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Abstract

Objectives: To adapt the theory-driven and positively evaluated Maximising Sexual Wellbeing]|
Prostate Cancer (MSW|PC) elearning resource to an elearning resource suitable for health
professionals (HPs) working with mixed cancer populations; followed by usability and acceptability
testing.

Methods: Guided by Person-Based Approach (PBA) and Biopsychosocial Model, the MSW |PC was
adapted by combining evidence from the literature, an expert group (n=27: patients, partners and
HPs working in cancer care) and the research team. New content was developed relevant for a mixed
cancer population. The Maximising Sexual Wellbeing| Cancer Care (MSW|CC) eLearning prototype
was usability tested and modified with HPs using ‘think aloud’ interviews (n=18).

Results: Many identified sexual challenges were common across cancer populations, with additional
information required for breast, colorectal, gynaecological, head and neck and prostate cancers.
During the testing phase, navigational difficulties were identified and resolved. HPs reported the
MSW |CC as engaging, informative, relevant with helpful communication and signposting tools to
support practice.

Conclusion: This systematic and iterative PBA, yielded important insights to enhance the content and
usability of MSW|CC. This novel resource provides HPs working across cancer care with tools to
potentially address the gap in knowledge and skills and positively impact future sexual healthcare

provision across cancer care.
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Background

One in two people are estimated to receive a diagnosis of cancer in their life [1]. Treatments offered
can cause distressing and enduring side effects on sexuality, both for the patient and their partner [2-
4]. Clinical guidelines highlight the importance of healthcare professionals (HPs) providing routine
sexual support to patients and their partners across the treatment trajectory, which addresses the
biological, psychological, and social challenges, potential or presenting [5-7]. Yet, research suggests
that despite many HPs identifying that sexual support is part of their role, provision is inconsistent and
often absent [8-9]. Patients frequently report that they do not receive information about potential
sexual challenges or strategies to help them navigate sexual challenges [8]. A key barrier to the
provision of HP-led sexual support is a lack of knowledge of the sexual challenges faced by patients
and strategies to promote support [10-11]. Furthermore, the provision of HP-led sexual support is
influenced by HP’s fears of patient embarrassment, not knowing how to frame sexual support
conversations and external influences including lack of resources, referral pathways, time, and privacy

[10-11].

To enable provision of routine sexual support by HPs, there is a need to increase HP knowledge,
provide communication tools, supportive resources, and referral pathways [10-11]. Studies
demonstrate that education can have a positive impact on levels of knowledge, sexual attitudes, and
beliefs; translating to improved self-efficacy for HPs and enhanced provision of sexual support.
However, educational interventions are often limited to a specific tumour group such as breast or

prostate or gender [14-17], with many adopting face-to-face delivery [14-15,17] .

Members of the research team previously developed, tested, and positively evaluated an evidence
and theory-based elLearning resource (Maximising Sexual Wellbeing| Prostate Cancer (MSW|PC)) to
support HPs in providing sexual care to men with prostate cancer and their partners. Details of
MSW | PC intervention development, content and evaluation have been previously published [14,18].
This resource addressed the key attitudinal barriers identified by the literature, to the provision of
sexual support for men with prostate cancer and their partners. There is a lack of rigorously developed
and efficacious eLearning interventions that are scalable for use by HPs working across mixed cancer

populations. This aim of this study was to adapt the MSW |PC to the Maximising Sexual Wellbeing|
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Cancer Care (MSW | CC) eLearning resource, for use by HPs across cancer care and test its acceptability
for use in routine cancer care settings. The objectives are to (1) provide a detailed insight into key
design decisions when adapting MSW | PC to MSW | CC based on extensive user testing, the use of the
theoretical and evidence base and (2) explore HPs views on MSW | CC to promote sexual wellbeing in

routine cancer care.

Methods

Adaptation process

The original MSW|PC [14] and its brief communication framework [18], Engagement, Assessment,
Support and Signposting (EASSi) were developed using the Theoretical Domains Framework [19] and
underpinned by the Theory of Planned Behaviour [20] and Social Cognitive Theory [21], which were
retained for the MSW | CC.

To adapt the MSW|PC, the Person-based Approach [22] (PBA) provided a systematic and robust
method to combine user-centred design methods with evidence-based behaviour change methods.
An extensive literature review indicated that HPs across cancer care encounter similar barriers to
providing sexual support such as a lack of knowledge, clinical time, and confidence in right language
to use [10-11,18]. Furthermore, patients faced similar sexual challenges across tumour groups for
example, dealing with loss of sexual desire, function, or pleasure, body image challenges, and effects
on emotions [2-4]. Given the similar sexual challenges experienced, a ‘Core’ advice section was
collated addressing common physical and psychosocial concerns. Further optional sections for
tumour specific concerns for breast, colorectal, gynaecological, head and neck and prostate cancer
were provided, e.g. changes to or loss of a breast, and problems with mouth or kissing. Advice was
generated from sources including empirical studies, international guidelines, and evidenced based
eLearning resources. Furthermore, the MSW|CC required additional content to address sexual

challenges faced by women, broader referral options and supporting resources.

The Biopsychosocial model [23] was used as a scaffold for the development of all new content to
ensure sexual challenges were holistically addressed. Collaboratively, HPs (end users) and the
research team initially developed the new content, to promote acceptability and effectiveness of the
MSW |CC [22]. An expert stakeholder group (ESG) comprised 27 members (nine patients with cancer,
one partner, eleven nurse specialists, three allied health professionals, two oncologists and one
services manager) provided iterative feedback on draft content. Changes (see Table 1 for a summary

of expert group suggested changes) were adopted if they were in keeping with the guiding principles
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(Supplement 2), leading to development of MSW | CC prototype, ready for optimisation testing [22].

Figure 1 outlines the adaptation and optimisation process over 6 prototype versions.

Study design (for optimisation of MSW | CC)

To optimise the MSW | CC and in keeping with PBA intervention development framework, qualitative
testing was undertaken, which iteratively elicited and incorporated HPs’ perspectives and preferences
into the intervention. One-to-one Think-aloud interviews [24] were conducted (by SLB), either in-
person or remotely and reported in accordance with the update FRAME guidance [25] for reporting
on intervention adaptation along with further recommendations from ADAPT guidance v1.0 [26].
Think-aloud interviews captured participants’ verbalised thoughts, as they systematically worked
through the MSW|CC content (Supplement 1), highlighting HPs views on the acceptability and

usability of the intervention.

Participants

Participants were purposively recruited across cancer care professional roles, tumour groups and
represented five health and social care trusts (HSCTs), acute and community settings in Northern
Ireland. Eligible participants were registered HPs, working directly with patients with cancer who
could provide informed consent. Based on similar work in the field, the sample size was estimated as

n=20.

Procedure

The study was approved by the Research Ethics Committee for Northern Ireland (IRAS project number
259926). Participants were recruited through local collaborators within HSCTs and written informed
consent provided. Each participant reviewed at least two steps of the MSW | CC, tailored to their area
of clinical expertise. To facilitate testing, HPs used either a Microsoft® PowerPoint® mock-up version
of the MSW|CC or an online version (dependent on testing cycle). All 60-minute interviews were
audio or video recorded and transcribed, by the first author, who also took additional notes on key
issues to inform modifications during and immediately after each interview. Occasional prompts were
used to clarify or direct participants to content overlooked [24]. . Data were collected from February

2020 to October 2020.



Data Analysis

Data analysis commenced upon completion of the first think-aloud interview and continued iteratively
until all interviews were completed. Data that specifically related to potential barriers to engagement
with the MSW|CC were deductively analysed and presented in table format [27], under pre-
determined codes: appearance, content, navigation, and functionality. For each potential barrier
recorded the research team considered potential modifications to address the barrier. Criteria set out
by Bradbury et al. [27] supported modification decision-making. Transcribed data pertaining to HPs
views on the MSW|CC was inductively thematically analysed, as outlined by Braun and Clarke [28].
Codeswere reviewed by two other members of the research team (CJS and CF), organised into themes,
with disagreements resolved through discussion. Thematic saturation was achieved (no new themes
regarding MSW | CC usability and acceptability identified) after 18 one-to-one think-aloud interviews

over 3 test cycles.

Results
Demographic information of HP participants is provided in Table 2. The findings from think-aloud

interviews, provided data which (1) informed modifications to the MSW | CC and (2) explored HP views

of the MSW | CC.

(1) Informing modifications

Feedback relating to modifications and actions implemented across the three test-cycles centred
around four main areas: appearance, content, navigation, and functionality; these have been
presented in detail within Table 3. Important navigational issues were identified in test cycle two. The

navigation issues were resolved and confirmed by test cycle three.

(2) HPs’ views of the MSW|CC

Thematic analysis on HPs’ views of the MSW | CC identified two main themes: 1) Sexual support: /t’s

the HP’s role but there is room for improvement and 2) the MSW |CC: meeting HPs’ needs.

Theme 1: Sexual support: It’s the HP’s role but there is room for improvement.
Participants identified that sexual support is the HP’s role, but this is seldom integrated as part of
standard practice. This is highlighted through two subthemes: Sexual support in cancer care is often

side-lined by HP’s and mediating factors to the provision of sexual support in cancer care.



Subtheme 1.1: Sexual care in cancer care is often side-lined by HP’s

More often participants reported sexual support in cancer care was side-lined, with Participant 16
(P16) reflecting this was “maybe due to people being embarrassed including myself as a HP and the
patient.” Sexual support was usually limited to the treatment consent process, therefore patients
seem to be afforded little support to navigate sexual challenges later in the treatment trajectory, as

illustrated below.

“I do it [provide sexual support] pre surgery and probably do not revisit unless raised as an

issue in the health needs assessment form....” (P16)

This practice was considered reflective of a wider culture of limited provision of HP-led sexual support
in cancer care and echoed by P9 sharing “we are not doing this”, which for some HPs raised concerns

that the needs of some patients were not being met.

“Patients are probably wondering if people are going to ever talk to them about not having

an erection again. It really does get side-lined.” (P14)

Sexual care was considered by HPs to be both important and integral to the provision of person-
centred cancer care. This was challenging, with HPs having trouble initiating sexual support
conversations or offering support, amplified in the presence of a partner or family member with HPs

perceiving that “patients don’t want to speak out of turn about private relationships.” (P8)

Subtheme 1.2: Mediating factors to the provision of sexual support in cancer care

Cognisant that providing sexual support was the HPs role, participants also identified three main
influences to providing sexual support, these were HP-related factors, patient characteristics and
organisational setting. In considering HP-related factors, most participants reported they felt ill-
equipped to address sexual problems, reflecting that they, alongside their oncology colleagues, lacked

both knowledge and access to training.

“As HP we don’t have support for this, sometimes we get asked questions, but we need help.”

(P17)

HPs specifically wanted skilled on how to approach sexuality sensitively, especially with older patients;

to know the right language to use, and to be equipped with strategies to help patients cope and



achieve sexual pleasure. There was also a desire for knowledge of referral pathways for additional
support. Many participants identified that skill development was necessary to increase self-efficacy

and reduce feelings of awkwardness or embarrassment during patient-professional consultations.

“Apart from the basic ways to do that [talk about sexual problems] | wouldn’t know
much more than that... so there is definitely a learning need there about what else is

available and how else that can be achieved.” (P16)

“I don’t have the right words to start a conversation, ...any tool that can help us talk about

normal bodily functions more openly and honestly is a good thing....” (P10)

Most participants agreed that providing sexual support was part of their role as a HP, yet some
acknowledged that other members of the multidisciplinary team were better placed, for example the
clinical nurse specialist or pelvic physiotherapist. Some reported they previously referred patients to
voluntary/community sector cancer care providers for sexual support to avoid their own discomfort

in undertaking such discussions.

“It’s not an easy thing for HPs to talk to patients about sexuality so you can signpost to

Macmillan for more information.” (P13)

Patient characteristics such as sexual orientation, older age, and an age gap between HP and patient
(where the HP was younger), were highlighted as influencing HPs’ decision-making on the provision
of sexual support. It was noted that HPs provision of sexual support to same-sex couples was not
routine practice, “only something that is talked about if we are forced to,” (P14) with a belief that this
may be reflective of the more culturally conservative locale within NI. When patients were of an older
age, often HPs considered sexuality to be less relevant or did not wish to be perceived as
inappropriate; with P2 sharing concerns relating to whether the “husband has dementia or is dead...”
yet also aware that there is a risk that older patients want support exemplified through by reporting,
“maybe I'm wrong...I'm assuming..maybe they do.” Furthermore, HPs reported patient
embarrassment could be reduced if the HP and patient were the same gender, although this could be

indicative of HP preference to reduce personal embarrassment.



Organisational challenges to providing sexual support related to lack of time, privacy, and the change
to virtual appointments due to Covid-19 restrictions. Participants had contrasting views on time, with
P14 reporting, “I only have 20-30 mins to cover a lot of topics.” Contrary to this view, some described
lack of time as an excuse to avoid addressing an uncomfortable topic, with others reporting there was

time,

“I’'m sure people will say this [they don’t have time] but | do have time. | work with 5
consultants and oncology team and on occasions I’'m pressed but usually | have time.”

(P16)

HPs provided examples of how to integrate these conversations during clinical care, to include
physiotherapy massage, administration of intravenous chemotherapy, or holistic needs assessment
consultations. HPs performing these roles may have greater autonomy to provide sexual care, which
may not be indicative of all HPs within cancer care. The lack of privacy afforded by a curtained cubical
was not conducive to having sexual support conversations. Furthermore, the transition to virtual
appointments, due to COVID-19 restrictions, saw a decrease in sexual support conversations, an

interesting finding given the potential privacy afforded, with P16 reporting,

“The problem at the minute now s that it because of COVID it is a virtual appointment
and people are more reluctant to have these conversations... | encourage people to
bring their partner with them or someone who they trust implicitly, virtually although

this is not happening...partners are not on the speaker phone....” (P16)

Theme 2: MSW | CC: meeting HPs’ needs

Participants suggested that the MSW |CC had the potential to address many of the barriers identified
by HPs to enhance future provision of sexual support in cancer care. Findings to support this position
were evidenced in the following three subthemes; the MSW|CC 1) has engaging features, 2) it equips

and empowers HPs and 3) is an acceptable and relevant resource.

Subtheme 2:1: Engaging features

The MSW|CC was viewed as easy to read and was endorsed as having credible content which
addressed relevant sexual challenges faced by patients. Multimedia interactive elements appealed to
participants and were “immediately engaging” (P9) and supported reflective practice. Patient video

content was well received, with the patient voice being regarded as “the best learning tool we have”



(P18). Graphics used throughout the resource were viewed positively and reported as “memorable”
and “contemplative” (P9). Navigation through the MSW|CC was seen as “intuitive” (P14). The key
messages built throughout the three steps of the MSW |CC, which enabled users to progressively be
informed without being overwhelming. HPs identified the MSW |CC as one which they would spend

time with, rather than using to mark off as a task completed.

Subtheme 2.2: Equips and empowers

The content within the MSW |CC was perceived as informative, it increased HPs” knowledge of sexual
challenges faced, patients’ and partners’ needs and desire for support across treatment trajectory,
relevant advice, resources, and referral pathways. Frequently, participants reported learning new
information on the psychosexual challenges, navigating new relationships, and for disease-specific
sexual challenges such as managing a percutaneous endoscopic gastrostomy (PEG) tube or a
colostomy/ileostomy. Furthermore, participants felt that the MSW|CC aided understanding and
normalised sexual challenges, and equipped HPs to provide sexual support with Participant 12
reporting “I could anticipate and pull out as items in my toolkit [referring to the MSW |CC] to help me

navigate conversations.”

The EASSi communication framework embedded within the resource was regarded as a reassuring
guide to direct HPs’ communication. Participants acknowledged that EASSi provided them with advice
for patients that was succinct, yet “practical” (P9) and “very reassuring... because it is giving you a
step-by-step guide.” (P10), HPs also welcomed the printable one-page EASSi framework for future
reference. This communication framework was regarded as suitable for further adaption to help early

career HPs communicate about other challenging healthcare issues.

Signposting within the resource, which included the hyperlinks to webpages, referral pathways and
printable signposting sheets, was deemed helpful, particularly to facilitate communication with
patients who were “too embarrassed to talk” (P17). The inclusion of the ‘couple’s communication
activity’ within the signposting sheet was felt by some to be “quite challenging [for patients],” (P10)
as patients and partners might find it difficult to discuss sexual behaviour with each other, although

overall its benefits were thought to outweigh these concerns.

Strategies promoting self-efficacy, such as role-play with a colleague and goal setting were well

received, complementing the communication framework, to improve confidence. HPs reported a
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sense of empowerment, with a readiness to put knowledge into action with one participant reporting

“..see reading through that ... would go for it now.” (P17)

Subtheme 2.3: Acceptable and relevant resource

The MSW|CC content was considered acceptable to participants. It was perceived as “all
encompassing” and “true to life” (P17) reflecting common patient reported clinical issues, for example,
changing levels of sexual desire and changed in roles in the household “my wife has become my carer”

(P18). Core messages were described as “positive” yet “realistic.” (P8)

Mostly participants highlighted that advice was aligned with current best practise, promoting
strategies used by experts in the field, however, two issues were identified by some participants.
Firstly, promotion of a retailed product, to customize the depth of penetration to reduce pain during
sex was unknown to HPs, but on reflection HPs were interested to review the product as a potential
device that could be recommended in future to patients; the second concerned HPs’ sensitivity when

recommending the use of dilators to aid intercourse for patients with cervical cancer.

“This is what they are told to do after treatment and that has that whole stigma with them

[patients] and they hate using them [dilators].” (P6)

Discussion

Findings from our study have indicated that akin to many other HPs globally, the provision of HP-led
sexual support is hindered by similar barriers such as lack of knowledge, time and resources,
difficulties communicating around sexual concerns, and biases towards patient characteristics, such
as single, elderly, LGBTS end of life trajectory [10-11]. This study highlighted the need for HPs to
improve the provision of sexual support in routine cancer care. Furthermore, this novel theory-driven

and evidence-based MSW|CC elearning resource (https://talkingaboutsex-cancercare.org) has

addressed key barriers to the provision of sexual support through the production of an accessible
resource for HPs which includes the EASSi framework to help HPs structure sexual wellbeing
conversations as part of routine cancer care [10-11]. The MSW|CC was deemed acceptable, usable,
and engaging, and could support the implementation of global healthcare guidelines’
recommendations [5-7]. The MSW | CC included adapted and new content, delivered through a range
of multimedia methods, which enhanced attractiveness and engagement. This included text, patient

and HP videos, signposting sheets for general use and specific tumour groups and referral pathways.
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The planning and development of digital interventions using extensive user-testing, such as MSW |CC
is often not reported in detail. Consequently, little insight into key design decisions is provided, and
how or why an intervention might work for whom, or indeed the fundamentals of how the
intervention was informed by both theory and the evidence-base [28]. This study has addressed this
gap by methodically detailing the systematic and iterative application of the PBA which optimised the
MSW/|CC. The authors believe this paper has documented the adaptation of the first eLearning

resource to enhance the provision of sexual support across cancer care.

Patient and Public involvement (PPI) is a feature of best practice when developing healthcare
resources and is completed alongside the systematic application of the theory and evidence base [29].
Co-production, a PPl approach, within research emphasises the importance of power-sharing to
promote inclusive research practices, valuing and respecting knowledge from different sources [30].
For this study, substantial effort was directed to bring experts with experience (patient, partner, and
HPs) into the research process through the iterative involvement of the ESG (n=27). The range of
viewpoints provided insightful perspectives on the evidence-base, which reiterated and importantly
led to developing new content within a biopsychosocial context. ESG also advised on tone, language
and supporting resources. Establishment of a representative ESG was a challenge to ensure views,
perspectives, and experiences of each were accounted for, especially given the variable time, skills,
and interest of members [29]. Following recommendations [31], and recognition of the diversity of
the group, the researcher worked to build trust and ensured that both professional and non-
professional perspectives were equally valued. Participation was maximised through a flexible
approach to communication, therefore HPs met both as a group and individually to delve into specific
aspects of the content, and patient/partners met on a small group basis or communicated via email
or in writing. Such considerations served to strengthen the relevance and quality of the MSW | CC prior

to qualitative testing, potentially reducing optimisation test cycles [31].

The TA interviews permitted the capture of real-time observable and audible reactions of HPs [24] and
complemented the input of the ESG, by providing an in-depth understanding of the perspective of
end-users [32]. Important navigational problems identified would not have been apparent using
retrospective interviews, as participants were unknowingly missing key information. Prompts were
used to direct participants attention to the missed sections, which identified the need for enhanced
navigation to ensure missed content was accessed. Previous authors raised concerns regarding

validity of TA findings when participants thoughts are interrupted by prompts [33], however this paper

12



argues prompts were essential to understanding fundamental navigational problems prior to more

costly implementation.

The PBA’s qualitative optimisation method has been critiqued as labour intensive [32], yet it is a
necessary process to ensure that interventions address their design objectives and avoid the risk of
little or no effect at all [34]. Although the use of TA interviews afforded a time investment, this study
promoted efficiency through adherence to a research guidance framework [35] which ensured clear
designation of research responsibilities and established communication pathways between the

researcher and local collaborators and agreed key roles at the outset of each study phase.

The MSW | CC via an online platform provides flexible access for HPs to engage with learning content
on patient sexual issues, which overcomes clinic scheduling and geographic barriers to supporting
continuing professional development [36]. Existing interventions targeting the provision of sexual
support in cancer care had limitations in reach due to adopting a face-to-face approach [12-13,16-17].
Ensuring quality, key principles for asynchronous elLearning interventions [37] were addressed, with
end users advising on content detail and tone, design, and intuitive navigation outside of the provision
of technical support. The testing process utilised multiple devices which revealed appearance and
functionality issues which could be addressed to prevent cross-device incompatibility issues during

implementation [38].

Conclusion

The MSW/|CC is an acceptable and usable intervention addressing the current barriers affecting
provision of sexual support in cancer care. A transparent and detailed guide into the iterative
development of an eLearning resource has highlighted the benefits of co-production inherent within
PBA, strategies to minimise optimisation effort and support decision making, and key principles used
to maximise engagement. This could guide development of future sexual support interventions

required across other chronic conditions [39].

Study limitations

The study sample was purposively selected, although broader representation of tumour groups,
ethnicity, geographical location, and gender may have provided greater insight into nuances in the
provision of sexual support, which could enhance the relevance of the intervention to specific groups.

It could be argued that study participants had a strong clinical interest in sexual care, which may have
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positively biased the feedback during the TA interviews, however this expertise and commitment was
integral to the success of the study. Finally, although unlikely given the positive and negative
comments received, the presence of the researcher may have positively biased elements of the

critique.

Clinical implications

The MSW | CC is an acceptable and usable intervention to enhance the provision on sexual support in
cancer care, but it is unknown if it will successfully reduce barriers affecting the provision of sexual
support in cancer care. The next step is to conduct a single-arm evaluation of the MSW|CC
investigating its impact on sexual attitudes and beliefs of HPs relating to the provision of sexual

support in cancer care.
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Table 1: Summary of expert group changes to MSW|[CC content

Versions reviewed,
tumour group,
perspective

Overview of feedback

Action taken

Version 2 and 3
Head and neck
cancer (HNC)
Multidisciplinary
regional group
(n=8)

Clinical Nurse
Specialist (CNS)
Speech and
Language Therapist
Nurse

Partner of patient
Breast cancer
Nurse Practitioner
Support Group
meeting (n=7)
Gynaecological
cancer
Consultant x 2
CNS

Specialist Pelvic
Physiotherapist
Patient

Colorectal cancer
(CRC)

CNS

Specialist Pelvic
Physiotherapist
Patient

Across tumour
groups

Specialist Pelvic
Physiotherapist
Clinical Psychologist
Lung and Palliative
Care CNS

General comments made throughout feedback
by HP and patients

Content of resource repetitive (by treatment
type)

Language

Provide clarity around language such as jaw-
opening

Content

HNC: include new sections for
tracheostomy and laryngectomy

HPV,

Include: changes to body section and
expand partner section

Minor improvements to advice on
broadening support strategies -

complementary therapies for hot flushes
and providing advice for supporting
intimacy at end of life

Do not localise the resource

Add importance of creating time for couple
Add additional signposting e.g. prothesis
fitting

Strengthen advice: Pregnancy — include
encouragement for patients to talk to HPs re
pregnancy queries, Psychosocial advice with
regards to pain, PEG tube advice (HNC),
Dental clearance advice(HNC)

Add in some specifics relating to fertility,
hair thinning, lymphedema

Include a dilator can help apply vaginal
lubricants and moisturisers,
physiotherapists can support

Remove vaginal reconstruction as not

common
Add online support groups and peer support
can help

Provide information on psychosexual
counselling

Erectile Dysfunction: include talk to your
General Practitioner
Include fatigue management workshops

Use alternative
means to tailor
resource than
treatment types
Wording amended

Section
added/expanded
Text amended

Addressed

Removed any local
references
Emphasised
Addressed

Addressed

Addressed

Addressed

Removed
Addressed
Addressed
Included

Not referenced as

avoiding localising
the resource to NI
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Remove reference to suggestion to sex in
the shower due to age of most patients
(CRC) (managing incontinence)

Some people struggle with dilators, could
include that people could alternatively give
their body time to naturally and gradually
allow penetration to get easier

Planning intimacy for times in the day when
less fatigued

Shortness of breath/oxygen tubing are
specific issues for patients with lung cancer.

Removed

Not included,
dilators strongly
recommended also,
HPs had fears of
putting additional
pressure on
relationships
Included

Lung cancer is not a
specific group in the
resource as for the
most much of the
resource addresses
concerns.

Version 4
Expert group
meeting (n=5)

Content

Improve pathway for dilator support

Minor layout changes to signposting sheets
Ensure ‘be patient’ and ‘take time’ are on all
signposting sheets

Improved
Removed
Signposting sheets
revised
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Figure 1 Adaptation and optimisation process for MSW |CC

vi

Reviewed
by V2
research
team

Reviewed by
research
team

Reviewed by
members of

expert
group

Changes
reviewed by Expert group

members of meeting signoff
expert group

Table 2: Participant demographic information

Healthcare Professionals

Test | Participant | Gender | Job Title

Cycle | ID

1 P1 Female Clinical Nurse Specialist (CNS)(Colorectal)
1 P2 Female CNS(Gynaecological)

1 P3 Female Radiotherapist

1 P4 Female Oncology Physiotherapist

2 P5 Female CNS(Head and Neck)

2 P6 Female CNS(Gynaecological)

2 P7 Female Breast Care Nurse

2 P8 Female Chemotherapy Nurse

2 P9 Female Practice Education Nurse

2 P10 Male Consultant Surgeon(Gynaecological)
2 P11 Female Oncology Physiotherapist

2 P12 Female CNS(Head and Neck)

3 P13 Female Oncology Physiotherapist

3 P14 Male Nurse Practitioner(Head and Neck)
3 P15 Female Chemotherapy Nurse

3 P16 Female CNS(Colorectal)

3 P17 Female Chemotherapy Nurse

3 P18 Female CNS(Head and Neck)
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Table 3: Utilisation of data generated from TA interviews

- Cycle 1 (MS PowerPoint)

Appearance

Content

Navigation

Functionality

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
(Gynaecological),
timing of intimacy
(stoma activity
(Colorectal)) and use
of Heat Moisture
Exchange filters (Head
and Neck).

Reorganise ordering
of 2 questions in
couple
communication
activity (Signposting
sheets) to encourage
progression in
thinking.

Remove unnecessary
signposting from advice
pages in Step 2.

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.)

Colour tabs in layer
sections (Step 2) to
enhance navigation.

Add functionality to Step 1
Response activity (No
response confusing.)
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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.
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Supplement 1: Guiding principles for the Maximising Sexual Wellbeing | Cancer Care
(MSW/|CC) eLearning resource — an intervention to enable HPs working across cancer care to

provide routine sexual support to patients and partners

Key behavioural

Design objectives

Key intervention features relevant to

issue to be that address each each design objective
addressed key issue
Healthcare i) Increase HPs 1. Provide relevant and trustworthy

professionals
(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
which can
support

b) lack of access
to relevant
training

knowledge and
understanding of:

- the impact of
cancer on
sexuality

- practical
strategies to
support patients
with cancer and
partners

- supporting
resources

- referral pathway
options

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.

information on the key sexual challenges
that patients with cancer and their
partners face.

2. Outline basic 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 groups, retaining the prostate
cancer version.

5. Provide information on accessible 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.

1. Create a new elearning resource using the
structure of the Maximising Sexual
Wellbeing | Prostate Cancer (MSW|PC)
elLearning resource ensuring that the new
resource can be accessed by Health and
Social Care 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.




Key behavioural
issue to be
addressed

Design
objectives that
address each
key issue

Key intervention features relevant to each
design objective

c) ambiguity
regarding the
HP role to
provide sexual
support to
patients with
cancer (and
partners)

d) HPslack of
confidence in
their ability to
provide sexual
support

e) a lack of time
and other priority
care issues

iii) To persuade
HPs that
providing basic
sexual support
to all is part of
their healthcare
role

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

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

1. Provide research evidence that 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.

1. Integrate the new content within the
Engagement, Assessment, Support and
Signposting (EASSi) framework to support
both assessment of sexual concerns and
tailored support.

2. Broaden information which
acknowledges the personal barriers to
providing sexual care, 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 a
HP assessing and supporting a patient
with cancer without the use of an
electronic tablet resource (was
specifically designed for prostate cancer).

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

2. Equip HPs with basic 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.




Supplement 2: Comparison between content from the MSW [ PC with content from the MSW |CC

MSW | PC: Content overview

MSW | CC: Overview of changes to content

Step 1

e Rationale for sexual support after prostate
cancer

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

e Patient and partner stories: [1]changes to sex life
and experiences using vacuum pump and
injections; [2] partner perspective on coping; [3]
experiences of sexual support from gay man with
recurrent prostate cancer perspective; [4] coping
with incontinence and sexual challenges from
African American man’s perspective

e Exploring needs for different populations: black
men, single men, and gay men

e Key treatment effects men report on sex life

o Difficulties men face discussing sexual concerns

e |dentify: men and partners need for support
the role of HP to provide support
barriers to HPs support
sources of support (webpages, links to
resources, online self-management
patient resource, specialist support)

Step 1

e Rationale generalised for mixed tumour
groups

e Explore HP attitudes relating to sexual
support provision across cancer care
[Interactive]

e Remove videos 3 and 4, introduce two new
videos on: sex tips and hints after breast
cancer for managing menopausal symptoms,
no libido and painful intercourse; emotional
connection and sex after breast cancer.

e Changed to explore needs of those at end of
life, the needs of the single person, and those
who are lesbian, gay, bisexual and/or
transgender.

Broadened to reflect challenges faced by
women and information needs of other
tumour groups

Step 2
e Introduction to the EASSi Framework
e EASSi Framework: rationale and application

e Information on sexual challenges for prostate
cancer arising from surgery, radiotherapy,
hormone therapy, or combined radiotherapy and
hormone therapy

¢ [Video] Demonstration of EASSi framework in use
(encompassed the use of a prostate focused
interactive electronic tablet resource based on
EASSi developed to support HP/patient
communication)

Step 2

¢ Retained

e Retained, ‘Assessment’ element now includes
determining cancer type and location

e Section restructured with advice for core
psychosocial and physical challenges and
additional specific information for breast,
colorectal, gynaecological, head and neck
cancers. Information on prostate retained but
reorganised to fit new structure.

e [Video] Demonstration of EASSi framework
without the use of electronic tablet resource.

Step 3

e Strategies to move HPs from knowledge to
practice

e Resources to support practice including
downloadable EASSi quick guide and signposting
sheet

e Links to support resources and online self-
management resource for patients with prostate
cancer and partners

Step 3
e Retained

o Additional signposting sheets developed,
general, and specific for breast, colorectal,
gynaecological, and head and neck cancer

e Retained, additional resources applicable to
other tumour groups
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