitment approach utilised posting recruitment
advertisements on Twitter and linking to key cancer organisations and researchers in the
field alone. While this did enhance recruitment, given the reach of social media, this could
have been further enhanced through the adoption of more targeted and active
approaches. McRobert et al. (2018) have identified several actions which could optimise
the use of Twitter as a recruitment tool, suggesting the use of the free versions of software
such as Followerwonk (Moz Inc. Washington, USA) to support target tweets to potential
participants who meet the inclusion criteria and have high social capital and Hootsuite
(Hootsuite Media Inc. Vancouver, Canada) to ensure that research invitations feature
regularly on the stream of tweets. Furthermore, they suggested the use of
interchangeable hashtags on tweets to promote visibility. If adopting these targeted
approaches, it would be important for researchers to monitor Twitter metrics throughout
the recruitment period to make further adaptations to their recruitment strategy if

required.

To further enhance data collection, it would be important to reduce the attrition rate at
the post-test timepoint. This study’s response rate from pre-test to post-test surveys
dropped by 44%. Participants were informed, akin to the MSW: PC evaluation that a CPD
certificate would be offered on completion of the post-test survey. This incentive does

not appear to be an important motivating factor. Furthermore, the integration of the
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quick link to the post-test survey on the home screen did not appear to boost completion
rates of the post-test survey. The MSW: PC eLearning resource did not have this function
yet only identified a drop of 19% of participants completing surveys from pre to post
intervention timepoints (McCaughan et al. 2021b). However, the evaluation context for
each of these studies were drastically different, with reduced ability to promote the study
in person and the many changes the cancer care workforce faced during the second wave
of the COVID-19 pandemic. Previous studies identified recruitment attrition challenges
also throughout their study period (Lee et al. 2012; Jonsdottir et al. 2016; Merriam et al.
2018; Wang et al. 2015; Quinn et al. 2019). While studies have suggested limited
effectiveness, the use of reminder emails could enhance recruitment (Wang et al. 2015;
Jonsdottir et al. 2016; McCaughan et al. 2021b). Furthermore, monetary incentives could
enhance response rates (Cho et al. 2013; Quinn et al. 2019; Reese et al. 2019a) with Quinn
et al. (2019) retaining all study participants at follow up (Quinn et al. 2019). Missing or
incomplete data can also affect participant data. This issue meant an Icelandic 2-year
educational intervention to enhance sexual support at a hospital base required the
removal of n=16 (20%) participant’s data (Jonsdottir et al. 2016). The current study
successfully mitigated for the problem of missing data by making completion of all Likert
scale questions mandatory to access the resource and completion certificate. Cho et al.’s
(2013) meta-analysis of healthcare survey response rates over the last 50 years appears
to reflect that response rates from HP sexual support intervention studies are in keeping
with other healthcare research. Nonetheless, the smaller numbers of participants
engaging in sexual support intervention studies does highlight the importance of
maximising participant retention and fine-tuning recruitment protocols prior to larger
scale studies. Survey implementation measures such as partnering with healthcare
organisations to maximise on their communication and dissemination systems could
increase interaction and the digital visibility of studies and establish trust with participants

(Hlatshwako et al. 2021). The MSW: PC elLearning resource evaluation study identified
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the potential value of this approach with their low attrition rates; however, the COVID-19
restrictions during this study’s data collection, prevented this study from meaningful
engagement with cancer care teams. Despite the lead researcher and LCs efforts to use
opportunities through HSCT team meetings and regional forums to increase the visibility
of the study, provide a rationale for the study and establish trust with potential
participants, this was not achieved. This may, in part, have resulted in greater attrition
rates for this study when compared with the MSW: PC elearning resource study.
Dunleavy et al. (2018) systematic review of the barriers to study recruitment has
highlighted the need for careful messaging when promoting a study which can address
participant concerns, the need for repeated contact with referral sources throughout the
lifetime of the study and the value of having enthusiastic study champions. It could be
argued, however that those who did participate in this study provided more objective

data, given they had no association with the researcher (Parahoo 2014).

5.5.1 Limitations

While this study points to a potentially effective educational intervention for
multidisciplinary HPs, several limitations should be considered. First, intervention fidelity
was unknown, albeit for participants to gain access to the post-test survey and CPD
certificate they had to view a significant amount of content in each of the elearning
resource’s three steps. This study was not able to determine which videos were watched,
which links were accessed, what material was downloaded or how long participants
meaningfully engaged with the content. This intervention was built on a Moodle open-
source platform using a single webpage, therefore exact participant activity could not be
tracked accurately. Tracking options do exist on this platform and coding could have been
incorporated earlier in the process to account for aspects of participant behaviour.
However, the researcher was unaware of this option and therefore this facility had not

been part of the agreed contract. This highlights the importance of early, clear,
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documented discussions with LMS developers, stipulating the research outputs required,
to avoid unexpected costs and delays to research projects. Alternatively, PBA authors
have suggested that researchers could build interventions using LifeGuide (Williams et al.
2010). Lifeguide is an open-source software platform that allows researchers with no
previous programming experience, to either develop interventions from inception or
modify interventions (Yardley et al. 2015b). This option of using Lifeguide was not
selected for this study, given that much of the structure and design already existed online
in the form of the MSW: PC elLearning resource and it was therefore advantageous to
utilise this both in terms of maximising the design quality and reducing the time it would

take to build the intervention on another platform.

Second, the recruitment method used a non-probability sample which prevented
generalisability across multi-disciplinary HPs in cancer care. It was possible that this
study’s sample participants may have been more aware of the importance of sexual
wellbeing support for patients and were more likely to want to provide sexual support in
the future, than those who choose to not participate. The variability and bias inherent
within the study sample could not be measured or indeed controlled for, given the

anonymity of participation (Acharya 2013) and the single-arm study design.

The study design did not lend itself to attributing causality of findings to use of the
eLearning resource as there was no control group to account for external factors. As
acknowledged at the study outset, it was possible that the pre-test survey had a positive
influence on attitudes of HPs towards providing sexual support or that those submitting
data had positive bias towards the intervention, each of which could be somewhat
mitigated for through a randomised control trial. Furthermore, the use of an active
control group, one where HPs would receive an alternate form of information/resources

should be an ethical consideration for future study. It is well-established that HPs do
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require education, training and resource support to provide sexual support, but there is a
lack of clarity on the best implementation method. Use of an active control group would
enable the study to determine the comparative benefit of the elLearning resource on
attitudes and beliefs related to the provision of sexual support against a less intense

intervention while upholding the ethical principle of beneficence (DoH 2014).

5.6 Conclusion

The provision of HP-led sexual support in cancer care is stipulated in current healthcare
guidelines as an important part of patient-centre care (NHS 2016; Carter et al. 2018;
Cancer Australia 2019). However, HPs across cancer care have lacked access to suitable
training to address the barriers they face providing routine sexual support. Findings from
this evaluation have suggested that the MSW: CC elLearning resource was an acceptable
and usable resource, with potential to reduce the attitudinal barriers affecting the
provision of sexual support in cancer care. The MSW: CC eLearning resource has received
positive feedback, however, a more detailed process evaluation is indicated and planned.
This will include exploring HPs time spent with eLearning resource, HPs’ perceptions on
the length of resource, resource appearance and any technical issues. Furthermore, HPs
views will be sought on their perceptions of the need for further role-play demonstrations
of sexual support, any other specific tumour group information or sexual challenges
required and supporting resources or referral pathways to offer support to patients
managing sexual challenges such as those with when they have learning disabilities,

difficulties, or dementia.
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CHAPTER SIX: DISCUSSION

6.1 Introduction
This thesis has described the process used to adapt, test and evaluate an elearning
resource for HPs to enhance the provision of sexual support to patients and partners in
cancer care. A literature review identified the extent of sexual challenges faced by
patients and partners after a cancer diagnosis and treatment, the gaps in provision of
sexual support and the barriers to the provision of HP-led provision of sexual support. The
researcher in collaboration with an expert group of HPs, patients and partners adapted
the MSW: PC elearning resource to an elearning resource suitable to enhance the
provision of HP-led sexual support across cancer care. The same theoretical frameworks
were retained from the original MSW: PC elLearning resource (TDF (French et al. 2012),
underpinned by the TPB (Ajzen 1985) and SCT (Bandura 1986)). Following the
comprehensive review of the literature and development of PBA guiding principles, the
new content was devised using the BPS model (Engel 1977). The MSW: CC elLearning
resource was initially optimised through expert group critique of the new content. Next,
all aspects of the elearning resource were tested using TA interviews to identify the
necessary refinements to improve acceptability and usability. After optimisation, the
elLearning resource was evaluated to determine ‘does the intervention work?’ and to
ascertain HPs’ perceptions of the elLearning resource’s acceptability and usability for
cancer care settings. The aim of this chapter is to discuss the key findings, highlight
limitations of the study and the study’s unique contribution to knowledge. Furthermore,
this chapter makes recommendations for future policy, education, clinical practice and
research. At the conclusion of this chapter, a proposal for the future direction of this work

is provided.
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6.2 Discussion of key findings from the study

A discussion of the study findings is presented at the end of each study phase; however,
this chapter provides an overall collective discussion of all the findings. Table 21 outlines
the key findings from this study and highlights the relevant data and its location within

the thesis supporting these claims. Following this, the key findings are discussed in detail.

Table 21: Key study findings and supporting data

1. The MSW: CC eLearning resource as an acceptable, usable and efficacious
approach to address a gap in cancer care.

Phase 2 (Chapter 4) Qualitative TA interviews identified the MSW: CC eLearning

resource as an acceptable resource to HPs providing cancer care. They identified the

resource as much-needed, relevant, informative, engaging, user-friendly and intuitive

to use.

Phase 3 (Chapter 5) Quantitative pre-test post-test survey data identified that after
engagement with the MSW : CC eLearning resource HPs reported a reduction in the
attitudinal barriers preventing the provision of sexual support in cancer care.
Furthermore, HPs rated the eLearning resource as easy to use and would recommend
to other colleagues alongside providing free-text comments highlighting the utility of
the patient videos, signposting sheets and supporting resources.

2. Inherent benefits to adapting an intervention.

Phase 2 adaptation and optimisation process of the MSW: CC eLearning resource
identified inherent benefits to adapting an intervention. The adaptation process
capitalised on the extensive evidence and theory base used to develop the MSW: PC
eLearning resource. Involvement of the original MSW: PC eLearning resource
research team ensured fidelity to the original intervention by providing insights into
the intervention development beyond that in published papers. Furthermore, this
study realised a cost-benefit through utilisation of well-established and successful
communication with LMS developers, which ensured timely, specific communication
on all changes required, keeping within the agreed contract.

Phase 3 Quantitative pre-test post-test survey data identified that the MSW: CC
eLearning resource, retaining the theoretical underpinning of the original resource
did have a similar impact on the reduction of attitudinal barriers to the provision of
HP-led sexual support, further supporting the rationale for adapting efficacious
resources.

3. Asynchronous approaches to co-production can maximise meaningful PPI.
Phase 2 documents the application of an asynchronous approach to engage a diverse
range of key stakeholders throughout the adaptation and optimisation of the
eLearning resource. The use of a flexible approach ensured meaningful engagement
with experts throughout the study period. Each meeting or correspondence was
directly related to the member’s area of expertise, reducing the cost-time burden on
research involvement.
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4. Rapport with potential participants can enhance study recruitment.

The data collection process used for Phase 3 identified problems with recruitment
and attrition. Despite access to the MSW: CC eLearning resource study taking a
similar approach to that of the MSW: PC eLearning resource, the slow uptake to
recruitment and greater than expected attrition rate highlighted the potential
importance of building rapport with potential participants. A key difference between
the two studies was the in-person promotion of the MSW: PC eLearning resource
evaluation at a wide range of meetings and conferences locally and nationally. Based
on the experience of this study, it is the researcher’s belief that addressing the barrier
to promoting the study remotely will enhance future data collection.

5. Good project management is key to maximising the success of the intervention
development.

Phase 2 identified challenges working across research and LMS developer agendas.
Given the competing agenda of ensuring a quality intervention and keeping within an
agreed contract, there is a need to build in flexibility into the contract in order to
meet the needs of the research agenda. Researcher ingenuity to problem solve
navigational issues outside of the contract that could be replicated by LMS
developers was key to keeping the study on time and within contract.

Phase 3 denoted the challenges and frustrations relating to the capturing of the
usage analytics for the study; this highlighted the need to for the researcher to adapt
her expectations and note important learning for future digital intervention
developments. Ensuring clear communication, working within the confines of the
agreed contract with LMS developers, conveying the meaning of the eLearning
resource for HPs to LMS developers and flexibility were key attributes highlighted.

6. Quality of feedback can moderate for a small sample size in the PBA’s
optimisation phase.

Phase 2 qualitative TA interviews used a purposefully selected sample of HPs
working in cancer care. Many of those, depicted through their roles, were specialist
within their field. HPs in test cycle 2 were the first to use the online version of the
resource, yet data collected was of considerable quality feedback that it informed key
navigational refinements which were acceptable to HPs during test cycle 3.
Furthermore, after application of refinements from two test cycles, the feedback in
test cycle 3 involved only minor changes, pointing to the quality of feedback already
received.

7. Investing in optimisation phase can promote effectiveness of intervention.

This optimisation phase (Chapter 4) of the study built upon elements within the
planning phase, that is the literature review, review of theoretical underpinning of
MSW: PC eLearning resource, establishing an expert group and developing the guiding
principles. To optimise the intervention, the expert group reviewed the content and
challenged aspects of it in terms of relevance and priority areas for population group,
ensuring relevance for all advice included. The TA interviews, under research
conditions, provided the opportunity to test the content and the usability of the
elLearning resource with HP from diverse roles. The data collected informed
refinements of the content, navigation, functionality and appearance of the resource.
The success of this optimisation process was apparent through the qualitative feedback
provided in Chapter 4 and the findings from the modified SABs survey data and free
text comments, presented in Chapter 5.




233

6.2.1 The MSW: CC elLearning resource as an acceptable, usable and efficacious approach

to address a gap in cancer care.

The optimisation and evaluation phases of this study have identified the MSW: CC
elLearning resource as acceptable, usable and effective; equipping HPs with the necessary
tools to support patients and partners with the sexual challenges they confront. The
provision of HP-led sexual support can bring many benefits for patients and partners,
these include increased knowledge of treatment risks and benefits, important for
informed consent, greater cooperation with treatment-related advice, better
psychosocial adjustment, reduced sexual distress and improved wellbeing (Laurence and
Rouset-Joblonski 2012; Hanly et al. 2014; Maslow et al. 2014; Tracy et al. 2016; Canzona
et al. 2016; Reese et al. 2017a; Walker et al. 2021a). HP-led sexual support can mitigate
patient discomfort with the topic of sexuality while normalising the provision of sexual
support as part of holistic care in cancer care settings (Tracy et al. 2016). Alongside the
physical and psychological treatment-related challenges, intimate relationships are at risk
of break-up, consequently diminishing important support systems for patients (Boquiren
et al. 2016; Tracy et al. 2016; Farthmann et al. 2016; Rhoten et al. 2020). This is an
important consideration, given that healthy relationships, particularly with a spouse or
partner can be key factor promoting a longer life after cancer (Aizer et al. 2013; Dahl et
al. 2020) and QoL (Brédart et al. 2011; Emilee et al. 2010; Hanly et al. 2014; Male et al.

2016).

The MSW: CC elearning resource has demonstrated potential for effectiveness to
enhance the provision of routine sexual support in cancer care. Underpinned by the TPB
(Ajzen 1985) and the SCT (Bandura 1986), the target of the intervention was to address
the attitudinal barriers preventing the provision of sexual support in cancer care. The

literature, alongside findings from this study, reported that in some cases HPs believed
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that the provision of sexual support was not within their remit to provide (Gleeson and
Hazell 2017; Jonsdottir et al. 2016; Krouwel et al. 2015a), while other HPs, despite seeing
the value and need for sexual support, failed to provide support due to a lack of
knowledge, perceived skill and a lack of access to resources and referral pathways. The
evaluation findings have indicated success in reducing the attitudinal barriers related to
the provision of sexual support, similar to findings reported by the MSW: PC elLearning
resource. Moreover, the current study echoes the findings of McCaughan et al. (2021a)
in relation to HP’s level of discomfort surrounding the provision of sexual support. Akin
to their study, there was little change to the HP’s levels of discomfort related to providing
sexual support. Other educational interventions have reported greater success in this
area by adopting a skills-based element, such as role-play, within their model prior to
post-intervention data collection (Lee et al. 2012; Wang et al. 2015; Merriam et al. 2018).
The study by Lee et al. (2012) identified from a multidisciplinary group of HPs in cancer
care that the combination of theory and skills helped to build confidence, noting that the
role-play exercises were useful, encouraging reflection and initiation of communication in
a challenging area. This suggests the need to strike a balance between theory and skills
training (Lisko and O’Dell 2010). The asynchronous approach utilised with the MSW: CC
eLearning resource did not support the integration of a skills-based element, although the
resource did suggest several ways for HPs to gain this experience. However, it is unclear
if HPs availed of such suggestions, as no follow-up data was collected on this specific area
or for the SABS at a third timepoint. These findings indicate that future implementation
of the MSW: CC eLearning resource should consider the effect of a potential adjunct skills-
based workshop to further support skill development or further video demonstrations of
HP-led patient sexual wellbeing consultations, which was requested by participants

completing the post-test survey.
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This study did not examine the impact of the resource on clinical practice, although early
indications from findings of the MSW: PC elLearning resource study have suggested that
the MSW: CC eLearning resource has potential to make a difference. Over one-third of
participants at 4-weeks post-test (n=14/44) in the prostate study provided examples of
when they had applied learning from the resource in their clinical practice (McCaughan et
al. 2021a). Previous interventions (Quinn et al. 2018; Reese et al. 2019b), based on similar
theoretical underpinning — SCT (Bandura 1986), have likewise identified a positive change
in clinical practice. Reese et al.’s (2019b) study reviewed audio transcription of clinical
encounters, which demonstrated that HPs’ sexual health communication behaviours
increased from baseline to post-test for raising the topic (28% vs 48%), assessment (33%
vs 45%) and providing information (18% vs 24%). The findings from the MSW: CC
elearning resource study and that of the published MSW: PC elearning resource
(McCaughan et al. 2021a) have identified changes to SABS statements which related to
key constructs within the TPB (attitudes towards the behaviour, subjective beliefs and
self-efficacy). Previous interventions which have successfully addressed these beliefs and
self-efficacy have demonstrated a positive effect on behavioural intentions, key to
increasing the likelihood of a target behaviour (Steinmetz et al. 2016). There is a need to
investigate further the strength of the impact on these beliefs, identifying the impact on

behavioural intentions and the clinical practice outcomes.

The EASSi framework used to structure the elearning resource and to provide a
framework for routine brief HP-led sexual wellbeing conversations, was accepted by HPs
as a suitable tool to support HPs to routinely address patient and partner sexual concerns
across the treatment trajectory. The EASSi framework was grounded upon a strong
evidence base and behaviour change components which have been clearly detailed in

peer-reviewed publications for the MSW: PC eLearning resource (McCaughan et al. 2020;
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2021a). The optimisation and evaluation phases of this study further validate support for
the EASSi framework. HPs in the optimisation study deemed the EASSi framework as
providing a sound rationale for the provision of sexual support, which could support
application in practice, while HPs reported a higher level of confidence to address sexual
support needs at the post-survey timepoint. As already discussed in Chapter 3, previous
communication models within the literature had some concerning shortcomings which
the EASSi framework addressed. For example, the PLISSIT model used a sexual counselling
approach which involved HPs providing support beyond the knowledge and expertise of
some HP roles (Annon 1976). Furthermore, HPs perceived that they needed to gain
permission from patients to discuss sexual concerns. In contrast, the EASSi framework
was designed to be used by multidisciplinary HPs without any specific training in sexual
counselling and explicitly states that all patients should be routinely provided with sexual
support (McCaughan et al. 2020). As such, EASSi has a distinct advantage over the BETTER
model (Mick and Cohen 2003), which brings with it a risk that HP-led sexual support for
patients could be overlooked, as the framework stipulates HPs are responsible for
deciding the most appropriate timing of sexual support conversations. Given that patients
need to be informed about the consequences of treatment and that patients identify that
the early provision of sexual support promotes better outcomes, this is problematic
(Olsson et al. 2013; Traa et al. 2014; Albers et al. 2020). Furthermore, the option not to
provide sexual support on occasions could serve to alleviate HPs discomfort and

perpetuate unmet sexual care needs.

The qualitative and quantitative findings from this study, akin to others (Wang et al. 2015),
identified that HPs lacked knowledge of resources and referral pathways. The resources
and services included within the intervention existed prior to the development of MSW:

CC elearning resource; however, participating HPs were largely unaware of their
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availability (Chapter 4, Section 4.4.5.2, p.183). This study has highlighted a need to
increase awareness of the supportive resources and referral pathways available to help
patients navigate sexual concerns offered by clinical and voluntary/community sector
services to maximise effective and efficient referrals and improve patient outcomes.
Dissemination of the MSW: CC eLearning resource could address this gap in knowledge,
however HPs working to translate this information to a local context could utilise existing
technologies to maximise reach. Podcasts (an episodic digital audio recording) have been
used to communicate key knowledge about services provision and referral pathways
using downloaded files and online streaming (Lichtenheld et al. 2015). The ‘on-demand’
educational content can be useful, as although many people could access this information
upon release, with shift-working and staff leave, the content could be accessed at a later
suitable date (Patrick et al. 2019). This low-cost approach which can provide easy to
access information could ensure that helpful information about potential support for

sexual challenges is available to HPs across clinical services.

The PBA approach suggests that users of interventions must feel motivated and confident
to use an intervention on their own; elements akin to those within the Self-Determination
Theory (SDT) (Deci and Ryan 2000; Ryan and Deci 2000). As such, Yardley et al. (2015)
identified key features of digital interventions aligned to these constructs, namely
autonomy, competence and relatedness (Ryan and Deci 2000). There is supporting
evidence for these constructs from the optimisation and evaluation phases. Support for
autonomy was evident through reports of a well-designed structure which supported
navigation and selection of information pertinent to the HP’s role. For example, the
treatment-related advice in Step 2 presented in ‘core’ and ‘tumour-specific’ sections and
the provision of a variety of patient stories and a diverse range of helpful resources and

referral pathways. Support for HPs’ competence was visible throughout the TA interviews,
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as the researcher observed HPs successful navigation through the elLearning resource.
HPs reported there was a clear rationale for the intervention and the elements within the
EASSi communication framework. Subsequently at evaluation, completion of the final
survey identified a level of competence to navigate each of the 3 steps successfully.
Furthermore, HPs reported that the MSW: CC eLearning resource was intuitive, easy to
use and when used, HPs felt that providing sexual support was achievable. Finally, positive
experience and relatedness were evident throughout both optimisation and evaluation
phases where HPs reported through the TA interviews (Phase 2) and free text comments
(Phase 3) that the resource was enjoyable, interactive, engaging and contained relevant
quality information. Likert scale items indicated that HPs would use the resource in the
future and recommend it to other colleagues. Creating an autonomous learning
environment is thought to be key to achieving positive learning outcome and enhancing
patient-related outcomes (Orsini et al. 2016). Therefore, there are elements of the
elearning resource that require further exploration, for example, the length of the
content, applicability of content across HP roles and minor technical issues. Addressing
these issues could further enhance HPs’ motivation and confidence to engage with the

elLearning resource.

The BPS model (Engel 1977) offered a helpful scaffold to ensure HPs were furnished with
relevant information and advice. The literature on sexual concerns after cancer (Matthew
et al. 2018) and the provision of HP-led sexual support, has previously been critiqued as
too medically orientated (Vermeer et al. 2016; McCaughan et al. 2020). Psychological
support is considered a key element to improving patient outcomes related to poor
treatment adherence, for example, in relation to vaginal dilation, use of erectile aids,
emotional avoidance of sexual activity or sexual treatments (Matthew et al. 2005;

McCallum et al. 2012; Law et al. 2015). More recently, psychological issues arising from
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body image difficulties, sexual identity, perceptions of sexual QoL and the presence of
psychological distress have been accepted within the discourse of sexual dysfunction
(Schover et al. 2014; McClelland et al. 2015; Boquiren et al. 2016). It has been well
established that the provision of biopsychosocial sexual support can make a difference
both to QoL (Laurence and Rousset-Joblonski 2012; Hanly et al. 2014; Canzona et al. 2016;
Reese et al. 2017a; Walker et al. 2021b) and patients’ perceptions of quality of care
(Nisbet et al. 2021; Walker et al. 2021a). Healthcare guidelines, globally, have recognised
the importance of providing biopsychosocial sexual support to patients and partners
across the treatment trajectory (NICE 2019; Carter et al. 2018; Cancer Australia 2019).
Integrating these elements of support can help to support the sexual concerns of patients
as they present within clinical practice (Walker et al. 2021b). The MSW: CC elLearning
resource can support the provision of an integrated person-centred approach to sexual

support.

At the outset of this study, it was identified that eLearning was an essential approach to
consider in the development of CPD programmes. This study identified that HPs regarded
the online approach acceptable and usable. The motivation for adopting an elLearning
approach included wider reach of the intervention, easy access and improved usability
while having a comparable level of efficacy as face-to-face in-person approaches and
being more cost-effective (Atreja et al. 2008; Du et al. 2013; Kirana et al. 2020). In the
UK during March 2020, this approach became more meaningful as HPs navigated the
impact of COVID-19 restrictions, to include social distancing. With much in-person
training cancelled, many HP educators were working at pace to develop online
programmes to prepare HPs to address COVID-19 challenges (Bushell et al. 2020). This
study benefited from its online approach, as it permitted continuing testing and

evaluation processes, and overcame challenges introduced by the recent pandemic. The
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use of an asynchronous approach to elLearning further facilitated access to the resource
at a suitable time, whether that be during day or night shift and regardless of time zone.
While there are advantages to engaging with users in real time, such as peer support from
other learners and instructors being able to address barriers and concerns (Rege Colet
2017), this needs to be weighed up against providing flexible learning which can help
maximising reach of information, tools and resources to HPs who are juggling education,

clinical practice, family and other commitments (Hrastinski 2008).

6.2.2 Inherent benefits to adapting an intervention.

This study validates the rationale for researchers to adapt existing interventions rather
than ‘reinvent the wheel’ (Copeland et al. 2021) and has identified that the PBA has utility
to ensure a successful adaptation process. Adaptation of an intervention is the intentional
modification of an intervention to meet the needs of a new context, where there is
evidence of that intervention’s effectiveness in its original context (Evans et al. 2021). It
is postulated that adapting an intervention can prove more efficient and less resource
intensive, meaning more likelihood that efficacious interventions will be generated

(Copeland et al. 2021).

There were several benefits to the MSW: CC elearning resource study realised by the
adaptation approach. First, this study was able to capitalise on the evidence related to
the empirical research and literature reviews of the biopsychosocial sexual challenges
which men with prostate cancer faced and barriers and facilitators to the provision of HP-
led sexual support that informed MSW: PC elLearning resource (McCaughan et al. 2013;
McSorley et al. 2014; O’Connor et al. 2019). This information provided a clear basis from
which the researcher could review the wider literature (see Chapter 3) to ascertain any

further barriers encountered or key components which could facilitate the provision of
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sexual support in cancer care. Next, the original developers of the MSW: PC eLearning
resource provided their expertise throughout the development of the MSW: CC eLearning
resource. This expertise provided additional detail on the intervention beyond published
materials, which helped to aid replication of its mechanisms in the new context (Campbell
et al. 2020). There is a risk to involving the original developers in adaptation projects, as
it can cause a conflict of interest (Moore et al. 2021a). However, it was the researcher’s
perception that the reflexivity demonstrated in research team meetings was indicative of
the original developers’ commitment to high quality research and to maximising

successful interventions to improve patient reported outcomes in cancer care.

The involvement of the original developers helped to ensure intervention fidelity, that is
controlling the extent to which the key elements of the intervention were replicated
despite adaptation of other components (Movsisyan et al. 2019). This included
deliberations about the basis of all new content, ensuring it was commensurate with the
theoretical frameworks. When adapted interventions fail, it can be difficult to determine
if it stems from the intervention’s fit with the new context, an implementation failure, or
as a result of the adaptation violating the intervention theory (Evans et al. 2019). This
issue was exemplified in a study which implemented an adapted version of the United
States Strengthening Families Programme in Sweden, which demonstrated no effect
(Skarstrand et al. 2014). Although authors had attributed this largely to differences in
context, commentators argued that the local adaptations to the interventions application
in Sweden had violated the intervention’s causal pathway (Segrott et al. 2014). This
related to the removal of sessions where parents and children worked together to practise
skills, and the loss of interaction between families during programme activities and meal
breaks.  The authors concluded that while cultural adaptation for local contexts is
important, interventions need to retain fidelity to their original theory (Segrott et al.

2014). To support intervention fidelity through the adaptation process, the Cancer
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Prevention and Control (CDC) Research Network have proposed the use of a traffic light
tool (Rolleri et al. 2014). This tool can guide researchers to achieve a balance between
intervention fit, that is making the intervention compatible with the target
population/context and maintaining fidelity, implementing the intervention as prescribed
in the original protocol. The traffic light framework allows a clear and practical way to
define appropriate and inappropriate adaptations which could be used when constructing
the PBA guiding principles to ensure any adaptations have minimal negative impact on
intervention effectiveness. With this tool, green symbolises elements of the intervention
which can be changed such as pictures and wording to make it readable and appropriate
to target group. Yellow identifies elements of the intervention which could be changed
with caution, such as shifting or expanding the primary audience, adding activities to
address other behaviours while red indicates aspects which cannot be changed such as
communication models and theoretical basis, which emulated decisions made within this
study. For this study, ‘green’ elements were changes to layout of paragraphs to make
them more readable and pictures to depict the resource was for both women and men.
Yellow related to the broadening of the resource to other tumour groups and women as
patients, however this was completed within the framework, so as not to change the way
in which the resource communicated key messages and advice. As with adaptation
guidance, the red element related to the theoretical underpinnings which remained the
same, namely the TPB (Ajzen 1985), SCT (Bandura 1986) and BPS Model (Engel 1977)
alongside the conceptual framework Engagement, Assessment, Support and Signposting
(EASSi) (McCaughan et al. 2020) used to structure the information and advice. This traffic
light tool could help support other researchers seeking to adapt interventions while
maintaining fidelity to the original intervention protocol. Some researchers take a more
dynamic view of interventions as system disruptions with an interplay between the
intervention theories, intervention components and the system in which they operate

(Hawe et al. 2009; Rutter et al. 2017; Moore et al. 2019). This perspective would call for
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both an adherence to core components of the intervention, that is its theoretical
underpinning and a need for functional fidelity, that is fidelity of the application of the
intervention (Hawe et al. 2009; Moore et al. 2017; Evans et al. 2021) for the successful

adaptation of interventions.

Finally, there was a cost-benefit to adapting the MSW: PC eLearning resource which had
also been developed using a Moodle platform, as much of the layout, navigation,
functionality and content could be transferred across to the MSW: CC eLearning resource.
The transfer of these elements to the new resource saved researcher and developer time
and therefore reduced the cost of intervention development. This contrasts with previous
concerns raised as to time-consuming nature of intervention adaptation (Copeland et al.
2021). Realising the cost-benefit to adaptation is redundant if the intervention does not
produce clinically significant changes, as illustrated by other healthcare elearning
interventions (Harris et al. 2011). The process of adaptation not only saved time and cost,
but it also identified a potential improvement to be considered for the MSW: PC eLearning
resource, that was, better signposting through Step 2 to avoid HPs missing key
information. Future studies which seek to adapt an intervention could potentially yield
benefits to both the current intervention and suggest improvements to the original

intervention.

6.2.3 Asynchronous approaches to co-production can maximise meaningful PPI.

PPI co-production approaches offer a complementary function, alongside the iterative
and systematic PBA qualitative approach to intervention development (Muller et al.
2019). The asynchronous approach to the involvement of an expert group was
fundamental to maximising engagement and ensuring a high-quality eLearning resource.

Expert group members’ perspectives were vital to ensuring the resource was acceptable,
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usable, meaningful and engaging. Taking this flexible approach enabled a broader
representation of views which undoubtedly saved study time by advancing the relevance
and presentation of the prototype. Often there is critique for the lack of
representativeness of PPl involvement in research studies (Rai et al. 2021), yet the
purposeful selection of participants for qualitative research as representative of wider
population is well accepted (Locock and Boaz 2019). This study sought to maximise the
variation of PPl involvement, which was supported by a Macmillan Service Improvement
Manager who suggested potential roles and contacted personnel. While similar variation
was sought in patient and partner representatives, there was less willingness in those
approached, as a result only three tumour groups were represented (breast,
gynaecological and head and neck). It was quickly realised that those recruited would not
be free to meet as a group when required and HPs would prefer to meet to discuss only
issues relevant to their discipline or tumour group. Previous PBA healthcare interventions
have used various models for involving PPI contributors, with numbers ranging from 4 to
30 people. In addition, contributions to PPl have included individuals being involved
throughout studies and others, selecting specific parts of a study to which they would
contribute (Muller et al. 2019; Rai et al. 2021). This study has added to these approaches,
suggesting proposed value in applying an alternate asynchronous approach to PPI
involvement which to date has not been published for PBA methodology. Asynchronous
approaches have been used in more recent forms of co-production (Sorrentino et al.
2018). In the current study, such an approach made it possible to involve a larger PPI
representation, with members involved throughout intervention adaptation, testing and
evaluation, maximising input in line with each person’s specific expertise. This strategy
provided support to the key co-production principles of diversity and accessibility by
facilitating group meetings with those who could attend and individual meetings, emails,
or postal communication approaches with others, as preferred. Careful use of

participants’ time meant that HPs, patients and partners were able to avoid attendance
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at meetings where the discussion was not related to their area of expertise. The
involvement of the expert group in the planning and producing of the MSW: CC eLearning
resource has recognised and realised the vital contribution that HPs, patients and partners

can make to improving healthcare interventions.

6.2.4 Rapport with potential participants can enhance study recruitment.

The contrast in recruitment approaches between the MSW: PC eLearning resource study
and the current study illuminated potential value in building rapport with future
participants. Rapport with potential participants has been reported in the literature as a
key strategy to facilitating better recruitment (Felsen et al. 2010). The evaluation of the
MSW: PC eLearning resource took place prior to the COVID-19 pandemic at a time when
people were permitted to meet in groups, alongside unrestricted access for researchers
to meet in-person with healthcare teams. As such the MSW: PC team, with leverage
support from Prostate Cancer UK, introduced the MSW: PC eLearning resource at a series
of high-profile events including a Urology Specialist Nursing Education Forum,
Birmingham, UK, two Institute of Psychosexual Medicine in Newry, Northern Ireland (NI)
and London, UK and to an Oncology Specialist Nursing conference held at Queen’s
University, Belfast, NI. This was in addition to smaller presentations to local teams in
HSCTs in NI. These events provided opportunities for potential participants to hear
directly from the expert researchers, who provided detail on the intervention,
participation expectations and benefits, an outline of time commitment and addressed
any barriers raised in real time. It could be argued, however, that as this information is
clearly presented on the PIS, this effort is a potentially unnecessary cost. Irrespective of
the evaluation study design being set up with a detailed online PIS, on two occasions
participants sought out dialogue with the researcher. These two recruitment related

enquiries, out of a potential 160 who registered to participate during the study period,
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was in stark contrast to the many conversations to clarify research expectations with each
participant during the Phase 2 TA interview recruitment period. Phase 2 used a similar,
detailed PIS. Specifically, the dialogue for Phase 2 often sought to alleviate participant
concerns about their contribution to the study and restating the expected time
commitment. Furthermore, some participants required reminders to attend TA
interviews, or wished for the researcher to confirm arrival at location ahead of their TA
interview (see excerpt from reflective diary - Appendix 12). Salvy et al. (2020) compared
the effectiveness of virtual and in-person recruitment methods to a self-management
clinical trial and found that in-person recruitment was overall the most cost-effective
strategy. However, once recruited, in-person approaches often do not yield any
difference to study completion rates (Salvy et al. 2020). However, it is possible that in-
person approaches to recruitment could have increased rapport with potential

participants and reduced the data collection timeframe.

6.2.5 Good project management is key to maximising the success of the intervention

development.

The research team’s previous experience working with the LMS provider proved
advantageous to the cost and timeframe of the study. Primarily, this saved construction
time as much of the layout, colour scheme, images and functionality could transfer to the
new resource. Prior experiences ensured that the MSW: PC eLearning resource research
team members and LMS developers had clear and established methods of communication

relating to timeframe, change iterations and project sign-off.

Aligned with PBA, user testing was an integral part of the optimisation process of the
MSW: CC elLearning resource. This required a flexible timeframe, agreed in advance,

between intervention build and final LMS modifications to facilitate data collection and
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the application of iterative modifications. Despite previous experience gleaned from
team members who developed the MSW: PC eLearning resource, there remained several
challenges. These challenges primarily centred on required modifications, arising from the
data generated from the TA interviews that were perceived as more expensive and
outside the agreed budget. For example, the LMS developers considered communication
to explore the resolution of navigational difficulties during test cycles as an unreasonable
expectation and not part of the agreed service package. Nonetheless, the researcher was
able to explore a suitable modification with participants to address the identified
problem. The LMS developers were subsequently able to implement the modification as
per agreed work package timeframe. As noted earlier (Chapter 5, Section 5.5.1, pp.226-
227) the quality of usage analytics presented another challenge. The research team
however had to concede that it was not possible to address the usage analytics issues at
this stage as this was beyond the original scope and would have a major impact on both
project cost and timeframe. This was a key learning point for the research team. It had
been assumed that the reliable and detailed usage analytics provided by platforms such
as Lifeguide (Williams et al. 2010), which the research team based initial conversations
with the current LMS provider upon, would be available through the Moodle, but this was
not the case. The research team and LMS developers, in fact, through the planning for
the build, had each been talking about two quite different system outputs. It could have
been advantageous to have co-opted an expert in LMS systems onto the research team,
enhancing a shared understanding of both the system and the research project (Bond
2017) or if the LMS provider had been clearer with the research team in terms of available

usage analytics.

Hence, project success has two key components: managing the project and managing the

client (Pinto and Slevin 1988). Therefore, project management is a key element of project
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success (Han et al. 2012). There were two project management perspectives at play in
this study, the LMS developer perspective who were seeking to keep their agreed project
within time, cost and delivery of a quality product; and that of the research team who
were also prioritising these elements to ensure end user acceptability of the intervention.
To enhance project success, building rapport as part of good project management can
improve performance and reduce costs. This can include no-blame culture, joint working,
communication, problem solving and continuous improvement (Meng 2012).
Furthermore, the researcher reflected on the how communicating the shared goal and
vision of the intervention to the LMS team is crucial to ensure the sign-off of a high-quality
resource and related usage data. This resonates with a large body of literature,
demonstrating the importance of a clear strategic vision, total alignment to vision and
goals and good communication to project success (Shenhar and Holzman 2017). This
study found the key to both a good working relationship with the LMS developer and the
production of a high-quality resource for HPs working in cancer care were dependent on
four points. These were (1) clear communication of the prototype build expectation for
each section of content of the eLearning resource, (2) the research team working within
the confines of the agreement with LMS developers, (3) the research team conveying the
meaning of the project to end users and (4) the research team being prepared to concede
on usage data requirements when it was realised that expectations would move outside

the timeframe for the study.

6.2.6 Quality of feedback can moderate for a small sample size in the PBA’s optimisation

phase.

The findings from the evaluation phase confirmed support for the timepoint at which
recruitment ceased in the optimisation phase (Phase 2, Chapter 4). The estimated sample

size presented for ethical approval for the optimisation phase (n=20) was a pragmatic
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decision, based on the extensive experience of the research team and their perceptions
of the quality of the prototype being presented to HPs for testing. It could be contested
that this sample size was unrealistic, given the range of tumour groups and HP disciplines
identified as end-users of the intervention. A prioriresearch protocols for ethical approval
necessitate researchers to detail the number of expected participants in a proposed study
yet determining such a number is very dependent on the researcher’s assurances of the
quality of data that will be generated (Braun and Clarke 2021). Sim et al. (2018) have
recommended that researchers should provide a provisional range of participants that
could potentially generate adequate data to tell a rich, complex and multi-faceted story
about the phenomenon of interest. Arguably, it could be suggested that to claim validity
of findings, a study must claim data saturation, but given the reflexive nature of thematic
analysis, there is always a potential for further participant viewpoints and the researcher’s
interpretation of data to generate further codes if not themes (Braun and Clarke 2021).
It is, therefore, important for researchers to articulate with clarity the basis for these
decisions. As noted, the primary objective for the data collected at this point in the study
was to refine the MSW: CC eLearning resource, which generated relatively concrete data
upon which to base decision making (Braun and Clarke 2021). The decision to stop
collecting data was based upon no further identification of major modifications, that is,
modifications which would be important to address behavioural issues. The original
estimate appears to have been appropriate, with the diverse range of participants
providing high quality interview feedback, which allowed important changes to be
actualised after test cycle 1 and 2 and minor changes only in test cycle 3. Analysis of the
feedback of HPs’ views of the eLearning resource, provided support for this decision, with
themes illuminating the MSW: CC elearning resource as having engaging features, the
potential to equip and empower HPs with information which is relevant and acceptable
for practice. Furthermore, the analysis of Phase 3, evaluation data, provided support for

this decision, as it confirmed that many participants reported that no further
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improvements were required and the few improvements suggested were minor in nature.
The clear communication of the rationale for ceasing data collection and providing
evidence to support the appropriateness of this decision, has provided readers of this

thesis with helpful detail upon which to objectively verify the validity of findings.

The quality of the feedback and thereby the adequacy of the sample size was further
influenced by a pragmatic decision made during test cycle 2, when it was discovered that
most participants were missing large and integral sections of content due to a lack of
navigational tools. When this was evident, deliberation was given as to redirecting
participants attention to the missed content during the TA interviews or to allow the
participant to continue, obtaining a sense of how HPs would use the resource in the real
world. Atthe study outset, the researcher anticipated the use of minimal prompts. These
would be to remind the participant to keep talking, given that some people find the task
of thinking aloud more challenging than others (Ericsson and Simon 1980); and to clarify
participant comments, to provide a clear rationale upon which to base modifications.
However, the unexpected navigational difficulties in test cycle 2 meant that without
taking action to redirect participants, feedback on parts of the content would be
compromised and would necessitate further participant interviews. A decision was taken
to utilise prompts during TA interviews, thus redirecting participants, which reduced the
number of test cycles required in the study. Itis important to note that this more flexible
approach to TA interviews is not without controversy. Despite some (Rubin and Chisnell
2008) advocating the use of prompts, to seek explanations and additional details from
participants, others fear that by altering participants’ interaction with a task during
thinking aloud there is a risk of compromising validity of data pertaining to the usability
of the intervention (Hertzum et al. 2009). Earlier seminal work on TA (Ericsson and Simon

1993) concluded that it is wiser, safer and cheaper to follow Ericsson and Simon’s (1993)
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classical approach. However, if researchers are considering an alternate method, they
should weigh up the pros and cons of choosing a TA method, clearly articulate the
approach adopted and if interrupting participants, should allow additional time for the
task (Alhadreti and Mayhew 2017). This current study argues that the flexible approach
to TA data collection was justified as it maximised the quality of feedback and reduced
the recruitment demand to the study, thereby optimising study timeframe and reducing

unnecessary cost to HSCTs.

6.2.7 Investing in optimisation phase can promote effectiveness of intervention.

The third phase of the PBA, intervention evaluation, provided evidence for the ‘ecological
validity’ of the findings from the TA interviews during the optimisation phase. Previous
studies have identified the need to attend to the ecological validity of a study, to ensure
that findings are meaningful and applicable for their intended settings (Kent et al. 2018).
However, the term ecological validity is shrouded in both conceptual and methodological
confusion (Hollerman et al. 2020). For this study, ecological validity is defined as research
that resembles “the situation and task demands that are characteristic of the real-world
rather than rely on artificial laboratory settings and tasks so that results will generalise to
the real-world” (Ashcraft and Radvansky 2009 p.511). This definition differs to that of
external validity, which is assessing whether data collected under one set of conditions
with one group of participants can also be generalised to other people, tasks and
situations (Campbell 1957), yet ecological validity can be conflated with generalising
across samples (Hollerman et al. 2020). Data collected during the optimisation phase,
although gathered within the cancer care setting, was generated from TA interviews in
the presence of the researcher. This, therefore, presented a somewhat artificial situation
being one “specifically designed for research” (Hoc 2001, pp.282-283). The evaluation

phase (Phase 3) used a single arm, pre-test post-test survey design with HPs who provided
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routine cancer care. Each HP had autonomy regarding participation, with freedom to
choose the time and space to engage with the resource between November 2020 and
April 2021 and being able to choose to exit the study prior to completing the second
survey. Participation on eLearning courses (Sinclair et al. 2017) and completion of surveys
are somewhat commonplace within the clinical context. Despite these elements being
viewed as a natural condition in participants’ routine environment, one could equally
argue that an artificial condition was simultaneously introduced, given that the topic of
sexual support is not one regularly discussed in cancer care settings (Reese et al. 2017b).
Nevertheless, the positive evaluation findings from HPs’ pre-test and post-test surveys
concurred with positive findings on acceptability and usability identified during the
optimisation process. These findings lend support for the MSW: CC eLearning resource’s
ecological validity. It is possible however, that participants through both phases of the
study lacked contextual representativeness, which could impact on the generalisability of

findings beyond the sample. This issue is discussed in the next section.

6.3 Study limitations

There were two key study limitations, which are now discussed relating to sampling and

usage data generation.

6.3.1 Sampling

The study sample, across all phases, was evidently diverse in terms of HPs’ roles and
tumour groups. This supports the conclusion that the resource is suited for use by HPs
across cancer care. Nonetheless, it is important to acknowledge the potential for inherent
bias when reflecting on sampling. For example, the study is likely to have attracted HPs
who were more positive and motivated about the integration of sexual support into

cancer care and were more likely to engage in the provision of sexual support. This may
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have overestimated the ability of the eLearning resource to impact HPs’ attitudes and
beliefs relating to the provision of sexual support in cancer care. Many of the participants
in Phase 2 and Phase 3 were from a nursing background. A greater variation of
participating HPs could have provided feedback, which would have further enhanced the
eLearning resource’s relevance for the diverse cancer care workforce. Furthermore, all
members of the expert group and Phase 2 participants were Caucasian, potentially
limiting the insight into challenges and sexual advice requirements of minority ethnic
groups. Also, most of those involved in the development of the MSW: CC elLearning
resource were female, however, given that the MSW: PC elearning resource was
developed with input from many men, the sample for this study may have provided a
balance. Specifically, the purposeful sample in Phase 2 did not include HPs from primary
care. HPsin primary care provide ongoing holistic care to patients during and beyond the
cancer diagnostic and treatment phases, when many sexual concerns may present or
indeed at a time when patients and partners are ready to receive support (Sisler et al.
2012). Organisation of follow-up care between healthcare providers is complex and
variable and the interface challenges between primary and secondary cancer care well-
documented (Dahlhaus et al. 2014; Sampson et al. 2015). There have been repeated calls
from both providers for improved communication to better inform care. Assuch, primary
care input could have added further perspective to the qualitative findings, enhancing or
raising important considerations regarding referral sources for patients who have
completed treatment. That said, it is possible that participants in Phase 3 included
representation from primary care, as demographic data did not distinguish whether the
nurse or doctor was from primary or secondary care. The acceptability, usability and
effectiveness of the MSW: CC elLearning resource for HPs providing sexual support to

cancer patients in primary care should be explored in subsequent studies.
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6.3.2 Usage data generation

The lack of meaningful usage data obtained from data analytics limits the objective
understanding of how participants used and engaged with different aspects of the
intervention (Kazanidis et al. 2016). Future investigations determining how the
intervention is used will need to rely on qualitative or self-reported quantitative feedback
from users, which could be subject to bias due to participant recall problems or social
desirability responding. Retrospective reports of how participants used a resource tend
to have limitations, due to participants producing rather vague and generic insights
(Cotton and Gresty 2008). A potential way to overcome this could be asking participants
to make brief notes as they progress through the resource recording, for example, the
elements of the resource they spent more time on, the videos viewed, resources
downloaded and highlights. As noted earlier, gaining retrospective feedback could be at
risk of social desirability bias, that is, where participants inflate their participation to
appear to have used to the resource according to their perception of the developer’s
intention. A review of 14,275 studies established that only 0.2% (n=31) of studies used a
social desirability scale to detect, minimise and correct for this potential methodological
flaw (Van de Mortel 2008). Of these 31 studies, 43% found that social desirability
influenced the responses provided. Authors therefore recommended that future
research pertaining to socially sensitive subject matters should consider the impact of
social desirability responses, influencing the validity of their research. To mitigate against
this, a social desirability scale could be included to detect and control for bias (Van de

Mortel 2008).
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This study has made tangible contributions to knowledge through the presentation of

findings at conferences within NI, the UK and internationally and planned peer-reviewed

publications (see Table 22 and 23).

Table 22: Presentations related to MSW: CC elLearning resource

Date Conference title Type of Presentation Title
Presentation
April 2019 | Ulster University | Poster Sexual wellbeing: online resources
Festival of to support healthcare professionals
Research in cancer care.
May 2019 Uu/QUB Annual Poster Sexual wellbeing: online resources
Doctoral to support healthcare professionals
Collaborative in cancer care.
Conference
May 2019 Cancer Care Oral Improving patient sexual wellbeing
Research Group in cancer care.
PBA Workshop
April 2021 | RCN Education Poster Adapting, developing and testing an
Forum elearning resource for healthcare
professionals to enhance the
provision of sexual support in cancer
care.
April 2021 | Scientific Audible Adapting, developing and testing an
Network on poster elLearning resource for healthcare
Female Sexual professionals to enhance the
Health and provision of sexual support in cancer
Cancer care, including common female
cancers.
June 2021 Multinational Oral Talking about sex after cancer:
Association of adapting and testing an eLearning
Supportive resource to enhance the provision of
Cancer Care sexual support in cancer care.
Annual Meeting
June 2021 Ulster University | Oral The elephant in the room: Talking
3MT Final about sex after cancer.
https://www.yout
ube.com/watch?v
=nrIVKkVW2e4k&f
eature=youtu.be
November | UKONS Caring Oral and ‘Talking about sex after cancer’:
2021 Connections Poster Evaluation of an elLearning resource
Conference to enhance the provision of
healthcare professional-led sexual
support in cancer care.
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Table 23: Planned peer-reviewed publications related to the MSW: CC elearning
resource

Progress Journal Article title

Submitted to Supportive Care in | Adapting and usability testing of an

journal for peer Cancer elearning resource to enhance healthcare

review professional provision of sexual support
across cancer care

Initial draft being Psycho-Oncology Enhancing healthcare professional-led

reviewed by co- sexual support in cancer care:

authors Acceptability, usability and preliminary
outcomes of an eLearning resource.

Other specific contributions of this study to knowledge are now outlined. First, this study
has successfully adapted the MSW: PC elearning resource to create the MSW: CC
eLearning resource for HPs working with mixed cancer populations, to enhance the
provision of sexual support to patients with cancer and partners. To the best of the
researcher’s knowledge, this is the first intervention of its kind, providing accessible
education and supportive resources to HPs working across cancer care. The MSW: CC
elearning resource has demonstrated potential capability at reducing the attitudinal
barriers impacting the provision of sexual support in cancer care. Furthermore, HPs have
identified the MSW: CC eLearning resource as not only an acceptable and usable resource,
but an engaging, informative and much needed intervention to support HPs working
routinely in cancer care. The elearning resource has been widely promoted by the
researcher, but also by expert academics and leading practitioners in the field through
presentations at national and international meetings and use of social media which
targeted international networks. These networks have included the European Oncology
Nursing Society (EONS), the European Society of Gynaecological Oncology, the
International Psycho-Oncology Society (IPOS) and the Scientific Network on Female Sexual
Health and Cancer. As a result, Google Analytics has identified the resource as being
accessed in over 30 countries. Furthermore, United Kingdom Oncology Nursing Society

(UKONS), in July 2021 agreed to provide a direct link from their new sexual health and
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wellbeing webpages (UKONS 2021) to the MSW: CC elearning resource. Further

dissemination opportunities are being explored.

Second, this study has validated previous findings that it is possible to successfully adapt
existing interventions for use with a different population and identified the PBA as
offering a suitable step-by-step approach to ensure that the intervention is meaningful,
engaging, acceptable, usable and effective in the new context. This finding can provide
both a rationale for exploring the potential of adapting existing effective interventions for
new contexts and provide future researchers with a systematic and iterative approach to

the optimisation and evaluation processes.

Third, this study has identified important lessons learned when combining a LMS company
and research agenda around usage data generation. As the study progressed, the
differences in understanding became more apparent, however due to cost and time, it
was not possible to address all the variances to meet the researcher’s agenda. Therefore,
this study has identified learning for future researchers seeking to develop and evaluate
interventions using Moodle outputs. First, it could be advantageous for the research
team to include a member with specific knowledge of both the study outputs and
capabilities of LMS systems. This may identify problems early in the project planning and
costing stage with LMS developers and facilitate clearer communication. Second, it is
important to establish what the Moodle constitutes as a view. To facilitate this, it may be
more advantageous to build the intervention on different pages or use section breaks to
facilitate a more objective count of what content was viewed. Third, it could be useful to
position videos on an external site, for example, You Tube and create links to these from
the resource. This would allow researchers to identify more easily how often videos were

accessed. Finally, the researcher should ensure LMS developers make provision for an
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objective count of external links that have been accessed and the resources downloaded.
These actions could ensure the researcher would have access to objective data that could
be used to understand more clearly how the intervention might work. Alternatively,
researcher may wish to avail of the Lifeguide open-source software platform advocated
by Yardley et al. (2015b). Albeit this could improve insight into how the intervention was
used, it may increase the time required for the study to allow the researcher to learn to

use the platform and build and modify the intervention.

Lastly, this study’s review of the literature identified a wide range of sexual challenges
faced by patients and partners across cancer care which could be presented in a
structured way for HPs to access relevant information to support patients and partners.
In pursuit of an understanding of the sexual challenges after cancer, the researcher
identified further literature which attested to a similar problem across chronic conditions.
Using the MSW: CC eLearning resource as a starting point, researchers could adapt this

resource for use by HPs supporting patients with other chronic conditions.

6.5 Recommendations

Several policy, clinical, educational and research recommendations are now outlined.

6.5.1 Policy

Policymakers should recognise HPs’ pivotal role in the provision of routine sexual support
for cancer patients and their partners, across the cancer trajectory. The Cancer Strategy
for N1 2021-2031 released in August 2021 (DoH 2021) for consultation has recognised the
devastating physical and psychological consequences on sexuality for many people. It
points out that while the full impact of cancer on sexuality is likely to be underreported,

there is a lack of formal, coordinated services or pathways for patients and partners. The
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MSW: CC eLearning resource could support the Cancer Strategy (DoH 2021) by increasing
HPs’ awareness of the importance of such services and by guiding HPs who seek to
coordinate services and develop appropriate pathways to enhance the sexual wellbeing

of patients and partners.

There is a need to update existing cancer care guidance documents to reflect the impact
of cancer on sexuality and make recommendations for the provision of sexual support as
part of holistic care. This guidance should clearly identify the role of the HP to initiate the
sexual wellbeing conversation, assess, support and refer to suitable specialist services
when required to address biopsychosocial sexual concerns for patients and partners. To
support HPs to achieve this, guidance documents could signpost HPs to resources such as
the MSW: CC elLearning resource, to help with the implementation of sexual support into

clinical practice.

6.5.2 Educational

HPs working in cancer care have specified the need for an increased awareness of the
sexual challenges encountered by patients with cancer and their partners. HPs need to
be equipped with the information and skills to embed the provision of sexual support into
routine practice across cancer care settings. Papadopoulou et al. (2019) suggests a two-
level competency chart for nurses working in cancer care and hold the view that this
approach would be equally applicable to other HP roles across cancer care. The MSW: CC
elLearning resource could lend support to provide HPs with post-qualification entry level
training. This could be supported through the successful implementation and embedding
of the MSW: CC elLearning resource into HP training. For those already based in clinical
practice, whether that is primary or secondary care, this education could form part of

their CPD. To support the application of learning, HPs should seek out opportunities to
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develop their confidence to engage in sexual support conversations with patients and
partners. The behavioural strategies outlined in Step 3 of the MSW: CC elearning
resource could support this process. These included scenarios where HPs could engage
in role play with colleagues to practice providing sexual support or creating opportunities
to learn from colleagues’ experiences and patient feedback in clinical practice. In future,
students at pre-registration level and those post-qualifying could be signposted to this
resource in preparation for implementing sexual support as part of holistic care provision.
To support the development of skills, course directors responsible for undergraduate and
postgraduate primary and secondary care training should build in opportunity for learners
to role play and provide constructive feedback to maximise the likelihood that sexual

support will be provided when in clinical practice.

6.5.3 Clinical

The MSW: CC eLearning resource could support the implementation of a tiered model of
sexual care provision as suggested by Duimering et al. (2020), which would address the
need for coordinated services as highlighted by the Cancer Strategy for NI (DoH 2021).
Sexual support at the lower tiers would provide patients with general information on
sexual challenges and would have HPs trained to address sexual concerns during routine
clinical care, which could sufficiently address sexual challenges for most patients.
Engagement, the first component of the MSW: CC elearning resource EASSI
communication framework (McCaughan et al. 2020) seeks to standardise the routine
clinical provision of sexual support in cancer care. The embedding of this approach within
practice could address the evident clinical bias influencing who receives sexual support,
for example, HPs avoiding the provision of sexual support to older, LGB & T and single
people. For patients with more persistent and complex concerns, the higher-tiered, more

specialist services could provide necessary support.
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Work is required in localities to identify specific referral pathways and services within NI
HSC organisations to support HPs with the signposting element. First, there is a need to
establish which pathways already exist and can be accessed by patients within the
organisation. Pathways should be promoted to ensure HPs across cancer care are aware
of what services they provide, which patients can be referred and the preferred
mechanism of referral. Second, gaps in sexual support service provision need to be
identified. Upon identification of gaps, important consideration needs to be given to
which providers or potential collaborations are best positioned to effectively address the
gap, alongside identification of funding to enable adequate service provision. As funding
streams are changeable, existing services may undergo change, for example moving from
a local service to a regional service. Such changes could raise significant access problems
for patients and partners; services need to be carefully monitored to ensure patients’

needs are met and that HPs are kept fully abreast of changing services provision.

Alongside addressing policy issues, training needs, communication models and referral
pathways there is a need to address system-level challenges. The provision of sexual
support in cancer care needs to be normalised by organisations from the top-down to
avoid HPs feeling that the provision of sexual support is not deemed appropriate by other
colleagues. In addition, consideration should be given to the layout of the healthcare
environment, seeking opportunities to address the lack of privacy which prevents the

provision of sexual support.

6.5.4 Research

The research findings have illuminated the MSW: CC elLearning resource’s potential to
reduce the HP’s attitudinal barriers to the provision of sexual support in cancer care.

Future evaluation needs to determine how the intervention works. To this end a
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qualitative study has been planned to explore HPs experiences of using the elLearning
resource which could inform future implementation of the resource into practice.
Qualitative research should consider an analysis of the variance of HP perceptions of the
MSW: CC elearning resource across the tumour groups to identify problem areas that
could be addressed during implementation. It would be helpful to further explore the
lack of change to HPs levels of discomfort and ascertain what may help to address this
aspect further. On this point, it may be useful to investigate the relevant question on the
SABS scale to ascertain if the way the question is posed was problematic. It would also
be prudent to ascertain primary care HPs perceptions of the MSW: CC eLearning resource,

as they have been underrepresented in the development of the resource.

Following an exploration of how the intervention works, it will be important to establish
the effectiveness of the intervention through a randomised controlled study. This could
determine the impact of the e-learning resource on HPs’ attitudes and beliefs and self-
efficacy, which have been theorised as key to increasing the likelihood of sexual support
being provided and enhancing patient sexual wellbeing outcomes. Furthermore, a
qualitative study could explore the impact of the MSW: CC eLearning resource at baseline
and at subsequent timepoints utilising an objective analyse of clinical charts or audio from
patient-clinician dialogue (Reese et al. 2019b) to explore the relationship between

provision of sexual support and engagement with the MSW: CC eLearning resource.

Sexual support interventions in the field of cancer care are very much in their infancy,
with a great variety in design and approach to content and evaluation and require more
robust testing to determine what design, content, duration of intervention will have the
optimal impact on enhancing the provision of sexual support in cancer care. Future study

should also determine the optimal implementation method of the MSW: CC eLearning
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resource which will maximise the provision of sexual support across cancer care. To this
end, a second study has been planned. This study will compare the impact of HPs’
attitudes and beliefs related to the provision of sexual support and explore levels of
confidence to provide sexual support following either use of the eLearning resource alone
or use of the eLearning resource accompanied with participation in roleplay workshop to
practice providing brief sexual support. This will illuminate important considerations for

the implementation of MSW: CC eLearning resource into healthcare settings.

The MSW: CC elLearning resource like the MSW: PC eLearning resource utilised a range of
behaviour change techniques such as information about health consequences, instruction
on how to perform behaviour and demonstration of the behaviour. To inform future
adaptations of the intervention there is a need to accurately describe the ‘active
ingredients’ of the intervention, detailing how the content and activities link with
behavioural change techniques identified and defined by the behavioural change

technique taxonomy v.1 (Michie et al. 2015).

The slow recruitment to the study has indicated that recruitment for future research with
the MSW: CC elearning resource should consider methods to maximise recruitment
uptake. The CPD certificate, as an incentive for completion of eLearning resource and the
two surveys, had a limited motivating factor to enhance recruitment; further
complementary strategies to reduce attrition would be warranted. In future, it is
recommended that the researcher seeks ways to maximise the visibility of the study,
overcoming the restricted access to healthcare teams either virtually or in-person. It
could be advantageous to maximise on existing collaborative partnerships through
research team members and local collaborators in Trusts. Second, effort should be made

to understand and reduce attrition between timepoints. It may be useful to compare
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characteristics of those who completed both surveys to those who did not and contact
HPs who did not participate on the final survey to explore potential barriers. Additionally,
future study should include the use of reminder emails to participants between

timepoints to promote participation.

Finally, given that HP-led provision of sexual support for other chronic conditions is also
problematic, with HPs reporting similar barriers preventing the routine provision of sexual
support, the MSW: CC elLearning resource could be successfully adapted to support HPs

working in these contexts.

6.6 Future direction

Recently there has been a growing body of work implementing sexual support
interventions into hospital settings (Duimering et al. 2020; Walker et al. 2021a; Nisbet et
al. 2021). This further identifies considerable need for sexual care across tumour groups
and a high regard for sexual support, with 100% of patients likely or extremely likely to
recommend the piloted services. Nisbet et al. (2021) developed a radiotherapist-led
intervention to address specific challenges patients encountered after radiotherapy for
cancer treatment. The authors reported that to improve this intervention, it was essential
that adequate training was provided for all cancer care HPs to ensure sexual issues are
addressed. A further quality improvement study reported congestion problems within a
tiered model of sexual care initiative with patients experiencing unnecessary waiting
times (Duimering et al. 2020). This study concluded with similar recommendations; all
cancer care HPs required training to provide sexual support (Duimering et al. 2020). The
MSW: CC eLearning resource has the potential to offer healthcare organisations a cost-

effective approach to upskilling HPs to deliver sexual support across cancer care, allowing
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funds to be concentrated on development of specialist services for patients and partners

with complex sexual support issues.

This PhD researcher embarked upon this study to offer more to the Sexual Health
Promotion strategy. This strategy sought “to improve, protect and promote the sexual
health and wellbeing of the population in Northern Ireland” (DHSSPS 2008), although its
related actions stopped short of recognising the sexual challenges for those living with a
chronic condition. In preparation for a return to employment at NHSCT and seeking to
move this research into meaningful action, the PhD Researcher has submitted a pilot
project proposal to the NHSCT, to advance a tiered model of sexual care. Informed by
Duimering et al. (2020) it seeks to utilise the MSW: CC eLearning resource to support HPs
to provide sexual support as part of the first tier of the model. This proposal is provided
in Appendix 15. If adopted, it is the intention that work from this proposal would
continue to be aligned to the UU Cancer Care Research Group’s programme of work to

ensure high quality research outputs to inform policy and practice.
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6.7 Conclusions

Patients and partners face enduring and difficult sexual challenges after a cancer diagnosis
and treatment. Many patients and partners wish for HPs to provide sexual support across
the treatment trajectory, with HPs often avoiding addressing sexual concerns due to
personal discomfort, a lack of awareness of the sexual challenges faced, strategies to help
patients and partners cope, alongside a lack of resources and referral pathways. This
study sought to address this gap by adapting an elLearning resource which had been
developed to enhance the provision of HP-led sexual support in prostate cancer care. This
resource was optimised, then evaluated to determine its effectiveness and utility for HPs
working across cancer care. It is the researcher’s experience that theory and evidence-
based effective interventions developed for one population can be successfully adapted
for another population. Key to the adaptation success was the iterative and asynchronous
involvement of expert group members as part of the PBA process, whose contributions
maximised the quality of the prototype ahead of optimisation with study participants.
Project success was in part attributed to good working relationships with LMS developers,
maximised through conveying the meaning of the intervention to HPs and patients, clear
communication, flexibility and working within confines of agreements. This study has
provided a widely accessible foundational level eLearning resource for HPs working with
patients and partners from mixed tumour groups, which has been deemed as acceptable,
usable, informative, engaging and relevant by a diverse range of HP roles. This resource,

available at http://talkingaboutsex-cancercare.org, can help to meet global healthcare

guidelines that stipulate the provision of biopsychosocial sexual care across the treatment

trajectory as part of holistic cancer care.



267

REFERENCES

Abbott-Anderson, K. and Kwekkeboom, K.L. (2012) A systematic review of sexual concerns
reported by gynecological cancer survivors. Gynecologic Oncology, 124(3), 477-
489.

Abbott-Anderson, K., Young, P.K. and Eggenberger, S.K. (2019) Adjusting to sex and
intimacy: Gynecological cancer survivors share about their partner
relationships. Journal of Women & Aging, 32(3), 329-348.

Abraham, C. and Michie, S. (2008) A taxonomy of behavior change techniques used in
interventions. Health Psychology, 27(3), 379-387.

Acharya, A.S., Prakash, A., Saxena, P. and Nigam, A. (2013) Sampling: Why and how of it.
Indian Journal of Medical Specialties, 4(2), 330-333.

Aerts, L., Christiaens, M.R., Enzlin, P., Neven, P. and Amant, F. (2014) Sexual functioning
in women after mastectomy versus breast conserving therapy for early-stage
breast cancer: a prospective controlled study. The Breast, 23(5), 629-636.

Aerts, L., Enzlin, P., Verhaeghe, J., Vergote, |. and Amant, F. (2009) Sexual and
psychological functioning in women after pelvic surgery for gynaecological
cancer. European Journal of Gynaecological Oncology, 30(6), 652-656.

Afiyanti, Y. (2017) Attitudes, belief and barriers of Indonesian oncology nurses on
providing assistance to overcome sexuality problem. Nurse Media Journal of
Nursing, 7(1), 15-23.

Afiyanti, Y., Keliat, B., Ruwaida, I., Rachmawati, I.N. and Agustini, N. (2016) Improving
quality of life on cancer patient by implementation of psychosexual health care.
Jurnal Ners, 11(1), 7-16.

Aguiar Frias, A.M., Soto-Fernandez, |., Mota de Sousa, L.M., Gémez-Cantarino, S., Ferreira
Barros, M.D.L., Bocos-Reglero, M.J., Aaberg, V., Caldeira, E. and Sim-Sim, M.
(2021) Sexuality Attitudes and Beliefs Survey (SABS): Validation of the
Instrument for the Spanish Nursing Students. Healthcare, 9(3), 294.
doi.org/10.3390/healthcare9030294

Ainsworth, B., Steele, M., Stuart, B., Joseph, J., Miller, S., Morrison, L., Little, P. and
Yardley, L. (2017) Using an analysis of behavior change to inform effective digital
intervention design: how did the PRIMIT website change hand hygiene behavior
across 8993 users? Annals of Behavioral Medicine, 51(3), 423-431.

Aizer, A.A., Chen, M.H., McCarthy, E.P., Mendu, M.L., Koo, S., Wilhite, T.J., Graham, P.L.,
Choueiri, T.K., Hoffman, K.E., Martin, N.E. and Hu, J.C. (2013) Marital status and
survival in patients with cancer. Journal of Clinical Oncology, 31(31), 3869-3876.

Ajzen, |. (1985) From intentions to actions: A theory of planned behavior. In: Kuhl, J. and
Beckmann, J. eds. Action Control. Berlin, Heidelberg: Springer, 11-39.

Akkuzu, G. and Ayhan, A. (2013) Sexual functions of Turkish women with gynecologic
cancer during the chemotherapy process. Asian Pacific Journal of Cancer
Prevention, 14(6), 3561-3564.

Albers, E. (2015) Usability of the Think Aloud Method: link between verbalizing and a
second language (Bachelor's thesis, University of Twente). Available at:
https://essay.utwente.nl/67521/1/ALBERS BA MB.pdf [Accessed 20
September 2021].

Albers, L.F., Haj Mohammad, S.F., Husson, O., Putter, H., Pelger, R.C., Elzevier, H.W. and
Manten-Horst, E. (2020a) Exploring communication about intimacy and
sexuality: what are the preferences of adolescents and young adults with cancer
and their health care professionals? Journal of Adolescent and Young Adult
Oncology, 9(2), 222-238.

Albers, L.F., van Belzen, M.A,, van Batenburg, C., Engelen, V., Putter, H., Pelger, R.C. and
Elzevier, H.W. (2020b) Discussing sexuality in cancer care: towards personalized




268

information for cancer patients and survivors. Supportive Care in Cancer, 28(9),
4227-4233.

Albers, L.F., Van Ek, G.F., Krouwel, E.M., Oosterkamp-Borgelink, C.M., Liefers, G.J., Den
Ouden, M.E.M., Den Oudsten, B.L., Krol-Warmerdam, E.E.M., Guicherit, O.R.,
Linthorst-Niers, E. and Putter, H. (2020c) Sexual health needs: How do breast
cancer patients and their partners want information? Journal of Sex & Marital
Therapy, 46(3), 205-226.

Alessi, E.J. and Martin, J.I. (2010) Conducting an internet-based survey: Benefits, pitfalls
and lessons learned. Social Work Research, 34(2), 122-128.

Alhadreti, O. (2021) Comparing Two Methods of Usability Testing in Saudi Arabia:
Concurrent Think-Aloud vs. Co-Discovery. International Journal of Human—
Computer Interaction, 37(2), 118-130.

Alhadreti, O. and Mayhew, P. (2017) To intervene or not to intervene: an investigation of
three think-aloud protocols in usability testing. Journal of Usability Studies,
12(3), 111-132.

Allen, D, Cree, L., Dawson, P., El Naggar, S., Gibbons, B., Gibson, J., Gill, L., Gwernan-Jones,
R., Hobson-Merrett, C., Jones, B. and Khan, H. (2020) Exploring patient and
public involvement (PPI) and co-production approaches in mental health
research: learning from the PARTNERS2 research programme. Research
Involvement and Engagement. 6(1), 1-11.

Almont, T., Bouhnik, A.D., Charif, A.B., Bendiane, M.K., Couteau, C., Manceau, C., Mancini,
J. and Huyghe, E. (2019a) Sexual health problems and discussion in colorectal
cancer patients two years after diagnosis: A National Cross-Sectional Study. The
Journal of Sexual Medicine, 16(1), 96-110.

Almont, T., Farsi, F., Krakowski, I., El Osta, R., Bondil, P. and Huyghe, E. (2019b) Sexual
health in cancer: the results of a survey exploring practices, attitudes,
knowledge, communication and professional interactions in oncology
healthcare providers. Supportive Care in Cancer, 27(3), 887-894.

Alvin, M.D., George, E., Deng, F., Warhadpande, S. and Lee, S.I. (2020) The impact of
COVID-19 on radiology trainees. Radiology, 296(2), E119-E120.
doi.org/10.1148/radiol.2020201222

American Cancer Society (2020) Available at:
https://www.cancer.org/search.html?g=sexuality [Accessed 3 September 2019]

Andersen, B.L. (1990) How cancer affects sexual functioning. Oncology, 4(6), 81-88.

Annon, J.S. (1976) The PLISSIT model: A proposed conceptual scheme for the behavioral
treatment of sexual problems. Journal of Sex Education and Therapy, 2(1), 1-15.

Annon, J.S., (1981) PLISSIT therapy. In: Corsini, R. J. ed. Handbook of Innovative
Psychotherapies. New York: Wiley, 626—639.

Anserini, P., Chiodi, S., Spinelli, S., Costa, M., Conte, N., Copello, F. and Bacigalupo, A.
(2002) Semen analysis following allogeneic bone marrow transplantation.
Additional data for evidence-based counselling. Bone Marrow Transplantation,
30(7), 447-451.

Anthierens, S., Tonkin-Crine, S., Cals, J. W., Coenen, S., Yardley, L., Brookes-Howell, L.,
Fernandez-Vandellos, P., Krawczyk, J., Godycki-Cwirko, M., Llor, C., Butler, C.C,,
Verheij, T., Goossens, H., Little, P. and Francis, N. A. (2014) Clinicians' views and
experiences of interventions to enhance the quality of antibiotic prescribing for
acute respiratory tract infections. General Journal of Internal Medicine, 1-9.

Aptecar, L., Fiteni, F., Jarlier, M., Delaine, S., Guillerme, V., Jacot, W. and D’Hondt, V.
(2021) "Prospective evaluation of sexual health in breast cancer women during
the first year of adjuvant hormonal treatment using a cancer patient's dedicated
guestionnaire: A glaring gap of communication between health professionals
and patients." Breast Cancer Research and Treatment, 186(3), 705-713.



269

Arndt, V., Koch-Gallenkamp, L., Jansen, L., Bertram, H., Eberle, A., Holleczek, B., Schmid-
Hopfner, S., Waldmann, A., Zeissig, S.R. and Brenner, H. (2017) Quality of life in
long-term and very long-term cancer survivors versus population controls in
Germany. Acta Oncologica, 56(2), 190-197.

Asadi, L., Ziaei, T., Koochak, H.E., Montazeri, A., Rezaei, E., Moghadam, Z.B. and
Shahmohammadi, L. (2018) Effect of counseling based on PLISSIT model on
sexual function of HIV-positive married women. HIV & AIDS Review.
International Journal of HIV-Related Problems, 17(3), 169-175.

Asencio, M., Blank, T., Descartes, L. and Crawford, A. (2009) The prospect of prostate
cancer: A challenge for gay men’s sexualities as they age. Sexuality Research and
Social Policy Journal of NSRC, 6(4), 38-51.

Ashcraft, M. and Radvansky, G. (2009) Cognition, 5" ed. Upper Saddle River, NJ: Pearson
Education, Inc.

Atreja, A., Mehta, N.B., Jain, A.K., Harris, C.M., Ishwaran, H., Avital, M. and Fishleder, A.J.
(2008) Satisfaction with web-based training in an integrated healthcare delivery
network: do age, education, computer skills and attitudes matter? BMC Medical
Education, 8(1), 48. doi.org/10.1186/1472-6920-8-48

Avulova, S., Zhao, Z., Lee, D., Huang, L.C., Koyama, T., Hoffman, K.E., Conwill, R.M., Wu,
X.C., Chen, V., Cooperberg, M.R. and Goodman, M. (2018) The effect of nerve
sparing status on sexual and urinary function: 3-year results from the CEASAR
study. The Journal of Urology, 199(5), 1202-1209.

Ayaz, S. and Kubilay, G. (2009) Effectiveness of the PLISSIT model for solving the sexual
problems of patients with stoma. Journal of Clinical Nursing, 18(1), 89-98.

Ayhan, H., lyigun, E., Tastan, S. and Coskun, H. (2010) Turkish version of the reliability and
validity study of the sexual attitudes and belief survey. Sexuality and Disability,
28(4), 287-296.

Badr, H., Herbert, K., Reckson, B., Rainey, H., Sallam, A. and Gupta, V. (2016) Unmet needs
and relationship challenges of head and neck cancer patients and their spouses.
Journal of Psychosocial Oncology, 34(4), 336-346.

Bae, H. and Park, H. (2016) Sexual function, depression and quality of life in patients with
cervical cancer. Supportive Care in Cancer, 24(3), 1277-1283.

Baier, R.R., McCreedy, E., Uth, R., Gifford, D.R. and Wetle, T. (2021) Nursing home leader’s
perceptions of a research partnership. Aging Clinical and Experimental Research,
1-7.

Bamidele, O., McGarvey, H., Lagan, B.M., Ali, N., Chinegwundoh, F., Parahoo, K. and
McCaughan, E. (2018) Life after prostate cancer: A systematic literature review
and thematic synthesis of the post-treatment experiences of Black African and
Black Caribbean men. European Journal of Cancer Care, 27(1), 12784.
doi.org/10.1111/ecc.12784

Bamidele, O., McGarvey, H., Lagan, B.M., Parahoo, K., Chinegwundoh MBE, F. and
McCaughan, E. (2019) “Man in the driving seat”: A grounded theory study of the
psychosocial experiences of Black African and Black Caribbean men treated for
prostate cancer and their partners. Psycho-Oncology, 28(8), 1712-1720.

Band, R., Bradbury, K., Morton, K., May, C., Michie, S., Mair, F.S., Murray, E., McManus,
R.J., Little, P. and Yardley, L. (2017) Intervention planning for a digital
intervention for self-management of hypertension: a theory-, evidence-and
person-based approach. Implementation Science, 12(1), 1-13.

Bandura, A. (1986) Social foundations of thought and action: A social cognitive theory.
Englewood Cliffs, NJ: Prentice- Hall, Inc.

Bantema-Joppe, E.J., de Bock, G.H., Woltman-van lersel, M., Busz, D.M., Ranchor, A.V.,
Langendijk, J.A., Maduro, J.H. and Van Den Heuvel, E.R. (2015) The impact of age
on changes in quality of life among breast cancer survivors treated with breast-
conserving surgery and radiotherapy. British Journal of Cancer, 112(4), 636-643.



270

Barlow, E.L., Hacker, N.F., Hussain, R. and Parmenter, G. (2014) Sexuality and body image
following treatment for early-stage vulvar cancer: a qualitative study. Journal of
Advanced Nursing, 70(8), 1856-1866.

Batioglu-Karaaltin, A., Binbay, Z., Yigit, 0. and Dénmez, Z. (2017) Evaluation of life quality,
self-confidence and sexual functions in patients with total and partial
laryngectomy. Auris Nasus Larynx, 44(2), 188-194.

Bauer, M., Haesler, E. and Fetherstonhaugh, D. (2016) Let's talk about sex: older people's
views on the recognition of sexuality and sexual health in the health-care
setting. Health Expectations, 19(6), 1237-1250.

Baumgart, J., Nilsson, K., Evers, A.S., Kallak, T.K. and Poromaa, I.S. (2013) Sexual
dysfunction in women on adjuvant endocrine therapy after breast cancer.
Menopause, 20(2), 162-168.

Baxi, S.S., Shuman, A.G., Corner, G.W., Shuk, E., Sherman, E.J., Elkin, E.B., Hay, J.L. and
Pfister, D.G. (2013) Sharing a diagnosis of HPV-related head and neck cancer:
The emotions, the confusion and what patients want to know. Head & Neck,
35(11), 1534-1541.

Beck, A.M., Robinson, J.W. and Carlson, L.E. (2013) Sexual values as the key to maintaining
satisfying sex after prostate cancer treatment: The physical pleasure—relational
intimacy model of sexual motivation. Archives of Sexual Behavior, 42(8), 1637-
1647.

Beckjord, E. and Compas, B.E. (2007) Sexual quality of life in women with newly diagnosed
breast cancer. Journal of Psychosocial Oncology, 25(2), 19-36.

Bedell, S., Manders, D., Kehoe, S., Lea, J., Miller, D., Richardson, D. and Carlson, M. (2017)
The opinions and practices of providers toward the sexual issues of cervical
cancer patients undergoing treatment. Gynecologic Oncology, 144(3), 586-591.

Begovic-Juhant, A., Chmielewski, A., lIwuagwu, S. and Chapman, L.A. (2012) Impact of body
image on depression and quality of life among women with breast cancer.
Journal of Psychosocial Oncology, 30(4), 446-460.

Benoot, C., Enzlin, P., Peremans, L. and Bilsen, J. (2018) Addressing sexual issues in
palliative care: A qualitative study on nurses’ attitudes, roles and experiences.
Journal of Advanced Nursing, 74(7), 1583-1594.

Bethel, C., Rainbow, J.G. and Dudding, K.M. (2021) Recruiting nurses via social media for
survey studies. Nursing Research, 70(3), 231-235.

Biagianti, B., Hidalgo-Mazzei, D. and Meyer, N. (2017) Developing digital interventions for
people living with serious mental illness: perspectives from three mHealth
studies. Evidence-based Mental Health, 20(4), 98-101.

Biagianti, B., Schlosser, D., Nahum, M., Woolley, J. and Vinogradov, S. (2016) Creating live
interactions to mitigate barriers (CLIMB): a mobile intervention to improve
social functioning in people with chronic psychotic disorders. Journal of Medical
Internet Research Mental Health, 3(4), e52. doi.org/10.2196/mental.6671

Bilodeau, K. and Bouchard, L. (2011) The sexuality of Quebec women with cervical cancer:
Looking for love despite radiotherapy’s trauma to their sexual body. Canadian
Oncology Nursing Journal/Revue Canadienne de soins Infirmiers en Oncologie,
21(4), 233-237.

Bisset, C.N., Carter, B., Law, J., Hewitt, J., Parmar, K. and Moug, S.J. (2020) The influence
of social media on recruitment to surgical trials. BMC Medical Research
Methodology, 20(1), 1-10.

Bitzer, J. and Hahn, D. (2017) Breast Cancer and Sexuality. In Reisman, Y. and Gianotten,
W. ed. Cancer, Intimacy and Sexuality, Switzerland: Springer, 109-120.
Blandford, A., Gibbs, J., Newhouse, N., Perski, O., Singh, A. and Murray, E. (2018) Seven
lessons for interdisciplinary research on interactive digital health interventions.

Digital Health, 4, 2055207618770325. doi.org/10.1177/2055207618770325



271

Bober, S.L. and Varela, V.S. (2012) Sexuality in adult cancer survivors: challenges and
intervention. Journal of Clinical Oncology, 30(30), 3712-3719.

Bober, S.L., Kingsberg, S.A. and Faubion, S.S. (2019) Sexual function after cancer: paying
the price of survivorship. Climacteric, 22(6), 558-564.

Bond, C.B., Jensen, P.T., Groenvold, M. and Johnsen, A.T. (2019) Prevalence and possible
predictors of sexual dysfunction and self-reported needs related to the sexual
life of advanced cancer patients. Acta Oncologica, 58(5), 769-775.

Bond, N. (2017) 13 Reasons why LMS implementation fails. USA: elLearning Industry.
Available at: https://elearningindustry.com/why-Ims-implementation-fails-13-
reasons [Accessed 30 June 2021].

Boquiren, V.M., Esplen, M.J., Wong, J., Toner, B., Warner, E. and Malik, N. (2016) Sexual
functioning in breast cancer survivors experiencing body image disturbance.
Psycho-Oncology, 25(1), 66-76.

Borner, K., Contractor, N., Falk-Krzesinski, H.J., Fiore, S.M., Hall, K.L., Keyton, J., Spring, B.,
Stokols, D., Trochim, W. and Uzzi, B. (2010) A multi-level systems perspective for
the science of team science. Science Translational Medicine, 2(49), 1-5.
doi.org/10.1126/scitranslmed.3001399

Borrell-Carrio, F., Suchman, A.L. and Epstein, R.M. (2004) The biopsychosocial model 25
years later: principles, practice, and scientific inquiry. The Annals of Family
Medicine, 2(6), 576-582.

Boswell, E.N. and Dizon, D.S. (2015) Breast cancer and sexual function. Translational
Andrology and Urology, 4(2), 160-168.

Bowen, D.J., Kreuter, M., Spring, B., Cofta-Woerpel, L., Linnan, L., Weiner, D., Bakken, S.,
Kaplan, C.P., Squiers, L., Fabrizio, C. and Fernandez, M. (2009) How we design
feasibility studies. American Journal of Preventive Medicine, 36(5), 452-457.

Braakhuis, B.J., Leemans, C.R. and Visser, O. (2014) Incidence and survival trends of head
and neck squamous cell carcinoma in the Netherlands between 1989 and 2011.
Oral Oncology, 50(7), 670-675.

Bradbury K, Watts S, Arden-Close E, Yardley L and Lewith G. (2014) Developing digital
interventions: a methodological guide. Evidence-Based Complementary and
Alternative Medicine, 1-7. doi.org/10.1155/2014/561320

Bradbury, K., Morton, K., Band, R., van Woezik, A., Grist, R., McManus, R.J., Little, P. and
Yardley, L. (2018) Using the person-based approach to optimise a digital
intervention for the management of hypertension. PLoS One, 13(5), e0196868.
doi.org/10.1371/journal.pone.0196868

Braun, V. and Clarke, V. (2006) Using thematic analysis in psychology. Qualitative Research
in Psychology. 3(2), 77-101.

Braun, V. and Clarke, V. (2012) Thematic analysis. In: Cooper, H., Camic, P.M., Long, D.L.,
Panter, A.T., Rindskopf, D. and Sher, K.J. eds. APA Handbook of Research
Methods in Psychology, Vol. 2. Research designs: Quantitative, qualitative,
neuropsychological, and biological. Washington: American Psychological
Association, 57-71.

Braun, V. and Clarke, V. (2013) Successful qualitative research: A practical guide for
beginners. London: Sage.

Braun, V. and Clarke, V. (2021) To saturate or not to saturate? Questioning data saturation
as a useful concept for thematic analysis and sample-size rationales. Qualitative
Research in Sport, Exercise and Health, 13(2), 201-216.

Bray, F., Ferlay, J., Soerjomataram, I., Siegel, R.L., Torre, L.A. and Jemal, A. (2018) Global
cancer statistics 2018: GLOBOCAN estimates of incidence and mortality
worldwide for 36 cancers in 185 countries. CA: A Cancer Journal for Clinicians,
68(6), 394-424.




272

Bray, F., Ren, J.S., Masuyer, E. and Ferlay, J. (2013) Global estimates of cancer prevalence
for 27 sites in the adult population in 2008. International Journal of Cancer,
132(5), 1133-1145.

Brédart, A., Dolbeault, S., Savignoni, A., Besancenet, C., This, P., Giami, A., Michaels, S.,
Flahault, C., Falcou, M.C., Asselain, B. and Copel, L. (2011) Prevalence and
associated factors of sexual problems after early-stage breast cancer treatment:
results of a French exploratory survey. Psycho-Oncology, 20(8), 841-850.

Bregendahl, S., Emmertsen, K.J., Lindegaard, J.C. and Laurberg, S. (2015) Urinary and
sexual dysfunction in women after resection with and without preoperative
radiotherapy for rectal cancer: a population-based cross-sectional study.
Colorectal Disease, 17(1), 26-37.

Breukink, S.0. and Donovan, K.A. (2013) Physical and psychological effects of treatment
on sexual functioning in colorectal cancer survivors. The Journal of Sexual
Medicine, 10, 74-83.

Brotto, L.A., Yule, M. and Breckon, E. (2010) Psychological interventions for the sexual
sequelae of cancer: a review of the literature. Journal of Cancer Survivorship,
4(4), 346-360.

Bruheim, K., Guren, M.G., Dahl, A.A., Skovlund, E., Balteskard, L., Carlsen, E., Fossa, S.D.
and Tveit, K.M. (2010a) Sexual function in males after radiotherapy for rectal
cancer. International Journal of Radiation Oncology*Biology*Physics, 76(4),
1012-1017.

Bruheim, K., Tveit, K.M., Skovlund, E., Balteskard, L., Carlsen, E., Fossa, S.D. and Guren,
M.G. (2010b) Sexual function in females after radiotherapy for rectal cancer.
Acta Oncologica, 49(6), 826-832.

Buijs, C., Willemse, P.H., De Vries, E.G.E., Ten Hoor, K.A., Boezen, H.M., Hollema, H. and
Mourits, M.J. (2009) Effect of tamoxifen on the endometrium and the menstrual
cycle of premenopausal breast cancer patients. International Journal of
Gynecologic Cancer, 19(4), 667-681.

Bujan, L., Walschaerts, M., Moinard, N., Hennebicq, S., Saias, J., Brugnon, F., Auger, .,
Berthaut, I., Szerman, E., Daudin, M. and Rives, N. (2013) Impact of
chemotherapy and radiotherapy for testicular germ cell tumors on
spermatogenesis and sperm DNA: a multicenter prospective study from the
CECOS network. Fertility and Sterility, 100(3), 673-680.

Burns, N. and Grove, S.K. (2005) The Practice of Nursing Research: Conduct, Critique and
Utilization. 5th ed. Missouri: Elsevier Saunders.

Bushell, V., Thomas, L. and Combes, J. (2020) Inside the O2: the NHS Nightingale Hospital
London education centre. Journal of Interprofessional Care, 34(5), 698-701.

Bryman, A. (2016) Social research methods. London: Oxford university press.

Campbell, D.T. (1957) Factors relevant to the validity of experiments in social settings.
Psychological Bulletin, 54, 297-312.

Campbell, M., Moore, G., Evans, R.E., Khodyakov, D. and Craig, P. (2020) ADAPT study:
adaptation of evidence-informed complex population health interventions for
implementation and/or re-evaluation in new contexts: protocol for a Delphi
consensus exercise to develop guidance. BMJ Open, 10(7), e038965.
doi.org/10.1136/bmjopen-2020-038965

Cancer Australia (Aug 2019) Psychosexual care of women. Australia: Cancer Australia.
Available at: https://gynaecological-cancer.canceraustralia.gov.au/health-
professionals/psychosexual-care-women [Accessed March 2020].

Cancer Research UK (2018) Resources and support. UK: Cancer Research UK. Available
at:https://www.cancerresearchuk.org/about-
cancer/coping/physically/sex/resources [Accessed 25 June 2021]

Canzona, M.R., Garcia, D., Fisher, C.L., Raleigh, M., Kalish, V. and Ledford, W. (2016)
Communication about sexual with breast cancer survivors: Variation among




273

patient and provider perspectives. Patient Education Counseling, 99(11), 1814-
1820.

Canzona, M.R,, Ledford, C.J., Fisher, C.L., Garcia, D., Raleigh, M. and Kalish, V.B. (2018)
Clinician barriers to initiating sexual health conversations with breast cancer
survivors: The influence of assumptions and situational constraints. Families,
Systems, & Health, 36(1), 20-28.

Carolan, C., Davies, C.L., Crookes, P., McGhee, S. and Roxburgh, M. (2020) COVID 19:
Disruptive impacts and transformative opportunities in undergraduate nurse
education. Nurse Education in Practice, 46, 102807.
doi.org/10.1016/j.nepr.2020.102807

Carr, S.V. (2015) Psychosexual health in gynecological cancer. International Journal of
Gynecology & Obstetrics, 131, $159-5163. doi.org/10.1016/j.ijg0.2015.06.014

Carter, J., Lacchetti, C. andersen, B.L., Barton, D.L., Bolte, S., Damast, S., Diefenbach, M.A.,
DuHamel, K., Florendo, J., Ganz, P.A., Goldfarb, S., Hallmeyer, S., Kushner, D.M.
and Rowland, J.H. (2018) Interventions to address sexual problems in people
with cancer: American Society of Clinical Oncology Clinical Practice Guideline
Adaptation of Cancer Care Ontario Guideline. Journal of Clinical Oncology, 36(5)
492-511.

Carter, J., Saban, S., Arkema, A., Goldfrank, D. and Goldfarb, S. (2020) Breast Cancer
Patients in a Female Sexual Medicine and Women’s Health Program: A Cross-
sectional Retrospective Study. The Journal of Sexual Medicine, 17(7), S21.
doi.org/10.1200/jc0.2019.37.31_suppl.8

Carter, J., Stabile, C., Gunn, A. and Sonoda, Y. (2013) The physical consequences of
gynecologic cancer surgery and their impact on sexual, emotional and quality of
life issues. The Journal of Sexual Medicine, 10, 21-34.

Cavallerio, F., Wadey, R. and Wagstaff, C.R. (2020) Member reflections with elite coaches
and gymnasts: looking back to look forward. Qualitative Research in Sport,
Exercise and Health, 12(1), 48-62.

Cesnik, V.M., Vieira, E.M., Giami, A., Almeida, A.M.D., Santos, D.B. and Santos, M.A.D.
(2013) The sexual life of women with breast cancer: Meanings attributed to the
diagnosis and its impact on sexuality. Estudos de Psicologia (Campinas), 30, 187-
197.

Chang, L. (1994) A psychometric evaluation of 4-point and 6-point Likert-type scales in
relation to reliability and validity. Applied Psychological Measurement, 18(3),
205-215.

Charif, A.B., Bouhnik, A.D., Courbiere, B., Rey, D., Préau, M., Bendiane, M.K., Peretti-
Watel, P. and Mancini, J. (2016a) Patient discussion about sexual health with
health care providers after cancer—A national survey. The Journal of Sexual
Medicine, 13(11), 1686-1694.

Charif, A.B., Bouhnik, A.D., Courbiére, B., Rey, D., Préau, M., Bendiane, M.K., Peretti-
Watel, P. and Mancini, J. (2016b) Sexual health problems in French cancer
survivors 2 years after diagnosis—the national VICAN survey. Journal of Cancer
Survivorship, 10(3), 600-609.

Chaturvedi, A.K., Engels, E.A., Pfeiffer, R.M., Hernandez, B.Y., Xiao, W., Kim, E., Jiang, B.,
Goodman, M.T., Sibug-Saber, M., Cozen, W. and Liu, L. (2011) Human
papillomavirus and rising oropharyngeal cancer incidence in the United States.
Journal of Clinical Oncology, 29(32), 4294-4301.

Cho, Y.l.,, Johnson, T.P. and VanGeest, J.B. (2013) Enhancing surveys of health care
professionals: a meta-analysis of techniques to improve response. Evaluation &
the Health Professions, 36(3), 382-407.

Christensen, A. and Shenk, J.L. (1991) Communication, conflict, and psychological distance
in nondistressed, clinic, and divorcing couples. Journal of Consulting and Clinical
Psychology, 59(3), 458-463.



274

Clarke, G.M., Conti, S., Wolters, A.T. and Steventon, A. (2019) Evaluating the impact of
healthcare interventions using routine data. British Medical Journal, 365, 12239.
doi.org/10.1136/bm;j.12239

Cleary, V., Hegarty, J. and McCarthy, G. (2011) Sexuality in Irish women with gynecologic
cancer. Oncology Nursing Forum 38(2), E87-E96. d0i:10.1188/11.ONF.E87-E96

Cleary, V., Hegarty, J. and McCarthy, G. (2013) How a diagnosis of gynaecological cancer
affects women'’s sexuality. Cancer Nursing Practice, 12(1) 32-37.

Cohen, J. (1988) Statistical Power Analysis for the Behavioral Sciences. 2™ ed. Hillsdale,
NJ: L. Erlbaum Associates.

Cohn, S. (2016) Reconceptualising public acceptability: A study of the ways people
respond to policies aimed to reduce alcohol consumption. Health, 20(3), 203-
219.

Collago, N., Rivas, C., Matheson, L., Nayoan, J., Wagland, R., Alexis, O., Gavin, A., Glaser,
A. and Watson, E. (2018) Prostate cancer and the impact on couples: a
qualitative meta synthesis. Supportive Care in Cancer, 26(6), 1703-1713.

Collins, A. (2014) Measuring what really matters. Towards a coherent measurement
system to support person centred care. London: The Health Foundation, 1-20.

Cook, D.A. and Artino Jr, A.R. (2016) Motivation to learn: an overview of contemporary
theories. Medical Education, 50(10), 997-1014.

Coomarsingh, K. (2012) “Tie the Heifer, Loose the Bull”: Gender Inequality in the
Caribbean. Available at: http:/ /www.whatispsychology.biz/ gender- inequality-
in-caribbean. [Accessed February 2020].

Copeland, L., Littlecott, H., Couturiaux, D., Hoddinott, P., Segrott, J., Murphy, S., Moore,
G. and Evans, R. (2021) The what, why and when of adapting interventions for
new contexts: A qualitative study of researchers, funders, journal editors and
practitioners’ understandings. PLOS One, 16(7), e0254020.
doi.org/10.1371/journal.pone.0254020

Corona, G., Filippi, S., Comelio, P., Bianchi, N., Frizza, F., Dicuio, M., Rastrelli, G., Concetti,
S., Sforza, A., Vignozzi, L. and Maggi, M. (2021) Sexual function in men
undergoing androgen deprivation therapy. International Journal of Impotence
Research, 33(4), 439-447.

Cotton, D. and Gresty, K. (2006) Reflecting on the think-aloud method for evaluating e-
learning. British Journal of Educational Technology, 37(1), 45-54.

Coulman, K.D., Nicholson, A., Shaw, A., Daykin, A., Selman, L.E., Macefield, R., Shorter,
G.W., Cramer, H., Sydes, M.R., Gamble, C. and Pick, M.E. (2020) Understanding
and optimising patient and public involvement in trial oversight: an
ethnographic study of eight clinical trials. Trials, 21(1), 1-15.

Craig, P., Dieppe, P., Macintyre, S., Michie, S., Nazareth, |. and Petticrew, M. (2008)
Developing and evaluating complex interventions: the new Medical Research
Council guidance. British Medical Journal, a1655. doi.org/10.1136/bmj.a1655

Cramer, D. (1998) Fundamental statistics for social research. London: Routledge.

Cramer, D. and Howitt, D. (2004) The SAGE dictionary of statistics. London: SAGE.

Creswell, J.W. and Creswell, J.D. (2018) Research design: Qualitative, quantitative and
mixed methods approaches. 5" ed. London: Sage.

Creswell, J.W., Hanson, W.E., Clark Plano, V.L. and Morales, A. (2007) Qualitative research
designs: Selection and implementation. The Counseling Psychologist, 35(2), 236-
264.

D’Eath, M., Byrne, M., Doherty, S., McGee, H. and Murphy, A.W. (2013) The Cardiac Health
and Assessment of Relationship Management and Sexuality study: a qualitative
inquiry of patient, general practitioner and cardiac rehabilitation staff views on
sexual assessment and counseling for cardiac patients. Journal of Cardiovascular
Nursing, 28(2), E1-E13. doi.org/10.1097/JCN.0b013e318281d0b3



275

Dahl, A.A,, Bentzen, A.G., Foss3, S.D., Hess, S.L., Steen, R., Vistad, I. and Kiserud, C.E.,
(2020) Sexual Inactivity During the Last 4 Weeks in Long-Term Cervical Cancer
Survivors: Prevalence and Associated Factors. The Journal of Sexual Medicine,
17(7), 1359-1369.

Dahlhaus, A., Vanneman, N., Guethlin, C., Behrend, J. and Siebenhofer, A. (2014) German
general practitioners’ views on their involvement and role in cancer care: a
qualitative study. Family Practice, 31(2), 209-214.

Dai, Y., Cook, O.Y., Yeganeh, L., Huang, C., Ding, J. and Johnson, C.E. (2020) Patient-
reported barriers and facilitators to seeking and accessing support in
gynecologic and breast cancer survivors with sexual problems: a systematic
review of qualitative and quantitative studies. The Journal of Sexual Medicine,
17(7), 1326-1358.

Dalton, E.J., Rasmussen, V.N., Classen, C.C., Grumann, M., Palesh, O.G., Zarcone, J.,
Kraemer, H.C., Kirshner, J.J., Colman, L.K., Morrow, G.R. and Spiegel, D. (2009)
Sexual Adjustment and Body Image Scale (SABIS): a new measure for breast
cancer patients. The Breast Journal, 15(3) 287-290.

Danemalm Jagervall, C., Briiggemann, J. and Johnson, E. (2019) Gay men’s experiences of
sexual changes after prostate cancer treatment—a qualitative study in Sweden.
Scandinavian Journal of Urology, 53(1), 40-44.

Danemalm Jagervall, C., Gunnarsson, A.B. and Briggemann, A. (2016) Patients'
experiences of orgasm changes and loss of ejaculation after radical
prostatectomy. Lakartidningen, 113, PMID: 27622759.

Daneshfar, F., Behboodi-Moghadam, Z., Khakbazan, Z., Nabavi, S.M., Nayeri, N.D.,
Ghasemzadeh, S. and Montazeri, A. (2017) The influence of Ex-PLISSIT (extended
permission, limited information, specific suggestions, intensive therapy) model
on intimacy and sexuality of married women with Multiple Sclerosis. Sexuality
and Disability, 35(4), 399-414.

Data Protection Act 2018 c. 12. Available at:
http://www.legislation.gov.uk/ukpga/2018/12/contents/enacted [Accessed: 2
May 2020].

Davis, S. and Taylor, B. (2006) From PLISSIT to ex-PLISSIT. Rehabilitation: The use of
theories and models in practice. Edinburgh: Elsevier, 101-129.

Deci, E.L. and Ryan, R.M. (2000) The" what" and" why" of goal pursuits: Human needs and
the self-determination of behavior. Psychological Inquiry, 11(4), 227-268.

de Vocht, H. (2017) Sexuality and Intimacy at the End of Life. In Reisman, Y. and Gianotten,
W. ed. Cancer, Intimacy and Sexuality, Switzerland: Springer, 279-286.

de Vocht, H., Hordern, A., Notter, J. and van de Wiel, H. (2011) Stepped skills: a team
approach towards communication about sexuality and intimacy in cancer and
palliative care. The Australasian Medical Journal, 4(11), 610.

De Winter, J.F.C. and Dodou, D. (2010) Five-point likert items: t test versus Mann-
Whitney-Wilcoxon (Addendum added October 2012). Practical Assessment,
Research and Evaluation, 15(1), 11. doi.org/10.7275/bj1p-ts64

Demir, S. and Aslan, E. (2018) Sexual Counseling in Women with Primary Infertility and
Sexual Dysfunction: Use of the BETTER Model. Journal of Sex & Marital Therapy,
45(1), 21-30.

Den Ouden, M.E., Pelgrum-Keurhorst, M.N., Uitdehaag, M.J. and De Vocht, H.M. (2019)
Intimacy and sexuality in women with breast cancer: professional guidance
needed. Breast Cancer, 26(3), 326-332.

Dennison, L., Morrison, L., Conway, G., & Yardley, L. (2013). Opportunities and challenges
for smartphone applications in supporting health behaviour change: Qualitative
study. Journal of Medical Internet Research, 15(4). doi.org/10.2196/jmir.2583



276

Department of Health (DoH) (Northern Ireland). (2018) Co-production guide for Northern
Ireland—Connecting and realising value through people. Northern Ireland:
Department of Health.

Department of Health (DoH) (Northern Ireland). (2021) A Cancer Strategy for Northern
Ireland  2021-2031. Northern Ireland: Department of Health.
https://www.health-ni.gov.uk/sites/default/files/consultations/health/doh-
cancer-strategy-2021-2031.PDF

Department of Health (DoH). (2014) The Belmont Report. Ethical principles and guidelines
for the protection of human subjects of research. The Journal of the American
College of Dentists, 81(3), 4-13.

Department of Health, Social Services and Public Safety (DHSSPS) (2008) Sexual Health
Promotion: Strategy and Action Plan 2008-2013. Available at:
https://www.health-ni.gov.uk/sites/default/files/publications/dhssps/sexual-
health-promotion-strategy-and-action-plan-2008-13.pdf [Accessed on 6 June
2021]

Department of Health, Social Services and Public Safety. (DHSSPS) (2002) Teenage
pregnancy and parenthood: strategy and action plan 2002-2007. Belfast:
DHSSPS.

Depke, J.L. and Onitilo, A.A. (2015) Sexual health assessment and counseling: oncology
nurses' perceptions, practices and perceived barriers. The Journal of Community
and Supportive Oncology, 13(12), 442-443.

Derzko, C., Elliott, S. and Lam, W. (2007) Management of sexual dysfunction in
postmenopausal breast cancer patients taking adjuvant aromatase inhibitor
therapy. Current Oncology, 14(1), S20-S40. doi.org/10.3747/c0.2007.151

Dewey, J. (1938) The Theory of Inquiry. New York: Henry Hold and Company.

Dewey, J. (2008a) Reconstruction in philosophy. In Boydston, J. and Ross, R. eds. The
middle works of John Dewey, 1899-1924, 12, 77-202. Carbondale: Southern
Illinois University Press. (Original work published 1920)

Dewey, J. (2008b) The later works of John Dewey, Volume 4, 1925-1953: 1929: The quest
for certainty (Vol. 4). SIU Press.

Di Mattei, V.E., Perego, G., Taranto, P., Mazzetti, M., Marotta, E., Candiani, M. and
Salvatore, S. (2020) The Long-Term Effects of Cancer Treatment on Sexuality and
Couple Relationships. Family Process. doi.org/10.1111/famp.12604

Doane, D.P. and Seward, L.E. (2011) Measuring skewness. Journal of Statistics Education,
19(2), 1-18.

Dodd, R.H., Forster, A.S., Marlow, L.A. and Waller, J. (2019) Psychosocial impact of human
papillomavirus-related head and neck cancer on patients and their partners: A
qualitative interview study. European Journal of Cancer Care, 28(2), €12999.
doi.org/10.1111/ecc.12999

Donovan, K.A., Gonzalez, B.D., Nelson, A.M., Fishman, M.N., Zachariah, B. and Jacobsen,
P.B. (2018) Effect of androgen deprivation therapy on sexual function and
bother in men with prostate cancer: a controlled comparison. Psycho-Oncology,
27(1), 316-324.

Dorfman, C.S., Arthur, S.S., Kimmick, G.G., Westbrook, K.W., Marcom, P.K., Corbett, C.,
Edmond, S.N. and Shelby, R.A. (2019) Partner status moderates the relationships
between sexual problems and self-efficacy for managing sexual problems and
psychosocial quality-of-life for postmenopausal breast cancer survivors taking
adjuvant endocrine therapy. Menopause, 26(8), 823-832.

Dornyei, Z. (2007) Research methods in applied linguistics. New York: Oxford University
Press.

Downing, A., Morris, E.J., Richards, M., Corner, J., Wright, P., Sebag-Montefiore, D., Finan,
P., Kind, P., Wood, C., Lawton, S. and Feltbower, R. (2015) Health-related quality
of life after colorectal cancer in England: a patient-reported outcomes study of




277

individuals 12 to 36 months after diagnosis. Journal of Clinical Oncology, 33(6),
616-624.

Downing, A., Wright, P., Hounsome, L., Selby, P., Wilding, S., Watson, E., Wagland, R., Kind,
P., Donnelly, D.W., Butcher, H. and Catto, J.W. (2019) Quality of life in men living
with advanced and localised prostate cancer in the UK: a population-based
study. The Lancet Oncology, 20(3), 436-447.

Drabe, N., Wittmann, L., Zwahlen, D., Biichi, S. and Jenewein, J. (2013) Changes in close
relationships between cancer patients and their partners. Psycho-Oncology,
22(6), 1344-1352.

Du, S, Liu, Z., Liu, S., Yin, H., Xu, G., Zhang, H. and Wang, A. (2013) Web-based distance
learning for nurse education: a systematic review. International Nursing Review,
60(2), 167-177.

Duimering, A., Walker, L.M., Turner, J. Andrews-Lepine, E., Driga, A., Ayume, A., Robinson,
JW. and Wiebe, E. (2020) Quality improvement in sexual health care for
oncology patients: a Canadian multidisciplinary clinic experience. Supportive
Care in Cancer, 28(5), 2195-2203.

Duncan, E., O'Cathain, A., Rousseau, N., Croot, L., Sworn, K., Turner, K.M., Yardley, L. and
Hoddinott, P. (2020) Guidance for reporting intervention development studies
in health research (GUIDED): an evidence-based consensus study. British
Medical Journal Open, 10(4), e033516. doi.org/10.1136/bmjopen-2019-033516

Dune, T., Perz, J.,, Mengesha, Z. and Ayika, D. (2017) Culture Clash? Investigating
constructions of sexual and reproductive health from the perspective of 1.5
generation migrants in Australia using Q methodology. Reproductive Health,
14(1), 1-13.

Dunleavy, L., Walshe, C., Oriani, A. and Preston, N. (2018) Using the ‘Social Marketing Mix
Framework’to explore recruitment barriers and facilitators in palliative care
randomised controlled trials? A narrative synthesis review. Palliative Medicine,
32(5), 990-10089.

Dyer, K. and das Nair, R. (2013) Why don't healthcare professionals talk about sex? A
systematic review of recent qualitative studies conducted in the United
Kingdom. The Journal of Sexual Medicine, 10(11), 2658-2670.

Eccles, D.W. and Arsal, G. (2017) The think aloud method: what is it and how do | use it?
Qualitative Research in Sport, Exercise and Health, 9(4), 514-531.

Eliyas, S., Al-Khayatt, A., Porter, R.W. and Briggs, P. (2013) Dental extractions prior to
radiotherapy to the jaws for reducing post-radiotherapy dental complications.
Cochrane  Database  of  Systematic  Reviews, (2), CD008857.
doi.org/10.1002/14651858.CD008857.pub?2

Ellis, C. (2007) Telling secrets, revealing lives: Relational ethics in research with intimate
others. Qualitative Inquiry, 13(1), 3-29.

Emilee, G., Ussher, J.M. and Perz, J. (2010) Sexuality after breast cancer: a review.
Maturitas, 66(4), 397-407.

Engel, G.L. (1977) The need for a new medical model: a challenge for biomedicine. Science,
196(4286), 129-136.

Enzlin, P., Mulders, K. and Toelen, H. (2017) In Reisman, Y. and Gianotten, W. eds. Cancer,
Intimacy and Sexuality, Switzerland: Springer, 241-247.

Ericsson, K. A. and Simon, H. A. (1993) Protocol analysis: Verbal reports as data. (revised
ed.) Cambridge, MA: MIT Press.

Ericsson, K.A. and Simon, H. (1980) Verbal reports as data. Psychological Review, 87, 215—
251.

Ericsson, K.A. and Simon, H.A. (1993) Protocol analysis: verbal reports as data. 2™ ed.
Cambridge, MA: MIT Press.



278

Ericsson, K.A. and Simon, H.A. (1998) How to study thinking in everyday life: Contrasting
think-aloud protocols with descriptions and explanations of thinking. Mind,
Culture and Activity, 5(3), 178-186.

Esposito, S., Tenconi, R., Preti, V., Groppali, E. and Principi, N. (2016) Chemotherapy
against cancer during pregnancy: A systematic review on neonatal outcomes.
Medicine, 95(38), e4899. doi.org/10.1097/MD.0000000000004899

Etikan, I., Musa, S.A. and Alkassim, R.S. (2016) Comparison of convenience sampling and
purposive sampling. American Journal of Theoretical and Applied Statistics, 5(1),
1-4. doi: 10.11648/j.ajtas.20160501.11

Evans, R.E., Craig, P., Hoddinott, P., Littlecott, H., Moore, L., Murphy, S., O'Cathain, A,
Pfadenhauer, L., Rehfuess, E., Segrott, J. and Moore, G. (2019) When and how
do ‘effective’ interventions need to be adapted and/or re-evaluated in new
contexts? The need for guidance. Journal of Epidemiology and Community
Health, 73(6), 481-482.

Evans, R.E., Moore, G., Movsisyan, A. and Rehfuess, E. (2021) How can we adapt complex
population health interventions for new contexts? Progressing debates and
research priorities. Journal of Epidemiology and Community Health, 75(1), 40-
45,

Faghani, S. and Ghaffari, F. (2016) Effects of sexual rehabilitation using the PLISSIT model
on quality of sexual life and sexual functioning in post-mastectomy breast cancer
survivors. Asian Pacific Journal of Cancer Prevention: APJCP, 17(11), 4845-4851.

Fan, W. and Yan, Z. (2010) Factors affecting response rates of the web survey: A
systematic review. Computers in Human Behavior, 26(2), 132-139.

Farnam, F., Janghorbani, M., Raisi, F. and Merghati-Khoei, E. (2014) Compare the
effectiveness of PLISSIT and sexual health models on Women's sexual problems
in Tehran, Iran: a randomized controlled trial. The Journal of Sexual Medicine,
11(11), 2679-2689.

Farthmann, J., Hanjalic-Beck, A., Veit, J., Rautenberg, B., Stickeler, E., Erbes, T., Foldi, M.
and Hasenburg, A. (2016) The impact of chemotherapy for breast cancer on
sexual function and health-related quality of life. Supportive Care in Cancer,
24(6), 2603-2609.

Faul, F., Erdfelder, E., Lang, A.G. and Buchner, A. (2007) G* Power 3: A flexible statistical
power analysis program for the social, behavioral and biomedical sciences.
Behavior Research Methods, 39(2), 175-191.

Felsen, C.B., Shaw, E.K., Ferrante, J.M., Lacroix, L.J. and Crabtree, B.F. (2010) Strategies for
in-person recruitment: lessons learned from a New Jersey primary care research
network (NJPCRN) study. The Journal of the American Board of Family Medicine,
23(4), 523-533.

Ferrari, R. (2015) Writing narrative style literature reviews. Medical Writing, 24(4), 230-
235.

Ferreira, S., Gozzo, T., Panobianco, M., Santos, M. and Almeida, A. (2015) Barriers for the
inclusion of sexuality in nursing care for women with gynecological and breast
cancer: perspective of professionals. Revista Latino-Americana De Enfermagem,
23(1), 82-89.

Fiore, M.C., Jaén, C.R., Baker, T.B., Bailey, W.C., Benowitz, N.L., Curry, S.J., Dorfman, S.F.,
Froelicher, E.S., Goldstein, M.G., Healton, C.G. and Henderson, P.N. (2008)
Treating tobacco use and dependence: 2008 update. Rockville, MD: US
Department of Health and Human  Services. Available at:
https://biznet.ct.gov/rfpdoc/dph/results/2009-0916.pdf [Accessed 30
November 2018].

Fitch, M.l., Beaudoin, G. and Johnson, B. (2013) Challenges having conversations about
sexuality in ambulatory settings: Part Il—Health care provider perspectives.




279

Canadian Oncology Nursing Journal/Revue Canadienne de Soins Infirmiers en
Oncologie, 23(3), 182-188.

Flynn, K.E., Reese, J.B., Jeffery, D.D., Abernethy, A.P,, Lin, L., Shelby, R.A., Porter, L.S,,
Dombeck, C.B. and Weinfurt, K.P. (2012) Patient experiences with
communication about sex during and after treatment for cancer. Psycho-
Oncology, 21(6), 594-601.

Fode, M., Frey, A., Jakobsen, H. and Sgnksen, J. (2016) Erectile function after radical
prostatectomy: Do patients return to baseline? Scandinavian Journal of Urology,
50(3), 160-163.

Forbat, L., White, |., Marshall-Lucette, S. and Kelly, D. (2012) Discussing the sexual
consequences of treatment in radiotherapy and urology consultations with
couples affected by prostate cancer. BJU International, 109(1), 98-103.

Forero, R., Nahidi, S., De Costa, J., Mohsin, M., Fitzgerald, G., Gibson, N., McCarthy, S. and
Aboagye-Sarfo, P. (2018) Application of four-dimension criteria to assess rigour
of qualitative research in emergency medicine. BMC Health Services Research,
18(120), 1-11. doi.org/10.1186/s12913-018-2915-2

Fouka, G. and Mantzorou, M. (2011) What are the major ethical issues in conducting
research? Is there a conflict between the research ethics and the nature of
nursing? Health Science Journal, 5(1), 3-14.

Fox, M.C., Ericsson, K.A. and Best, R. (2011) Do procedures for verbal reporting of thinking
have to be reactive? A meta-analysis and recommendations for best reporting
methods. Psychological Bulletin, 137(2), 316-344.

Frederick, N.N., Campbell, K.C., Kenney, L.B., Moss, K., Speckhart, A. and Bober, S.L.
(2019a) Barriers and facilitators to sexual and reproductive health
communication between pediatric oncology clinicians and adolescent and
young adult patients: The clinician perspective. Pediatric Blood Cancer. 65,
€27087. doi.org/10.1002/pbc.27087

Frederick, N.N., Revette, A., Michaud, A. and Bober, S.L. (2019b) A qualitative study of
sexual and reproductive health communication with adolescent and young adult
oncology patients. Pediatric Blood & Cancer, 66(6), e27673.
doi.org/10.1002/pbc.27673

French, S.D., Green, S.E., O’Connor, D.A.,, McKenzie, J.E., Francis, J.J., Michie, S.,
Buchbinder, R., Schattner, P., Spike, N. and Grimshaw, J.M. (2012) Developing
theory-informed behaviour change interventions to implement evidence into
practice: a systematic approach using the Theoretical Domains Framework.
Implementation Science, 7(1), 38. doi.org/10.1186/1748-5908-7-38

Ganz, P.A., Kwan, L., Stanton, A.L.,, Bower, J.E. and Belin, T.R. (2011) Physical and
psychosocial recovery in the year after primary treatment of breast cancer.
Journal of Clinical Oncology, 29(9), 1101-1109.

General Medical Council (2013) Good Medical Practice. London: GMC.

Gianotten, W.L. (2017) The Various Levels of Impact. In Reisman, Y. and Gianotten, W. ed.
Cancer, Intimacy and Sexuality, Switzerland: Springer, 27-36.

Gianotten, W.L. and Reisman, Y. (2017) Relevant Aspects of Sexuality. In Reisman, Y. and
Gianotten, W. ed. Cancer, Intimacy and Sexuality, Switzerland: Springer, 17-25.

Gilbert, E., Perz, J. and Ussher, J.M. (2016) Talking about sex with health professionals:
the experience of people with cancer and their partners. European Journal of
Cancer Care, 25(2), 280-293.

Gilbert, E., Ussher, J.M. and Hawkins, Y. (2009) Accounts of disruptions to sexuality
following cancer: the perspective of informal carers who are partners of a
person with cancer. Health, 13(5), 523-541.

Gilbert, E., Ussher, J.M., Perz, J.,, Wong, W.T., Hobbs, K. and Mason, C. (2013) Men's
experiences of sexuality after cancer: a material discursive intra-psychic
approach. Culture, Health & Sexuality, 15(8), 881-895.



280

Gilleece, T., Dunwoody, L., Campbell, C. and Harris, R., 2019. Looking Beyond the
Systematic Review: Choosing an appropriate review typology. Imaging and
Therapy Practice, May, 23-30.

Giordano, J., O'Reilly, M., Taylor, H. and Dogra, N. (2007) Confidentiality and autonomy:
The challenge (s) of offering research participants a choice of disclosing their
identity. Qualitative Health Research, 17(2), 264-275.

Girodet, M., Bouhnik, A.D., Mancini, J., Peretti-Watel, P., Bendiane, M.K., Ray-Coquard, I.
and Preau, M. (2019) Sexual desire of French representative prostate cancer
survivors 2 years after diagnosis (the VICAN survey). Supportive Care in Cancer,
27(7), 2517-2524.

Gleeson, A. and Hazell, E. (2017) Sexual well-being in cancer and palliative care: an
assessment of healthcare professionals’ current practice and training needs.
BMJ Supportive and Palliative Care, 7, 251-254.

Goldstone, S.E. (2005) The ups and downs of gay sex after prostate cancer treatment.
Journal of Gay & Lesbian Psychotherapy, 9(1-2), 43-55.

Greenhalgh, T. and Papoutsi, C. (2019) Spreading and scaling up innovation and
improvement. BMJ, 365, 12068. doi.org/10.1136/bmj.12068

Greenhalgh, T., Thorne, S. and Malterud, K. (2018) Time to challenge the spurious
hierarchy of systematic over narrative reviews? European Journal of Clinical
Investigation, 48(6), e12931. doi.org/10.1111/eci.12931

Grondhuis Palacios, L.A., den Ouden, M.E., den Oudsten, B.L., Putter, H., Pelger, R.C. and
Elzevier, H.W. (2019) Treatment-related sexual side effects from the perspective
of partners of men with prostate cancer. Journal of Sex & Marital Therapy,
45(5), 440-451.

Grover, S. and Shouan, A. (2020) Assessment Scales for Sexual Disorders—A Review.
Journal of Psychosexual Health, 2(2), 121-138.

Gune, E. and Manuel, S. (2007) Doing research on sexuality in Africa: ethical dilemmas and
the positioning of the researcher. African Sexualities: A Reader, Pambazuka,
Oxford, 4(2). Available at:
http://citeseerx.ist.psu.edu/viewdoc/download;jsessionid=4D3C240E1A47801
0C97B4AAC1F755669?d0i=10.1.1.360.5127&rep=repl&type=pdf [Accessed 24
March 2018].

Han, W.S., Yusof, A.M., Ismail, S. and Aun, N.C. (2012) Reviewing the notions of
construction project success. International Journal of Business and
Management, 7(1), 90-101.

Hancock, P.J., Epstein, J.B. and Sadler, G.R. (2003) Oral and dental management related
to radiation therapy for head and neck cancer. Journal of the Canadian Dental
Association, 69(9), 585- 590.

Hanly, N., Mireskandari, S. and Juraskova, |. (2014) The struggle towards ‘the New
Normal’: a qualitative insight into psychosexual adjustment to prostate cancer.
BMC Urology, 14(1), 56-65.

Harpe, S.E. (2015) How to analyze Likert and other rating scale data. Currents in Pharmacy
Teaching and Learning, 7(6), 836-850.

Harris, J., Felix, L., Miners, A., Murray, E., Michie, S., Ferguson, E., Free, C., Lock, K., Landon,
J. and Edwards, P. (2011) Adaptive e-learning to improve dietary behaviour: a
systematic review and cost-effectiveness analysis. Health Technology
Assessment, 15(37), 1-160.

Hart, T.L., Coon, D.W., Kowalkowski, M.A., Zhang, K., Hersom, J.I., Goltz, H.H., Wittmann,
D.A. and Latini, D.M. (2014) Changes in sexual roles and quality of life for gay
men after prostate cancer: challenges for sexual health providers. The Journal
of Sexual Medicine, 11(9), 2308-2317.

Hautamaki, K., Miettinen, M., Kellokumpu-Lehtinen, P.L., Aalto, P. and Lehto, J. (2007)
Opening communication with cancer patients about sexuality-related issues.
Cancer Nursing, 30(5), 399-404.




281

Hautamaki-Lamminen, K., Lipidinen, L., Beaver, K., Lehto, J. and Kellokumpu-Lehtinen, P.L.
(2013) Identifying cancer patients with greater need for information about
sexual issues. European Journal of Oncology Nursing, 17(1), 9-15.

Hawe, P., Shiell, A. and Riley, T. (2009) Theorising interventions as events in systems.
American Journal of Community Psychology, 43(3-4), 267-276.

Hawkins, Y., Ussher, J., Gilbert, E., Perz, J., Sandoval, M. and Sundquist, K. (2009) Changes
in sexuality and intimacy after the diagnosis and treatment of cancer: the
experience of partners in a sexual relationship with a person with cancer. Cancer
Nursing, 32(4), 271-280.

Hay, C.M., Donovan, H.S., Hartnett, E.G., Carter, J., Roberge, M.C., Campbell, G.B.,
Zuchelkowski, B.E. and Taylor, S.E. (2018) Sexual health as part of gynecologic
cancer care: what do patients want? International Journal of Gynecologic
Cancer, 28(9), 1737-1742.

Health Research Authority (HRA). (2017) UK policy framework for health and social care
research. UK: Health Research Authority.

Helland, Y., Garratt, A., Kjeken, 1., Kvien, T.K. and Dagfinrud, H. (2013) Current practice
and barriers to the management of sexual issues in rheumatology: results of a
survey of health professionals. Scandinavian Journal of Rheumatology, 42(1),
20-26.

Hertzum, M., Hansen, K.D. and Andersen, H.H.K. (2009) Scrutinising usability evaluation:
does thinking aloud affect behaviour and mental workload? Behaviour and
Information Technology, 28 (2), 165-181.

Hiebert, B. and Magnusson, K. (2014) The power of evidence: Demonstrating the value of
career development services. In B. C. Shepard & P. S. Mani eds., Career
development practice in Canada: Perspectives, principles and professionalism,
489-530. Toronto: Canadian Education and Research Institute for Counselling.

Hlatshwako, T.G., Shah, S.J., Kosana, P., Adebayo, E., Hendriks, J., Larsson, E.C., Hensel,
D.J.,, Erausquin, J.T., Marks, M., Michielsen, K. and Saltis, H. (2021) Online health
survey research during COVID-19. The Lancet Digital Health, 3(2), e76-e77.
doi.org/10.1016/52589-7500(21)00002-9

Hoc, J.M. (2001) Towards ecological validity of research in cognitive ergonomics.
Theoretical Issues in Ergonomics Science, 2(3), 278-288.

Holleman, G.A., Hooge, LT., Kemner, C. and Hessels, R.S. (2020) The ‘real-world
approach’and its problems: A critique of the term ecological validity. Frontiers
in Psychology, 11, 721. doi.org/10.3389/fpsyg.2020.00721

Hoole, J., Kanatas, A., Calvert, A., Rogers, S.N., Smith, A.B. and Mitchell, D.A. (2015)
Validated questionnaires on intimacy in patients who have had cancer. British
Journal of Oral and Maxillofacial Surgery, 53(7), 584-593.

Hordern, A., Grainger, M., Hegarty, S., Jefford, M., White, V. and Sutherland, G. (2009)
Discussing sexuality in the clinical setting: The impact of a brief training program
for oncology health professionals to enhance communication about sexuality.
Asia-Pacific Journal of Clinical Oncology, 5(4), 270-277.

Hrastinski, S. (2008) Asynchronous and synchronous e-learning. Educause Quarterly,
31(4), 51-55.

Huang, L.L., Pu, J,, Liu, L.H., Du, X.B., Wang, J., Li, ).Y., Yao, W.X., Zhu, X.Q., Zhang, R., Zhao,
Y. and He, M. (2013) Cancer department nurses’ attitudes and practices in
response to the sexual issues of pelvic radiation patients: A survey in Sichuan,
China. Contemporary Nurse, 43(2), 146-151.

Hubbs, J.L., Michelson, E.D., Vogel, R.l,, Rivard, C.L., Teoh, D.G.K. and Geller, M.A. (2019)
Sexual quality of life after the treatment of gynecologic cancer: what women
want. Supportive Care in Cancer, 27(12), 4649-4654.



282

Humphris, G. and Ozakinci, G. (2008) The AFTER intervention: a structured psychological
approach to reduce fears of recurrence in patients with head and neck cancer.
British Journal of Health Psychology, 13(2), 223-230.

Husmann, M., Spiegel, M., Murolo, A. and Norrie, M.C. (2016) Ul testing cross-device
applications.  Proceedings of the 2016 ACM International Conference on
Interactive Surfaces and Spaces, 179-188. doi.org/10.1145/2992154.2992177

Incrocci, L. and Jensen, P.T. (2013) Pelvic radiotherapy and sexual function in men and
women. The Journal of Sexual Medicine, 10, 53-64.

Ip, S., Paulus, J.K., Balk, E.M., Dahabreh, I.J., Avendano, E.E. and Lau, J. (2013) Role of single
group studies in agency for healthcare research and quality comparative
effectiveness reviews. US: Agency for Healthcare Research and Quality. Available
at:  https://effectivehealthcare.ahrg.gov/sites/default/files/pdf/single-group-
studies white-paper.pdf [Accessed 6 September 2021].

Jackson, S.E., Wardle, J., Steptoe, A. and Fisher, A. (2016) Sexuality after a cancer
diagnosis: A population-based study. Cancer, 122(24), 3883-3891.

Jackson, T., Pinnock, H., Liew, S.M., Horne, E., Ehrlich, E., Fulton, O., Worth, A., Sheikh, A.
and De Simoni, A. (2020) Patient and public involvement in research: from
tokenistic box ticking to valued team members. BMC Medicine, 18(1), 1-7.
doi.org/10.1186/s12916-020-01544-7

James, W. (1890) The principles of psychology. New York : Holt.

Jeppesen, M.M., Mogensen, O., Dehn, P. and Jensen, P.T. (2015) Needs and priorities of
women with endometrial and cervical cancer. Journal of Psychosomatic
Obstetrics & Gynecology, 36(3), 122-132.

Jhangiani, R.S., Chiang, I.C.A., Cuttler, C. and Leighton, D.C. (2019) Research methods in
psychology. 4™ ed Kwantlen Polytechnic University. Available at:
https://kora.kpu.ca/islandora/object/kora%3A640/datastream/PDF/view
[Accessed 18 June 2021]

Jonsdottir, J.I., Zoéga, S., Saevarsdottir, T., Sverrisdottir, A., Thorsdottir, T., Einarsson,
G.V., Gunnarsdottir, S. and Fridriksdottir, N. (2016) Changes in attitudes,
practices and barriers among oncology healthcare professionals regarding
sexual health care: Outcomes from a 2-year educational intervention at a
University Hospital. European Journal of Oncology Nursing. 21, 24-30.

Joyce, D.D., Wallis, C.J., Luckenbaugh, A.N., Huelster, H.L., Zhao, Z., Hoffman, K.E., Huang,
L.C., Koyama, T., Conwill, R., Goodman, M. and Hamilton, A.S. (2021) Sexual
function outcomes of radiation and androgen deprivation therapy for localized
prostate cancer in men with good baseline function. Prostate Cancer and
Prostatic Diseases, 1-10.

Julien, J.0., Thom, B. and Kline, N.E. (2010) Identification of barriers to sexual health
assessment in oncology nursing practice. Oncology Nursing Forum, 37(3), E186-
E190. doi.org/10.0NF.E186-E190

Jung, D. and Kim, J.H. (2016) Effects of a sexual health care nursing record on the attitudes
and practice of oncology nurses. Sexual & Reproductive Healthcare, 9, 21-26.

Juraskova, I., Butow, P., Robertson, R., Sharpe, L., McLeod, C. and Hacker, N. (2003) Post-
treatment sexual adjustment following cervical and endometrial cancer: A
qualitative insight. Psycho-Oncology: Journal of the Psychological, Social and
Behavioral Dimensions of Cancer, 12(3), 267-279.

Kazanidis, |., Theodosiou, T., Petasakis, |. and Valsamidis, S. (2016) Online courses
assessment through measuring and archetyping of usage data. Interactive
Learning Environments, 24(3), 472-486.

Kelly, L.M. and Cordeiro, M. (2020) Three principles of pragmatism for research on
organizational processes. Methodological Innovations, 13(2),
2059799120937242. doi.org/10.1177/2059799120937242




283

Kent, S., Devonport, T.J., Lane, A.M., Nicholls, W. and Friesen, A.P. (2018) The effects of
coping interventions on ability to perform under pressure. Journal of Sports
Science and Medicine, 17(1), 40-55.

Khakbazan, Z., Daneshfar, F., Behboodi-Moghadam, Z., Nabavi, S.M., Ghasemzadeh, S.
and Mehran, A. (2016) The effectiveness of the Permission, Limited Information,
Specific suggestions, Intensive Therapy (PLISSIT) model based sexual counseling
on the sexual function of women with Multiple Sclerosis who are sexually active.
Multiple Sclerosis and Related Disorders, 8, 113-119.

Khatri, C., Chapman, S.J., Glasbey, J., Kelly, M., Nepogodiev, D., Bhangu, A., Fitzgerald, J.E.
and STARSurg Committee (2015) Social media and internet driven study
recruitment: evaluating a new model for promoting collaborator engagement
and participation. PloS One, 10(3), e0118899.
doi.org/10.1371/journal.pone.0118899

Khoo, S.B. (2009) Impact of cancer on psychosexuality: cultural perspectives of Asian
women. International Journal of Nursing Practice, 15(6), 481-488.

Kim, S.I., Lee, Y., Lim, M.C,, Joo, J., Park, K., Lee, D.O. and Park, S.Y., 2015. Quality of life
and sexuality comparison between sexually active ovarian cancer survivors and
healthy women. Journal of Gynecologic Oncology, 26(2), 148-154.

Kim, S., Kang, H.S. and Kim, J.H. (2011) A sexual health care attitude scale for nurses:
Development and psychometric evaluation. International Journal of Nursing
Studies, 48(12), 1522-1532.

Kirana, P.S., Gudeloglu, A., Sansone, A., Fode, M., Reisman, Y., Corona, G. and Burri, A.
(2020) E-Sexual Health: A Position Statement of the European Society for Sexual
Medicine. The Journal of Sexual Medicine, 17, 1246-1253.

Krouwel, E.M., Albers, L.F., Nicolai, M.P.J., Putter, H., Osanto, S., Pelger, R.C.M. and
Elzevier, H.W. (2020) Discussing Sexual Health in the Medical Oncologist’s
Practice: Exploring Current Practice and Challenges. Journal of Cancer Education,
35,1072-1088.

Krouwel, E.M., Hagen, J.H., Nicolai, M.P.J., Vahrmeijer, A.L., Putter, H., Pelger, R.C.M. and
Elzevier, H.W. (2015a) Management of sexual side effects in the surgical
oncology practice: a nationwide survey of Dutch surgical oncologists. European
Journal of Surgical Oncology, 41(9), 1179-1187.

Krouwel, E.M., Nicolai, M.P.J., van Steijn-van Tol, A.Q.M.J., Putter, H., Osanta, S., Pelger,
R.C.M. and Elzevier, H.W. (2015b) Addressing changed sexual functioning in
cancer patients: A cross-sectional survey among Dutch oncology nurses.
European Journal of Oncology Nursing. 19, 707-715.

Kurtz, S.M. and Cooke, L.J. (2017) Learner-centred communication training. In: Kissane,
d.W., Bultz, B.D., Butow, P.N., Bylund, C.L., Noble, S. and Wilkinson, S. eds.
Oxford Textbook of Communication in Oncology and Palliative Care, London:
Oxford University Press, 61-70.

Lange, M., Marijnen, C.A.M., Maas, C.P., Putter, H., Rutten, H.J., Stiggelbout, A.M,,
Kranenbarg, E.M.K., van de Velde, C.J.H. and Cooperative Clinical Investigators
of the Dutch (2009) Risk factors for sexual dysfunction after rectal cancer
treatment. European Journal of Cancer, 45(9), 1578-1588.

Lara, L.A.S., de Andrade, J.M., Consolo, F.D. and Roméo, A.P.M.S. (2012) Women's poorer
satisfaction with their sex lives following gynecologic cancer treatment. Clinical
Journal of Oncology Nursing, 16(3), 273-277.

Lau, R., Stevenson, F., Ong, B.N., Dziedzic, K., Treweek, S., Eldridge, S., Everitt, H., Kennedy,
A., Qureshi, N., Rogers, A. and Peacock, R. (2015) Achieving change in primary
care—causes of the evidence to practice gap: systematic reviews of reviews.
Implementation Science, 11(1), 1-39.



284

Laurence V. and Rousset-Jablonski C. (2012) Contraception and Cancer Treatment in
Young Persons. In: Quinn, G.P. and Vadaparampil, S.T. ed. Advances in
Experimental Medicine and Biology, Switzerland: Springer Nature, 732, 41-60.

Lavin, M. and Hyde, A. (2006) Sexuality as an aspect of nursing care for women receiving
chemotherapy for breast cancer in an Irish context. European Journal of
Oncology Nursing, 10(1), 10-18.

Law E, Kelvin JF, Thom B, Riedel E, Tom A, Carter J, Alektiar KM, Goodman KA (2015)
Prospective study of vaginal dilator use adherence and efficacy following
radiotherapy. Radiotherapy and Oncology 116(1), 149-155.

Lawn, S., Fallon-Ferguson, J. and Koczwara, B. (2017) Shared care involving cancer
specialists and primary care providers—What do cancer survivors want? Health
Expectations, 20(5), 1081-1087.

Lazarus, R. S., & Folkman, S. (1984) Stress, appraisal and coping. New York: Springer.

Lee, L., Jacklin, M. and Boyer, C. (2012) Giving staff confidence to discuss sexual concerns
with patients. Cancer Nursing Practice, 11(2), 28-32.

Leighton, J. (2017) Collecting and analysing verbal response process data in the service of
interpretive and validity arguments. In: Ercikan, K. and Pellegrino, J.W. eds.
Validation of score meaning for the next generation of assessments: The use of
response processes. London: Taylor & Francis. doi.org/10.4324/9781315708591

Leijten, P., Melendez-Torres, G.J., Knerr, W. and Gardner, F. (2016) Transported versus
homegrown parenting interventions for reducing disruptive child behavior: A
multilevel meta-regression study. Journal of the American Academy of Child &
Adolescent Psychiatry, 55(7), 610-617.

Lemieux, L., Kaiser, S., Pereira, J. and Meadows, L.M. (2004) Sexuality in palliative care:
patient perspectives. Palliative Medicine, 18(7), 630-637.

Leonardi-Warren, K., Neff, |., Mancuso, M., Wenger, B., Galbraith, M. and Fink, R. (2016)
Sexual Health: Exploring Patient Needs and Healthcare Provider Comfort and
Knowledge. Clinical Journal of Oncology Nursing, 20(6), 162-167.

Lester, J.N., Cho, Y. and Lochmiller, C.R. (2020) Learning to do qualitative data analysis: A
starting point. Human Resource Development Review, 19(1), 94-106.

Leung, S.0. (2011) A comparison of psychometric properties and normality in 4-, 5-, 6- and
11-point Likert scales. Journal of Social Service Research, 37(4), 412-421.

Limoncin, E., Mollaioli, D., Ciocca, G., Gravina, G.L. and Jannini, E.A. (2017) Sexual
Consequences of Chemotherapy. In: Reisman, Y. and Gianotten, W. ed. Cancer,
Intimacy and Sexuality, Switzerland: Springer, 77-82.

Lincoln, Y.S. and Guba, E.G. (1985) Naturalistic inquiry. Beverley Hills, CA: Sage.

Lindau, S.T., Surawska, H., Paice, J. and Baron, S.R. (2011) Communication about sexuality
and intimacy in couples affected by lung cancer and their clinical-care providers.
Psycho-Oncology, 20(2), 179-185.

Lisko, S.A. and O'dell, V. (2010) Integration of theory and practice: Experiential learning
theory and nursing education. Nursing Education Perspectives, 31(2), 106-108.

Litchfield, B.C. and Dempsey, J.V. (2015) Authentic assessment of knowledge, skills, and
attitudes. New Directions for Teaching and Learning, 142(142), 65-80.

Little, P., Stuart, B., Francis, N., Douglas, E., Tonkin-Crine, S., Anthierens, S., Cals, J.W.,
Melbye, H., Santer, M., Moore, M., Coenen, S. L., butler, C., Hood, K., Kelly, M.,
Godycki-Cwirko, M., Mierzecki, A., Torres, A., Llor, C., Davies, M., Mullee, M.,
O’Reilly, G., van der Velden, A., Geraghty, AW.A., Goossens, H., Verheij, T. and
Yardley, L. (2013) Effects of internet-based training on antibiotic prescribing
rates for acute respiratory-tract infections: a multinational, cluster, randomised,
factorial, controlled trial. The Lancet, 382(9899), 1175-1182.

Little, P., Stuart, B., Hobbs, R. F. D, Moore, M., Barnett, J., Popoola, D., Middleton, K., Kelly,
J., Mullee, M., Raftery, J., Yao, G., Carman, W., Fleming, D., Stokes-Lampard, H.,
Williamson, 1., Joseph, Judith., Miller, S. and Yardley, L. (2015) An internet-



285

delivered handwashing intervention to modify influenza-like illness and
respiratory infection transmission (PRIMIT): A primary care randomised trial.
The Lancet, 386(1004), 1631-1639.

Little, P., Stuart, B., Hobbs, R. F. D., Kelly, J., Smith, E. R., Bradbury, K. J., Huges, S., Smith,
P.W.F., Moore, M., Lean, M.E.J., Margetts, B.M., Byrne, C.D., Griffin, S.,
Davoudianfar, M., Hooper, J., Yao, G., Zhu, S., Raftery, J. and Yardley, L. (2016)
An internet-based intervention with brief nurse support to manage obesity in
primary care (POWeR+): a pragmatic, parallel group, randomised controlled
trial. The Lancet Diabetes & Endocrinology, 4(10), 821-828.

Locke, E.A. and Latham, G.P. (1990) A theory of goal setting & task performance. US:
Prentice-Hall, Inc.

Locock, L. and Boaz, A. (2019) Drawing straight lines along blurred boundaries: qualitative
research, patient and public involvement in medical research, co-production
and co-design. Evidence and Policy: A Journal of Research, Debate and Practice,
15(3), 409-421.

Lorusso, D., Bria, E., Costantini, A., Di Maio, M., Rosti, G. and Mancuso, A. (2017) Patients’
perception of chemotherapy side effects: Expectations, doctor—patient
communication and impact on quality of life—An Italian survey. European Journal
of Cancer Care, 26(2), €12618. doi.org/10.1111/ecc.12618

Low, C., Fullarton, M., Parkinson, E., O’Brien, K., Jackson, S.R., Lowe, D. and Rogers, S.N.
(2009) Issues of intimacy and sexual dysfunction following major head and neck
cancer treatment. Oral Oncology, 45(10), 898-903.

Low, J. (2019) A pragmatic definition of the concept of theoretical saturation. Sociological
Focus, 52(2), 131-139.

Lynch, O., O’Donovan, A. and Murphy, P.J. (2019) Addressing treatment-related sexual
side effects among cancer patients: Sub-optimal practice in radiation therapy.
European Journal of Cancer Care, 28(3), €13006. doi.org/10.1111/ecc.13006

Mackereth, P., Farrell, C., Bardy, J., Molassiotis, A. and Finnegan-John, J. (2015)
Legitimising fatigue after breast-cancer treatment. British Journal of Nursing,
24(4), $4-512. Available at: http://web.b.ebscohost.com/ehost/
pdfviewer/pdfviewer?vid=28&sid=9b207094-ae39-4b0a-84cf-ed6e9b32244b%4
Opdc-v-sessmgr02 [Accessed 23 August 2021].

Macmillan Cancer Support. (2009) Rebecca and Scott - Sex fertility and internal

radiotherapy  UK:  Macmillan  Cancer  Support. Available at:
https://www.youtube.com/watch?v=laaCCWNOAb8 [Accessed 12 January
2020].

Macmillan Cancer Support. (2014) Helen - Sex and relationships after having a
mastectomy. [Video] UK: Macmillan Cancer Support.  Available at:
https://www.youtube.com/watch?v=IH3 NgRfusk [Accessed 12 January 2020].

Macmillan Cancer Support. (2015)Statistics fact sheet. UK: Macmillan. Available at:
www.macmillan.org.uk/Documents/AboutUs/Research/Keystats/StatisticsFact
sheet.pdf [Accessed March 2020].

Macmillan Cancer Support. (2016) Cancer: Then and Now: diagnosis, treatment and
aftercare  from 1970 — 2016. UK: Macmillan, Available at:
https://www.macmillan.org.uk/documents/campaigns/cancer-then-now-
report-final-online.pdf [Accessed March 20].

Macmillan Cancer Support. (2018) Managing the late effects of pelvic radiotherapy in
women. UK: Macmillan Cancer Support. Available at:
https://be.macmillan.org.uk/be/p-25340-managing-the-late-effects-of-pelvic-
radiotherapy-in-women.aspx [Accessed 6 August 2021].

Magnan, M.E., Reynolds, K.E. and Galvin, E.A. (2005) Barriers to addressing patient
sexuality in nursing practice. Medsurg Nursing, 14(5), 282-289.




286

Maguire, M. and Delahunt, B. (2017) Doing a thematic analysis: A practical, step-by-step
guide for learning and teaching scholars. All Ireland Journal of Higher Education,
9(3). Available at: https://ojs.aishe.org/index.php/aishe-j/article/view/335/553
[Accessed 8 September 2021].

Maiorino, M.I., Chiodini, P., Bellastella, G., Giugliano, D. and Esposito, K. (2016) Sexual
dysfunction in women with cancer: a systematic review with meta-analysis of
studies using the Female Sexual Function Index. Endocrine, 54(2), 329-341.

Majerovitz, S.D. and Revenson, T.A. (1994) Sexuality and rheumatic disease the
significance of gender. Arthritis & Rheumatism: Official Journal of the American
College of Rheumatology, 7(1), 29-34.

Male, D.A., Fergus, K.D. and Cullen, K. (2016) Sexual identity after breast cancer: sexuality,
body image and relationship repercussions. Current Opinion in Supportive and
Palliative Care, 10(1), 66-74.

Manganiello, A., Hoga, L.A.K., Reberte, L.M., Miranda, C.M. and Rocha, C.A.M. (2011)
Sexuality and quality of life of breast cancer patients post mastectomy.
European Journal of Oncology Nursing, 15(2), 167-172.

Mansour, S.E. and Mohamed, H.E. (2015) Handling Sexuality Concerns in Women with
Gynecological Cancer: Egyptian Nurse's Knowledge and Attitudes. Journal of
Education and Practice, 6(3), 146-159.

Margolies, L. (2014) The psychosocial needs of lesbian, gay, bisexual, or transgender
patients with cancer. Clinical Journal of Oncology Nursing, 18(4), 462-464.

Markopoulos, C., Tsaroucha, A.K., Kouskos, E., Mantas, D., Antonopoulou, Z. and Karvelis,
S. (2009) Impact of breast cancer surgery on the self-esteem and sexual life of
female patients. Journal of International Medical Research, 37(1), 182-188.

Marsden, E. and Torgerson, C.J. (2012) Single group, pre-and post-test research designs:
Some methodological concerns. Oxford Review of Education, 38(5), 583-616.

Martin, P., Kumar, S., Abernathy, L. and Browne, M. (2018) Good, bad or indifferent: a
longitudinal multi-methods study comparing four modes of training for
healthcare professionals in one Australian state. BMJ Open, 8(8), e021264.
doi.org/10.1136/bmjopen-2017-021264

Martinez, C., Castellano, Y. andrés, A., Fu, M., Anton, L., Ballbe, M., Fernandez, P., Cabrera,
S., Riccobene, A., Gavilan, E. and Feliu, A. (2017) Factors associated with
implementation of the 5A’s smoking cessation model. Tobacco Induced
Diseases, 15(1), 41. doi.org/10.1186/s12971-017-0146-7

Maslow, B.S.L., Morse, C.B., Schanne, A., Loren, A., Domchek, S.M. and Gracia, C.R. (2014)
Contraceptive use and the role of contraceptive counseling in reproductive-aged
women with cancer. Contraception, 90, 79-85.

Matthew, A., Lutzky-Cohen, N., Jamnicky, L., Currie, K., Gentile, A., Mina, D.S., Fleshner,
N., Finelli, A., Hamilton, R., Kulkarni, G. and Jewett, M. (2018) The prostate
cancer rehabilitation clinic: a biopsychosocial clinic for sexual dysfunction after
radical prostatectomy. Current Oncology, 25(6), 393-402.

Matthew, A.G., Goldman, A., Trachtenberg, J., Robinson, J., Horsburgh, S., Currie, K., Ritvo,
P. (2005) Sexual dysfunction after radical prostatectomy: prevalence,
treatments, restricted use of treatments and distress. The Journal of Urology,
174, 2105-2110.

May, C.R., Mair, F., Finch, T., MacFarlane, A., Dowrick, C., Treweek, S., Rapley, T., Ballini,
L., Ong, B.N., Rogers, A. and Murray, E. (2009) Development of a theory of
implementation and integration:  Normalization = Process  Theory.
Implementation Science, 4(1), 1-9. doi.org/10.1186/1748-5908-4-29

Mayer, S., lborra, S., Grimm, D., Steinsiek, L., Mahner, S., Bossart, M., Woelber, L., Voss,
P.J., Gitsch, G. and Hasenburg, A. (2019) Sexual activity and quality of life in
patients after treatment for breast and ovarian cancer. Archives of Gynecology
and Obstetrics, 299(1), 191-201.




287

Mays, N. and Pope, C. (1995) Qualitative research: rigour and qualitative research. British
Medical Journal, 311(6997), 109-112.

McCallum, M., Jolicoeur, L., Lefebvre, M., Babchishin, L.K., Robert-Chauret, S., Le, T. and
Lebel, S. (2014) Supportive care needs after gynecologic cancer: where does
sexual health fit in? Oncology Nursing Forum, 41(3), 297-306.

McCallum, M., Lefebvre, M., Jolicoeur, L., Maheu, C. and Lebel, S. (2012) Sexual health
and gynecological cancer: conceptualizing patient needs and overcoming
barriers to seeking and accessing services. The Journal of Psychosomatic
Obstetrics and Gynecology, 33(3), 135-142.

McCaughan, E., Flannagan, C., Bingham, S.L., Brady, N., Parahoo, K., Connaghan, J.,
Maguire, R., Steele, M., Thompson, S., Jain, S., Kirby, M. and O’Connor, S.R.
(2021a) Effects of a brief e-learning resource on sexual attitudes and beliefs of
healthcare professionals working in prostate cancer care: A single arm pre and
post-test study. Journal of Environmental Research and Public Health, 18(19),
10045. doi.org/10.3390/ijerph181910045

McCaughan, E., Flannagan, C., Bingham, S.L., Brady, N., Parahoo, K., Connaghan, J.,
Maguire, R., Steele, M., Thompson, S., Jain, S., Kirby, M. and O’Connor, S.R.
(2021b) Maximising sexual wellbeing: prostate cancer elearning resource:
evaluation data. [Unpublished].

McCaughan, E., Mc Sorley, O., Prue, G., Parahoo, K., Bunting, B., Sullivan, J.O0. and
McKenna, H. (2013) Quality of life in men receiving radiotherapy and neo-
adjuvant androgen deprivation for prostate cancer: results from a prospective
longitudinal study. Journal of Advanced Nursing, 69(1), 53-65.

McCaughan, E., McKenna, S., McSorley, O. and Parahoo, K. (2015) The experience and
perceptions of men with prostate cancer and their partners of the CONNECT
psychosocial intervention: a qualitative exploration. Journal of Advanced
Nursing, 71, 1871-1882.

McCaughan, E., Parahoo, K., Flannagan, C., Maguire, R., Connaghan, J., Steele, M.,
Thompson, S., Jain, S., Kirby, M., Brady, N. and O’Connor, S.R. (2020)
Development of a conceptual framework to improve sexual wellbeing
communication in routine prostate cancer care. Patient Education and
Counseling, 103(6), 1150-1160.

McClelland, S.I., Holland, K. J., & Griggs, J. J. (2015) Vaginal dryness and beyond: The sexual
health needs of women diagnosed with metastatic breast cancer. Journal of Sex
Research, 52(6), 604—616.

McClelland, S.I. (2016) “I wish I'd known”: patients' suggestions for supporting sexual
quality of life after diagnosis with metastatic breast cancer. Sexual and
Relationship Therapy, 31(4), 414-431.

McCutcheon, K., Lohan, M., Traynor, M. and Martin, D. (2015) A systematic review
evaluating the impact of online or blended learning vs. face-to-face learning of
clinical skills in undergraduate nurse education. Journal of Advanced Nursing,
71(2), 255-270.

McGowan, L.J., Devereux-Fitzgerald, A., Powell, R. and French, D.P. (2018) How
acceptable do older adults find the concept of being physically active? A
systematic review and meta-synthesis. International Review of Sport and
Exercise Psychology, 11(1), 1-24. doi.org/10.1080/1750984X.2016.1272705

Mclnnis, M.K. and Pukall, C.F. (2020) Sex after prostate cancer in gay and bisexual men: A
review of the literature. Sexual Medicine Reviews, 8(3), 466-472.

McRobert, C.J., Hill, J.C., Smale, T., Hay, E.M. and Van der Windt, D.A. (2018) A multi-
modal recruitment strategy using social media and internet-mediated methods
to recruit a multidisciplinary, international sample of clinicians to an online
research study. PLoS One, 13(7), e0200184.
doi.org/10.1371/journal.pone.0200184



288

McSorley, 0., McCaughan, E., Prue, G., Parahoo, K., Bunting, B. and O'Sullivan, J. (2014) A
longitudinal study of coping strategies in men receiving radiotherapy and neo-
adjuvant androgen deprivation for prostate cancer: a quantitative and
qualitative study. Journal of Advanced Nursing, 70(3), 625-638.

Medical Board of Australia. (2014) Good medical practice: a code of conduct for doctors in
Australia. Australia: MBA. Available at:
https://www.medicalboard.gov.au/Codes-Guidelines-Policies/Code-of-
conduct.aspx [Accessed 6 August 2021].

Mehta, A., Pollack, C.E., Gillespie, T.W., Duby, A., Carter, C., Thelen-Perry, S. and Witmann,
D. (2019) What patients and partners want in interventions that support sexual
recovery after prostate cancer treatment: An exploratory convergent mixed
methods study. Sexual Medicine, 7(2), 184-191.

Meistrich, M.L. (2009) Male gonadal toxicity. Pediatric Blood Cancer, 53(2), 261-266.

Mellor, R.M., Greenfield, S.M., Dowswell, G., Sheppard, J.P., Quinn, T. and McManus, R.J.
(2013) Health care professionals' views on discussing sexual wellbeing with
patients who have had a stroke: A qualitative study. PloS One, 8(10), e78802.
doi.org/10.1371/journal.pone.0078802

Meloni, F., Vanthuyne, K. and Rousseau, C. (2015) Towards a relational ethics: Rethinking
ethics, agency and dependency in research with children and youth.
Anthropological Theory, 15(1), 106-123.

Meng, X. (2012) The effect of relationship management on project performance in
construction. International Journal of Project Management, 30(2), 188-198.

Mercadante, S., Vitrano, V. and Catania, V. (2010) Sexual issues in early and late-stage
cancer: a review. Supportive Care in Cancer, 18(6), 659-665.

Merriam, S.B. and DiNardo, D. (2018) Talking sex with cancer survivors: effects of an
educational workshop for primary care providers. Journal of General Internal
Medicine, 33(2), 353.

Metusela, C., Ussher, J., Perz, J., Hawkey, A., Morrow, M., Narchal, R., Estoesta, J. and
Monteiro, M. (2017) “In my culture, we don’t know anything about that”: Sexual
and reproductive health of migrant and refugee women. International Journal
of Behavioral Medicine, 24(6), 836-845.

Meyer, J.E., Narang, T., Schnoll-Sussman, F.H., Pochapin, M.B., Christos, P.J. and Sherr,
D.L. (2010) Increasing incidence of rectal cancer in patients aged younger than
40 years: an analysis of the surveillance, epidemiology and end results database.
Cancer, 116(18), 4354-4359.

Michie, S. and Abraham, C. (2004) Interventions to change health behaviours: evidence-
based or evidence-inspired? Psychology and Health, 19(1), 29-49.

Michie, S., Richardson, M., Johnston, M., Abraham, C., Francis, J., Hardeman, W. and
Wood, C.E. (2013) The behavior change technique taxonomy (v1) of 93
hierarchically clustered techniques: building an international consensus for the
reporting of behavior change interventions. Annals of Behavior Medicine, 46(1),
81-95.

Michie, S., Wood, C.E., Johnston, M., Abraham, C., Francis, J. and Hardeman, W. (2015)
Behaviour change techniques: the development and evaluation of a taxonomic
method for reporting and describing behaviour change interventions (a suite of
five studies involving consensus methods, randomised controlled trials and
analysis of qualitative data). Health Technology Assessment, 19(99).
doi.org/10.3310/hta19990

Mick, J. and Cohen, M.Z. (2003) Sexuality and cancer: A better approach to nursing
assessment of oncology patients’ sexuality concerns. Hematology Oncology
News & Issues, 2(10), 30-31.




289

Milbury, K. and Badr, H. (2013) Sexual problems, communication patterns and depressive
symptoms in couples coping with metastatic breast cancer. Psycho-Oncology,
22(4), 814-822.

Milbury, K., Cohen, L., Jenkins, R., Skibber, J.M. and Schover, L.R. (2013) The association
between psychosocial and medical factors with long-term sexual dysfunction
after treatment for colorectal cancer. Supportive Care in Cancer, 21(3), 793-802.

Miles, M.B. and Huberman, A.M. (1994) Qualitative data analysis: An expanded
sourcebook. London: Sage.

Miller, W.R., & Lief, H.l. (1979) The sex knowledge and attitude test (SKAT). Journal of Sex
and Marital Therapy, 5(3), 282-287.

Moffett, J. (2015) Twelve tips for “flipping” the classroom. Medical Teacher, 37(4), 331-
336.

Mok, K., Juraskova, I. and Friedlander, M. (2008) The impact of aromatase inhibitors on
sexual functioning: current knowledge and future research directions. The
Breast, 17(5), 436-440.

Moore, A., Higgins, A. and Sharek, D. (2013) Barriers and facilitators for oncology nurses
discussing sexual issues with men diagnosed with testicular cancer. European
Journal of Oncology Nursing, 17(4), 416-422.

Moore, G., Campbell, M., Copeland, L., Craig, P., Movsisyan, A., Hoddinott, P., Littlecott,
H., O’Cathain, A., Pfadenhauer, L., Rehfuess, E., Segrott, J., Hawe, P., Kee, F.,
Couturiaux, D., Hallingberg, B. and Evans, R. (2021a) Adaptation of interventions
for implementation and/or re-evaluation in new contexts: The ADAPT Guidance
(v1.0). Wales: DECIPer. Available at: https://decipher.uk.net/portfolio/the-
adapt-study/ [Accessed on 9 July 2021].

Moore, G., Campbell, M., Copeland, L., Craig, P., Movsisyan, A., Hoddinott, P., Littlecott,
H., O’Cathain, A., Pfadenhauer, L., Rehfuess, E. and Segrott, J. (2021b) Adapting
interventions for new contexts: The ADAPT guidance. British Medical Journal.
374, n1679. doi.org/10.1136/bmj.n1679

Moore, G.F. and Evans, R.E. (2017) What theory, for whom and in which context?
Reflections on the application of theory in the development and evaluation of
complex population health interventions. SSM-Population Health, 3, 132-135.

Moore, G.F., Audrey, S., Barker, M., Bond, L., Bonell, C., Hardeman, W., Moore, L.,
O’Cathain, A., Tinati, T., Wight, D. and Baird, J. (2015) Process evaluation of
complex interventions: Medical Research Council guidance. BMJ. 350: h1258.
doi.org/10.1136/bmj.h1258

Moore, G.F., Evans, R.E., Hawkins, J., Littlecott, H., Melendez-Torres, G.J., Bonell, C. and
Murphy, S. (2019) From complex social interventions to interventions in
complex social systems: future directions and unresolved questions for
intervention development and evaluation. Evaluation, 25(1), 23-45.

Moreno, K.F., Khabbaz, E., Gaitonde, K., Meinzen-Derr, J., Wilson, K.M. and Patil, Y.J.
(2012) Sexuality after treatment of head and neck cancer: findings based on
modification of sexual adjustment questionnaire. The Laryngoscope, 122(7),
1526-1531.

Morgan, D.L. (2014) Pragmatism as a paradigm for social research. Qualitative inquiry,
20(8), 1045-1053.

Morrison, L., Muller, I., Yardley, L. and Bradbury, K. (2018) The person-based approach to
planning, optimising, evaluating and implementing behavioural health
interventions. The European Health Psychologist, 20(3), 464-469.

Morse, J.M. (1991) Approaches to qualitative-quantitative methodological triangulation.
Nursing Research 40(1), 120-123.

Morton, K., Ainsworth, B., Miller, S., Rice, C., Bostock, J., Denison-Day, J., Towler, L., Groot,
J., Moore, M., Willcox, M. and Chadborn, T. (2021) Adapting Behavioral
Interventions for a Changing Public Health Context: A Worked Example of




290

Implementing a Digital Intervention During a Global Pandemic Using Rapid
Optimisation Methods. Frontiers in Public Health, 9.
doi.org/10.3389/fpubh.2021.668197

Movsisyan, A., Arnold, L., Evans, R., Hallingberg, B., Moore, G., O’Cathain, A,
Pfadenhauer, L.M., Segrott, J. and Rehfuess, E. (2019) Adapting evidence-
informed complex population health interventions for new contexts: a
systematic review of guidance. Implementation Science, 14(1), 1-20.
doi.org/10.1186/s13012-019-0956-5

Muller, 1., Santer, M., Morrison, L., Morton, K., Roberts, A., Rice, C., Williams, M. and
Yardley, L. (2019) Combining qualitative research with PPI: reflections on using
the person-based approach for developing behavioural interventions. Research
Involvement and Engagement, 5(1), 1-8. doi.org/10.1186/s40900-019-0169-8

Mullins, B.T., Basak, R., Broughman, J.R. and Chen, R.C. (2019) Patient-reported sexual
quality of life after different types of radical prostatectomy and radiotherapy:
Analysis of a population-based prospective cohort. Cancer, 125(20), 3657-3665.

Munn, Z., Peters, M.D., Stern, C., Tufanaru, C., McArthur, A. and Aromataris, E. (2018)
Systematic review or scoping review? Guidance for authors when choosing
between a systematic or scoping review approach. BMC Medical Research
Methodology, 18(1), 1-7.

Murillo, F.H., Bellver-Pérez, A. and Gianotten, W.L. (2017) Sexuality and cancer in the
aged/aging population. In Reisman, Y. and Gianotten, W. ed. Cancer, Intimacy
and Sexuality, Switzerland: Springer, 257-266.

National Cancer Institute. (2018a) Sexual health issues in men with cancer. USA: National
Cancer Institute. Available  at:  https://www.cancer.gov/about-
cancer/treatment/side-effects/sexuality-men [Accessed 25 June 2021].

National Cancer Institute. (2018b) Sexual health issues in women with cancer. USA:
National Cancer Institute. Available at: https://www.cancer.gov/about-
cancer/treatment/side-effects/sexuality-women [Accessed 25 June 2021].

National Forum of Gynaecological Oncology Nurses (2012) International Guidelines on
Vaginal Dilation after Pelvic Radiotherapy. UK: International Clinical Guideline
Group. Available at: https://products.owenmumford.com/us/wp-
content/uploads/sites/3/2014/11/Dilator-Best-Practice-Guidelines.pdf
[Accessed 20 December 2018].

National Health Service (NHS) (2019) Going home after major gynaecological surgery. UK:
Sheffield Teaching Hospitals NHS Foundation Trust. Available at:
https://healthdocbox.com/Exercise/101420491-Going-home-after-major-
gynaecological-surgery-information-for-patients-gynaecology.html [Accessed 6
August 2021].

National Health Service (NHS). (April 2016) Implementing the cancer taskforce
recommendations: commissioning person centred care for people affected by
cancer. Available at: https://www.england.nhs.uk/wp-
content/uploads/2016/04/cancer-guid-vl.pdf [Accessed March 2020].

National Institute for Health and Care Excellence (NICE). (January 2020) Colorectal Cancer.
Available at: https://www.nice.org.uk/guidance/ng151. [Accessed: 1 March 20].

National Institute for Health and Care Excellence (NICE). (May 2019) Prostate cancer:
diagnosis and management. Clinical guideline [NG131]. Available at:
https://www.nice.org.uk/guidance/ng131. [Accessed: 1 October 2019].

National Institute for Heath and Clinical Excellence (NICE). (2002) Improving Outcomes in
Breast Cancer: Manual Update. London: NICE. Available at:
https://www.nice.org.uk/guidance/csgl/resources/improving-outcomes-in-
breast-cancer-update-pdf-773371117 [Accessed on 7 July 2021].




291

National Institute for Heath and Clinical Excellence (NICE). (2009) Advanced breast cancer:
diagnosis and treatment. Clinical Guideline 81. London: NICE. Available at:
https://www.nice.org.uk/guidance/cg81 [Accessed on 7 July 2021].

National Institute for Heath and Clinical Excellence (NICE). (2004) Improving outcomes in
head and neck cancers — research evidence. Clinical Service Guideline 6.
London: NICE. Available at: https://www.nice.org.uk/guidance/csg6 [Accessed
1 March 20].

National Institute for Heath and Clinical Excellence (NICE). (2018) Early and locally
advanced breast cancer: diagnosis and management. NICE Guideline 101.
London: NICE. Available at: https://www.nice.org.uk/guidance/ng101 [Accessed
on 7 July 2021].

National Institute for Heath and Clinical Excellence (NICE). (2011) The Recognition and
Initial Management of Ovarian Cancer. Clinical Guideline [CG122]. London: NICE.
Available at: https://www.nice.org.uk/guidance/cg122 [Accessed 1 March 20].

Neto, M.S., de Aguiar Menezes, M.V., Moreira, J.R., Garcia, E.B., Abla, L.E.F. and Ferreira,
L.M. (2013) Sexuality after breast reconstruction post mastectomy. Aesthetic
Plastic Surgery, 37(3), 643-647.

Nisbet, H., Caulfield, L. and Holloway, E. (2021) An evaluation of a therapeutic
radiographer led “sexual care after radiotherapy” clinic. Radiography, 27(3),
897-902.

Norstrom, A.V., Cvitanovic, C., Lof, M.F., West, S., Wyborn, C., Balvanera, P., Bednarek,
A.T., Bennett, E.M., Biggs, R.,, de Bremond, A. and Campbell, B.M. (2020)
Principles for knowledge co-production in sustainability research. Nature
Sustainability, 3(3), 182-190.

Nowell, L.S., Norris, J.M., White, D.E. and Moules, N.J. (2017) Thematic analysis: Striving
to meet the trustworthiness criteria. International Journal of Qualitative
Methods, 16(1), 1609406917733847. doi.org/10.1177/1609406917733847

Nursing and Midwifery Council (2015) The Code: Professional standards of practice and
behaviour for nurses, midwives and nursing associates. London: NMC. Available
at: https://www.nmc.org.uk/globalassets/sitedocuments/nmc-
publications/nmc-code.pdf [Accessed 16 February 2018].

O’Brien, K., Roe, B., Low, C., Deyn, L. and Rogers, S.N. (2012) An exploration of the
perceived changes in intimacy of patients’ relationships following head and neck
cancer. Journal of Clinical Nursing, 21(17-18), 2499-2508.

O'Cathain, A, Croot, L., Duncan, E., Rousseau, N., Sworn, K., Turner, K.M., Yardley, L. and
Hoddinott, P. (2019) Guidance on how to develop complex interventions to
improve  health and healthcare. BMJ Open, 9(8), e029954.
doi.org/10.1136/bmjopen-2019-029954

O’Connor, S.R., Connaghan, J., Maguire, R., Kotronoulas, G., Flannagan, C., Jain, S., Brady,
N. and McCaughan, E. (2019) Healthcare professional perceived barriers and
facilitators to discussing sexual wellbeing with patients after diagnosis of chronic
illness: A mixed-methods evidence synthesis. Patient Education and Counseling,
102(5), 850-863.

O'Connor, S., Flannagan, C., Parahoo, K., Steele, M., Thompson, S.J., Jain, S., Kirby, M.,
Brady, N., Maguire, R., Connaghan, J. and McCaughan, E. (2021) Efficacy, use
and acceptability of a web-based self-management intervention designed to
maximise sexual wellbeing in men living with prostate cancer: single-arm
experimental study. Journal of Medical Internet Research, 23(7), e21502.
doi.org/10.2196/21502

O'Connor, A., Jackson, L., Goldsmith, L. and Skirton, H. (2014) Can | get a retweet please?
Health research recruitment and the Twittersphere. Journal of Advanced
Nursing, 70(3), 599-609.




292

O’Riordan, L (2019) Sex, intimacy and breast cancer. The Pleasure Podcast, 23 September
2019.  Available  at: https://play.acast.com/s/thepleasurepodcast/s2-
ep4lizoriordan-sex-intimacyandbreastcancer [Accessed 13 September 2019].

Oetomo, D. and Boellstorff, T. (2014 ) Reflections on sexual rights, politics and sexuality
studies in: Bennet, L.R. and Davies, S.G. eds. Indonesia. Sex and sexualities in
contemporary Indonesia: Sexual politics, health, diversity and representations,
307-317.

Olson, R.E. (2011) Managing hope, denial or temporal anomie? Informal cancer carers’
accounts of spouses’ cancer diagnoses. Social Science & Medicine, 73(6), 904-
911.

Olsson, C., Berglund, A.L., Larsson, M. and Athlin, E. (2012) Patient’s sexuality—A neglected
area of cancer nursing? European Journal of Oncology Nursing, 16(4), 426-431.

Orsini, C., Binnie, V.. and Wilson, S.L. (2016) Determinants and outcomes of motivation
in health professions education: a systematic review based on self-
determination theory. Journal of Educational Evaluation for Health Professions,
13. doi.org/10.3352/jeehp.2016.13.19

Orsmond, G.l. and Cohn, E.S. (2015) The distinctive features of a feasibility study:
Objectives and guiding questions. OTJR: Occupation, Participation and Health,
35(3), 169-177.

Oskay, U., Can, G. and Basgol, S. (2014) Discussing sexuality with cancer patients: oncology
nurses’ attitudes and views. Asian Pacific Journal of Cancer Prevention, 15(17),
7321-7326.

Palacios, L.A.G., Krouwel, E.M., den Oudsten, B.L., Den Ouden, M.E., Kloens, G.J., van
Duijn, G., Putter, H., Pelger, R.C. and Elzevier, H.W. (2018) Suitable sexual health
care according to men with prostate cancer and their partners. Supportive Care
in Cancer, 26(12), 4169-4176.

Pallant, J. (2020) SPSS survival manual: A step by step guide to data analysis using IBM
SPSS. 51" ed. NSW: Allen and Unwin.

Palmer, S.R. and Holt, D.M. (2009) Examining student satisfaction with wholly online
learning. Journal of Computer Assisted Learning, 25(2), 101-113.

Panjari, M., Bell, R.J. and Davis, S.R. (2011) Sexual Function after Breast Cancer. The
Journal of Sexual Medicine, 8(1): 294-302.

Papadopoulou, C., Sime, C., Rooney, K. and Kotronoulas, G. (2019) Sexual health care
provision in cancer nursing care: A systematic review on the state of evidence
and deriving international competencies chart for cancer nurses. International
Journal of Nursing Studies, 103405. doi.org/10.1016/j.ijnurstu.2019.103405

Parahoo, K. (2014) Nursing research: principles, process and issues. London: Macmillan
International Higher Education.

Parahoo, K., McDonough, S., McCaughan, E., Noyes, J., Semple, C., Halstead, E.J.,
Neuberger, M.M. and Dahm, P. (2013) Psychosocial interventions for men with
prostate cancer. Cochrane Database of Systematic Reviews, 12, CD008529.
doi.org/10.1002/14651858.CD008529.pub3.

Parahoo, K., McKenna, S., Prue, G., McSorley, O. and McCaughan, E. (2017) Facilitators'
delivery of a psychosocial intervention in a controlled trial for men with prostate
cancer and their partners: a process evaluation. Journal of Advanced Nursing,
73(7), 1620-1631.

Parahoo, R.S., Semple, C.J., Killough, S. and McCaughan, E. (2019) The experience among
patients with multiple dental loss as a consequence of treatment for head and
neck cancer: A qualitative study. Journal of Dentistry, 82, 30-37.

Paterson, C., Gobel, B., Gosselin, T., Haylock, P.J., Papadopoulou, C., Slusser, K., Rodriguez,
A. and Pituskin, E. (2020) Oncology nursing during a pandemic: critical
reflections in the context of COVID-19. In: Seminars in Oncology Nursing (p.
151028). WB Saunders.



293

Patrick, M.D., Stukus, D.R. and Nuss, K.E. (2019) Using podcasts to deliver pediatric
educational content: development and reach of PediaCast CME. Digital Health,
5, 2055207619834842. doi.org/10.1177/2055207619834842

Pauwels, E., De Bourdeaudhuij, I., Charlier, C., Lechner, L. and Van Hoof, E. (2012)
Psychosocial characteristics associated with breast cancer survivors’ intimate
partners’ needs for information and support after primary breast cancer
treatment. Journal  of  Psychosocial Oncology, 30(1), 1-20.
doi.org/10.1080/07347332.2011.633982

Pechey, R., Burge, P., Mentzakis, E., Suhrcke, M. and Marteau, T.M. (2014) Public
acceptability of population-level interventions to reduce alcohol consumption:
a discrete choice experiment. Social Science & Medicine, 113, 104-109.

Perera, S.K., Jacob, S., Sullivan, R. and Barton, M. (2021) Evidence-based benchmarks for
use of cancer surgery in high-income countries: a population-based analysis. The
Lancet Oncology, 22(2), 173-181.

Perz, J. and Ussher, J.M. (2015) A randomized trial of a minimal intervention for sexual
concerns after cancer: a comparison of self-help and professionally delivered
modalities. BMC Cancer, 15(1), 629. doi.org/10.1186/s12885-015-1638-6

Perz, J., Ussher, J. and Gilbert, E. (2014) Loss, uncertainty, or acceptance: subjective
experience of changes to fertility after breast cancer. European Journal of
Cancer Care, 23(4), 514-522.

Pinto, J.K. and Slevin, D.P. (1988) Critical success factors across the project life cycle. Drexel
Hill, PA: Project Management Institute.

Polgar, S. and Thomas, S.A. (2013) Qualitative Research Methods. Introduction to
Research in the Health Sciences. 6" ed. Edinburgh: Elsevier.

Polit, D. and Beck, C.T., 2014. Essentials of nursing research. Appraising evidence for
nursing practice, 8" ed. Philadelphia, PA: Wolters Kluwer/Lippincott Williams &
Wilkins.

Powell, R., Ahmad, M., Gilbert, F.J., Brian, D. and Johnston, M. (2015) Improving magnetic
resonance imaging (MRI) examinations: development and evaluation of an
intervention to reduce movement in scanners and facilitate scan completion.
British Journal of Health Psychology, 20(3), 449-465.

Préau, M., Bouhnik, A.D. and Le Coroller Soriano, A.G. (2013) Two years after cancer
diagnosis, what is the relationship between health-related quality of life, coping
strategies and spirituality? Psychology, Health & Medicine, 18(4), 375-386.

Quaresma, M., Coleman, M.P. and Rachet, B. (2014) 40-year trends in an index of survival
for all cancers combined and survival adjusted for age and sex for each cancer
in England and Wales, 1971-2011: a population-based study. The Lancet,
385(9974), 1206-1218.

Quinn, C. and Happell, B. (2012) Getting BETTER: Breaking the ice and warming to the
inclusion of sexuality in mental health nursing care. International Journal of
Mental Health Nursing, 21(2), 154-162.

Quinn, C. and Happell, B. (2013a) Talking about sexuality with consumers of mental health
services. Perspectives in Psychiatric Care, 49(1), 13-20.

Quinn, C., Happell, B. and Welch, A., (2013b) The 5-As framework for including sexual
concerns in mental health nursing practice. Issues in Mental Health Nursing,
34(1), 17-24.

Quinn, G.P., Bowman Curci, M., Reich, R.R., Gwede, C.K., Meade, C.D., ENRICH/ECHO
Working Group and Vadaparampil, S.T. (2019) Impact of a web-based
reproductive health training program: ENRICH (Educating Nurses about
Reproductive Issues in Cancer Healthcare). Psycho-Oncology, 28(5), 1096-1101.

Radbruch, L., Strasser, F., Elsner, F., Gongalves, J.F., Lgge, J., Kaasa, S., Nauck, F., Stone, P.
and Research Steering Committee of the European Association for Palliative



294

Care (EAPC). (2008) Fatigue in palliative care patients—an EAPC approach.
Palliative Medicine, 22(1), 13-32.

Rahman, S. (2018) Female sexual dysfunction among Muslim women: Increasing
awareness to improve overall evaluation and treatment. Sexual Medicine
Reviews, 6(4), 535-547.

Rai, T., Morton, K., Roman, C., Doogue, R., Rice, C., Williams, M., Schwartz, C., Velardo, C,,
Tarassenko, L., Yardley, L. and McManus, R.J. (2021) Optimizing a digital
intervention for managing blood pressure in stroke patients using a diverse
sample: Integrating the person-based approach and patient and public
involvement. Health Expectations, 24(2), 327-340.

Ramsey, A., Lord, S., Torrey, J., Marsch, L. and Lardiere, M. (2016) Paving the way to
successful implementation: identifying key barriers to use of technology-based
therapeutic tools for behavioral health care. The Journal of Behavioral Health
Services & Research, 43(1), 54-70.

Ratner, E.S., Foran, K.A., Schwartz, P.E. and Minkin, M.J. (2010) Sexuality and intimacy
after gynecological cancer. Maturitas, 66(1), 23-26.

Razali, N.M. and Wah, Y.B. (2011) Power comparisons of Shapiro-Wilk, Kolmogorov-
Smirnow, Lillifors and Anderson-Darling tests. Journal of Statistical Modeling
and Analytics, 2(1), 21-33.

Reese, J.B. and Haythornthwaite, J.A. (2016) Importance of sexuality in colorectal cancer:
predictors, changes and response to an intimacy enhancement intervention.
Supportive Care in Cancer, 24(10), 4309-4317.

Reese, J.B., Beach, M.C., Smith, K.C., Bantug, E.T., Casale, K.E., Porter, L.S., Bober, S.L,,
Tulsky, J.A., Daly, M.B. and Lepore, S.J. (2017a) Effective patient-provider
communication about sexual concerns in breast cancer: a qualitative study.
Supportive Care in Cancer, 25(10), 3199-3207.

Reese, J.B., Keefe, F.J., Somers, T.J. and Abernethy, A.P. (2010) Coping with sexual
concerns after cancer: the use of flexible coping. Supportive Care in Cancer,
18(7), 785-800.

Reese, J.B., Lepore, S.J., Daly, M.B., Handorf, E., Sorice, K.A., Porter, L.S., Tulsky, J.A. and
Beach, M.C. (2019a) A brief intervention to enhance breast cancer clinicians'
communication about sexual health: Feasibility, acceptability and preliminary
outcomes. Psycho-Oncology, 28(4), 872-879.

Reese, J.B., Sorice, K., Beach, M.C,, Porter, L.S., Tulsky, J.A., Daly, M.B. and Lepore, S.J.
(2017b) Patient-provider communication about sexual concerns in cancer: a
systematic review. Journal of Cancer Survivorship, 11(2), 175-188.

Reese, J.B., Sorice, K., Lepore, S.J., Daly, M.B., Tulsky, J.A. and Beach, M.C. (2019b) Patient-
clinician communication about sexual health in breast cancer: a mixed-methods
analysis of clinic dialogue. Patient Education and Counseling, 102(3), 436-442.

Reese, J.B., Sorice, K.A., Pollard, W., Zimmaro, L.A., Beach, M.C., Handorf, E. and Lepore,
S.J. (2020) Understanding Sexual Help-Seeking for Women With Breast Cancer:
What Distinguishes Women Who Seek Help From Those Who Do Not? The
Journal of Sexual Medicine, 17(9), 1729-1739.

Rege Colet, N. M. (2017) From content-centred to learning-centred approaches: Shifting
educational paradigm in higher education. Journal of Educational
Administration and History, 49(1), 72-86.

Resnick, M.J., Koyama, T., Fan, K.H., Albertsen, P.C., Goodman, M., Hamilton, A.S,,
Hoffman, R.M., Potosky, A.L., Stanford, J.L., Stroup, A.M. and Van Horn, R.L.
(2013) Long-term functional outcomes after treatment for localized prostate
cancer. The New England Journal of Medicine, 368, 436-445.

Reynolds, K.E. and Magnan, M.A. (2005) Nursing attitudes and beliefs toward human
sexuality: collaborative research promoting evidence-based practice. Clinical
Nurse Specialist, 19(5), 255-259.



295

Rhoten, B.A., Sellers, J., Charron, E. and Paul, N. (2020) Sexual activity after treatment for
head and neck cancer: the experience of survivors. Cancer Nursing Practice,
19(1). doi.org/10.7748/cnp.2019.e1461

Rodrigues, A.C., Teixeira, R., Teixeira, T., Conde, S., Soares, P. and Torgal, I. (2012) Impact
of pelvic radiotherapy on female sexuality. Archives of Gynecology and
Obstetrics, 285(2), 505-514.

Rogers, S.N., Hazeldine, P., O’'Brien, K., Lowe, D. and Roe, B. (2015) How often do head
and neck cancer patients raise concerns related to intimacy and sexuality in
routine follow-up clinics? European Archives of Oto-Rhino-Laryngology, 272(1),
207-217.

Rolleri, L.A., Fuller, T.R., Firpo-Triplett, R., Lesesne, C.A., Moore, C. and Leeks, K.D. (2014)
Adaptation guidance for evidence-based teen pregnancy and STI/HIV
prevention curricula: from development to practice. American Journal of
Sexuality Education, 9(2), 135-154.

Rose, D., Ussher, J.M. and Perz, J. (2017) Let's talk about gay sex: gay and bisexual men's
sexual communication with healthcare professionals after prostate cancer.
European Journal of Cancer Care, 26(1), €12469. doi.org/10.1111/ecc.12469

Rostamkhani, F., Jafari, F., Ozgoli, G. and Shakeri, M. (2015) Addressing the sexual
problems of Iranian women in a primary health care setting: A quasi-
experimental study. Iranian Journal of Nursing and Midwifery Research, 20(1),
139-146.

Rottmann, N., Ewertz, M., & Hansen, D. G. (2014). Breast cancer. In: Michalos, A. ed.
Encyclopedia of Quality of Life and Well-being Research, 435— 442. Dordrecht,
Netherlands: Springer. doi.org/ 10.1007/978-94-007-0753-5_3864

Rubin, J., & Chisnell, D. (2008) Handbook of usability testing: How to plan, design and
conduct effective tests. Indianapolis, IN: Wiley Publishing, Inc.

Rutter, H., Savona, N., Glonti, K., Bibby, J., Cummins, S., Finegood, D.T., Greaves, F.,
Harper, L., Hawe, P., Moore, L. and Petticrew, M. (2017) The need for a complex
systems model of evidence for public health. The Lancet, 390(10112), 2602-
2604.

Ryan, R.M. and Deci, E.L. (2000) Self-determination theory and the facilitation of intrinsic
motivation, social development and well-being. American Psychologist, 55(1),
68-78.

Saboula, N.E.S. and Shahin, M.A. (2015) Effectiveness of application of PLISSIT counseling
model on sexuality for breast cancer's women undergoing treatment. American
Journal of Nursing Science, 4(4), 218-230.

Sadovsky, R., Basson, R., Krychman, M., Morales, A.M., Schover, L., Wang, R. and Incrocci,
L. (2010) Cancer and sexual problems. The Journal of Sexual Medicine, 7(1), 349-
373.

Salvy, S.J., Carandang, K., Vigen, C.L., Concha-Chavez, A., Sequeira, P.A., Blanchard, J.,
Diaz, J., Raymond, J. and Pyatak, E.A. (2020) Effectiveness of social media
(Facebook), targeted mailing and in-person solicitation for the recruitment of
young adult in a diabetes self-management clinical trial. Clinical Trials, 17(6),
664-674.

Sampson, R., Cooper, J., Barbour, R., Polson, R. and Wilson, P. (2015) Patients’
perspectives on the medical primary—secondary care interface: systematic
review and synthesis of qualitative research. BMJ Open, 5(10), e008708.
doi.org/10.1136/bmjopen-2015-008708

Sanders, E.B.N. and Stappers, P.J. (2008) Co-creation and the new landscapes of design.
Co-design, 4(1), 5-18.

Santillo, M., Sivyer, K., Krusche, A., Mowbray, F., Jones, N., Peto, T.E.A., Walker, A.S.,
Llewelyn, M.J. and Yardley, L. (2019) Intervention planning for Antibiotic Review
Kit (ARK): a digital and behavioural intervention to safely review and reduce



296

antibiotic prescriptions in acute and general medicine. Journal of Antimicrobial
Chemotherapy, 74(11), 3362-3370.

Saunamaki, N., Andersson, M. and Engstrém, M. (2010) Discussing sexuality with patients:
nurses’ attitudes and beliefs. Journal of Advanced Nursing, 66(6), 1308-1316.

Sawin, E.M. (2012) “The Body Gives Way, Things Happen”: Older women describe breast
cancer with a non-supportive intimate partner. European Journal of Oncology
Nursing, 16(1), 64-70.

Schover, L. (2012) Communicating about sexuality and fertility issues. MD Anderson
I*CARE ACE Lecture Series, 7 February 2012. Available at:
http://itunes.apple.com/gb/podcast/ace-lecture-series-
video/id431868854?mt=2&i=1000357035233 [Accessed 29 August 2019].

Schover, L. R. (2014) Premature ovarian failure is a major risk factor for cancer- related
sexual dysfunction. Cancer, 120(15), 2230-2232.

Schover, L.R. (2008) Premature ovarian failure and its consequences: vasomotor
symptoms, sexuality and fertility. Journal of Clinical Oncology, 26(5), 753-758.

Schover, L.R. (2019) Sexual quality of life in men and women after cancer. Climacteric,
22(6), 553-557.

Schover, L.R., van der Kaaij, M., van Dorst, E., Creutzberg, C., Huyghe, E. and Kiserud, C.E.
(2014) Sexual dysfunction and infertility as late effects of cancer treatment.
European Journal of Cancer Supplements, 12(1), 41-53.

Sears, C.S., Robinson, J.W. and Walker, L.M. (2018) A comprehensive review of sexual
health concerns after cancer treatment and the biopsychosocial treatment
options available to female patients. European Journal of Cancer Care, 27(2),
e12738. doi.org/10.1111/ecc.12738

Segrott, J., Holliday, J., Rothwell, H., Foxcroft, D., Murphy, S., Scourfield, J., Hood, K. and
Moore, L. (2014) Cultural adaptation and intervention integrity: a response to
Skarstrand, Sundell and Andréasson. The European Journal of Public Health,
24(3), 354-355.

Sekhon, M., Cartwright, M. and Francis, J.J. (2017) Acceptability of healthcare
interventions: an overview of reviews and development of a theoretical
framework. BMC Health Services Research, 17(88), 1-13.
doi.org/10.1186/s12913-017-2031-8

Sekhon, M., Cartwright, M. and Francis, J.J. (2018) Acceptability of health care
interventions: A theoretical framework and proposed research agenda. Health
Psychology, 23(3), 519-531.

Sekse, R.J.T., Hufthammer, K.O. and Vika, M.E. (2017) Sexual activity and functioning in
women treated for gynaecological cancers. Journal of Clinical Nursing, 26(3-4),
400-410.

Semple, C.J. and McCaughan, E. (2019) Developing and testing a theory-driven e-learning
intervention to equip healthcare professionals to communicate with parents
impacted by parental cancer. European Journal of Oncology Nursing, 41, 126-
134.

Semple, C.J., Rutherford, H., Killough, S., Moore, C. and McKenna, G. (2019) Long-term
impact of living with an obturator following a maxillectomy: A qualitative study.
Journal of Dentistry, 90, 103212. doi.org/10.1016/j.jdent.2019.103212

Shapiro, S.S. and Wilk, M.B. (1965) An analysis of variance test for normality (complete
samples). Biometrika, 52(3/4), 591-611.

Sharp, J., Holly, D. and Broomfield, N. (2013) Computerized cognitive behaviour therapy
for depression in people with a chronic physical illness. British Journal of Health
Psychology, 18(4), 729-744.

Shell, J.A. (2007) Sexuality. In: Langhorne, M.E., Fulton, J.S. and Otto, S.E. (Ed) Oncology
Nursing. St. Louis: Mosby, 546-564.



297

Shenhar, A. and Holzmann, V. (2017) The three secrets of megaproject success: Clear
strategic vision, total alignment and adapting to complexity. Project
Management Journal, 48(6), 29-46.

Shenton, A. K. (2004) Strategies for Ensuring Trustworthiness in Qualitative Research
Projects. Education for Information, 22, 63-75. doi.org/10.3233/EFI-2004-22201

Shirmohammadi, M., Kohan, S., Shamsi-Gooshki, E. and Shahriari, M. (2018) Ethical
considerations in sexual health research: A narrative review. Iranian Journal of
Nursing and Midwifery Research, 23(3), 157-166.

Shortt, S. (2016) In Gubi, P.M. and Swinton, V. ed. Researching lesser-explored issues in
counselling and psychotherapy. Routledge: London.

Schutte, L.E., Melissant, H.C., Jansen, F., Lissenberg-Witte, B.l., Leemans, C.R., Sprangers,
M.A.,, Vergeer, M.R., Verdonck-de Leeuw, I.M. and Laan, E.T. (2021) Effect of
Stepped Care on Sexual Interest and Enjoyment in Distressed Patients with Head
and Neck Cancer: A Randomized Controlled Trial. Sexual Medicine, 9(1), 100304.
doi.org/10.1016/j.esxm.2020.100304

Siglin, J., Kubicek, G.J., Leiby, B. and Valicenti, R.K. (2010) Time of decline in sexual function
after external beam radiotherapy for prostate cancer. International Journal of
Radiation Oncology* Biology* Physics, 76(1), 31-35.

Sim, J., Saunders, B., Waterfield, J. and Kingstone, T. (2018) Can sample size in qualitative
research be determined a priori? International Journal of Social Research
Methodology, 21(5), 619-634.

Sim, M.G., Wain, T. and Khong, E. (2009) Influencing behaviour change in general practice:
Part 1-brief intervention and motivational interviewing. Australian Family
Physician, 38(11), 885-888.

Simmons, V.N., Litvin, E.B., Unrod, M. and Brandon, T.H. (2012) Oncology healthcare
providers” implementation of the 5A's model of brief intervention for smoking
cessation: patients’ perceptions. Patient Education and Counseling, 86(3), 414-
419.

Sinclair, P.M., Kable, A., Levett-Jones, T. and Booth, D. (2016) The effectiveness of
Internet-based e-learning on clinician behaviour and patient outcomes: a
systematic review. International Journal of Nursing Studies, 57, 70-81.

Sinclair, P.M., Levett-Jones, T., Morris, A., Carter, B., Bennett, P.N. and Kable, A. (2017)
High engagement, high quality: A guiding framework for developing empirically
informed asynchronous e-learning programs for health professional educators.
Nursing & Health Sciences, 19(1), 126-137.

Singer, S., Danker, H., Dietz, A., Kienast, U., Pabst, F., Meister, E.F., Oeken, J., Thiele, A.
and Schwarz, R. (2008) Sexual problems after total or partial laryngectomy. The
Laryngoscope, 118(12), 2218-2224.

Sisler, J.J., Taylor-Brown, J., Nugent, Z., Bell, D., Khawaja, M., Czaykowski, P., Wirtzfeld, D.,
Park, J. and Ahmed, S. (2012) Continuity of care of colorectal cancer survivors at
the end of treatment: the oncology—primary care interface. Journal of Cancer
Survivorship, 6(4), 468-475.

Skarstrand, E., Sundell, K. and Andréasson, S. (2014) Evaluation of a Swedish version of
the strengthening families programme. European Journal of Public Health 24,
578-584.

Sorrentino, M., Sicilia, M. and Howlett, M. (2018) Understanding co-production as a new
public governance tool. Policy and Society, 37(3), 277-293.

Souza, C.L., Mattos, L.B., Stein, A.T., Rosario, P. and Magalh3es, C.R. (2018) Face-to-face
and distance education modalities in the training of healthcare professionals: a
guasi-experimental study. Frontiers  in  Psychology, 9, 1557.
doi.org/10.3389/fpsyg.2018.01557

Sporn, N.J., Smith, K.B., Pirl, W.F., Lennes, |.T., Hyland, K.A. and Park, E.R. (2015) Sexual
health communication between cancer survivors and providers: how frequently



298

does it occur and which providers are preferred? Psycho-Oncology, 24(9), 1167-
1173.

Sprangers, M.A., Groenvold, M., Arraras, J.l., Franklin, J., te Velde, A., Muller, M., Franzini,
L., Williams, A., De Haes, H.C., Hopwood, P. and Cull, A. (1996) The European
Organization for Research and Treatment of Cancer breast cancer-specific
quality-of-life questionnaire module: first results from a three-country field
study. Journal of Clinical Oncology, 14(10), 2756-2768.

Steinmetz, H., Knappstein, M., Ajzen, |., Schmidt, P. and Kabst, R. (2016) How effective are
behavior change interventions based on the theory of planned behavior?
Zeitschrift  fiir Psychologie, 224(3), 216-233. doi.org/10.1027/2151-
2604/a000255

Stirman, S.W., Baumann, A.A. and Miller, C.J. (2019) The FRAME: an expanded framework
for reporting adaptations and modifications to evidence-based interventions.
Implementation Science, 14(58), 1-10. doi.org/10.1186/s13012-019-0898-y

Sun, V., Grant, M., Wendel, C.S., McMullen, C.K., Bulkley, J.E., Herrinton, L.J., Hornbrook,
M.C. and Krouse, R.S. (2016) Sexual function and health-related quality of life in
long-term rectal cancer survivors. The Journal of Sexual Medicine, 13(7), 1071-
1079.

Sundell, K., Beelmann, A., Hasson, H. and von Thiele Schwarz, U. (2016) Novel programs,
international adoptions, or contextual adaptations? Meta-analytical results
from German and Swedish intervention research. Journal of Clinical Child and
Adolescent Psychology, 45(6), 784-796.

Taylor, B. (2014) Experiences of sexuality and intimacy in terminal illness: a
phenomenological study. Palliative Medicine, 28(5), 438-447.

Taylor, B. and Davis, S. (2007) The extended PLISSIT model for addressing the sexual
wellbeing of individuals with an acquired disability or chronic illness. Sexuality
and Disability, 25(3), 135-139.

Terry, G. (2016) Doing thematic analysis. Analysing qualitative data in psychology. In:
Lyons, E. and Coyle, A. eds Analysing qualitative data in psychology. 3™ ed.
London: Sage, 104-118.

Tickle-Degnen, L. (2013) Nuts and bolts of conducting feasibility studies. American Journal
of Occupational Therapy, 67(2), 171-176.

Topolovec-Vranic, J. and Natarajan, K. (2016) The use of social media in recruitment for
medical research studies: a scoping review. Journal of Medical Internet
Research, 18(11), e286. doi.org/10.2196/jmir.5698

Traa, M.J., De Vries, J., Roukema, J.A. and Den Oudsten, B.L. (2012) Sexual (dys) function
and the quality of sexual life in patients with colorectal cancer: a systematic
review. Climacteric,, 23(1), 19-27.

Traa, M.J., De Vries, J., Roukema, J.A., Rutten, H.J. and Den Oudsten, B.L. (2014) The sexual
health care needs after colorectal cancer: the view of patients, partners and
health care professionals. Supportive Care in Cancer, 22(3), 763-772.

Tracy, M., McDivitt, K., Ryan, M., Tomlinson, J. and Brotto, L.A. (2016) Feasibility of a
sexual health clinic within cancer care: a pilot study using qualitative methods.
Cancer Nursing, 39(4), E32-E42. doi.org/10.1097/NCC.0000000000000295

Tracy, S.J. (2010) Qualitative quality: eight ‘big-tent’ criteria for excellent qualitative
research. Qualitative Inquiry, 16, 10, 837-851.

Traumer, L., Jacobsen, M.H. and Laursen, B.S. (2019) Patients’ experiences of sexuality as
a taboo subject in the Danish healthcare system: a qualitative interview study.
Scandinavian Journal of Caring Sciences, 33(1), 57-66.

Tschudin S., Bunting L., Abraham J., Gallop-Evans E., Fiander A. & Boivin J. (2010)
Correlates of fertility issues in an internet survey of cancer survivors. Journal of
Psychosomatic Obstetrics & Gynecology, 31, 150-157.



299

Tucker, P.E., Saunders, C., Bulsara, M.K., Tan, J.J.S., Salfinger, S.G., Green, H. and Cohen,
P.A. (2016) Sexuality and quality of life in women with a prior diagnosis of breast
cancer after risk-reducing salpingo-oophorectomy. The Breast, 30, 26-31.

Turkdogan, S., Schnitman, G., Wang, T., Gotlieb, R., How, J. and Gotlieb, W.H. (2021)
Development of a Digital Patient Education Tool for Patients With Cancer During
the COVID-19 Pandemic. Journal of Medical Internet Research-Cancer, 7(2),
€23637. doi.org/10.2196/23637

Ulster University (2018) Policy for the governance of research involving human
participants. NI: Ulster University. Available at:
https://www.ulster.ac.uk/ data/assets/pdf file/0003/331878/Policy-Human-
Research-V5.pdf [Accessed 29 May 2020].

United Kingdom Oncology Nursing Society (UKONS) (2021) Webpage Launch: UKONS
Sexual health and wellbeing. Available at: https://ukons.org/news-
archive/webpage-launch-ukons-sexual-health-and-well-being-shwb/ [Accessed
on 8 June 2021]

Ussher, J.M., Perz, J. and Gilbert, E. (2012a) Changes to sexual well-being and intimacy
after breast cancer. Cancer Nursing, 35(6), 456-465.

Ussher, J.M., Perz, J. and Gilbert, E. (2012b) Information needs associated with changes
to sexual well-being after breast cancer. Journal of Advanced Nursing, 69(2),
327-337.

Ussher, J.M., Perz, J. and Gilbert, E. (2015) Perceived causes and consequences of sexual
changes after cancer for women and men: a mixed method study. BMC Cancer,
15(1), 268. doi.org/10.1186/s12885-015-1243-8

Ussher, J.M., Perz, J., Gilbert, E., Wong, W.T., Mason, C., Hobbs, K. and Kirsten, L. (2013)
Talking about sex after cancer: a discourse analytic study of health care
professional accounts of sexual communication with patients. Psychology and
Health, 28(12), 1370-1390.

Ussher, J.M., Perz, J., Rose, D., Dowsett, G.W., Chambers, S., Williams, S., Davis, |. and
Latini, D. (2017) Threat of sexual disqualification: the consequences of erectile
dysfunction and other sexual changes for gay and bisexual men with prostate
cancer. Archives of Sexual Behavior, 46(7), 2043-2057.

Van de Mortel, T.F. (2008) Faking it: social desirability response bias in self-report
research. Australian Journal of Advanced Nursing, 25(4), 40-48.

Van den Haak, M.J., De Jong, M.D. and Schellens, P.J. (2007) Evaluation of an informational
web site: three variants of the think-aloud method compared. Technical
Communication, 54(1), 58-71.

Van Hoeven, L.R., Janssen, M.P., Roes, K.C. and Koffijberg, H. (2015) Aiming for a
representative sample: Simulating random versus purposive strategies for
hospital selection. BMC Medical Research Methodology, 15(1), 1-9.
doi.org/10.1186/s12874-015-0089-8

Van Londen, G.J., Beckjord, E.B., Dew, M.A., Cooper, K.L., Davidson, N.E., Bovbjerg, D.H.,
Donovan, H.S., Thurston, R.C., Morse, J.Q., Nutt, S. and Rechis, R. (2014)
Associations between adjuvant endocrine therapy and onset of physical and
emotional concerns among breast cancer survivors. Supportive Care in Cancer,
22(4), 937-945.

Varela, V.S., Zhou, E.S. and Bober, S.L., (2013) Management of sexual problems in cancer
patients and survivors. Current Problems in Cancer, 37(6), 319-352.

Vassdo, F.V., Barbosa, L.R., de Moraes, G.M. and De Domenico, E.B.L. (2018) Approach to
sexuality in the care of cancer patients: barriers and strategies. Acta Paulista de
Enfermagem, 31(5), 564-571.

Vermeer, W., Bakker, R., Stiggelbout, A., Creutzberg, C., Kenter, G. and Ter Kuile, M. (2015)
Psychosexual support for gynecological cancer survivors: professionals’ current
practices and need for assistance. Supportive Care in Cancer, 23(3), 831-839.




300

Vermeer, W.M., Bakker, R.M., Kenter, G.G., Stiggelbout, A.M. and Ter Kuile, M.M. (2016)
Cervical cancer survivors’ and partners’ experiences with sexual dysfunction and
psychosexual support. Supportive Care in Cancer, 24(4), 1679-1687.

Vieira, E.M., Ford, N.J., Santos, M.A.D., Junqueira, L.C.U. and Giami, A. (2013)
Representations of nurses regarding sexuality of women treated for breast
cancer in Brazil. Cadernos de Saude Publica, 29(10), 2049-2056.

Vitrano, V., Catania, V. and Mercadante, S. (2011) Sexuality in patients with advanced
cancer: a prospective study in a population admitted to an acute pain relief and
palliative care unit. American Journal of Hospice and Palliative Medicine, 28(3),
198-202.

Wade, D.T. and Halligan, P.W. (2017) The biopsychosocial model of iliness: a model whose
time has come. Clinical Rehabilitation, 31(8), 995-1004.

Walford, G. (2005) Research ethical guidelines and anonymity. International Journal of
Research & Method in Education, 28(1), 83-93.

Walker, L.M., Sears, C.S., Booker, R., Doll, C., Glaze, S., Phan, T., Brennan, K., Millman, R.D.
and Robinson, J.W. (2021a) Development, implementation and evaluation of a
multidisciplinary oncology sexual health clinic in a Canadian cancer care setting.
Journal of Cancer Survivorship, 1-12.

Walker, L.M., Wiebe, E., Turner, J., Driga, A. andrews-Lepine, E., Ayume, A., Stephen, J.,
Glaze, S., Booker, R., Doll, C. and Phan, T. (2021b) The oncology and sexuality,
intimacy and survivorship program model: an integrated, multi-disciplinary
model of sexual health care within oncology. Journal of Cancer Education, 36(2),
377-385.

Wang, K., Ariello, K., Choi, M., Turner, A., Wan, B.A,, Yee, C., Rowbottom, L., Macdonald,
R., Lam, H., Drost, L. and Chow, E. (2018) Sexual healthcare for cancer patients
receiving palliative care: a narrative review. Annals Palliative Medicine, 7(2),
256-264.

Wang, L.Y., Pierdomenico, A., Brandt, R. and Lefkowitz, A. (2015) Female sexual health
training for oncology providers: new applications. Sexual Medicine, 3(3), 189-
197.

Wassersug, R.J., Lyons, A., Duncan, D., Dowsett, G.W. and Pitts, M. (2013) Diagnostic and
outcome differences between heterosexual and non-heterosexual men treated
for prostate cancer. Urology, 82(3), 565-571.

Watts, S. (2014) User skills for qualitative analysis: Perspective, interpretation and the
delivery of impact. Qualitative Research in Psychology, 11(1), 1-14.

Wiechno, P., Demkow, T., Kubiak, K., Sadowska, M. and Kaminska, J. (2007) The quality of
life and hormonal disturbances in testicular cancer survivors in Cisplatin era.
European Urology, 52(5), 1448-1455.

White, 1.D., Faithfull, S. and Allan, H. (2013) The re-construction of women’s sexual lives
after pelvic radiotherapy: A critique of social constructionist and biomedical
perspectives on the study of female sexuality after cancer treatment. Social
Science & Medicine, 76, 188-196.

Whitehead, L.C. (2007) Methodological and ethical issues in Internet-mediated research
in the field of health: An integrated review of the literature. Social Science and
Medicine, 65(4), 782-791.

Whitehead, A.E., Taylor, J.A. and Polman, R.C. (2015) Examination of the suitability of
collecting in event cognitive processes using Think Aloud protocol in golf.
Frontiers in Psychology, 6, 1083. doi.org/10.3389/fpsyg.2015.01083

Whitlock, E.P., Orleans, C.T., Pender, N. and Allan, J. (2002) Evaluating primary care
behavioral counseling interventions: an evidence-based approach. American
Journal of Preventive Medicine, 22(4), 267-284.

Williams, J.R. (2008) The Declaration of Helsinki and public health. Bulletin of the World
Health Organization, 86, 650-652.



301

Williams, N.F., Hauck, Y.L. and Bosco, A.M. (2017) Nurses' perceptions of providing
psychosexual care for women experiencing gynaecological cancer. European
Journal of Oncology Nursing, 30, 35-42.

Williams, S., Yardley, L., Weal, M. and Wills, G. (2010) Introduction to LifeGuide: Open-
source Software for Creating Online Interventions for Health Care, Health
Promotion and Training. In: Global Telemedicine and eHealth Updates:
Knowledge Resources. International Society for Telemedicine and eHealth, 187-
190.

Wilmoth, M.C. (2006) September. Life after cancer: what does sexuality have to do with
it? Oncology Nursing Forum, 33(5), 905-910.

Winterling, J., Lampic, C. and Wettergren, L. (2020) Fex-Talk: a short educational
intervention intended to enhance nurses’ readiness to discuss fertility and
sexuality with cancer patients. Journal of Cancer Education, 35(3), 538-544.

Wittmann, D. (2015) Coping with losses, grief and mourning in prostate cancer. Clinical
Challenges in the Biopsychosocial Interface, 34, 109-122.

Wittmann, D., Foley, S. and Balon, R. (2011) A biopsychosocial approach to sexual
recovery after prostate cancer surgery: the role of grief and mourning. Journal
of Sex & Marital Therapy, 37(2), 130-144.

Wittmann, D., Northouse, L., Foley, S., Gilbert, S., Wood, D.P., Balon, R. and Montie, J.E.
(2009) The psychosocial aspects of sexual recovery after prostate cancer
treatment. International Journal of Impotence Research, 21(2), 99-106.

Woo, J.S., Brotto, L.A. and Gorzalka, B.B. (2009) The role of sexuality in cervical cancer
screening among Chinese women. Health Psychology, 28(5), 598-604
Woodbury, C.F., Siotos, C., Wan, E.L., Seal, S., Cooney, C.M. and Rosson, G.D. (2017) Sexual
well-being after breast cancer surgery and breast reconstruction: a systematic
review with meta-analysis. Plastic and Reconstructive Surgery Global Open, 5(9),

60-61.

World Health Organisation (2006) Defining sexual health: Report of a technical
consultation on sexual health 28-31 January 2002, Geneva: WHO.

Wright, E., Norton, W. and Geary, M. (2018) Nurses’ experiences of undertaking fertility-
related discussions with teenagers and young adults with cancer: An
interpretive phenomenological analysis. Journal of Advanced Nursing, 74(12),
2860-2870.

Wright, S., O'Brien, B.C., Nimmon, L., Law, M. and Mylopoulos, M. (2016) Research design
considerations. Journal of Graduate Medical Education, 8(1), 97-98.

Wu, H. and Leung, S.0. (2017) Can Likert scales be treated as interval scales?—A
simulation study. Journal of Social Service Research, 43(4), 527-532.

Yardley, L., Ainsworth, B., Arden-Close, E. and Muller, I. (2015a) The person-based
approach to enhancing the acceptability and feasibility of interventions. Pilot
and Feasibility Studies, 1, 37. doi.org/10.1186/s40814-015-0033-z

Yardley, L., Morrison, L., Bradbury K., Muller, I. (2015b) The person-based approach to
intervention development: application to digital health-related behavior change
interventions. Journal of Medical Internet Research. 17(1), e30.
doi.org/10.2196/jmir.4055 PMID: 25639757

Zéler, A. and Troadec, C. (2020) Doctors Talking About Sexuality: What Are the Patients’
Feelings? Sexual Medicine, 8(4), 599-607.

Zeng, Y.C., Li, Q., Wang, N., Ching, S.S. and Loke, A.Y. (2011) Chinese nurses' attitudes and
beliefs toward sexuality care in cancer patients. Cancer Nursing, 34(2), E14-E20.

Zeng, Y.C.,, Liu, X. and Loke, A.Y. (2012) Addressing sexuality issues of women with
gynaecological cancer: Chinese nurses’ attitudes and practice. Journal of
Advanced Nursing, 68(2), 280-292.



302

Zhou, E.S., Nekhlyudov, L. and Bober, S.L. (2015) The primary health care physician and
the cancer patient: tips and strategies for managing sexual health. Translational
Andrology and Urology, 4(2), 218-231.

Ziegler, M. (2016). Perceiving orientation: Defining sexuality after Obergefell. Duke
Journal of Gender Law and Policy, 23, 223-261. Available at
https://scholarship.law.duke.edu/djglp/vol23/iss2/3 [Accessed 21 June 2021].

Zimmermann, T., Scott, J.L. and Heinrichs, N. (2010) Individual and dyadic predictors of
body image in women with breast cancer. Psycho-oncology, 19(10), 1061-1068.




303

APPENDICES



304

Appendix 1: MSW: PC eLearning resource: Resource structure and logic model

Service gaps [ldentified problems] and resource aim[s]

Inadequate provision of care and support around sexual health after prostate
cancer diagnosis [Patients not receiving minimal standard of care as per current
guidelines [NICE, 2014]; resulting in unmet patient and partner needs and limited
professional recognition of sexual health concerns after prostate cancer diagnosis.
Conversations about sensitive issues such as sexual health do not happen routinely
in practice.

Different clinical roles during care pathway after prostate cancer diagnosis result in
patient and HP uncertainty over who initiates sexual health conversations and
when.

Focus during initial treatment centred on prognosis.

Patients report that information/advice and support often come too late, if at all.

Overall aims

To develop a brief, accessible, usable and interactive online training module for HPs
which provides:

Increased HP awareness around importance of sexual health after prostate cancer
diagnosis [including impact on patients when sexual health concerns are not
adequately addressed]

A foundational level of training which includes skills and strategies allowing HPs to
effectively engage with men (and partners).

The overall aims will be achieved by:

Providing strategies to overcome common barriers to effective engagement,
promoting an approach whereby HPs are confident in their role opening an
effective conversation and discussing sexual health after prostate cancer diagnosis.
Promoting an approach whereby HPs can provide a minimal level of support for all
patients in line with current clinical guidelines and provide relevant, practical sign-
posting and patient follow-up.

Introducing the overall EASSi framework [Engagement, Assessment, Support and
Sign-posting Instrument] as an effective approach / structure to SH conversation
after prostate cancer diagnosis [At end of the training, the module will provide a
link to the online version of the resource [the EASSi tool which follows this
framework].

Providing sufficient CPD resources and usable resources to support HPs after
completion of the training module [e.g., downloadable documents or tools, links
with other staff, including more experienced HPs and/or a ‘buddy’ system,
interactive elements, practical advice/support suggestions (i.e., reflective practice
after clinical encounter), use of ‘active’, evidence-based behaviour change methods
for influencing clinicians’ practice (i.e., use of goal setting techniques etc.].

Following completion of the training module, HPs should be able to:

Demonstrate knowledge/understanding/around sexual health communication
after prostate cancer diagnosis.

Engage in an effective ongoing support conversation with the patient (and their
partner) after prostate cancer diagnosis.

Target[s] for change
Routine engagement/meaningful conversation around sexual health [between HP
+ patient and patient + partner]
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HP perceptions/beliefs regarding importance of sexual health after prostate cancer
diagnosis.

HP/patient/partner discomfort regarding sexual health conversations.

Addressing [Challenge!] barriers preventing sexual health conversations including
clinical setting, privacy, lack of time, values, initial ‘bio-medical’ focus, difficulty with
effective engagement.

Increasing patient/public awareness regarding sexual health after prostate cancer
diagnosis [via overall branding of project resources].

Factors to facilitate change [‘Guiding Principles’]

Increased HP confidence, knowledge and awareness around sexual health after
prostate cancer diagnosis.

Promoting use of effective patient engagement and communication approaches
and methods.

Providing structure to sexual health conversations [based on EASSI model].
Promoting importance of clinician’s role in sexual health conversations with
patients + partners during all phases of care [based on patient need]

Promoting HP ‘autonomy’

Mediating factors [Features that will help deliver on ‘Guiding Principles’]

HP confidence/beliefs/attitudes/level of knowledge around sexual health after
prostate cancer diagnosis.

HP and patient/partner personal thoughts/beliefs/cultural values about sexual
health in general [and how they can influence clinical encounter].

HP communication style and approaches used during clinical encounter [e.g., focus
on bio-medical model model].

HP and patient understanding/interpretation of commonly used terminology
relevant to SH.

Setting / environment in which clinical encounters takes place [including issues
around presence of partners or others at appointment].

HP and patient perceptions on professional roles in sexual health.

HP and patient knowledge and understanding around effectiveness of available
interventions.

Provision of sufficient time to discuss sexual health fully as a sensitive topic during
brief clinical encounter.

HP and patient priorities at different phases of care.

Access to sexual health advice throughout different phases of care and timing of
support / advice.

PTs previous sexual health, sexuality and presence of co-morbidities.

Providing simple, usable, engaging module format.

Reinforcing importance of HP role in holistic care

Use of behaviour change techniques / practices

Providing examples of ‘success’ / best practice

Providing high quality supporting evidence for support interventions /approaches
for patients.

MSW: PC elLearning resource components [scrolling page structure vs. clicking to
next page [as per family centred training module]

Landing page

Log-in page

Contact us section

About us section
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Introduction [Including aim, target population, time to completion, CPD credits

available, endorsements]

ii. Background / Introduction

Content of module [Sections]

Welcome video

What will be provided [Downloadable content etc.]

iii. Why is it important/ what is the impact on patients + partners? [Emphasize aims in
visual / interactive way +/- 5 key points / reasons]

iv. Why does a sexual health conversation sometimes not take place? — HP and patient
barriers [Include self-reflection section +/- barriers identified using turn around
photos and quotes +/- identify most important factor]

v. Summary of section / page iv [include questions]

vi. The EASSi conversation

vii. Engagement [list of ‘terminology’ to use]

viii. Assessment questions [brief]

ix. Support [link to guidelines]

x. Signposting [local / national / global resources]

xi. Evidence of effectiveness

xii. Managing difficult conversations

xiii. Meeting different patient needs

xiv. Evidence of impact

xv. Take home messages [? including quiz element]

xvi. Resources [including links / downloads]

xvii. Next steps [using in practice; hints / tips to support practice [e.g., link to ‘buddy

scheme etc.].

7

7. Outcomes

- 1. Pre-use questionnaire [HP]

- 2. Immediate post use questionnaire

- 3. Follow up questionnaires [HP]

- 4. Follow-up and qualitative interviews with sub-sample of participants

- 5. Analytic / usage data

- 6. Usability testing [cognitive task analysis of vl of module using ‘think aloud’
method]
7. Usability questionnaire [measuring user satisfaction]

*Evaluation = focused on core aspects e.g. not QoL
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m Business Services Office for Research Ethics Committees

Organisation

Northern Ireland
(ORECNI)

Customer Care & Performance Directorate

Lissue Industrial Estate West
5 Rathdown Walk

Moira Road

Lisburn

BT28 2RF

Tel: 028 95361407

www.hscbusiness.hscni.net/services/orecni.htm

Health & Social Care Research Ethics Committee A (HSC

09 October 2019 (re-issued from 03 October 2019)

Dr Cherith Semple

REC A)

Ulster University / South Eastern Health & Social Care Trust

Ulster Hospital, Upper Newtownards Road,
BELFAST,
BT16 1RH

Dear Dr Semple

Study title: Adapting, testing
educational/facilitative

and evaluation of
resources to enable

healthcare professionals working in cancer care to
support patients and partners with sexual

wellbeing.
REC reference: 19/NI/0175
Protocol number: 19/0067
IRAS project ID: 259926

Thank you for your letter of 30 September 2019, responding to the Committee’s
request for further information on the above research and submitting revised

documentation.

The further information has been considered on behalf of the Committee by the

Chair.

Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a favourable ethical opinion
for the above research on the basis described in the application form, protocol and
supporting documentation as revised, subject to the conditions specified below.

Conditions of the favourable opinion
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The REC favourable opinion is subject to the following conditions being met prior
to the start of the study.

Confirmation of Capacity and Capability (in England, Northern Ireland and Wales)
or NHS management permission (in Scotland) should be sought from all NHS
organisations involved in the study in accordance with NHS research governance
arrangements. Each NHS organisation must confirm through the signing of
agreements and/or other documents that it has given permission for the research
to proceed (except where explicitly specified otherwise).

Guidance on applying for HRA and HCRW Approval (England and Wales)/ NHS
permission for research is available in the Integrated Research Application
System.

For non-NHS sites, site management permission should be obtained in
accordance with the procedures of the relevant host organisation.

Sponsors are not required to notify the Committee of management permissions
from host organisations.

Registration of Clinical Trials

It is a condition of the REC favourable opinion that all clinical trials are registered
on a publicly accessible database. For this purpose, ‘clinical trials’ are defined as
the first four project categories in IRAS project filter question 2. Reqistration is a
legal requirement for_clinical trials of investigational medicinal products
(CTIMPS), except for phase | trials in healthy volunteers (these must still register
as a condition of the REC favourable opinion).

Registration should take place as early as possible and within six weeks of
recruiting the first research participant at the latest. Failure to register is a breach
of these approval conditions, unless a deferral has been agreed by or on behalf of
the Research Ethics Committee (see here for more information on requesting a
deferral: https://www.hra.nhs.uk/planning-and-improving-research/research-
planning/research-registration-research-project-identifiers/.

As set out in the UK Policy Framework, research sponsors are responsible for
making information about research publicly available before it starts e.g. by
registering the research project on a publicly accessible register. Further guidance
on registration is available at: https://www.hra.nhs.uk/planning-and-improving-
research/research-planning/transparency-responsibilities/.

You should notify the REC of the registration details. We will audit these as part
of the annual progress reporting process.

It is the responsibility of the sponsor to ensure that all the conditions are complied
with before the start of the study or its initiation at a particular site (as applicable).

After ethical review: Reporting requirements

The attached document “After ethical review — guidance for researchers” gives
detailed guidance on reporting requirements for studies with a favourable opinion,
including:

. Notifying substantial amendments

. Adding new sites and investigators

. Notification of serious breaches of the protocol
. Progress and safety reports

. Notifying the end of the study, including early termination of the study
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. Final report

The latest guidance on these topics <can be found at
https://www.hra.nhs.uk/approvals-amendments/managing-your-approval/.

Ethical review of research sites

NHS/HSC sites

The favourable opinion applies to all NHS/HSC sites listed in the application
subject to confirmation of Capacity and Capability (in England, Northern Ireland
and Wales) or management permission (in Scotland) being obtained from the
NHS/HSC R&D office prior to the start of the study (see "Conditions of the
favourable opinion" below).

Non-NHS/HSC sites

| am pleased to confirm that the favourable opinion applies to any hon-NHS/HSC
sites listed in the application, subject to site management permission being
obtained prior to the start of the study at the site.

Approved documents
The final list of documents reviewed and approved by the Committee is as follows:

Document Version |Date

Covering letter on headed paper [1 Cover letter for IRAS] v2 22 August
2019

Covering letter on headed paper [Response to provisional|vl 30 September

opinion] 2019

Interview schedules or topic guides for participants [Appendix|v2 22 August

8 Phase 3 Topic Guide HP R2] 2019

Interview schedules or topic guides for participants [Appendix|v3 30 September

10 Phase 3 Topic Guide Patient R2] 2019

IRAS Application Form [IRAS_Form_23082019] 23 August
2019

IRAS Checklist XML [Checklist_23082019] 23 August
2019

IRAS Checklist XML [Checklist_01102019] 01 October
2019

Letter from sponsor [Sponsorship for project reference 19|v2 22 August

0067] 2019

Non-validated questionnaire [Appendix 5 Phase 3 R1 Pre and|v2 22 August

post questionnaires] 2019

Non-validated questionnaire [Appendix 6 Phase 3 Pre R2|v2 22 August

guestionnaire] 2019

Non-validated questionnaire [Appendix 7 Phase 3 Post R2|v2 22 August

Questionnaire] 2019

Non-validated questionnaire [Appendix 9 Phase 3 R2 Patient|{v3 30 September

Research Pack] 2019

Other [Appendix 2 Phase 2 Think Aloud Interview Overview] |v2 22 August
2019

Other [Appendix 13 Distress Protocol for interviews] v2 22 August
2019

Other [Appendix 14 Patient Support Sheet] v2 22 August
2019

Other [Appendix 15 Lone Worker Protocol] v2 22 August
2019

Participant information sheet (PIS) [Appendix 3 Phase 2 HP|v2 22 August

Cover letter PIS and Consent R1 &amp; R2] 2019

Participant information sheet (PIS) [Appendix 4 Phase 2(v2 22 August

Patient Cover letter PIS and Consent R2] 2019
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Participant information sheet (PIS) [Appendix 11 Phase 3 HP|v2 22 August
cover letter PIS R1] 2019
Participant information sheet (PIS) [Appendix 12 Phase 2 HP|v2 22 August
Cover letter PIS &amp; Consent R2] 2019
Participant information sheet (PIS) [Appendix 20 PIS and|vl 30 September
Consent form for Partner] 2019
Research protocol or project proposal [Appendix 1 Research(v2 22 August
Protocol] 2019
Summary CV for Chief Investigator (CI) [Appendix 19 CSemple|v2 22 August
cv] 2019
Summary CV for student [Appendix 17 SBingham cv] V2 22 August
2019
Summary CV for supervisor (student research) [Appendix 16|v2 22 August
EMcCaughan cv] 2019
Summary CV for supervisor (student research) [Appendix 18|v2 22 August
C Flannagan cv] 2019

Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements
for Research Ethics Committees and complies fully with the Standard Operating
Procedures for Research Ethics Committees in the UK.

User Feedback

The Health Research Authority is continually striving to provide a high quality
service to all applicants and sponsors. You are invited to give your view of the
service you have received and the application procedure. If you wish to make your
views known please use the feedback form available on the HRA website:
http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/.

HRA Learning

We are pleased to welcome researchers and research staff to our HRA Learning
Events and online learning opportunities— see details at:
https://www.hra.nhs.uk/planning-and-improving-research/learning/.

| 19/N1/0175 Please quote this number on all correspondence

With the Committee’s best wishes for the success of this project.
Yours sincerely

Tl

pp Dr Alastair Walker
Chair

Email: RECA@hscni.net
Enclosure: After ethical review — guidance for researchers

Copy to: Mr Nick Curry, Ulster University
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Appendix 3: Ethical approval for amendment to study (19.076 Amend 1 (S))

m Business Services Office for Research Ethics Committees
I Organisation Northern Ireland (ORECNI)

Customer Care & Performance Directorate
Lissue Industrial Estate West

5 Rathdown Walk

Muoira Road

Lisburn

BT2E 2RF

Tel: 028 95361400

www.orecni hscni.nef

HSC REC A:

Please note: This is the favourable

not allow the amendment to be
implemented at NHS sites in
England until the outcome of the
HRA assessment has been
confirmed.

07 August 2020

Mrs Sharon Bingham
20 Ballywillin Bd
Portrush

Co Antmim

BT56 BIN

Study title: Adapting, testing and evaluation of educational/facilitative
resources to enable healtheare professionals working in
cancer care to support patients and partners with sexual

wellbeing,
REC reference: 19/NL/0175
Protocol number: 19/0067
Amendment number: 19/NL/0175/AMO2
Amendment date: 03 Angust 2020
IRAS project ID: 158916

The above amendment was reviewed at the meeting of the Sub-Commuittee held on 07 Angust 2020 by
the Sub-Commuttes in comespondence.

Ethical opinion

The members of the Committee taking part in the review gave a favourable ethical opinion of the
amendment on the basis descnbed in the notice of amendment form and supporting documentation.

EREC Bef 19-NI-0175-AMO2
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Approved documents

The documents reviewed and
approved at the meeting were:

Document Version Date
Completed Amendment Tool 1 03 July 2020
[259926_19.0067 Amend 1

(S)_03Jul2020_Locked03Jul20_14172

3]

Other [Appendix 22 Phase 2 Think 1 03 July 2020
Aloud Interviews using Zoom Data]

Participant information sheet (PIS) 2 22 August 2019

[Appendix 3 Phase 2 HP Cover letter

PIS and Consent R1 & R2]

Participant information sheet (PIS) 1 02 July 2020
[Appendix 21 Phase 2 HP Cover letter

PIS and Consent R1 R2]

Membership of the Committee
The members of the Committee who took part in the review are listed on the attached
sheet.

Working with NHS Care Organisations

Sponsors should ensure that they notify the R&D office for the relevant NHS care
organisation of this amendment in line with the terms detailed in the categorisation
email issued by the lead nation for the study.

Amendments related to COVID-19

We will update your research summary for the above study on the research
summaries section of our website. During this public health emergency, it is vital that
everyone can promptly identify all relevant research related to COVID-19 that is taking
place globally. If you have not already done so, please register your study on a public
registry as soon as possible and provide the HRA with the registration detail, which
will be posted alongside other information relating to your project.

Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements
for Research Ethics Committees and complies fully with the Standard Operating
Procedures for Research Ethics Committees in the UK.

HRA Learning

We are pleased to welcome researchers and research staff to our HRA Learning Events
and online learning opportunities— see details at: https://www.hra.nhs.uk/planning-
and-improving-research/learning/

IRAS Project ID - 259926: Please quote this number on all correspondence

Yours sincerely

Fonn el

pp Dr Alastair Walker Chair
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REC Ref 19-NI-0175-AM02

E-mail: RECA@hscni.net Enclosures: List of names and professions of
members who took part in the review
HSCREC A
Attendance at Sub-Committee of the REC meeting on 07 August 2020
Committee Members: Profession Present Notes
Name
Ms Rosemary Kelly Registered Nurse Yes
Dr  Alastair  Walker Retired Head of Yes
(Chair) Education Services, CCEA
Also in attendance: Name Position (or reason for attending)
Mrs Tamla Ervine (Minutes) REC Manager

Ms Fiona McNally REC Assistant
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Appendix 4: Ethical approval for amendment to study (19.076 Amend 2 (S))

Business Services Office for Research Ethics Committoos
i Organisation Northern ireland (ORECNI)

Customer Care & Performance Directorate
Lissue Industrial Estate West

5 Rathdown Walk

Muoira Road

Lisbum

BT28 2RF

Tel: 028 95361400

www._orecni_hscmi_net

HSCRECA:

Please note: This is the favourable

opinion of the REC only and does
noi allow the amendment to be

implemented at INHS sites in
England until the outcome of the
HEA assessment has been
confirmed.

12 October 2020

Mrs Sharon Bingham
80 Ballywillin Rd
Portrush

Co Antnim

BT56 8IN

Dear Mrs Bingham

Study title: Adapting, testing and evaluation of educational/facilitative
resources to enable healtheare professionals working in
cancer care to support patients and partmers with sexual

wellbeing.
REC reference: 19/NL/0175
Protocol number: 19/0067
Amendment number: 19.0067 Amend 2 - Substantial
Amendment date: 01-10-2020
IRAS project ID: 250926

The above amendment was reviewed at the meeting of the Sub-Commnuittee held on 12 October 2020 by
the Sub-Committee in correspondence.

Ethical opinion

The members of the Committee taking part in the review gave a favourable ethical opinion of the
amendment on the basis descnbed m the notice of amendment form and supporting documentation.

Approved documents
REC Ref 19-NI-0175-AM02
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The documents reviewed and approved at
the meeting were:

Document Version Date

Completed Amendment Tool [259926_19.0067 v1 01 October 2020
Amend 2 - Substantial

_30Sep2020_Locked010ct20_141041 v1]

Copies of advertisement materials for research 1 30 September
participants [Appendix 23 Phase 3 HP social 2020

media recruitment v1 [250920]]

Participant information sheet (PIS) [Appendix 11 v3 25 September
Phase 3 HP cover letter PIS R1 [25.09.20v3]] 2020

Research protocol or project proposal [Appendix v3 25 September
1 Research Protocol v3 [25.09.20]] 2020

Membership of the Committee
The members of the Committee who took part in the review are listed on the attached
sheet.

Working with NHS Care Organisations

Sponsors should ensure that they notify the R&D office for the relevant NHS care
organisation of this amendment in line with the terms detailed in the categorisation
email issued by the lead nation for the study.

Amendments related to COVID-19

We will update your research summary for the above study on the research summaries
section of our website. During this public health emergency, it is vital that everyone can
promptly identify all relevant research related to COVID-19 that is taking place globally.
If you have not already done so, please register your study on a public registry as soon
as possible and provide the HRA with the registration detail, which will be posted
alongside other information relating to your project.

Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for
Research Ethics Committees and complies fully with the Standard Operating
Procedures for Research Ethics Committees in the UK.

HRA Learning

We are pleased to welcome researchers and research staff to our HRA Learning Events
and online learning opportunities— see details at: https://www.hra.nhs.uk/planning-
and-improving-research/learning/

IRAS Project ID - 259926: Please quote this number on all correspondence

Yours sincerely

T ool

pp Chair Mr Barry Mimnagh
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E-mail: RECA@hscni.net
REC Ref 19-NI-0175-AMO02
Enclosures: List of names and professions of
members who took part in the review

Copy to: Mrs Sharon Bingham
HSCREC A
Attendance at Sub-Committee of the REC meeting on 12 October 2020
Committee Members: Profession Present Notes
Name
Mr James Cooke Student Yes
Mr  Barry Mimnagh Pharmacist Yes
(Chair)
Also in attendance: Name Position (or reason for attending)

Mrs Tamla Ervine (Minutes)



Appendix 5: Overview of significant changes made when adapting the MSW: PC eLearning resource to create the MSW: CC eLearning resource
Slide | MSW: PC MSW: CC Rationale
No. Content to be adapted New content — Test Version [1]
Step 1
Intro | Intro video To be scripted and filmed to address sexuality | Ensure content relevance across tumour
across cancer care. groups. Design objective i.
1 e Prostate cancer is the most e 1in 2 people will be diagnosed with cancer Ensure content relevance across tumour
common cancer among men during their lifetime. groups. Design objective i.
e Inthe UK, 1in 8 men will be e Survivorship is improving but men and
diagnosed during their lifetime women face many challenges to their
e For black men, 1in 4 will be quality of life including sexual wellbeing.
diagnosed e Changes to sexual wellbeing can have a
profound effect on both the patient and
their partner after a diagnosis of cancer and
its treatment.
3R Full erectile function may not be | Sexual function may not return to how it was | Ensure content relevance across tumour
[a] possible for all men after prostate | before cancer due to physical and psychological | groups. Design objective i.
cancer, but there are many other | changes but there are many other ways of
ways of experiencing sexual | experiencing sexual pleasure.
pleasure.
3R Evidence shows that men can also | These include embarrassment about sexual | Making specific reference to the barriers
[b] ‘underplay’ the problem. issues, a lack of appointment time, or a feeling | faced by HPs. Design objectives ii, v.

that sexual wellbeing is not an appropriate topic

to raise.
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Slide
No.

MSW: PC
Content to be adapted

MSW: CC
New content — Test Version [1]

Rationale

3 [c]

Men can reach orgasm without an
erection after prostate cancer

Men and women can have a satisfying sex life
after cancer.

Ensure content relevance across tumour
groups. Design objective i.

3R
[c]

It is still possible for most men to
reach orgasm, but it may take
longer and feel different. They may
not have semen, so they will not
ejaculate. This is called a ‘dry-
orgasm’.

Sex life may be different after cancer, but it is still
possible for most men and women to have a
satisfying sex life. This may require both patients
and their partners to think differently about sex.
Patients and partners need to be supported to be
persistent, motivated and to try new things.

It is still possible for both men and women to
orgasm despite erectile or vaginal changes. Men
and women can also achieve orgasm without
penetration; it can help to explore other parts of
the body.

Ensure content relevance across tumour
groups. Design objective i.

3R
[d]

For most men, sex will be different
after prostate cancer. Desire can be
affected more by some treatment
types including hormone therapy
and by having a cancer diagnosis.
However, for many men, the desire
is still as strong, but they are unable
to achieve full erectile function.
This can be frustrating. It is
important that men are informed

Desire can be affected more by some treatment
types and by having a cancer diagnosis. However,
for many, their desire is still as strong, but they
are unable to achieve their previous full sexual
experience and may experience pain and
discomfort. This can be frustrating. It isimportant
that both men and women are informed about
ways to get sexual stimulation and pleasure.

Ensure content relevance across tumour
groups. Design objective i.
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Slide

MSW: PC

MSW: CC

Rationale

No. Content to be adapted New content — Test Version [1]
about ways to get extra sexual
stimulation and pleasure.
6 Black Men End of life To reflect issues relating to population

Black men’s experiences after
treatment can be quite different.
They are usually younger when
diagnosed. There is a higher risk of
being diagnosed with advanced
prostate cancer. Treatment can
have a different and major impact
on men’s sense of masculinity.
There is also evidence that black
men have less access to and uptake
of support from healthcare
professionals.

[Reference: Bamidele O et al
(2018) Eur J Cancer Care]

Gay Men

The impact of prostate cancer
treatment on the sex lives of gay
men can be substantial. For
example, depending on their roles
within the sexual partnership (e.g.
receptive or insertive) changes to
erectile and bowel function may

A decline in function towards the end of life does
not always imply that sexual activity stops.
Although most patients will stop being sexuality
active; intimacy is still important. Cuddling,
kissing and spooning may be ways in which a
couple can stay connected. Finding ways to
support patients to remain close can reduce fear,
pain and loneliness. Examples include ensuring
some time for privacy, lowering the side of the
bed.

[Reference: de Voght (2017) in Reisman &
Gianotten Cancer, Intimacy & Sexuality]

Lesbian Gay Bisexual & Transgender (LGB & T)

The impact cancer treatment on the sex lives of
LGBT men and women can be substantial. For
men, depending on their roles within the sexual
partnership (e.g. receptive or insertive) changes
to erectile and bowel function may result in not
being able to continue with their previous sexual
practice. For women, their needs may not differ

groups across tumour groups. Design
objective I, iii.
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Slide
No.

MSW: PC
Content to be adapted

MSW: CC
New content — Test Version [1]

Rationale

result in not being able to continue
with their previous sexual practice.
This can be temporary or
permanent depending on
treatment. Research shows that
gay men have significant
psychological distress, more
challenging couple communication
and lower masculine self-esteem.

[Reference: Ussher et al. (2017) J
Sex Med.]

from heterosexual, but they feel more reassured
when information given is relevant to their sexual
orientation. Additionally, there are concerns
around disclosure, assumptions made on sexual
practices, or fears about how treatment will
affect their masculinity or femininity.

[Reference: Margolies (2014) Clin J of Onco
Nurs.]

10R

Around half of men are not offered
any interventions to support sexual
concerns and for most it s
inadequately addressed.

[Reference: Downing et al. (2019)
Lancet Onco.]

Around half of patients are not given information
on the impact of treatment on sexual function
and only 22% of patients have their sexual
concerns addressed.

[Reference: Reese et al. (2017) J Cancer Surviv.]

Provide evidence relating current levels of
HP support across cancer care. Design
objective ii.

11

[Reference: Downing et al. (2019)
Lancet Onco.]

[References: Sporn et al (2015) Psycho-
oncology; Downing et al. (2019) Lancet Onco.]

Reflect the broader evidence base relating
patients wish for sexual support. Design
objective ii.
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Slide

MSW: PC

MSW: CC

Rationale

No. Content to be adapted New content — Test Version [1]
14 What else can you do? What else can you do? To increase knowledge of further support
e Referral to an erectile for patients and partners across cancer
dysfunction (ED) clinic e Online support — Information and resources care. Design objectives i, iv.
e Online support — Maximising e Ongoing support from healthcare
Sexual Wellbeing | Prostate professionals
Cancer: Sexual Recovery e Referral to specialist services
Programme:
e Online support — Prostate
Cancer UK website
e Ongoing support from
healthcare professionals
e Referral to specialist support
include relate or psychosexual
counselling by a trained
counsellor
14 Referral to specialist support | Erectile Dysfunction (ED) To increase knowledge of further support

include Relate or psychosexual
counselling by a trained counsellor.

Counselling  services are an
important support for any man or
partner who feel they need more
intensive specialist care. Men can
self-refer or be referred to these

These clinics offer different treatments for
erection problems and are run by urologists and
CNSs.

Specialist Pelvic Physiotherapy

This service supports men and women to manage
urinary or bowel incontinence, pelvic pain or
dysfunction.

for patients and partners across cancer
care. Design objectives i, iv, v.
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Slide
No.

MSW: PC
Content to be adapted

MSW: CC
New content — Test Version [1]

Rationale

services by a healthcare
professional.

Continence Service

Their role is to provide treatment and
management options for patients with bladder
and bowel dysfunction.

Psychological Therapist or Counsellor
Psychological therapy and counselling services
are an important support for any patient or
partner who feel they need more intensive
specialist care. Patients can self-refer or be
referred to these services by a healthcare
professional.

Step 2

7 [a]

New slide

-Type of cancer

The type and location of cancer will have a direct
impact on the sexual challenges a patient and
their partner may face.

Example

A patient with breast cancer may experience
challenges with body image and changes to sense
of femininity, while patients with head and neck
cancer may have difficulty communicating with
their partner or kissing.

Ensure content relevance across tumour
groups and to support tailoring of advice.
Design objectives i.
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Slide
No.

MSW: PC
Content to be adapted

MSW: CC
New content — Test Version [1]

Rationale

7 [b]

- Type of treatment

Example

One possible side effect of
treatment is a change to sex drive.
For men receiving hormone
therapy, libido (sex drive) can be
reduced significantly. However, for
men who have had surgery, their
libido (sex drive) should stay the
same.

-Type of treatment

Example

One possible side effect of treatment is a change
to sex drive. For patients receiving hormone
therapy, libido (sex drive) can be reduced
significantly. However, for patients who have had
surgery their libido (sex drive) should stay the
same.

Ensure content relevance across tumour
groups and to support tailoring of advice.
Design objectives i.

7 [c]

-Time from treatment

Example

Erectile function will usually be lost
immediately after surgery; some
function may return over the next 2
— 3 years. However, men receiving
radiotherapy will not usually
experience erectile changes for
weeks, months or even years after
treatment is completed.

-Time from treatment

Example

Immediately after bowel surgery patients may
experience bleeding, discharge and the surgical
site may feel very raw. However, this does
improve with time.

Ensure content relevance across tumour
groups and to support tailoring of advice.
Design objectives i.

8 [c]

Speech bubble

Research shows most men give up
trying to have sex within two years
of treatment.

Speech bubble

As a healthcare professional, it is important to
make sure the focus is not on sexual intercourse
only.

Ensure content relevance across tumour
groups. Design objective i.
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Slide
No.

MSW: PC
Content to be adapted

MSW: CC
New content — Test Version [1]

Rationale

It is important to help men
understand that approaches aimed
at improving sexual recovery may
need to be tried at least eight times
before considering another sexual
aid.

As a healthcare professional, it is
important to make sure the focus is
not on erectile function only.

11

Example of the EASSi Framework in
use

Video file demonstrating patient
and HPs using the electronic tablet
version of EASSi

Example of the EASSi Framework in use

Replacement video demonstrating patient and
HPs using the EASSi framework to guide a
conversation.

Provide a brief framework to support
communication, assessment and
interventions with patients with cancer and
partners and enhance self-efficacy of HPs in
the provision of sexual support. Design
objectives ivand v.

Step 3

EASSi online programme link

Remove EASSi online programme link

Resource was specific to HPs working with
men with prostate cancer and their
partners
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Slide

MSW: PC

MSW: CC

Rationale

No. Content to be adapted New content — Test Version [1]
7 Download the EASSi Sign-posting | Download the EASSi Sign-posting Sheet Provide general and tumour specific
Sheet CLICK THE SIGNPOSTING YOU WISH TO | signpostinginformation. Design objectives
DOWNLOAD i.
General
Gynaecological
Breast
Head and neck
Colorectal
Prostate
New Thank you to all patients and healthcare | Acknowledge contributions of HSCTs to the
Slide professionals who contributed to the design and | study.
10 content of this eLearning resource.

Belfast Health & Social Care Trust
Northern Health & Social Care Trust
Southern Health & Social Care Trust
South-Eastern Health & Social Care Trust
Western Health & Social Care Trust

© Ulster University 2020
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Appendix 6: Detailed overview of expert group member feedback on new content for the MSW: CC eLearning resource

Versions reviewed; Overview of feedback

tumour group; HP or
patient perspective; &
type of contact

Action taken by researcher

General comments made throughout feedback by HP and patients

Sexuality is a sensitive topic for staff and patients

For some HPs, patients more often raised psychosocial issues

Content of resource repetitive

Considered to cover the key issues

Patients felt strongly that this was a part of life that cannot be forgotten
about and wish that they had received support in this area.

Advice should be focused on positive action

Patients may have a lack of time to process major challenges such as loss of
breasts and fertility changes, needing support to manage these challenges.
Encourage HPs to ask specific questions about sexual concerns.

Amount of information is appropriate. HPs will skim read but need to feel
reassured with more rather than less information. Key to providing sexual
support is to ask the question. Patients often just wish for a discussion.
Telling patient to relay HP/patient discussion can enabling communication
about sexuality between patient/partner.

Women who are same sex attracted may still have penetrative sex and gay
men may not have anal sex.

Letting people know that if they decide sex isn’t a priority initially and that
changes, there is support.

e Use alternative means to tailor resource than treatment
types to reduce repetitiveness

e Advice reviewed to ensure it is positive, action orientated
and hopeful

e Addressed

e Addressed
e Addressed

e Addressed
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Versions reviewed;
tumour group; HP or
patient perspective; &
type of contact

Overview of feedback

Action taken by researcher

Version 2 and 3
Head and neck cancer

Multidisciplinary
regional group (n=8) (In-
person mainly with few
on teleconference)

CNS (and supervisor)
(In-person)

Speech and Language
Therapist (In-person)

Nurse
(In-person)

Partner of patient
(Email)

Language

e Clarity around language such as ‘jaw opening’.

o Be careful advice does not seem glib: ‘having a
positive attitude and confidence can help.

e Change reduced movement to read ‘reduced jaw,
neck and shoulder movement’.

Content

e HPV scares people and need to be acknowledge as
part of the resource

e Do not localise the resource by adding specific
shops, although there are products which can help
people manage symptomes.

o Be mindful of neck breathers

e For those with tracheostomy, include that patients
and partners can agree a signal to stop if needed

e Familiar places do not always help

e Remove reference to regular dental check-ups as
this will vary depending on patient

e Acknowledge the fear of dislodging the peg tube

e Remove advice on oral contact in relation to teeth
cleaning/mouthwash

o Impact of full dental clearance on speech, isolation
and libido

e Importance of creating time away from where you
are known can help you to relax as a couple.

e The importance of giving your relationship time.

e Wording amended
e Language revisited and amended

e Change amended

e HPV section added

e Removed any local references

e Decision not to introduce specific products as advice can
change on these

e New category: Tracheostomy, laryngectomy and
sexuality

e Included

e Removed

e Dental check-ups removed as not always relevant

¢ Included
e Removed

e Communication difficulties included

e Emphasis on being patient and giving yourself time is
addressed in resource
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Versions reviewed;
tumour group; HP or
patient perspective; &
type of contact

Overview of feedback

Action taken by researcher

Version 2 and 3
Breast cancer

Nurse Practitioner
(In-person)

Support Group meeting
(n=7)
(In-person)

Content

e Reconstruction will leave patient with no sensation
in breast

e Patients may experience shooting pains because of
breast surgery for up to 2 years

e Include reference to Cancer Focus shops

e Breast Care nurses offer prothesis fitting

e Important not to get pregnancy when on
treatment

e Use barrier contraception after chemotherapy to
protect partner

e Complementary therapies, exercise and low does
anti-depressants can help with hot flushes

e Vaginal moisturisers should be non-hormonal

e |f ongoing pain during sex experienced should be
checked for possible infection

e Fatigue management workshops

e Fatigue will lessen over time

e Hair loss is almost always temporary

e Include a ‘changes to body’ section which
addresses joint pain, weight gain and menopause

e Low mood should be included in effect on
emotions

e Information relating to fertility issues

e Awareness of impact of medication on sexual
desire

e Include take away printed resources to support

e Provide an option of partner counselling

Text amended to include issue of no sensation

Not specifically mentioned as information about pain
management in ‘core’ section

Decision not to localise resource by adding shop names
Clarify about where to access prothesis fitting given

No specifics given in relation to pregnancy and
contraception, advice is dependent on treatments given
and patients are to talk to HP

All suggestions included

Amended to read non-hormonal products

Rather than being specific about infection, recommend
patients to talk to HP if experiencing problems
Decision not to localise the resource

Included

‘Almost’ added

Body changes section included in ‘core’ section of
resource

Included

Addressed
Included

Signposting information available to patients and
partners
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Versions reviewed;
tumour group; HP or
patient perspective; &
type of contact

Overview of feedback

Action taken by researcher

Version 2 and 3
Gynaecological cancer

Consultant
(In-person)

CNS (In-person)
Consultant (In-person)
Specialist Pelvic
Physiotherapist

(In-person)

Patient (Email)

Content

e Inresponse to direct query about pregnancy and
guidelines about the length of time to wait after
receiving chemotherapy, signposted to Greenbook
guidelines which stipulate that patients should
wait 2 years. This is based on risk of reoccurrence
as opposed to the impact the chemotherapy drugs
have.

e In response to query about significance of fear of
bleeding after cancer, feedback suggested this was
an issue presenting in clinics and important as
women link bleeding with their cancer diagnosis.

e Change ‘sex and chemotherapy’ to ‘talk to your HP
about pregnancy and sex’ as there are many
individual factors

¢ Include radiotherapy as effecting fertility

e Include hair thinning with hair loss as some drugs
do not cause hair loss

e Numbness and tingling as issues are important to
retain as many patients struggle with the impact
on touch and feel

e Fear of dilator — remove reference to sex aids as it
is perceived that culture is changing and people do
not have same issues

e Adilator can help apply vaginal lubricants and
moisturisers

¢ No specifics given in relation to pregnancy and
contraception, advice is dependent on treatments given
and patients are to talk to HP

e Retained

e Changed to read ‘sex, fertility and pregnancy’ and
placed in ‘core’ section

¢ Included
e [ncluded

e Removed. Decision to keep resource focused on sexual
issues that HPs find difficult to discuss

e Removed

e Included

e Removed
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Versions reviewed;
tumour group; HP or
patient perspective; &
type of contact

Overview of feedback

Action taken by researcher

e Delete ‘regular sexual activity’ can help with
vaginal dryness as this may put unhelpful pressure
on relationships

e Physiotherapists can help with use of dilators

e Advocate the use of both vaginal lubricants and
moisturisers

e Discuss the use of dilators in a positive way as
about ‘supporting good skin care’ and that use of a
dilator may improve confidence to return to sexual
intercourse.

e Include lymphedema as a body image issue

e Provide information on psychosexual counselling
as this may not be an area that HPs know exists

e Sex may be painful and impossible as a result of
the emotional impact of cancer and treatment.

e Remove vaginal reconstruction from surgery
section as not common.

e Women should not feel pressured into a sexual
relationship... it should be when they are ready

e Partners section needs expanded with more
emphasis on partner to provide support, go back
to early days of relationship — hugging/cuddling,
partner needs to realise the emotional impact, it
would be useful if couples attended post-operative
review were this was discussed

e Online support groups and peer support can help

e [ncluded
e [ncluded
¢ Included

e Included in ‘core’ section of resource as is applicable to
other tumour groups

e This is not available to all so not specifically mentioned
however counselling and psychological therapists can
signpost.

e Included

e Removed

e Partners section was initially amended to encourage
more support for patient however, this was subject to
further change as the aim of this section was to address
partner sexual needs rather than patient needs
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Versions reviewed;
tumour group; HP or
patient perspective; &
type of contact

Overview of feedback

Action taken by researcher

The signposting sheets contain information and
organisations which offer further support, as online
groups change and specific groups are not included

Version 2 and 3
Colorectal cancer

CNS
(In-person)

Specialist Pelvic
Physiotherapist
(In-person)

Patient
(Email)

Content
e HSCTs do offer biofeedback therapy

e Surgery section: remove pain during sex (more
relevant for radiotherapy patients) and fear of
dilator (not as relevant as maybe is for gynae
patients

e ED:include talk to your GP

e Include counselling as an option for body changes

e Fatigue management workshops are an option or
speaking to a specialist OT

e Chemotherapy section: barrier method of
contraception should be used throughout (verified
by Consultant), no pregnancy for 6mths to 1 year
after treatment

e Remove hot flushes as majority older and post-
menopausal

e Include hair thinning due to some chemotherapy
drugs

e Remove numbness and tingling section

e Remove reference to sex in the shower

e Some people struggle with dilators, could include
that people could alternatively give their body

Reference to specific treatment removed and kept
general to allow for HP to collaborate with patient to
find most suitable approach

Treatment sections were removed. Pain during sex is
included in ‘vagina may feel shorter, tighter or sore’ and
fear of dilator was removed as felt this was not as
relevant.

Included

Included

Not referenced as avoiding localising the resource to NI

No specifics given in relation to pregnancy and
contraception, advice is dependent on treatments given
and patients are to talk to HP

Removed as not as relevant

Included

Removed
Removed

TE€E



Versions reviewed;
tumour group; HP or
patient perspective; &
type of contact

Overview of feedback

Action taken by researcher

time to naturally and gradually allow penetration
to get easier

e This was not included as HPs strongly recommend the
use of dilators. Also, there is a fear of putting additional
pressure on relationships at a difficult time

Version 2 and 3
Across tumour groups
Specialist Pelvic
Physiotherapist
(In-person)

Clinical Psychologist (In-
person)

Lung and Palliative Care
CNS (In-person)

Content
e Normalise sense of loss both for patients and

partners as they both go through grieve process
for sexual life, they have lost

Try not to be self-critical, avoid comparing self to
before cancer

Fear of death is normal

Low mood and low sex drive are correlated
Don't focus on vaginal penetration

The importance of time to adjust

Loss of fertility can affect those whose family is
complete also

Normal to feel self-conscious with changes to body
image

Discussion around sexuality at ‘end of life’.
Resource should encourage HPs to think of side
rooms, pulling curtains to give couples privacy,
encouraging couples to hold hands/hug.

Include reference to ‘Move more’ funded exercise
scheme available across NI

Think about times in the day when less fatigued
Shortness of breath/oxygen tubing are specific
issues for patients with lung cancer.

Feedback woven throughout the categories to
acknowledge more fully the psychosocial issues faced.

e Section 1 on the resource amended to reflect end or life
rather than palliative issues around sexuality
e Relevant to section 1 of resource

e Notimplemented as to not localise resource, exercise
encouraged however

e Included in body changes in ‘core’ section

e Lung cancer is not a specific group in the resource as for
the most much of the resource addresses concerns.
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Versions reviewed;
tumour group; HP or
patient perspective; &
type of contact

Overview of feedback

Action taken by researcher

Version 4
Expert group meeting
(n=5)

In-person

e Changes discussed in terms of who to contact in
relation to dilator support

e Signposting sheets to be adapted to have a more
general approach

e Remove references to ‘good vaginal skin care’ in
general signposting

e Ensure ‘be patient’ and ‘take time’ are on all
signposting sheets.

e Patients are encouraged to speak to an
HP/physiotherapist in relation to dilator issues as not all
will have access to radiotherapy support given that
many problems exist beyond treatment

e Removed

e Signposting sheets revised
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Appendix 7: General signposting sheet from MSW: CC eLearning resource
Health and

A
e e e . Ulster HSC -
Maximising Sexual Wellbeing | Cancer Care l,u'f’ivefsiw )Pk

Signposting Sheet - General

The following resources can provide useful sexual wellbeing support for men and
women and their partners living with cancer.

Referrals to discuss:

Look Good, Feel Better

Confidence boosting workshops for people undergoing cancer treatment,
including make-up and skin care.
https://www.lookgoodfeelbetter.co.uk/support-advice/group-
session/#find location area

Physiotherapist/Specialist Pelvic Physiotherapist
Referral information and contact details for physiotherapy support.

Incontinence clinic information.
Referral information and contact details for your local incontinence clinic.

Erectile dysfunction [ED] clinic information.
Referral information and contact details for your local ED clinic.

Psychological therapist or a counsellor
Provide information on HSC and local community/voluntary support services.

Useful weblinks:

Information and support for relationships, sexuality and cancer
https://www.cancer.gov/about-cancer/treatment/side-effects/sexuality-men
https://www.cancer.gov/about-cancer/treatment/side-effects/sexuality-women
https://macmillan.org.uk/information-and-support/coping/relationships/your-sex-life-

and-sexuality

A self-management online programme to help you with your sex life after prostate
cancer
prostate.lifeguidewebsites.org

Sexual Advice Association
Factsheets and resources written by expert sexual health professionals.
https://sexualadviceassociation.co.uk

LGBT Discussion Forum

A discussion forum for LGBT or any other minority sexuality/gender identity to share
their experiences.
https://community.macmillan.org.uk/cancer_experiences/Igbt/discussions



335

Top tips to remember

. The journey is not a straight path - there will be ups and downs

. You will have to try new things.

. It is important to keep connected as a couple, talking and touching.

. Be patient, it will take time to adjust.

. Try not to compare yourself to how you were before.

. Research shows if you have patience and persistence you can still have a satisfying and pleasurable sex
life.

Couples Communication Activity

Think about and write down one question to ask your partner about how cancer has affected him/her.

Share with each other and discuss each other’s responses.

Think and write down one activity (that you already do) that makes you feel physically close.

Share with each other and discuss each other’s responses.

Think about and write down one activity you would like to do to stay physically close.

Share with each other and discuss each other’s responses.

. This activity can help to understand each other better.
. It can be used as often as you decide.
. Putting a date in your calendar can help make it happen.
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Appendix 8: PIS (in person)

-4

University /

Ulster University
Room 12J03
Shore Road
Jordanstown

Co. Antrim

BT37 0QB

Date: DATE TO BE INSERTED

Dear Sir/Madam

Research Study: Adapting, testing and evaluation of educational/facilitative resources to
enable healthcare professionals working in cancer care to support patients and partners
with sexual wellbeing.

Please find included a participant information sheet for the proposed research. Please

read this information carefully before you decide whether you wish to consent to
participating in the testing of these resources through a Think Aloud Interview.

Thank you for your time.

Yours sincerely,

Sharon Bingham
PhD Researcher
(on behalf of the research team)
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Title of research:
Adapting, testing and evaluation of educational/facilitative resources to enable
healthcare professionals working in cancer care to support patients and partners with
sexual wellbeing.

What is the research study about?

Cancer and its treatment impact many aspects of life including health. Sexual wellbeing
is one aspect that is often affected. Patients tell us that they want support for the sexual
wellbeing issues they face and that they want this support from Healthcare Professionals
(HPs). HPs face many challenges to providing this support including lack of awareness,
embarrassment and supportive resources.

You are being invited to participate on research which has ‘adapted
educational/facilitative resources to enable healthcare professionals working in cancer
care to support patients and partners with sexual wellbeing.” These resources were
originally designed for Prostate Cancer. This study is funded by the Department for the
Economy (DfE).

We are now ready to test these resources. We are asking you to provide us with feedback
on the content and structure of the e-learning module and the electronic tablet-based
facilitative tool.

Why you have been chosen?
You have been chosen because you provide routine clinical care to patients with cancer.

What will this involve?

This will involve reviewing of a prototype of each of the online resources using a Think
Aloud interview. This will involve you meeting with the researcher. During the review of
the resource, you will be asked to say aloud everything you think as you use the resource.
This will be audio recorded and used to identify the improvements required.

Participants involved in this phase will be involved in 1 test cycle with an interview of 1hr
approximately. Participants may be asked to participate in a further test cycle. They can
decline to do this. Interviews will take place at a convenient location and time within the
healthcare setting.

Why should you take part?

By participating in the Think Aloud Interviews you will help in the refinement of these
resources which aim to support healthcare professionals to provide routine sexual
wellbeing care for all cancer patients and partners.

It is entirely up to you whether to take part.

Will people be able to identify you from this study?

Everything you tell us will be treated with strict confidentiality (nobody apart from the
research team will be able to access the data). The researcher will ensure that no
identifying information is included in the transcripts and that no participant is
identified in the final report. Any further reports or publications stemming from this
study will not contain any identifying features.

Where will the information be stored?
Audio-files will be transcribed on to a password protected computer belonging to Ulster
University which only the research team will have access to. Once transcribed the audio-
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file will be deleted. Once the study is complete all the information will be destroyed in
accordance with research protocol.

Is there any risk involved in taking part in the research?

It is important for you to know that in the unlikely event of you telling us something that
would make us worry about your safety or the safety of someone else we will make sure
that we pass on this information to those who need to know. If you have any concerns or
worries about what we are asking you to do you can contact one of the researchers whose
contact details are given at the bottom of this information sheet.

What happens if something goes wrong? This research has received ethical approval from
Ulster University, research governance from the NHS trusts and Office for Research Ethics
Committees NI (OREC NI). It is very unlikely that anything will go wrong. The Ulster
University has procedures in place for reporting, investigating, recording and handling
adverse events. Further details of the University’s complaints procedure can be found at
http://research.ulster.ac.uk/rg/0208ResearchVolunteerComplaintsProcedure.pdf

If you wish to make a complaint you can also contact either the Chief Investigator as
detailed at the end of this Information Sheet.

What happens after the study finishes?
We will then publish and present the findings as widely as we can and we will try our best
to make sure that everyone who has taken part will have access to the results.

What do | do now?

Thank you for taking time to read this Information Sheet. If you have any further
questions about the study, please do not hesitate to contact the lead researcher named
below. If you are willing to participate in the Think Aloud Interviews let your manager
know and contact the lead researcher.

Privacy notice and sponsor compliance with GDPR and the Data Protection Act 2018
Ulster University is the sponsor or managing organisation for this study and we will use
information gathered from you in order to carry it out.

We will act as the data controller, which means that we are responsible for looking after
your information and using it properly, as stipulated in GDPR and the Data Protection Act
2018.

Ulster University will keep identifiable information about you for 10 years after the study
has finished/September 31.

You can find out more about how we look after your information at:

https://www.ulster.ac.uk/about/governance/compliance/gdpr

As a university we use personal identifying information to conduct research to review and
improve people’s health, wellbeing and care, the services they use and our understanding
of the world in which we live. As a publicly funded organisation, we have to ensure that it
is in the public interest when we use personal identifying information from people who
have agreed to take part in research. This means that when you agree to take partin a
study, we will use your data to conduct the research and analyse the information and
findings.



339

We need to manage your information in specific ways in order for the research to be
reliable and accurate and therefore your rights to access, change or move your
information are limited.

You should note that if you withdraw from the study, we will keep the information about
you that we have already obtained. To safeguard your rights, we will use the minimum
personal identifying information possible.

Health, care and other human research should serve the public interest, which means that
we have to demonstrate that our research serves the interests of society as a whole. We
do this by following University and appropriate UK policies and codes of practice.

The only people in the University who will have access to your personal identifying
information will be those who need to contact you for the study or to carry out audits of
the research.

If you wish to raise a complaint on how we have handled your personal data, you can
contact our Data Protection Officer who will investigate the matter. If you are not satisfied
with our response or believe we are processing your personal data in a way that is not
lawful you can complain to the Information Commissioner’s Office (ICO).

Our Data Protection Officer is Eamon Mullan; you can contact him at
e.mullan@ulster.ac.uk.

For further information regarding the research please contact:
Sharon Bingham (Lead Researcher) at Bingham-s4@ulster.ac.uk

Dr Cherith Semple (Chief Investigator) at Cherith.Semple@setrust.hscni.net
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Adapting, testing and evaluation of educational/facilitative resources to enable
healthcare professionals working in cancer care to support patients and partners with
sexual wellbeing.

Consent Form

Please tick and initial each box to show your agreement with the following:

1. | confirm that | have read and understand the Information Sheet
(DATE TO BE INSERTED) for the above study. | have had the opportunity to
consider the information and ask questions.

2. | understand that any participation is voluntary and that | can
choose not to participate in the research, without giving any reason and
without my legal rights being affected.

3. | understand that all the information provided by me will be stored
confidentially at the University of Ulster and that | will not be identifiable
in any data published in relation to this project.

4, | am willing to participate in a Think Aloud Interview with a
member of the research team which will be audio-taped.

Name of participant Date Signature
Person taking consent Date Signature
[if different from

researcher]

Name of researcher Date Signature

One copy for participant, one copy for researcher.
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Appendix 9: PIS (adapted for use with video conferencing)

N

Yster 4

Ulster University
Room 12J03
Shore Road
Jordanstown

Co. Antrim

BT37 0QB

Date: DATE TO BE INSERTED

Dear Sir/Madam

Research Study: Adapting, testing and evaluation of educational/facilitative resources to
enable healthcare professionals working in cancer care to support patients and partners
with sexual wellbeing.

Please find included a participant information sheet for the proposed research. Please

read this information carefully before you decide whether you wish to consent to
participating in the testing of these resources through a Think Aloud Interview.

Thank you for your time.

Yours sincerely,

Sharon Bingham
PhD Researcher
(on behalf of the research team)
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Title of research:
Adapting, testing and evaluation of educational/facilitative resources to enable
healthcare professionals working in cancer care to support patients and partners with
sexual wellbeing.

What is the research study about?

Cancer and its treatment impact many aspects of life including health. Sexual wellbeing
is one aspect that is often affected. Patients tell us that they want support for the sexual
wellbeing issues they face and that they want this support from Healthcare Professionals
(HPs). HPs face many challenges to providing this support including lack of awareness,
embarrassment and supportive resources.

You are being invited to participate on research which has ‘adapted
educational/facilitative resources to enable healthcare professionals working in cancer
care to support patients and partners with sexual wellbeing.” These resources were
originally designed for Prostate Cancer. This study is funded by the Department for the
Economy (DfE).

We are now ready to test these resources. We are asking you to provide us with feedback
on the content and structure of the e-learning module and the electronic tablet-based
facilitative tool.

Why you have been chosen?
You have been chosen because you provide routine clinical care to patients with cancer.

What will this involve?

This will involve reviewing of a prototype of each of the online resources using a Think
Aloud interview. This will involve you communicating with the researcher via ZOOM
technologies. During the review of the resource, you will be asked to say aloud everything
you think as you use the resource. This will be video recorded and used to identify the
improvements required.

Participants involved in this phase will be involved in 1 test cycle with an interview of 1hr
approximately. Participants may be asked to participate in a further test cycle. They can
decline to do this. Interviews will take place at a convenient location and time within the
healthcare setting.

Why should you take part?

By participating in the Think Aloud Interviews you will help in the refinement of these
resources which aim to support healthcare professionals to provide routine sexual
wellbeing care for all cancer patients and partners.

It is entirely up to you whether to take part.

Will people be able to identify you from this study?

Everything you tell us will be treated with strict confidentiality (nobody apart from the
research team will be able to access the data). The researcher will ensure that no
identifying information is included in the transcripts and that no participant is
identified in the final report. Any further reports or publications stemming from this
study will not contain any identifying features.

Where will the information be stored?
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Video-files will be transcribed on to a password protected computer belonging to Ulster
University which only the research team will have access to. Once transcribed the video-
file will be deleted. Once the study is complete all the information will be destroyed in
accordance with research protocol.

Is there any risk involved in taking part in the research?

It is important for you to know that in the unlikely event of you telling us something that
would make us worry about your safety or the safety of someone else we will make sure
that we pass on this information to those who need to know. If you have any concerns or
worries about what we are asking you to do you can contact one of the researchers whose
contact details are given at the bottom of this information sheet.

What happens if something goes wrong? This research has received ethical approval from
Ulster University, research governance from the NHS trusts and Office for Research Ethics
Committees NI (OREC NI). It is very unlikely that anything will go wrong. The Ulster
University has procedures in place for reporting, investigating, recording and handling
adverse events. Further details of the University’s complaints procedure can be found at
http://research.ulster.ac.uk/rg/0208ResearchVolunteerComplaintsProcedure.pdf

If you wish to make a complaint you can also contact either the Chief Investigator as
detailed at the end of this Information Sheet.

What happens after the study finishes?
We will then publish and present the findings as widely as we can and we will try our best
to make sure that everyone who has taken part will have access to the results.

What do | do now?

Thank you for taking time to read this Information Sheet. If you have any further
questions about the study, please do not hesitate to contact the lead researcher named
below. If you are willing to participate in the Think Aloud Interviews let your manager
know and contact the lead researcher.

Privacy notice and sponsor compliance with GDPR and the Data Protection Act 2018
Ulster University is the sponsor or managing organisation for this study and we will use
information gathered from you in order to carry it out.

We will act as the data controller, which means that we are responsible for looking after
your information and using it properly, as stipulated in GDPR and the Data Protection Act
2018.

Ulster University will keep identifiable information about you for 10 years after the study
has finished/September 31.

You can find out more about how we look after your information at:

https://www.ulster.ac.uk/about/governance/compliance/gdpr

As a university we use personal identifying information to conduct research to review and
improve people’s health, wellbeing and care, the services they use and our understanding
of the world in which we live. As a publicly funded organisation, we have to ensure that it
is in the public interest when we use personal identifying information from people who
have agreed to take part in research. This means that when you agree to take partin a
study, we will use your data to conduct the research and analyse the information and
findings.
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We need to manage your information in specific ways in order for the research to be
reliable and accurate and therefore your rights to access, change or move your
information are limited.

You should note that if you withdraw from the study, we will keep the information about
you that we have already obtained. To safeguard your rights, we will use the minimum
personal identifying information possible.

Health, care and other human research should serve the public interest, which means that
we have to demonstrate that our research serves the interests of society as a whole. We
do this by following University and appropriate UK policies and codes of practice.

The only people in the University who will have access to your personal identifying
information will be those who need to contact you for the study or to carry out audits of
the research.

If you wish to raise a complaint on how we have handled your personal data, you can
contact our Data Protection Officer who will investigate the matter. If you are not satisfied
with our response or believe we are processing your personal data in a way that is not
lawful you can complain to the Information Commissioner’s Office (1CO).

Our Data Protection Officer is Eamon Mullan; you can contact him at
e.mullan@ulster.ac.uk.

For further information regarding the research please contact:
Sharon Bingham (Lead Researcher) at Bingham-s4@ulster.ac.uk

Dr Cherith Semple (Chief Investigator) at Cherith.Semple@setrust.hscni.net
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Adapting, testing and evaluation of educational/facilitative resources to enable

healthcare professionals working in cancer care to support patients and partners with
sexual wellbeing.

Consent Form

Please tick and initial each box to show your agreement with the following:

1. | confirm that | have read and understand the Information Sheet
(DATE TO BE INSERTED) for the above study. | have had the opportunity to
consider the information and ask questions.

2. | understand that any participation is voluntary and that | can
choose not to participate in the research, without giving any reason and
without my legal rights being affected.

3. | understand that all the information provided by me will be stored
confidentially at the University of Ulster and that | will not be identifiable
in any data published in relation to this project.

4, | am willing to participate in a Think Aloud Interview with a
member of the research team using ZOOM technologies which will be
video-recorded.

Name of participant Date Signature

Name of researcher  Date Signature

Please return signed copy of consent form to researcher
Bingham-s4@ulster.ac.uk
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Appendix 10: Protocol for TA interviews

Welcome participant

Provide introduction to the study and review details provided on the participant
information sheet

Explain the process for thinking aloud. (1) Ask participants to say aloud any thoughts
as they move through the resource which can include thoughts about the content,
appearance, navigation and functionality. (2) Explain that the researcher will remain
quiet throughout interview. (3) Ask participants to use resource as they might in
normal practice. (4) Tell participants that the researcher will offer minimal prompts
to remind participant to keep talking if they are quiet and may ask questions relating
to comments for clarification purposes (5) Remind participants that the study
welcomes all opinions, with the objective of improving the resource for healthcare
professionals in the future.

Restate that the interview will take a maximum of 1 hour, however participants are
free to withdraw or stop the interview at any time.

Explain to participants that they will only review specific parts of resource, so at times
they will be asked to move to another section within the resource

Remind participants that the session will be recorded, highlighting data storage,
retention and destruction is in in accordance with UU regulations and explain how
data will used

Ask participant if they have any questions or concerns

Ensure eLearning resource is open on participant computer

Ensure recording function is on

Begin interview

Finish interview, thank participant, ask if they have any questions or comments.

Exit recording and save.

Required for each interviews

List of elements of resource to be viewed by each participant
Researcher feedback sheet

Additional protocols for interviews using video conferencing

In advance of Zoom interview:

Send Meeting ID and passcode in advance

Send URL for MSW: CC elLearning resource

Signed consent form received (will be reviewed at beginning of video conferencing
interview)

Process for Zoom call

pwNPE

Open Zoom

Enable video and audio

Enable screen share

Optimise sound to share video content (if participant cannot access due to low
bandwidth)



Appendix 11: Excerpt of notes taken during TA interviews

elearning resource Test v3 all slides [02 10 2020]
PARTICIPANT ID 109 PEd TC2

DATE 5 Oct 20

TEST CYCLE 2

Like interaction.
Immediately engaging

2R

Not immediately apparent that the ' will take you back... but
participant did figure out what to do.

Would like functionality of ",

Missed the scroll sideways function.... Suggested to include ‘next
question’ with arrow.

LVE
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Appendix 12: Excerpt from reflective diary

| arrived at the HSC building for the 2" think aloud (TA) interview however, staff were
unsure of where | should be located, despite my explanation. We were able to contact
the local collaborator (LC) and established the correct room for the interview to which |
then made my way. Prior to the TA interview there had been emails back and forward
between the participant, the LC and me about the details of the interview. However, 102
GYN TC1 arrived late to the TA interview and was annoyed that | had not notified them of
my arrival, despite the prior arrangements to meet at the room at a certain time. The
lateness caused no additional pressure or inconvenience to me that annoyed me, | was
simply happy to have participant number 2 attend. However, there was a prickly feeling
within the room although | did try to remain open and flexible whilst feeling reprimanded.
| did consider the irritation was possibly more about 102 GYN TC1 being late rather than
their belief that | failed to prompt them, so | set about to try to ensure the interview was
upbeat and that | tried to reflect an openness to move on and hear their responses to the
interview.

Their initial reflections on the video content again, | felt came across prickly, however this
may have been because of the above-described arrival. Their challenge to the content
provoked frustration within me that the videos were not of the quality they needed to be
to address the information needs of HPs. | sought clarity at this point as to their
perspective and remained open to listen to their perspectives. As 102 GYN TC1 continued,
it did feel like they warmed to me and became more friendly which helped to facilitate a
sense of rapport. This sense of rapport is clearly especially important to me as a
researcher, maybe one that | rely on too much to achieve my aim. | find it interesting that
this frustrated me about the start to this interview. | did not mind she was late to the
interview, but | did mind that she regarded my behaviour as not meeting her expectations,
which was extended by the feeling that the video within my eLearning resource was not
meeting her information needs.

As the interview progressed there were key messages with which the participant
connected. The participant discussed her need to know the patient’s context prior to
providing sexual support to avoid being inappropriate. They reflected, for example, if the
patient is older, was it appropriate to bring up the conversation given there is a risk that
the partneris dead or has dementia. At the same time, they reflected a sense of ambiguity
about this, suggesting that this may be incorrect and maybe the patient would want
support. This conversation highlighted for me the potential for this eLearning resource
(1) to tackle assumptions about who to provide support to and (2) to maximise on the
opportunity to broaden HPs view of the biopsychosocial nature of sexual challenges and
avoid limiting sexual support to only those in a sexual relationship.

102 GYN TC1 did show an awareness of the enormity of the physical and the emotional
sexual challenges which treatment could pose to some patients’ sexuality and showed a
good knowledge of the use of dilators and provided examples of sexual care
communication. They shared a framework of questions in response to the EASSi
framework which they would use to work through with patients which has helped build
their confidence in this area. It was reassuring to be told that sexual care is provided to
some patients, but this spoke to the potential enabling value of providing HPs with a
framework. As the elearning resource is framed around the EASSi framework, this
hopefully would be the key to moving new knowledge into practice... which is the ultimate
hope for this resource, so to improve patient-reported outcomes.
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The participant highlighted that the resource was adequately scripted however would
have liked to see more in the way of conversation starters. | feel that this is a fair point
and should have some further consideration if this resource is going to support the known
barriers to initiating a sexual support conversation with a patient and partner.



Appendix 13: Overview of utilisation of data generated from TA interviews

- Cycle 1 (MS PowerPoint)

Appearance

Content

Improve readability: Split larger paragraphs
(Step 1)

Cycle 2 (Online version)

Increase text size (to enhance presentation of
Step 2 Specific tumour section response slides)

Ensure font consistency

Cycle 3 (Online resource and MS
PowerPoint)

Extend examples of good practice (single and
LGBT as is provided in ‘end of life’ section).

Remove repetitive slide (Step 2 describing EASSi
Framework).

Language

(1) Increase acceptability (should to may,
should to could).

(2) Reflect clinical practice, e.g. remove specific
advice relating to treatment and pregnancy, ask
patients to avoid pregnancy and speak to HP if
there are any concerns.

(3) Remove specific mention on hormonal or
non-hormonal vaginal moisturisers, rather
suggest ‘designated vaginal moisturisers.’

Improve relevance of video content (include
emotional concerns, body image and coping
with menopausal symptoms).

Include product disclaimer (Liz video Part 1).

Amend online support options — UK wide
relevance and immediate relevance content.

Improve title clarity in Step 2: Support.

Remove repetitive slide (Step 2 Support prior to
Psychosocial Effects).

Broaden Gynaecological signposting to increase
relevance across types of tumours.

Minor changes (Improve advice clarity.)

Change wording relating to
‘main role of partner’ to enhance
relevance.

Increase clarity for HPs in Step 2
Support: dilator support (GYN),
timing of intimacy (stoma
activity (CRC)) and use of Heat
Moisture Exchange filters (HNC).

Reorganise ordering of 2
questions in couple
communication activity
(Signposting sheets) to
encourage progression in
thinking.

0S¢



- Cycle 1 (MS PowerPoint)

Navigation

Functionality

Remove unnecessary signposting from advice
pages in Step 2.

Cycle 2 (Online version)

Enhance navigation (poor use of side-way
navigation).

Improve signposting to avoid missed layered
sections (Step 2.)

Reword ‘Back to Start’ to ‘Back to previous
section’ (Step 2.)

Cycle 3 (Online resource and MS

PowerPoint)
Colour tabs in layer sections
(Step 2) to enhance navigation.

Add functionality to Step 1 Response activity
(No response confusing.)

De-bug Step 2 Support advice boxes
(Information disappears off page)

Ensure icons/text do not overlap (Step 1
response screens.)

Compress videos for low bandwidth.

TS€
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Appendix 14: EASSi Quick Guide, to assist HPs sexual support conversations in clinical

practice

~r
Utster m Heavlthand
University /) Social Care

Maximising Sexual Wellbeing | Cancer Care
Engagement, Assessment, Support & Signposting | EASSi

Quick Guide

EASSi is a framework for healthcare professionals to guide routine, brief sexual
care discussions with patients (and partners) living with cancer.

Engage

Assess

Support

Sign-posting

Why Engage?

Sexual dysfunction is a major
problem for patients (and
partners) and is often not
addressed.

Why Assess?

A basic assessment is needed
to provide tailored support
(based on type of cancer,
treatment and relationship
status).

Why Support?

e There are many sexual side-
effects of each treatment.

e Patients need to know how
treatment will affect their
sex life.

e There are things that can be
done to help

e You are ideally placed

Why Signpost?

After providing sexual support
you then need to signpost to
specialist services/resources.

How to Engage?

o Take the lead

e Normalise the conversation

e Explain you are going to have a
brief conversation about sex and
cancer

How to Assess?

e Ask about ...
Type of Cancer
Type of treatment
Stage of Treatment
Relationship status

How to Support?

e Provide information about what
sexual challenges may be
expected (based on treatment)

e Acknowledge sex life will change

e Give brief advice on ...

What can be done

Widening understanding of sex

The need to have patience and

persistence

How to Signpost?

Point towards...

e Online resources

¢ Referral to physiotherapy,
psychological therapist or
counsellor, ED or Continence
clinics

This document has been adapted from the TrueNTH Maximising Sexual Wellbeing
Project, which is funded by the Movember Foundation, in partnership with Prostate
Cancer UK, as part of the TrueNTH programme. © Copyright Ulster University 2020
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Appendix 15: Enhancing the provision of HP-led sexual care in the NHSCT

Background

The provision of routine HP-led sexual support in cancer care is at best ad-hoc although
often avoided? despite being a priority survivorship area in many healthcare guidelines.*
> Patients (78%) across tumour groups wish for HP support to deal with enduring and
difficult sexual challenges.® However, the provision of HP-led sexual care is fraught with
barriers, including HP discomfort with the topic, a lack of knowledge of sexual challenges
and strategies to support, resources and referral pathways.” Yet, sexual care brings
benefits, with patients and partners reporting that it helps to normalises the sexual side
effects experienced, facilitates sexual rehabilitation, promotes psychosocial adjustment
and informs treatment choices.®*?

Having identified that a passive approach to including sexual concerns on a screening form
is insufficient,’® the proposal is to develop a tiered model to engage all patients and
partners (when appropriate) in a sexual support conversation to proactively ensure that
they have knowledge of and access to appropriate HP-led sexual support across the
treatment trajectory as required. This approach is supported by the Cancer Recovery
Plan'* which prioritises ensuring equitable access and support to adequately address the
holistic needs of people living with cancer whom it recognises have been living with high
levels of anxiety due to the pandemic. Training the cancer care workforce to address
sexuality proactively throughout patients’ care could reduce the number of post-
treatment referrals made for specialist services such as psychology or sexual health
services, thereby reducing waiting times and improving access for patients who do require
more intensive treatments.®

Aim

To pilot and evaluate a 3-tiered sexual care model into Northern Health and Social Care
Trust cancer care services to enhance the provision of HP-led sexual care and improve
patient reported outcomes.

Activities

e Scoping exercise to explore the HP-led sexual care provision for patients and partners
from HP and patient viewpoints. To explore the frequency, experience and quality of
sexual health care provision across tumour groups, communication framework used
to guide conversations, referral pathways utilised, supportive resources for patients.

e Develop and implement a three-tiered model of sexual care, Level 1, proactive level of
sexual support for all patients and partners extending from pre-treatment across
treatment trajectory, Level 2, signposting to patient online self-management
resources and Level 3, referral on for more complex sexual concerns. (See Fig. 1.)

e Upskill cancer care workforce to provide routine sexual support.

e Develop signposting to patient online self-management resources.

e Develop, promote and embed onward referral pathways for more complex sexual
concerns including sexual health services, psychology, counselling, specialist
physiotherapy.

e Evaluate to determine the feasibility of embedding the model into cancer care,
identifying
- the utility of an eLearning resource at supporting the integration of sexual support

into routine cancer care, ascertaining benefits and shortcomings to inform
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modifications ahead of a randomised control trial determining intervention
effectiveness

- the impact of the tiered model on the provision of sexual care in clinical practice,
measuring the sexual support provided and onward referrals across tumour groups

- the impact of the tier model on patient reported outcomes relating to sexual
wellbeing

- recommendations to refine an implementation model ahead of regional rollout to
health and social care organisations.

e Partner with Ulster University to ensure high-quality research outputs to inform policy
and practice.

4, Specialist
Services
Signposting, referrals, prescriptions

2. Self-management sexual wellbeing
patient resource
Educational support to enhance sexual
wellbeing

1. Basic provision of healthcare professional-led sexual support
Engage, assess, basic support

Figure 1: Proposed model of sexual care adapted from the Oasis programme.*®
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