Talking about recovery after stroke: How do we do it, and can
we do it better?

Louisa-Jane Burton

Submitted in accordance with the requirements for the degree of

Doctor of Philosophy
The University of Leeds
School of Medicine

Academic Unit for Ageing & Stroke Research

October 2023






[
The candidate confirms that the work submitted is his/her own, except where work
which has formed part of jointly-authored publications has been included. The
contribution of the candidate and the other authors to this work has been explicitly
indicated below. The candidate confirms that appropriate credit has been given within

the thesis where reference has been made to the work of others.

The work in Chapter 1 of this thesis has appeared in publication as follows:

Burton, L.J., Forster, A., Johnson, J., Crocker, T.F., Tyson, S.F., Wray, F.
and Clarke, D.J. Experiences and views of receiving and delivering
information about recovery in acquired neurological conditions: a
systematic review of qualitative literature. BMJ

Open 2021;11:e045297. DOI: 10.1136/bmjopen-2020-045297

| was responsible for the design, conduct, analysis and write-up of the systematic
review. Co-authors David Clarke, Tom Crocker, Sarah Tyson, Anne Forster and Judith
Johnson provided guidance on the design, conduct and analysis of the review and
provided feedback upon the manuscript prior to submission. Anne Forster acted as
second reviewer during screening; David Clarke and Judith Johnson acted as
consensus reviewers. Co-author Faye Wray completed double-data extraction and

quality assessment.

This copy has been supplied on the understanding that it is copyright material and that

no quotation from the thesis may be published without proper acknowledgement.

The right of Louisa-Jane Burton to be identified as Author of this work has been

asserted by her in accordance with the Copyright, Designs and Patents Act 1988.

© 2023 The University of Leeds and Louisa-Jane Burton



Acknowledgements

| would like to express my sincere gratitude to my supervisors, Dr David Clarke, Prof
Anne Forster, Dr Judith Johnson and Dr Tom Crocker, for sharing their invaluable
expertise and insight at every stage of the research, as well as their support,
encouragement and patience. | would particularly like to thank Dr David Clarke, who
continued to encourage and inspire me into his retirement. | am also grateful for the
help of Prof Sarah Tyson, who began this journey with me, and has provided support,
encouragement and mentorship throughout my career.

| wish to thank my colleagues at the Academic Unit for Ageing & Stroke Research in
Bradford. In particular, | am grateful to Deidre Andre (Information Specialist), who
helped to develop the search strategy for my systematic reviews, and to fellow
researchers Dr Faye Wray, Dr Mark Perry, Dr Gregg Rawlings and Ellie Grant, who
assisted with duplicate screening, data extraction and quality assessment. | would also
like to express gratitude to Dr Becca Hawkins for her sage advice, to Matthew Prescott
for taking time to answer my numerous clinical questions, and to my stroke team
colleagues (Dr Jess Johansson, Dr Seline Ozer, Dr Jen Airlie and Rosie Shannon) for
providing encouragement and a sounding board for my ideas. | would like to thank
fellow PhD student Sadia Ahmed, who has always been at the other end of a phone to

share experiences, even on the Mondayest of Mondays.

| am grateful to those who patrticipated in my research, particularly the stroke survivors
and carers who devoted their time and shared their experiences with me, and the
stroke unit staff at the NHS services who welcomed me on to their wards and

contributed their professional knowledge.

| am deeply grateful to my family and friends, without whose support this work would
not have been possible. | would especially like to thank my husband Matt for his
constant love and belief in me. To my three PhD babies, Eva, Aaron and Mollie: | hope
you will be proud of what Mummy has achieved. | am also grateful to my parents for

their support and encouragement throughout my academic journey so far.

I would like to thank The Stroke Association, whose generous funding allowed me to
complete a PhD in an area of research, which | truly believe has the potential to benefit
the lives of stroke survivors and their families. Finally, this thesis is dedicated to Pat

and to Josephine, whose experiences inspired me to embark upon this journey.



Abstract

Background: Survivors of stroke and their families report dissatisfaction with the
information they receive about the expected timing and extent of recovery.

Aim: To develop an in-depth understanding of current practice in providing and
receiving information about recovery in stroke units and explore patients’, carers’ and
professionals’ experiences and views, to inform development of a complex intervention
to improve provision.

Methods: Current practice was explored using focused ethnographic case studies in
two stroke units, including non-participant observations, interviews with patients, carers
and professionals, and documentary analysis. Systematic literature reviews identified
and synthesised existing literature relating to patients’, carers’ and professionals’ views
and experiences, and the effectiveness of existing strategies to improve provision.

This work informed intervention development underpinned by behaviour change theory,
with mixed-methods survey employed to gather professionals’ feedback on identified
strategies.

Results: A complex range of factors influenced the consistency, quality, and delivery of
information about recovery, including the hospital and stroke unit environment,
multidisciplinary team (MDT) working, the uncertainties of stroke recovery, and
individual differences in patients’ and carers’ abilities and needs. Patients and carers
reported mixed experiences of receiving information, and desired delivery to be
positive, honest, proactive, and compassionate. ldentified barriers to provision
included professionals’ perceived lack of skills and confidence and insufficient
knowledge of the benefits. No strategies to deliver recovery information that had been
proven effective in improving patient and carer outcomes could be identified from
existing literature. Professionals perceived practical advice and demonstrations of
communication skills, MDT support, and patient and carer accounts as feasible and
effective strategies to address these barriers.

Discussion: Communication of information about recovery in stroke units continues to
be sub-optimal and presents significant challenges for professionals. Further research
is required to continue development of an intervention to support professionals to

provide information more effectively.
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Background

This section provides important context to the studies reported in this thesis, describing
current stroke care in the UK and outlining the known issues relating to provision and
receipt of information about post-stroke recovery.

1.1 The problem of stroke

Globally, stroke is the second most common cause of mortality and a leading cause of
disability (1). It is estimated that one in every four people over the age of 25 will
experience a stroke within their lifetime (2); in the UK this amounts to more than
100,000 strokes every year (3). The World Health Organisation defines stroke as:
“Rapidly developed clinical signs of focal (or global) disturbance of cerebral

function, lasting more than 24 hours or leading to death, with no apparent
cause other than of vascular origin.” (4) pp. 114

Stroke can result from a blockage (ischemic stroke) or a bleed (haemorrhagic stroke),
which causes cell death by disrupting the blood supply to the brain. Although its effects
are determined by its type, size and location, stroke has the potential to result in a wide
range of difficulties, including physical, visual, communication and swallowing,
continence, and cognitive problems (5). Additionally, many survivors experience pain,
fatigue and psychological problems such as low mood and anxiety (6). These
potentially long-lasting effects can limit survivors’ abilities to undertake daily activities
and restrict participation, as well as impacting their quality of life (7). Stroke can also
significantly impact the lives of their families, who may take on additional caring
responsibilities. This can result in carer burden and psychological difficulties, such as

anxiety and low mood, and reduced quality of life (8, 9).

1.2 Post-stroke recovery

Although around 13% of patients with stroke still do not survive their hospital admission
(10), improvements in acute care have resulted in decreasing mortality rates over
recent decades (11). These advances have however resulted in an increasing number
of individuals living with the long-term effects of stroke, currently thought to be around
1.2 million in the UK (3). For survivors, the road to recovery can be long; research has
slowly refocussed on rehabilitation and treatments for these individuals to identify how

the best outcomes can be achieved (12).
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Understanding of the processes and mechanisms underlying post-stroke recovery has
increased in recent decades. Early after stroke, most patients undergo some
spontaneous functional recovery (13), as the brain seeks to recover through the repair
of cells that were not irreversibly damaged (restitution) and the reorganisation of neural
pathways (substitution) (14, 15). Such spontaneous recovery is usually however
incomplete. The extent and rate of individual recovery also varies, based on a range of
factors, including medical aspects, e.g., lesion size and location; demographics, such
as age; existing comorbidities; and symptom severity (16-18). The brain’s ability to
reconfigure, referred to as neuroplasticity, can however be exploited and enhanced by
experience, e.g., intensive therapy (19). Recovery may also occur through
compensation, during which patients learn to modify their behaviour within the
constraints of their residual impairments (14), e.g., completing tasks with their non-
dominant hand where the dominant hand is affected. Post-stroke rehabilitation
therefore seeks to support spontaneous recovery and enhance neuroplasticity through
the provision of task-based practice and re-learning, alongside teaching patients
compensatory strategies to improve their function (14).

It is now generally accepted that greater intensity of therapy results in improved
outcomes (20-22), and there is some evidence for a dose-response relationship, i.e.,
the more rehabilitation provided, the greater the benefit (20, 21). Guidelines therefore
recommend minimum amounts of therapy to be received by patients with stroke,
although the specific ‘dose’ remains somewhat arbitrary, guided by expert consensus
rather than evidence (23). The timing of rehabilitation is also important. Animal
models suggest a phase of heightened neuroplasticity occurring during the weeks and
early months after the acute event, during which spontaneous recovery can be most
effectively enhanced by external input (13, 19). Although it was previously thought that
recovery outside of this period was unlikely (24), research has now demonstrated that
for some, rehabilitation can result in continuing recovery in the months and years after
this initial period (25, 26) (particularly for language (27) and cognitive impairment (28)).
However, improvements tend to be activity- rather impairment-based, suggesting the
mechanism is compensatory (19). To take advantage of this critical window, the bulk
of rehabilitation is thus targeted during the early weeks and months after stroke (see
1.3).

Despite increasing knowledge about the process and mechanisms of post-stroke
recovery, individual trajectories can be unpredictable, largely due to the wide range of
factors that can influence outcomes. Predictions are largely based on clinical

judgement, taking these factors into account (29). However, an increasing body of
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research has focused on identifying early predictors of outcome, often through the
application of standardised tools, which could inform predictions for individual patients
(29). However, these tools are not widely used in clinical practice (29, 30), and
achieving predicted outcomes remains dependent on a variety of factors, not least
frequency and intensity of therapy (31), such that their accuracy for individual patients

remains variable (18).

1.3 Stroke treatment pathways in the UK

The treatment of stroke changed significantly in the last decades of the twentieth
century, with significant enhancements in acute care causing a shift from the idea that
“nothing can be done” (pp. 51) to help patients (32), towards improved outcomes.
Research informed the introduction of treatments, such as thrombolysis and, more
recently, thrombectomy, as well as the reorganisation of pathways, which have resulted

in improved survival and outcomes for eligible patients (33-36).

In the UK, as mandated in clinical guidelines, patients with stroke receive care and
rehabilitation in hospital-based stroke units. A stroke unit has been described as a
geographically discrete ward, where patients receive care from a co-ordinated
multidisciplinary team (MDT), who have expertise in stroke and access to specialist
education and training (37). The benefits of stroke unit care have been well-
documented since the 1990s, and include reductions in mortality, disability, and
institutionalisation compared with treatment on general medical wards (38). The
mechanisms underlying these benefits are however less well understood. Stroke units
can vary significantly in their organisation and processes, as well as the expertise and
numbers of staff (39), making it challenging to identify which of their features result in
improved outcomes (40). The stroke unit however represents the primary location of
post-stroke care and treatment for many patients, on which ~80% of patients spend
290% of their hospital stay (10).

Post-acute stroke treatment is typically followed by a period of rehabilitation, which, in
line with the biopsychosocial model of iliness, aims to target the functional impairments
and activity limitations caused by the stroke, as well as to address psychological
challenges including adjustment and enhance social participation and quality of life
(41). Rehabilitation is a complex intervention, delivered by a MDT primarily comprising
physiotherapists, occupational therapists and speech and language therapists, working
alongside stroke-skilled nurses and doctors. Therapists provide a range of

interventions as appropriate to patients’ needs and guided by the patient’s own goals
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for recovery. Alongside restoring function and compensating for deficits to increase
activity, therapy aims to prevent complications and deterioration, and promote well-
being (42). Whilst it is recommended to continue for as long as it remains beneficial to
the patient, discharge from hospital generally occurs when patients are deemed
medically stable and safe to continue their rehabilitation in the community (43). Around
a third however leave hospital still requiring help with everyday activities (3). Whilst
most patients are still discharged home, around one in ten require institutional care,
e.g., in a nursing home or care facility (44). Discharge is typically navigated through a
process of shared decision-making between professionals, patients and their families,

to determine discharge destination and how any on-going care needs might be met.

Following discharge from the stroke unit, patients may continue their recovery at home,
working towards ongoing goals with the support of community-based services. For
those with mild to moderate disability, this is often facilitated by Early Supported
Discharge (ESD) services, which aim to expedite hospital discharge by providing
therapy at a similar frequency and intensity as an in-patient stroke unit within the
patient’'s own home, beginning within 24 hours of discharge (45). Those experiencing
more severe disability may receive support from a community stroke team, though
typically at a lower frequency (43). Following the culmination of ESD therapy, patients
may transition into the care of this team to continue their rehabilitation. Rehabilitation
can therefore continue for a period of six months or more (43), after which patients
enter a chronic phase and are usually required to self-manage any continuing effects of
their condition. However, there remains significant local variation in stroke services
across the UK, particularly with regards to ESD, which can impact the frequency and

intensity of community-based rehabilitation received by individual patients (46).

1.4 Information provision after stroke

A suggested core component of stroke unit care is the provision of information and
education to patients and their families (47). UK guidelines have strongly advocated
for the provision of information to patients since the 2000s, with the aim of promoting
health literacy and intervention compliance, as well as empowering patients to take
control of their healthcare, and supporting engagement in shared decision-making (48).
A recently updated Cochrane review identified that active provision of information after
stroke may be beneficial in reducing survivors’ and carers’ symptoms of anxiety and
depression, and improving survivors’ quality of life (49). The 2007 National Stroke
Strategy included the provision of information, advice and support as a marker of a

quality service, acknowledging the importance of providing individualised, accessible
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information to stroke survivors (including those with communication difficulties, such as
aphasia) and their families across the pathway (50). However, until the most recent
iteration, although UK stroke guidelines have recommended provision of information,
limited detail has been offered on the types of information, who should provide it, and
when (45).

Despite the outlined policy drive towards increased information provision, stroke
survivors and their families consistently report receiving insufficient information in a
range of areas (51-55); a recent systematic review identified inadequate information as
the most common unmet need post-stroke (52). A commonly reported need is for
information about recovery and prognosis, reported by both patients and carers (51,
53, 56-60). It has been suggested that receipt of such information can promote
involvement in decision-making about care and treatment (51), and adjustment to
potential continuing disability (58, 61). It is also necessary to help patients and families
negotiate discharge from the stroke unit, informing plans about their future lives (62,
63). As a result, the 2023 UK clinical guidelines have now introduced
recommendations around the sharing of information about stroke-related impairments
and prognosis, to manage patients and carers’ expectations of goal achievement and
outcomes, and underpinning collaborative discussion about appropriate treatment

pathways including stroke unit rehabilitation and ESD (23).

Despite the asserted benefits, research suggests that patients with stroke and their
families do not receive enough information about post-stroke recovery (53, 56, 58, 64),
and in a recent UK survey, more than one in seven stroke survivors reported they did
not feel stroke unit professionals helped them to understand recovery (65). Information
about recovery comprises both generic information about the recovery process and
tailored information about the extent and timescale of a patient’s potential functional
improvements. Providing tailored information has two components: professionals must
first develop a prognosis, and then communicate it to patients and families (66, 67).
There is evidence that stroke unit professionals find prognostic formulation challenging,
due to the uncertain trajectory of post-stroke recovery and range of factors that can
influence it (68, 69). The development of new tools is beginning to inform such
conversations (indeed their use is now cautiously recommended (23)), however their
implementation into clinical practice has been slow (29) and training is required for
professionals to use them effectively. Professionals also report that communicating
tailored predictions is difficult, particularly where it involves breaking bad news (68). In
order to benefit from rehabilitation, it is felt necessary for patients to be motivated to

actively participate in therapy (70). Some studies suggest that professionals worry that
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providing information about a potentially negative outcome, e.g., prolonged disability,
will reduce patients’ engagement and thus negatively influence their outcome (69, 71).
Conversely, Wiles et al. described how physiotherapists were also concerned about
providing over-optimistic information, which could subsequently result in
disappointment should the patient’s hopes for recovery not be realised; they avoided
providing information as a result (69). Whilst information about medical prognosis is
commonly provided by doctors, the role of providing information about functional
recovery in stroke is often undertaken by other MDT members, such as therapists.
Opportunities for training in discussing recovery, particularly in breaking bad news, are

however scarce, resulting in a lack of confidence (63, 68).

1.5 Overview of thesis

Despite increasing policy directives and growing scientific knowledge about post-stroke
recovery, it appears that patients’ and carers’ needs for information remain unmet.
Limited research has considered the experiences and perspectives of patients with
stroke, their families and professionals on this issue, and no interventions could be
identified which aim to improve the provision of information about post-stroke recovery.
Much of the existing literature, e.g., Wiles et al.’s work (69, 72), is now decades old,
pre-dating policy shifts aimed at improving communication of health-related
information. In this thesis, | seek to update the literature, developing an understanding
of current practice in talking about recovery after stroke, assessing what can be
learned from other neurological conditions, and beginning development of a complex
intervention to support professionals to provide information more effectively. My
studies focus on the stroke unit environment, as a mandatory component of the post-

stroke pathway and the place where conversations about recovery typically begin.

1.6 Thesis aims and objectives
Aims
1) To develop an in-depth understanding of current practice in providing and
receiving information about recovery on stroke units, including the experiences
of those involved, and the barriers and facilitators to provision and receipt;
2) To use this knowledge to develop an intervention designed to improve provision

of information about recovery on stroke units.
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Objectives
1) To synthesise the currently available evidence relating to experiences of

providing and receiving information about recovery in the context of stroke and
other acquired neurological conditions (Chapter 1);

2) To develop an in-depth understanding of the factors impacting provision and
receipt of information about recovery in stroke units (Chapters 2-4);

3) To understand the experiences and needs of professionals, patients and carers
relating to discussions about recovery (Chapter 2-6);

4) To review existing evidence to identify approaches or strategies to providing
information about recovery in stroke or other neurological conditions which have
been proven effective in improving patient/ carer outcomes (Chapter 7);

5) To begin development of an intervention aiming to improve provision of
information about recovery on stroke units informed by behaviour change
theory (Chapter 8);

6) To gather professionals’ feedback on the likely feasibility and usefulness of the
proposed intervention strategies (Chapter 9);

7) To synthesise the knowledge gained through objectives 1-6 to make
recommendations for further intervention development (Chapter 10).

1.7 My perspective as a researcher

In this section, as part of my reflexive account, | briefly describe the personal journey
that led to this research, acknowledging the influence of my experiences on my choice

of research area, as well as my ontological and epistemological perspective.

| identify as a white British female and was raised in a working-class environment in the
north-east of England. This research was conducted over a six-year period (2017-
2022) when | was aged ~32-37 years. | completed my undergraduate degree in
psychology in 2006, and my Masters in clinical neuropsychology in 2007. | worked
clinically in the NHS until 2010 in in-patient, and community-based, neurological
rehabilitation, as a rehabilitation assistant and an assistant psychologist, respectively. |
subsequently moved into stroke rehabilitation research, working as a research
assistant on a range of projects, primarily including qualitative and mixed methods, but
also assisting within randomised controlled trials and undertaking systematic review
work. The commonality across most of my research experiences is in its applied and
pragmatic nature, taking place within the complexities of healthcare environments. My
research motivation is to improve clinical practice, and thus the experiences of both

those receiving and providing care (rather than to seek expansion of knowledge in its
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own right). To achieve this, | believe it is important to use the methods most

appropriate to the research questions and as such | am not committed to a single

ontology or epistemology: | am a pragmatist.

The topic of the research reported here was driven by both my previous research and
clinical experience. Having spent time engaging in non-participant observations in
stroke units, | struggled to watch conversations between professionals, stroke
survivors, and families about recovery, finding them at times awkward and even
distressing. Comments expressing frustration and difficulty with the dearth of
information about recovery raised by patients and carers caused me to reflect on my
clinical experiences, and recall moments during which | had struggled when asked to
provide such information myself as a junior MDT member. Although these experiences
inspired me to pursue this topic, | also had an increased awareness of their potential
impact on my focus and interpretations and bore this at the forefront of my mind
throughout the research process, taking care to examine my own potential personal
biases.

The data collection and analysis methods employed in my doctoral work are largely
those | have previously used and am therefore familiar with (ethnographic case-study,
Framework analysis, survey), and are based on my experiences of ‘what works’.
However | have also used this opportunity to explore new methods to inform my
development as a researcher, such as systematic review of qualitative literature and
behaviour change techniques. Although traditionally research (particularly methods) is
reported in the third person to convey objectivity, my epistemological views about the
way in which knowledge is constructed by researchers through both their decisions
about methodology and design, and interpretations of the data they collect, has led to
my use of the first person when reporting my studies. | return to questions of ontology

and methodology in Chapter 2 and reflexivity in Chapters 2-3.
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Section 1: Review of existing literature

Before embarking on a journey to explore the provision and receipt of information about
recovery on stroke units, it was important to establish what was already known about
the topic, to inform research planning and prevent unnecessary replication. Systematic
review of the literature is a structured method, which aims to combine, interpret and
draw conclusions from, the aggregated findings of existing research (73, 74). Key
features include the use of a pre-planned protocol, which documents a systematic
approach aiming to identify all studies which meet specific inclusion criteria, and
appraisal of the quality of the extracted evidence (73). This approach therefore seeks

to minimise bias.

The popularity of systematic reviews grew with the rise of evidence-based healthcare,
which aims to facilitate best practice and equitable care by using research evidence
alongside patients’ values to inform clinical decision-making (75). Systematic reviews
facilitate this through increasing access to the latest research for clinicians and policy
makers, who may lack the time and access to stay abreast of the huge volume of
developing evidence in their field (73, 76). Early synthesis focused on combining
guantitative evidence from randomised clinical trials to draw together evidence of their
effectiveness (77). More recently, methods for the synthesis of mixed-methods and
qualitative literature have been developed (78). Qualitative studies often centre on
patients’ experiences of healthcare or the attitudes and beliefs of those involved in its
delivery, which can identify areas for improvements (79). Additionally, they can shed
light on the reasons why interventions may or may not be effective, and barriers to
implementation (80). However, studies are often small by design, aiming to elicit rich
and in-depth understanding of particular phenomena (79, 80). As well as summarising
available literature and making it more accessible, synthesis should produce evidence

that is more than the sum of the parts of the individual studies (80).

Qualitative studies are particularly useful for exploring the topics of providing
information about prognosis and breaking bad news, enabling the exploration of the
perceptions and experiences of conversation participants in a potentially sensitive area
(81). As aresult, an extensive body of research exists. Most studies however relate to
cancer and palliative care settings, where such discussions typically relate to life
expectancy or decisions about treatments of which the aim is curative or life-
prolonging. In stroke, the focus is somewhat different; some recovery is nearly always
possible, typically representing an upward trajectory. The challenge for those

prognosticating is in the identification of the likely extent and time-frame of such
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recovery, which may have an unpredictable course (82). Similar issues are evident in
some other neurological conditions, such as traumatic brain injury (TBI) and spinal cord
injury (SCI), where conversations about recovery share a similar focus (83). ‘Bad
news’ in these cases may relate to prognostic information that is likely to be perceived
as negative by patients and their families, e.g., that the patient may not regain as much

independent function as hoped or that recovery will take longer than expected.

Initial scoping searches identified only a small number of studies specifically
considering the experiences and views of participants in conversations about recovery
following stroke. Scoping searches were therefore extended to wider neurological
conditions, to identify what could be learned in clinical areas where the issues were
likely to be similar to those encountered in stroke care. Some of the identified
conditions were however progressive disorders, where there is a progressive
deterioration in functioning with no known cure, such as dementia or Motor Neurone
Disease. Discussions about prognosis in these cases thus appeared more similar to
those in cancer, focusing on treatments to delay or slow the progression of symptoms.
The size of the literature within such conditions was also significant; for example, a
recent review exploring the experiences of those involved in giving and receiving the
bad news of a diagnosis of dementia alone included 52 studies (84). As a result, the
review presented here focused on synthesising the experiences and views of
participants in conversations about recovery and breaking bad news in acquired

neurological conditions.
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Chapter 1 Systematic Review: The experiences and views

of participants in conversations about recovery

1.1 Background

This chapter reports a systematic review of qualitative studies exploring the
experiences and views of patients with acquired neurological conditions, their carers,

and professionals, when providing and receiving information about recovery.

1.2 Review objectives

The review aimed to report and synthesise the views, perspectives, and experiences of
patients with acquired neurological conditions, their carers, and healthcare
professionals about the provision and receipt of information about recovery, including
discussion of prognostic information, which may include ‘bad news’. The research
questions were:
¢ How do patients with acquired neurological conditions and their carers
experience receiving information about recovery, including bad news, and what
do they think about it?
¢ How do healthcare professionals working in acquired neurological conditions
experience delivering information about recovery including bad news and what

are their views about it?

1.3 Methods

The review was prospectively registered on the International Prospective Register of
Systematic Reviews (ref: CRD42017081922).

1.3.1 Eligibility criteria

Eligibility criteria are outlined in Table 1.1. Papers presenting the views of healthcare
professionals working across multiple neurological conditions, rather than a specific
condition, e.g., in neurorehabilitation, were considered suitable for inclusion, as it was

deemed that the views of these professionals were relevant to the research questions.



Table 1.1 Inclusion criteria

Study designs:

Qualitative studies presenting empirical data, including (but not
limited to) those collecting data via interviews, focus groups or
guestionnaires permitting free text responses. Descriptive
studies, editorials and opinions papers were excluded.

Participants:

Human adults (=18 years), where 250% participants either:

¢ Had a diagnosis of an acquired neurological condition,
including stroke, traumatic brain injury, spinal cord injury or
peripheral nerve lesions, or brain tumour (no restrictions
according to time post-diagnosis).

e Cared for someone with one of the diagnoses listed above.

¢ Were a healthcare professional involved in the care of people
with one of the diagnoses listed above.

Interventions: Not applicable

Comparators: Not applicable

Outcomes: Not applicable

Setting: No restrictions were employed according to setting (in-patient,
community, outpatient, or primary care).

Language: English language.

1.3.2 Search strategy

Electronic databases (Medline, EMBASE, AMED, CINAHL, PsycINFO, Web of Science
and the Cochrane library) were searched from their time of inception to July 2019.

Search strategies were created with assistance from an Information Specialist. Search

terms were developed through an iterative process, involving repeated pilots. A search

strategy for one database is available in Appendix A; this was adapted to the Medical

Subject Headings (MeSH) terms and syntax requirements of each database. Searches

were limited to English language (due to resource limitations) and human adults. No

study design filters were employed.

Previous authors of systematic reviews aiming to identify papers relating to provision of

recovery information and breaking bad news have identified challenges in keyword

searching, resulting from the variety of language used in this field (85). For example,

authors have referred to “prognostic awareness” pp. 1 (86) or “difficult conversations”

pp.93 (87). Therefore, to ensure the searches were as comprehensive as possible, a
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wide range of keywords were selected, and backwards and forwards citation searching

of included articles were employed.

1.3.3 Data management and study selection

Search results from each database were combined, and de-duplicated in EndNote. |
screened titles and abstracts for eligibility against the inclusion criteria using a piloted
in/ out decision sheet, with 20% independently screened by a second reviewer (a
supervisor). Full texts were obtained for each paper deemed to meet the inclusion
criteria and for those where there was uncertainty. Full text review was conducted by
two independent reviewers (myself and a research colleague) using a Microsoft Access
database, where decision-making and reasons for exclusion were recorded.
Discrepancies between reviewers were discussed and referred to a third reviewer (a

second supervisor) where agreement could not be reached.

1.3.4 Data extraction

Data were extracted from the selected papers, using a standardised form. Extracted
data included study aims, sampling techniques and size, participant demographic
information (age, gender, diagnosis), country, study setting, and methodology (data
collection and analysis methods). Data were extracted from all included studies by two
independent reviewers (myself and a research colleague) and compared to check

agreement.

1.3.5 Critical appraisal of included studies

In recent decades, attempts have been made to quantify and judge the quality of
qualitative research through the development and use of research checklists (88).
These checklists include a selection of quality indicators and their use may improve the
quality of study reports (89). However, they can be challenging to apply due to the
diversity of methods used in qualitative research (90) and there is no consensus about

the most appropriate checklist to use (91).

In this study, critical appraisal was completed using a checklist covering the core
domains of quality in qualitative research (the National Institute for Health and Care
Excellence (NICE) public health guidance quality appraisal checklist (92)), which
assesses fourteen domains including study design and appropriateness of qualitative
methods, clarity of the study aims, data collection methods including triangulation,

consideration of context, the role of the researcher, analytical methods, conclusions
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and ethics. It was chosen because of its specific development by a national body, for
the purpose of assessing the quality of research for inclusion in UK guidelines (92).
Included studies were graded in three categories according to whether all or most of
the checklist items were fulfilled (++), some of the items were fulfilled (+), or few or

none of the items were fulfilled (-) (92).

Each included study was scored independently by myself and a second reviewer (a
research colleague). | then compared both sets of scores and discussed areas of
disagreement with the second reviewer. Where consensus could not be reached, a
third reviewer was consulted (a supervisor). In this study, quality was assessed to
reveal possible limitations to included studies, rather than for the purposes of
exclusion. The results of lower quality studies were examined to confirm that they did
not contradict the findings of higher quality studies, and that these studies did not
contribute disproportionately to the conclusions. This was to ensure that the synthesis
results were not biased by lower quality studies and therefore lower the risk of drawing

unreliable conclusions.

1.3.6 Data synthesis

In addition, all text labelled as ‘results’ or ‘findings’, including participant quotations and
author-generated analytical themes was extracted from included studies into qualitative
data management software (QSR NVivo v10). Thematic synthesis (93) was selected
for this study because it can be applied to review questions aiming to make
recommendations for interventions (94), and moves from initial line-by-line coding of
data presented in individual studies, to subsequent development of descriptive, and
then analytical, themes (93). Its detailed procedure addresses questions relating to
transparency in qualitative synthesis by clearly linking the findings of primary studies to

the review conclusions (93).

In this study, | inductively free-coded extracted data line-by-line. The codes generated
were grouped and organised into descriptive themes (see Figure 1.1), before being
evaluated for repetition and condensed to form a coding framework, which was
subsequently reapplied to the included studies. The coded findings were exported
from NVivo and displayed in a Framework matrix in Microsoft Excel, to facilitate
comparison of the views and experiences of healthcare professionals, patients, and
carers; and to assess whether and how views and experiences might vary, depending
on neurological condition and participant type. Summaries were produced for each
descriptive theme, and were then considered against the review objectives to develop
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analytical themes (93). Development was iterative and founded upon links between
the descriptive themes and their implications on patients’, carers’, and professionals’
experiences and views of the provision and receipt of recovery information (93).
Preliminary results were discussed with my supervisors during the coding process, and
throughout the development of themes. | prepared a draft summary of findings, which |
circulated amongst my supervisors, who suggested other potential interpretations.
Following amendments, a final stage of reading through all included studies ensured
that findings were representative of the original studies.

HCP: i il
s feel patients and families are unable to absorb information provided
Patient barrj
1ers to d i i
elivery of information about recovery

Difficulties in understanding, comprehending or remembering information provided about condition

-ﬁm €s struggle to retain information about prognosis at a stressful time

Figure 1.1 Example of how codes generated from initial line-by-line coding were
grouped into categories

1.4 Results

1.4.1 Study selection

Following removal of duplicates, the searches identified 9,105 articles for title/ abstract
screening (see Figure 1.2). Full texts of 145 papers were retrieved for review, and 30
papers reporting 28 studies were retained for inclusion. Two studies were reported in

two papers each: Lefebvre and Levert (95, 96) and Wiles et al (69, 72).
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=

conditions (n=10); Does not
report on paricipants’
experiences, views, or

perceptions of discussing, or
providing orreceiving

information about recovery,
prognosis, or diagnosis

Figure 1.2 PRISMA diagram of included studies

1.4.2 Study characteristics

The 28 included studies were conducted in eight different countries: Nine in the USA
(71, 97-104), six in the UK (62, 63, 68, 69, 72, 83, 105), five in Australia (106-110),
three in Canada (111-113), two in Italy (114, 115), one each in Sweden (116) and
Turkey (117), and one in Canada and France (95, 96) (see Table 1.2). Included
studies most frequently came from the stroke literature (n=10) (62, 68, 69, 71, 72, 98,
104, 107, 109, 110, 116), whilst similar numbers came from Traumatic Brain Injury
(TBI) (n=6) (95-97, 100, 101, 103, 112), Spinal Cord Injury (SCI) (n=5) (99, 111, 114,
115, 117), and multiple neurological conditions (n=5) (63, 83, 105, 106, 113), with a
minority from the brain tumour literature (n=2) (102, 108). Of the five papers

considering multiple neurological conditions, four included only professionals, who
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worked with patients with a range of neurological diagnoses. These included
professionals working in TBI and SCI rehabilitation (83), occupational therapists
working in neurology settings (63), neurological physiotherapists (105), and speech
and language therapists working with patients with aphasia (106). The latter three
papers contained no further information about the diagnoses of the patients with whom
the professionals worked. The fifth paper included patients, carers, and professionals
in palliative neurology, citing a range of conditions including stroke, TBI, brain tumours,

amyotrophic lateral sclerosis and muscular dystrophies (113).

Roughly equal numbers took place in the in-patient setting (n=10) (62, 71, 83, 97, 100-
102, 104, 111, 116) and community (n=11) (68, 98, 99, 103, 107-110, 112, 114, 117),
whilst a minority took place across multiple settings: in-patient and out-patient (n=2)
(69, 72, 113), in-patient and community (n=3) (63, 95, 96, 115), and two included
professionals from a range of settings, including in-patient, out-patient and community
(105, 106). Of note, two studies were conducted in palliative care settings; one
involved multiple neurological conditions (described above) (113), the other involved
TBI (101).

Five studies included data from only individuals with the condition (99, 107, 110, 114,
117), four reported views of only carers (97, 102, 104, 115), and four included
perspectives of both individuals with the condition and carers (98, 103, 108, 109).
Seven included only professionals, including physiotherapists (105), occupational
therapists (63), speech and language therapists (106), nurses (111), doctors and
nurses (116), a mixture of therapists (68), or a wider mix of professionals (83). Three
included individuals with the condition and professionals (62, 69, 71, 72), one included
carers and professionals (100), and four included all three groups (95, 96, 101, 112,
113). Participant demographic data from the included studies are presented in

Table 1.3 and Table 1.4.

In terms of data collection methods, most studies used semi-structured interviews
(n=17) (63, 71, 97, 98, 100, 101, 104-106, 108-110, 112, 114-117) and three used
focus groups (95, 96, 103, 107). One used a survey (99), and one analysed a video-
taped observation (62). Six used mixed-methods: three employed focus groups and
interviews (83, 111, 113); one each used interviews and questionnaires (102),

observations and interviews (69, 72), and a questionnaire and observations (68).
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Authors

Condition

Stated aim

Country

Service setting

Perspective

Sampling
method

Sample
size

Time after
event

Data
collection

Methodology/
Data analysis

Quality

Applebaum
etal, 2018
(102)

Brain tumour

“To understand what
informal caregivers of
patients with malignant
glioma understand about
their loved one's prognosis,
how they derived this
information, what additional
information they would like,
and the existence of
discrepancies in prognostic
understanding between
informal caregivers and
patients with malignant
glioma.” Pp. 818 (102)

USA

Inpatient
Neurology
service at a
Cancer Centre

Carer

(Patient)

Not stated

32

(32

In-patient

Mixed -
methods.
Interviews and
follow-up
questionnaire

Inductive thematic
textual analysis

rating

Becker &
Kaufman,
1995 (71)

Stroke

“To examine illness
trajectories from two
vantage points, that of older
persons who have had a
stroke and that of
physicians who care for
stroke patients.” Pp. 165
(71)

USA

Community
hospital

Patient

Healthcare
Professional

Not stated

Snowball

36

20

In-patient

Semi-
structured
interviews

Content analysis

Bond et al,
2003 (97)

TBI

“To discover the needs of
families of patients with
severe traumatic brain injury
during the families’
experience in a
neurosurgical ICU.” Pp. 64
97)

USA

Neurological ICU

Carer

Convenience

In-patient

Interviews

Content analysis

Ch'ng et al,
2008 (107)

Stroke

“To explore long term
perspectives on coping with
recovery from stroke, to
inform the design of

psychological interventions.”

Pp. 1137 (107)

Australia

Stroke support
groups

Patient

Purposive

26

Community: 6
months-12
years

Focus groups

Thematic analysis

Conti et al,
2016 (115)

SCI

“To explore the experience
of caregivers of individuals
with SCI analysing the final
phase of hospitalisation and

Italy

SCI unit

Carer

Purposive

11

In-patient and
community

Interviews

Phenomenology:
Giorgi method

++

1 1CU=Intensive Care Unit; (T)BI=(Traumatic) Brain Injury; SCl=Spinal Cord Injury; OT=Occupational Therapist. Participants in
parentheses were recruited to the study but did not participate in the qualitative element, therefore results from these participants have not
been included in the analysis. *Inferred from author’s description; ** A second paper from the same study was also used in the analysis,

which considered only the Canadian data from healthcare professionals (n=29) and carers (n=19); ***A second paper from the same

study was also used in the analysis, which considered the process of discharge and included only the patients who had completed data at
the third time=point (n=13 patients and n=21 healthcare professionals)
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at 6 months from discharge,
to highlight their needs
during hospitalisation as
well as emotional
experiences, reactions to
difficulties resulting from
being back home, and
subsequent positive and
negative aspects related to
discharge.” Pp. 160 (115)

Dams- TBI “To learn about the USA Medical centres Patient Convenience 44 Community: Focus groups Content analysis +
O’Connor et experiences individuals with and support 0.8-66.3 years
al, 2018 Bl have in seeking and groups
(103) accessing healthcare (both Carer 1

primary and speciality care),

from the ‘patient’ or insider

perspective, in order to

better understand how

providers and health

systems can improve care

for their patients with BI.”

Pp. 432 (103)
Danzl et al, Stroke “To examine rural USA Discharged Patient Convenience* 13 Community: 1- | Semi- Content analysis +
2016 (98) Appalachian Kentucky patients from 14 years structured

stroke survivors’ and medical centres interviews

caregivers’ experiences of and rehab Carer 12

receiving education from network (flyers/

health care providers with mailshot)

the long-term goal of

optimising educational

interactions and

interventions for an

underserved population.” Pp

13 (98)
Dewar, SCI “To explore nurses’ Canada Acute spinal Healthcare Convenience* 22 In-patient Focus groups, Grounded theory — | -
2000 (111) perceptions of their role in cord unit professional 1 interview constant

delivering bad news in an comparison

acute spinal cord injury unit method

and to describe their

experiences, difficulties, and

needs as professionals.” Pp.

325 (111)
El Masry et Stroke “To explore the Australia Discharged Patient Purposive 10 Community: Semi- Interpretive ++
al, 2013 psychosocial aspects of the patients from (maximum >3 months structured phenomenological
(109) experiences, concerns, and neurology unit, variation and interviews analysis: Thematic

needs of caregivers of speech therapy theoretical analysis

persons following stroke.” department and Carer sampling) 20

Pp. 357 (109) rehab hospital
Garrino et SCI “To assess the perception of | Italy Discharged Patient Purposive* 21 Community: Semi- Narrative -
al, 2011 care by patients with SCI by patients from >3 months structured approach: Content
(114) collecting important data in SCuU post- interviews analysis

order to determine whether discharge

an integrated and
personalised care pathway
could be effective.” Pp. 67
(114)
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Gofton et al, | Neurological “To develop a conceptual Canada Academic Patient Not stated Not In-patient and Dyadic Grounded theory —
2018 (113) conditions understanding of the medical centre stated Out-patient — patient/ carer constant

specific characteristics of palliative interviews comparison

palliative care in neurology Carer Not stated method

and the challenges of

providing palliative care in Healthcare Purposive Focus groups

the setting of neurological professional

iliness.” Pp. 226 (113)
Grainger et Stroke “To explore the practice of UK Stroke Patient Not stated 1 In-patient Video- Ethnography:
al, 2005 bad news delivery in a rehabilitation rehabilitation recorded Conversation
(62) specific healthcare setting.” ward Healthcare 1 (part of interaction analysis

Pp. 42 (62) professional larger

study)

Hersh, 2003 | Neurological “[To discuss] speech Australia Practicing SLTs Healthcare Not stated 20 In-patient/ Semi- Grounded theory
(106) conditions pathologists' reports about professional Out-patient structured

how they discharge their and interviews

clients with chronic aphasia; community

[to explore] the process of

weaning in order to define

its nature and raise

awareness of it as a

common aspect of clinical

practice.” Pp. 1007 (106)
Kirshblum SCI “To determine when, by USA Medical Patient Convenience 56 (45 Community: Online survey Thematic analysis
etal, 2016 whom, and in what setting rehabilitation complete >3 months with open and
(99) persons with neurologically facilities d closed

complete traumatic SCI qualitative questions

want to hear of their compone

prognosis.” Pp. 155 (99) nt)
Lefebvre & TBI “To investigate the Canada Hospital Patient Purposive 8 Community: Semi- Thematic analysis*
Levert, experiences of individuals rehabilitation (Maximum mean 2.8 structured
2006 (112) who had sustained a TBI, centres; Carer Variation 14 years interviews

their families, the physicians paramedical Sampling)*

and health professionals organisation and | Healthcare 36

involved, from the critical victims professional

care episodes and association

subsequent rehabilitation.”

Pp 711 (112)
Lefebvre & TBI “To explore the needs of Canada Not stated Patient Convenience 56 Community: Focus groups Thematic content
Levert, individuals and their loved and mean=4.3 analysis
2012** (95, ones throughout the France years
96) continuum of care and Not stated Carer 34

services, from the point of

view of everyone affected Acute care, Healthcare 60 In-patient/

by the experience of a TBI. rehabilitation or professional community

including individuals, their social

loved ones, and the health reintegration

care professionals involved

in their care.” Pp. 198 (96)
Lobb et al, Brain tumour “To understand patient Australia Tertiary centre Patients Purposive 19 Community: Semi- Grounded theory —
2011 (108) experiences of high-grade for neurological within 1 year structured constant

glioma and to describe their cancers Carer 21 of diagnosis interviews comparison

information and support method

needs.” Pp 316 (108)
Maddern & Stroke “To explore the experience Australia Community Patients Convenience* 10 Community: 2- | Semi- Interpretive
Kneebone, of stroke survivors when stroke clubs 4 years, structured phenomenological
2019 (110) receiving bad news from mean=6.2 interviews analysis, Thematic

years

analysis
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medical practitioners.” Pp. 1
(110)

Ozyemisci-
Taskiran et
al, 2018
(117)

SCI

“To investigate the process
of breaking bad news from
the perspective of spinal
cord injury survivors.” Pp.
347 (117)

Turkey

Discharges from
in-patient
rehabilitation

Patients

Not stated

14

Community:
1-19 years,
mean=7.5
years

Semi-
structured
interviews

Content analysis

Peel et al,
2019 (83)

Neurological
conditions

“To explore health
professionals’ lived
experiences of having
difficult conversations
surrounding rehabilitation
potential; to explore different
strategies used to support
these difficult conversations;
and to identify how future
practice could be improved.”
Pp. 1 (83)

UK

Regional neuro-
rehabilitation unit
within an acute
hospital

Healthcare
professional

Convenience*

15

In-patient

One focus
group; 5
individual
interviews

Phenomenological
approach:
Thematic content
analysis

Phillips et
al, 2013
(68)

Stroke

“To address the seemingly
neglected

area of BBN within stroke
care, by documenting a
collaborative consultation
undertaken to support this
skill within a
multidisciplinary community
stroke rehabilitation team.”
Pp. 695 (68)

UK

Multidisciplinary
community
stroke team for
early discharge

Healthcare
professional

Self-selecting*

Community

Case study of
consultation.
Self-report
questionnaire,
qualitative
observations

Not stated

Quinn et al,
2017 (100)

TBI

“To explore key
communication preferences
and practices by
stakeholders (surrogates
and physicians) for the
outcome prognostication
during goals of-care
discussions for critically ill
TBI patients.” Pp. 155 (100)

USA

Level-1 trauma
centres

Carer

Healthcare
professional

Purposive

Purposive and
snowball

16

20

In-patient

Semi-
structured
interviews

Content analysis

Rejno et al,
2017 (116)

Stroke

“To deepen the
understanding of stroke
team members’ reasoning
about truth telling in end-of-
life care due to acute stroke
with reduced
consciousness.” Pp. 100
(116)

Sweden

Combined acute
and
rehabilitation
stroke unit
teams

Healthcare
professional

Convenience
sample

15

In-patient

Interviews

Content analysis

++

Schutz et al,
2017 (101)

TBI

"To explore how family
members, nurses, and
physicians experience the
palliative and supportive
care needs of patients with
severe acute brain injury
receiving care in the
neuroscience intensive care
unit.” Pp. 170 (101)

USA

Neuro-ICU

Patient
Carer

Healthcare
professional

Purposive

15

16

31

In-patient —
palliative care

Semi-
structured
interviews

Thematic analysis

++

Sexton,
2013 (63)

Neurological
conditions

“To answer the question,
‘What are the experiences
of occupational therapists
when having bad news

UK

Neurological
OTs

Healthcare
professional

Convenience

10

In-patient and
community

Semi-
structured
interviews

Phenomenology:
Thematic analysis*

++
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conversations with disabled
people regarding long-term
neurological disability?”” Pp.

270 (63)
Soundy et Neurological “To 1) explore the meanings | UK Neurological Healthcare Purposive 9 In-patient, out- | Semi- Categorical- ++
al, 2010 conditions of the different types of physiotherapists professional patient and structured content analysis
(105) hope that neurological community: interviews

physiotherapists give to Clinical

patients to consider, 2) give specialists

greater depth to the role of and educators

hope in clinical practice, 3) in one UK city

present the dilemmas of
physiotherapists hope for
their patient, and 4) illustrate
how different disease
prognoses may influence
hope.” Pp. 80 (105)

Wiles et al, Stroke “To explore the factors, UK 3 acute Trusts Patient Not stated 16 In-patient and Longitudinal Grounded theory: ++
2002, 2004 associated with out-patient case studies — | Thematic analysis
*** (69, 72) physiotherapists’ provision Healthcare 26 semi-

of information, that may professional structured

contribute to patients’ high interviews and

expectations of observations

physiotherapy.” Pp. 842 (69)
Zahuranec Stroke — “To examine surrogate USA 5 health system/ | Carer Convenience* 52 In-patient: Semi- Thematic analysis* | +
etal, 2018 intracerebral decision maker perspectives hospital/ medical Median days structured
(104) haemorrhage on provider prognostic centre sites (Patient) (52) from interviews

communication after admission to

intracerebral haemorrhage.” interview =

Pp. 956 (104) 35.5

Table 1.3 Included studies: Patient and carer demographics?

Authors Perspective Sample size Age range Mean age % female
Applebaum et al 2018 (102) Carer 32 Not stated Average=50 64
Becker & Kaufman, 1995 Patient= 36 48-105 Not stated 64

(71)

Bond et al, 2003 (97) Carer 7 41-61 Not stated 71

Ch’ng et al, 2008 (107) Patient 26 22-79 60.9 54

Conti et al, 2016 (115) Carer 11 28-80 57.4 73
Dams-O’Connor et al, 2018 Patient 44 23-72 Not stated 58

(103) Carer 1 Not stated Not stated Not stated
Danzl et al, 2016 (98) Patient 13 42-89 63.4 69

2*A second paper from the same study was also included, with 19 carers, age range=28-67, mean 50.6 years; **A second paper from the
same study was also included, with 13 patients of the same age range/mean age, 61.5% female. =Study also included healthcare
professionals (see Table 1.4).
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Carer 12 38-75 55.9 58
El Masry et al, 2013 (109) Patient 10 41-50=2; 61-70=4; 71-80=3; 81-90=1 Not stated 20
Carer 20 31-40=2; 41-50=2; 51-60=3; 61-70=5; 71- | Not stated 80
80=5; 81-90=3
Garrino et al, 2011 (114) Patient 21 34-63 (F); 19-70 (M) Not stated 24
Gofton et al, 2018 (113) Patient= Not stated Not stated Not stated Not stated
Carer Not stated Not stated Not stated Not stated
Grainger et al, 2005 (62) Patient= 2 (part of Not stated Not stated 100
larger study)
Kirshblum et al, 2016 (99) Patient 56 (45 18-30=10 31-40=17 41-50=17 50+=12 Not stated 13
completed
qualitative
component)
Lefebvre & Levert, 2006 Patient= 8 18-29=5, 30-39=1, 40-49=2 28.4 25
(112) Carer 14 18-29=3; 30-39=3; 40-49=4; 50-59=10; | 46.4 64.3
60+=2
Lefebvre & Levert, 2012* (95, | Patient= 56 Not stated Not stated 30
96) Carer 34 Not stated Not stated 59
Lobb et al, 2011 (108) Patients 19 Not stated Not stated 37
Carers 21 30-39=2; 40-49=2; 50-9=10; 60-69=6; Not stated 81
70+=1
Maddern & Kneebone, 2019 | Patients 10 61-84 63.4 30
(110)
Ozyemisci-Taskiran et al, Patients 14 25-57 37.2 7
2018 (117) Median=35.5
Quinn et al, 2017 (100) Carer= 16 Not stated 57 56
Schutz et al, 2017 (101) Patient= 15 Not stated 46.1 33
Carer 16 Not stated Not stated 69
Wiles et al, 2002, 2004** (69, | Patient= 16 41-79 66 62.5
72)
Zahuranec et al, 2018 (104) Carer 52 Not stated Median=55 60
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Table 1.4 Included studies: Healthcare professional demographics3

Authors Perspective | Sample Professional roles Age range % female | Years of Years of
size experience in | experience
practice with condition

Becker & Healthcare 20 Physicians 32-78 20 Not stated Not stated
Kaufman, professional
1995 (71)
Dewar, 2000 | Healthcare 22 Nurses 22-54 Not stated | Mean=7.4 Mean=4.6
(111) professional
Gofton et al, | Healthcare Not stated | Physicians Not stated Not stated | Not stated Not stated
2018 (113) professional 5 nurses

6 allied health professionals

(SLT, OT, PT)
Grainger et Healthcare 1 (partof | OT Not stated 100 Not stated Not stated
al, 2005 (62) | professional | larger

study)
Hersh, 2003 | Healthcare 20 SLT Not stated 97 >20=12; Not stated
(106) professional 5-20 = 14;
<2=4

Lefebvre & Healthcare 36 Nurse=16.1%; Not stated Not stated | Mean=12 Mean=8.2
Levert, 2006 | professional PT=9.7%; <5=16.1%; <5=32.3%;
(112) 0T=6.5% 6-10=19.4%; 6-10=32.3%);

SLT=3.2%; 11-15= 11-15=25.8%;

Remedial teacher=3.2%; 35.5%; 16-20=9.7%

Psychologist=6.5%; Social 16-20=25.8%;

worker=12.9%; Special >20=3.2%

educator=6.5%;

Psychosocial

coordinator=3.2%;

Physician=29%
Lefebvre & Healthcare 60 13 psychology/ Not stated 68.3 Average= 1-30
Levert, 2012* | professional neuropsychology; 7 OT 15.75
(95, 96) 6 social work; 5 nursing;

3 SLT=Speech and Language Therapist; OT=0ccupational Therapist; PT=Physiotherapist; *A second paper from the same study was
also included, with 29 healthcare professionals of the same professions, average experience in rehabilitation=13 years, no other
demographics available. **A second paper from the same study was also included, with 21 PT, no other demographics available.
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4 health care aid; 3 PT; 2
kinesiology; 2 SLT; 2
clinical coordination; 2
rehabilitation counselling

Peel et al, Healthcare 15 Physicians, nurses, OT, Not stated 80 Not stated <1=5,
2019 (83) professional PT, SLT, psychologists >10 years=4
Phillips et al, | Healthcare 5 20T,1PT,1SLT,1 Not stated 100 8-38 Not stated
2013 (68) professional rehabilitation assistant
Quinn et al, Healthcare 20 Physicians Mean 35 Not stated Median
2017 (100) professional age=47 (speciality

practice)=11,

range=2-40
Rejno Healthcare 15 4 physicians, 11 nurses Mean 73 Not stated Median: 11
et al, 2017 professional age=48
(116)
Schutz et al, | Healthcare 31 Physicians Not stated 19 Median=4 Not stated
2017 (101) professional Nurses Mean 80 Median=18

age=44.7
Sexton, 2013 | Healthcare 10 oT 21-30=3, 31- | 90 11 (range=2- 6.9 (range=1-
(63) professional 40=5, 41- 27) 13)
50=2

Soundy et al, | Healthcare 9 PT Mean 100 Not stated 4-17
2010 (105) professional age=43.2 (median=10)
Wiles et al, Healthcare 26 PT Not stated Not stated | Not stated Not stated

2002, 2004**
(69, 72)

professional
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1.4.3 Quality assessment

Table 1.5 details the methodological quality of included studies. Most (n=20) were
scored + or ++, suggesting that all/ most or some of the criteria were met, and where
there was insufficient description, the conclusions would be unlikely to change. Of the
eight studies deemed to be of lower quality, four lacked richness of the data presented
(98, 99, 114, 117). In four, the context from which the data were drawn was unclear
(68, 106, 111, 113), and in three, the analysis did not appear sufficiently rigorous (68,
111, 117). Inthree studies, research methodology was not adequately justified (62),
data collection methods were not clearly described (62), methods were felt to be

unreliable (111), or the links between the findings and conclusions were unclear (99).

Table 1.5 Methodological quality of included studies

Appropriate Not sure " Inappropriate
1 Theoretical 28 0 0
approach:
appropriateness
Clear Mixed “Unclear
2 Theoretical 24 4 0
approach: clarity
Defensible Not sure " Indefensible
3 Research design/ 10 17 1
methodology
Appropriately Not sure/ Inappropriately
Inadequately
reported
4 Data collection 14 13 1
Clearly described | Not described _Unclear
5 Trustworthiness: 4 24 0
role of the researcher
Clear Not sure ~Unclear
6 Trustworthiness: 15 9 4
context
Reliable Not sure ~Unreliable
7 Trustworthiness: 7 20 1
reliable methods
Rigorous Not sure/ not Not rigorous
reported
8 Analysis: rigorous | 16 9 3
Rich Not sure/ not Poor
reported
9 Analysis: rich data | 17 7 4
Reliable Not sure/ not Unreliable
reported
10 Analysis: reliable | 9 19 0
Convincing Not sure " Not convincing
11 Analysis: 23 5 0
convincing
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Relevant Partially relevant | Irrelevant
12 Analysis: 24 4 0
relevance to aims
Adequate Not sure Inadequate
13 Conclusions 24 3 1
Appropriate Not sure/ not Inappropriate
reported
14 Ethics 19 9 0
++ + -
Overall assessment 7 13 8

Descriptive themes

Patients’ and families’
information needs

Emotional consequences
of providing or receiving
information about recovery

Truth-telling

Uncertain trajectory in

neurclogical conditions

complicates delivery of
information about recovery

Healthcare professionals’
perceptions of their roles in
talking about recovery

Patients’ and families’
views of the delivery of
information about recovery

Talking about recovery at
or towards discharge

Patient and carer barriers
to the delivery of
information about recovery

Patients’ (views or)
understanding of recovery
information

Managing expectations

The role of hope in relation
to motivation

Analytical themes

Talking about recovery in
the context of uncertainty

It's not what you say, it's
how you say it

The right information at the
right time

Leaming how to talk about
recovery and manage
emotions

Managing expectations:
Trading a fine line between
false hope and a
devastating reality

Figure 1.3 Relationship between descriptive and analytical themes
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1.4.4 Thematic synthesis

Eleven descriptive themes were generated from the synthesis, and were used to
develop five analytical themes (93), reflecting patients’, carers’, and professionals’
experiences of receiving and providing information about recovery. Themes are

outlined in Figure 1.3; the five analytical themes are considered in detail below:

1.4.5 Theright information at the right time

In general, patients and carers across studies wanted to receive information about their
diagnosis and recovery prognosis from their treating clinical teams (71, 95-97, 114,
115). This usually included information about the nature of the patient’s condition, the
cause, available treatments, and the prognosis or long-term prospects. However, there
was some variation in what was deemed to be the ‘right’ information across conditions
and individuals. Patients with SCI particularly wanted clear information about their
diagnosis (114, 115), whilst patients with stroke and TBI commonly wanted information
about their recovery potential, including how long this would take and their long-term
outcome (71, 95-97). In contrast, some patients with tumours did not wish to receive
prognostic information (usually in relation to a life-limiting condition) (102, 108):

“..] when we met with the doctor, it seemed she wanted to reveal to us

where we stood, and | interrupted her, and said that | really do not want to, |

cannot hear that so please do not share that with me.” Carer, brain tumour
(102)

Overall, a source of dissatisfaction for patients and carers across numerous studies
was a feeling that they did not receive enough information from their healthcare teams
(95, 96, 98, 100, 103, 107-110, 112, 115, 117). Complaints included professionals not
being proactive in providing information (98, 112), or not providing timely information
(95, 96, 103, 110). Patients and carers described negative emotions associated with
not receiving information including frustration (95, 96, 100, 115), worry (110), carer
stress (115), delay in acceptance and adjustment (112), and decreased trust in, and
poorer relationships with, their treating professionals (100, 112). Consistency in
approach and language across different professionals was viewed as essential, with
concerns raised when different professionals provided incongruous information (97,
100, 104).

The timing of information provision was also a key concern for patients and carers. In
the acute phase after TBI, stroke or SCI, e.g., in the emergency room, information was
often provided to families, due to the medical status of the patient. However, even

where patients were medically stable, the nature of an unexpected neurological event
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or diagnosis meant that they or their families often felt unable to understand or retain
information effectively in the early period after the event, due to their emotional state of
mind, i.e., feeling overwhelmed, or in shock (95, 96, 98, 103, 107, 108, 112):

“In [the hospital], my wife was away for a moment when the nurses were

doing their rounds, but my mom was there. And they gave her a bunch of

handouts. . . And | think they may have explained a little bit about brain

injury. But my mom wasn’t quite in the head-space to remember all of it at
the time. [...]” Patient with TBI (103)

Some patients and carers accepted these limitations and described how they wanted
information to be repeated at different time-points (103). For professionals however,
this presented a challenge: they were aware of these difficulties (95, 96, 111, 112), but
feared complaints from patients and carers who felt that information was not
satisfactorily provided (112). Suggested strategies to manage this situation included
repetition of information at different times (98, 103, 112), provision of written materials
(103), and providing staff details for patients and families to contact if they had

questions at a later time (103).

Professionals agreed that the timing of information about recovery potential needed to
be right for the individual patient and carer, suggesting that they needed to be ‘ready’ to
hear it (63), or they risked causing anger or distress (68). Some studies, particularly
those involving stroke survivors, suggested that some patients could reject or deny
information about recovery provided when they were not ready to hear it, particularly
where it was perceived to be negative and challenged their hopes of returning to their
previous lifestyle (68, 69, 72, 110, 117):

“I just thought, I'll be all right, I'll be all right... the people told me that you

will get aphasia and that you’re going to have that for the rest of your life

and | thought, yeah, I'll be over that in a couple of weeks’ time, and never
did [get over it].” Patient with stroke (110)

Some professionals felt that the most important time to provide information was during
rehabilitation (although of note, no studies included the rehabilitation of patients with
brain tumours), when patients received therapy to help them re-gain their
independence, with some suggesting ‘drip-feeding’ it over time (83, 106, 111), or
providing it in the context of a formal meeting (83):

“In the back of your mind, you've got some rough plan of “I don't think she

is really going to ever get functional verbal speech" so you do your other

stuff along the way to try and bring them to that point as well.” Speech &
Language Therapist (106)
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In some cases, the practicalities of discharge forced therapists to discuss recovery

towards the end of rehabilitation (69, 72), particularly where a patients’ home

environment was deemed unsuitable or their care needs had increased (62, 63):
“The patient perhaps isn’t safe to go home anymore ... and we were

recommending placement, and that’s always hard to discuss with people.”
Occupational Therapist, In-patient neurology (63)

Where patients and particularly carers felt they didn’t receive the right information
about recovery from professionals, they sought it from other sources (95, 96, 102, 117).
Most commonly, alternative sources included use of the internet (83, 95, 96, 102, 117),
and books and newspapers (95, 96, 105). Human sources of information included
fellow patients and their families (83, 117), and skilled relatives or friends (95, 96, 110,
117). Occasionally, professionals expressed concern about the use of additional
sources, worrying that information could provide false hope, particularly where the

information did not pertain to the individual's specific case (83, 105).

1.4.5.1 Managing expectations: Treading a fine line between false hope and a
devastating reality

This theme relates only to studies in TBI, SCI, stroke and general neurology settings;

none of the included studies considered rehabilitation after brain tumour.

Although professionals felt that during rehabilitation was the best time to discuss
recovery potential, this was sometimes problematic. During rehabilitation, patients
were mostly engaged in therapy and motivated to work hard. Whilst professionals
endeavoured to be realistic in the information they provided, they were aware that
receiving potentially ‘bad news’ about how much (or how little) a patient might achieve
in the long-term could be distressing and demotivating. As a result, they were
concerned about the impact negative information could have on patients’ mood, hope
and, subsequently motivation to participate in rehabilitation (63, 68, 71, 83, 105, 111); a
feeling echoed by some patient and carer participants (110). Professionals feared that
a loss of motivation could result in a negative prediction becoming a self-fulfilling
prophecy:

“l just don’t want to sort of squash their hope ... they sort of give up a lot

and also they don’t maintain their home exercise programme.”
Occupational Therapist, community rehabilitation (115)

These fears could result in professionals being unwilling or hesitating to discuss

recovery with patients and families (63, 71).
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At the opposite end of the spectrum, professionals also feared that a failure to manage
patients’ and families’ expectations about recovery and provide realistic information
could foster ‘false hope,” and allow patients and carers to maintain expectations of a
return to life as they had experienced it before their neurological event (63, 69, 72, 100,
101, 105, 112). They worried that patients, and their carers, would be disappointed or
distressed if their hopes for recovery were not realised (69, 72, 100, 105). As a result,
professionals knew they must provide some realistic information to manage patients’
and carers’ expectations, but expressed that they must do so in a way that nurtured
their patients’ hope and motivation; this was presented as a careful and challenging
balance (68, 69, 72, 83, 105, 106, 111):

“You wouldn’t want to give them too high hopes, but then you also want to
encourage them [...]” Neurological physiotherapist (105)

Professionals described several strategies they used to manage the expectations of
patients and carers. Inthe acute phase, they could provide written information about
the role of rehabilitation and what could be provided by their service (83). During
rehabilitation, therapists described how realistic goal-setting (63, 105, 106) and
repetition of information about recovery in different forms (written, via keyworker or
outreach service) (83) could help to manage expectations about what it might be
possible to achieve. Where expectations were effectively managed, professionals
described benefits in enabling carers to plan for the future (63) and in facilitating
discharge (106); however where patients maintained what professionals deemed to be

unrealistic hopes for recovery, they felt this limited adjustment to disability (69, 72).

Underlying discussions about recovery often appeared to be an assumption made by
patients that they would make a full recovery, and that their main route to recovery was
through rehabilitation. Where this was the case, they perceived discharge as an end to
their recovery, and expressed disappointment if it occurred before their recovery
expectations were met (69, 72). In contrast, professionals understood recovery as a
long-term process, with its conclusion likely involving adaptations to a patient’s

previous lifestyle.

In a minority of studies however, it wasn’t simply the outcome of rehabilitation about
which professionals and patients were observed to have incongruous ideas, but also
their understanding of the process. Whilst professionals described that what could be
achieved through therapy was mediated by spontaneous neurological recovery, only
two studies described how this was conveyed to patients and carers (69, 71, 72), and

this concept was rarely mentioned by patient and carer participants (69, 72, 98).
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Patients and carers therefore, placed much emphasis on patients’ motivation and effort
within rehabilitation, which could result in feelings of failure if their expected level of
recovery was not achieved (95, 96). Rather than discussing the complexities of
rehabilitation and/ or recovery with patients and carers, professionals attempted to
bring patients’ and carers’ expectations and perspectives about recovery closer to their
own so that they were ‘on the same page’ (62, 101). Strategies employed by
professionals at discharge when patients felt they had not achieved their expected
recovery included negotiation of a finite number of treatment sessions or the use of
objective measures to demonstrate to the patient that they were no longer making
progress and thus persuade them that more therapy would not be beneficial to their
recovery (69, 72, 106).

1.4.5.2 It’s not what you say, it’'s how you say it

Where professionals feared both giving false optimism and destroying hope, patients
and carers described how important hope was to them (102). Where information about
recovery was provided, patients and carers felt that professionals should deliver it with
compassion and empathy (95, 96, 98-100, 108, 110, 117), as well as positivity,
allowing them to maintain hope and motivation (95, 96, 99, 101, 108-110, 117):

“I think they need to be more in empathy with the patient rather than just a
number.” Patient with stroke (110)

They wanted positive messages, including a focus on the function the patient retained,
rather than what they had lost (99, 108):
“I would prefer the initial statement to be addressing the positive aspect of

the condition. e.q., ‘you are capable of doing almost all you did before the
accident’.” Patient with SCI (99)

This presentation of ‘good news’ alongside bad news was observed (62), and also
acknowledged as a strategy by some professionals (111). Patients and carers
expressed a need to feel listened to and understood, with their distress acknowledged
(98, 103, 110, 117). A private setting for information provision was important, and
patients valued being able to choose whether their families were present or not (99,
117). Sometimes, however, patients and carers felt professionals were too negative in
the messages they gave, resulting in distress, anxiety, fear or anger (101, 109). Where
bad experiences were recounted, they involved receiving incongruous information from
different professionals (97, 100, 104), overhearing information (117), not being given
an opportunity to ask questions (95, 96, 110, 117), or the use of complex medical

terminology, which limited their understanding of the information (95, 96, 104).
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Patients and carers also described a desire for truthful and honest information about
recovery (95-97, 99-101), and professionals felt that telling the truth was important to
build relationships, gain families’ trust and maintain their own credibility (111, 116):

“l can take the bad news. Just don’t tell us things that are not true and think

that we need to hear happy things.” Carer, TBI (97)
For professionals, a consistent approach to conveying information could help patients
to process and understand what had happened to them, accept residual disability, and
adjust to necessary lifestyle changes (83, 105, 106). It was also crucial to developing a
trusting relationship between patients, carers, and professionals (95, 96, 112). The use
of inconsistent language between professionals and the expression of different
viewpoints could have negative effects on carers, including causing distress and
confusion (104), causing them to doubt the truth of what professionals were telling
them (97, 104), triggering arguments amongst families (97), and resulting in stress and
anxiety in decision-making (100, 104). In some studies, participants suggested having
one key contact in the patient’s family and one on the healthcare team, or providing

written information, could aid consistency (83, 95-97).

1.4.5.3 Learning how to talk about recovery and manage emotions

Most professionals described a role in talking about recovery (except for brain tumours;
no included studies involved professionals working with patients with brain tumour),
and in breaking bad news, including physicians and therapists (63, 68, 71, 83, 101,
106), although none advocated a team approach. Nurses did not take outright
ownership of this role, choosing to defer to physicians or therapists (101, 111),
although some described how the round-the-clock nature of their work meant they were
well-placed and available to answer patients’ questions when information provided by

other professionals had had time to ‘sink in’ (111).

Although therapists described a role in talking about recovery, they described lacking
sufficient training or confidence, worried patients would not listen to them and felt
uncomfortable answering questions outside of their expertise (63, 68, 83). In terms of
the knowledge and skills required, therapists and nurses felt communication skills were
important to effectively discuss recovery with patients and families, as well as
knowledge about, and ability to predict, potential outcomes (63, 68, 83, 105, 111).
Most felt that learning to break bad news was experience-based, rather than provided
via formal training (63, 83), although some expressed an unfulfilled need for training
(63, 68, 83, 112). Where training was desired, therapists wanted it to be led by

experienced colleagues, and suggested techniques such as role-play, supervision and
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debriefing, and reflective practice. Provision of staff support groups (63) and access to
clinical guidelines were also felt to be important (83). In terms of content, therapists
wanted training to include the grieving process and breaking bad news (83). Access to
training was not discussed by physicians in the included studies, perhaps because

such training is now commonly provided as part of medical education.

Where professionals (therapists, nurses, and physicians) talked about their
experiences delivering information about recovery, and particularly, breaking bad news,
they often described an emotional cost. Their emotional reactions ranged from
awkwardness and discomfort, to worry and stress, as well as feelings of responsibility
or failure (63, 69, 72, 83, 111-113):

“We are dealing with long term disability and we’re almost dealing with the

acute stages of anger and coming to terms, [it] can be really emotionally
hard for the therapist as well.” HCP, in-patient neurorehabilitation (83)

“I wonder if there is a sense ... almost that you have failed the patient.”
Occupational Therapist, in-patient neurology (63)

Professionals described that these conversations became easier with experience and
identified reflective practice and debriefing with team members as ways to manage
their emotions (63, 83, 111).

Patients and carers also described their emotional responses to discussions about
recovery. This was often related to receiving ‘bad news’ and included shock (at
diagnosis) (108, 112), fear (110), anger (110, 117), distress (107, 110, 117), and
anxiety (107). In some cases, the way that information about recovery or bad news
was presented provoked a negative emotional response, for example, where patients
felt the professionals provided the information in a rushed or patronising manner, they
could experience anger or anxiety (110). In addition to delivering information about
recovery, professionals described a role in managing the resulting emotional reactions
of patients and carers (68, 69, 72, 83, 111, 112, 116). They described how strategies
such as detaching themselves from the situation and talking about their own feelings
could help (112), however some described withholding information or avoiding having

conversations with patients or carers to limit their emotional response (112, 116).

1.4.5.4 Talking about recovery in the context of uncertainty

Before being able to convey information about recovery and prognosis to patients and
carers, and thus meet their information needs, professionals must feel able to make
predictions about how the trajectory of an acquired neurological condition might

progress for a specific individual. To do this, some described using clinical evidence or
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results of medical investigations, whilst others relied on their previous clinical
experience; however, they often felt that outcomes were still uncertain (69, 71, 72, 105,
113). Across studies, professionals discussed how uncertainty impacted their ability
and willingness to share their predictions with patients and their families. They
described how, although they might have a hunch or an instinct about how much
recovery a patient was likely to achieve based on their previous experience, it was not
always possible to generalise across cases, and they might encounter exceptions (71,
105, 106):

“I do find that most families, or the person themselves wants to know how

much is this going to improve . . . how quickly that's going to happen? And |

usually say “well, | don't know, everybody is different" and in my own mind

| have probably already got a gut feeling of how much change they are

going to make, as in actual change on testing . . . but it is not usually

something that | would verbalise . . . because you do get the surprises.”
Speech and Language Therapist (106)

Professionals dealt with this uncertainty in different ways. Many were afraid to convey
predictions about recovery to patients and their families for fear of being wrong, and
therefore giving false hope, causing disappointment and anger if their predictions did
not come to pass; or quashing hope unnecessarily (69, 72, 111-113). They feared that
the information provided would be ‘used against them’ by patients and carers and
worried about damaging relationships (69, 72, 100, 112). As a result, some
professionals described how they might avoid or delay providing information about
recovery (68, 69, 72, 101, 106, 112); which did not go unnoticed by patients (112, 114).
Many provided vague information or made attempts to convey the uncertainty they
faced (69, 71, 72, 95, 96, 100, 106, 112):

“The prognosis is never certain, and when you don’t know, you have to tell

them you don’t know.” HCP, TBI (95)

“Il just own it. | just say I'm not sure [...] Usually I'll have a hunch, that it is
going to go one way or the other, but | readily and openly cop to not being
sure and not knowing.” Physician, Critically-ill TBI (100)

Some professionals felt that sharing their uncertainty could instil realism in patients and
families, thus avoiding false hope, but could help patients to maintain the hope that

they needed to keep them engaged and motivated in rehabilitation (71, 105, 106).

The extent to which patients and carers accepted the uncertainty presented to them
varied across individuals. Whilst some were able to accept it (69, 71, 72, 104, 114),
others found uncertainty resulted in feelings of frustration, worry and confusion (95, 96,
104, 109, 112, 115):

“l don’t know what he is going to be able to do. It made me anxious | guess
is probably the best way to describe it. | wanted answers and they really
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were not able to give me answers.” Carer of patient with intracerebral
haemorrhage (104)

The inability to see what the future might hold could make them feel helpless and
impotent; the trajectory appeared outside of their control, and the endpoint was unclear
(71, 115).

However, some families did find hope in the uncertainty presented to them (101, 104).
The ‘not knowing’ of what may occur gave them space to hope for a positive outcome.
Some described sympathy for the professionals, who they believed were trying their
best in an uncertain situation (114):

“Doctors never committed themselves by saying you will never walk again.

However, the poor things really didn’t know what to say.” Patient with SCI
(114)

From the perspective of professionals, some felt that patients and carers generally
could understand the uncertainty they were facing as professionals, whilst others

accepted that uncertainty could cause frustration or distress (106, 112).

1.5 Discussion

1.5.1 Summary of main results

This review included 28 studies (30 papers) from across a range of acquired
neurological conditions, and synthesis of this literature has provided significant insights
into the views and experiences of those involved in conversations about recovery. In
particular, this study has demonstrated the difficulties inherent in talking about recovery
after neurological events. Although patients and carers desire more information about
an individual’s potential for recovery, a triad of factors impact professionals’ efforts to
meet these needs, namely the uncertain trajectory of recovery, a desire to maintain
patients’ hope and motivation in rehabilitation, and typically an absence of training to
discuss recovery and break bad news. Where information is provided, patients and
carers emphasise that it should be delivered honestly, with kindness and compassion,

and most of all, positivity.

1.5.2 Comparison with existing reviews

This is the first systematic review to synthesise the qualitative literature exploring

patients’, carers’ and professionals’ views and experiences of discussing recovery in
acquired neurological conditions. Most previous studies have reviewed the literature
relating to communicating prognosis and breaking bad news in life-limiting illnesses,

particularly cancer, or palliative care (e.g., Matthews et al. (118). Whilst these reviews
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reveal that patients’ and carers’ preferences for receipt of this information are similar,
including honesty, empathy and positivity in communication (118-120), the importance
of maintaining therapeutic engagement is likely to be more pertinent in rehabilitation
settings, such as those encountered in neurology. The review reported here suggests
particular challenges are faced by professionals resulting from the need to discuss the
realistic potential for a negative outcome with the maintenance of motivation for
continuing active engagement in therapy. Challenges in communication arising from
the consequences of neurological events, e.g., cognitive and language problems, are

also specific to this clinical area, and require special consideration from professionals.

Previous reviews of breaking bad news have frequently focused on recommendations
or interventions to improve its delivery, and are primarily aimed at doctors (121, 122).
This review is one of the first to highlight the experiences of professionals other than
doctors in providing information about recovery and breaking bad news. Research is
increasingly acknowledging the role played by therapists and nurses in breaking bad
news; a recent metasynthesis of fourteen studies considering the experiences of
multidisciplinary professionals working in a range of conditions similarly identified the
emotional costs associated with breaking bad news, reporting widespread feelings of
anxiety, stress and sadness, and fear of patients’ reactions (123). As in this review, the
authors recognised the lack of emotional support available and characterised the act of
breaking bad news as an individual one, rather than a team effort (123). An absence of
training was however not reported, perhaps because most of the included studies

(9/14) still included doctors, who likely receive routine education in this area (123).

1.5.3 Strengths and limitations

Synthesis of qualitative studies using rigorous methods has facilitated understanding
and comparison of the perspectives of the three groups of participants in recovery
conversations. Whilst qualitative studies are by nature context-specific, and frequently
based on a small number of cases than are quantitative studies (79), the use of
thematic synthesis has facilitated ‘going beyond’ the results of the included studies, to

present new perspectives and advance knowledge (124).

A limitation of systematic review methodology is that the validity and relevance of
review findings are dependent on the quality and reporting of the included studies.
Appraising the quality of qualitative research is a contentious issue, both in terms of
whether and how it should be completed (125). In this study, a widely-used tool

designed to assess the quality of evidence to make recommendations for inclusion in
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public health guidance was employed (92). Although quality assessment was not used
to exclude studies from the review, all the included studies were considered worthy of

inclusion, as they made a valuable contribution to the synthesis.

Systematic searching of the literature using a robust search strategy, including
backwards and forwards citation searching was a strength of this study, reducing the
likelihood that relevant articles were missed. However the use of inconsistent
terminology in this field, and in qualitative research in general, means this remains a
possibility. Additionally, the inclusion of only studies published in English (due to
resource limitations) and conducted in Western countries may have resulted in the
omission of the experiences of patients, carers, and professionals reported in different
languages, and from other cultural backgrounds.

The searches for this review were conducted in 2019; more studies have been
published since this date, which would have been eligible for inclusion. In a series of
linked studies, Cheng et al. describe the experiences of patients with post-stroke
aphasia, their carers, and SLTs in receiving and delivering information about recovery,
respectively (126-128). Similarities between these studies and the themes identified in
this review include patients’ desire for information about recovery despite tensions due
to the emotional reactions caused by conversations and the desire to remain hopeful
(127); challenges for professionals, including balancing hope with realism, a relative
absence of training and reliance on clinical experience (126); the perceived importance
of timely information and the therapeutic benefits to discussing recovery, including to
support adjustment (126); and the inadequacy of information for carers (128). These
studies also highlight the specific challenges reported by patients with aphasia and
their carers (127, 128), which have not arisen in this review as no studies specifically
considered their perspectives. These include the experience of aphasia as an “invisible
impairment” pp. 880 (127), which could cause some patients to doubt the information
they were provided due to their perceptions of the hidden extent of their problems.
Additionally, interviews with carers revealed a preference for information about how
recovery could be maximised rather than information about outcomes (128). However,
overall, participants’ experiences appeared broadly similar to those reported in other

studies in this review.

1.5.4 Implications for clinical practice and research

It is unsurprising that the findings of this review indicate that patients and carers report

unmet needs for information: This finding is common within the neurological literature
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(56, 129, 130). However, these results suggest that it may be unclear whether
information provision did not occur or whether information was provided but patients
and carers were unable to retain or understand it, due to the shock of diagnosis;
cognitive or communication problems resulting from neurological damage; or
complexities in medical language. This identifies a need for future studies to utilise

observations of clinical practice alongside interviews to ascertain this.

In highlighting the work of professionals other than doctors in providing information
about recovery and breaking bad news, these findings also emphasise the need for
increased clarity and guidelines about the roles of MDT members in this area. This is
important to ensure consistency in information delivery and that those involved in
delivering this information possess the relevant skills and confidence to do so.
Interventions to improve professionals’ communication skills may benefit from the
inclusion of models and strategies designed to support the delivery of bad news in
ways which meet patients’ and carers’ needs for empathy and compassion, e.g., the
SPIKES protocol (131). Training incorporating these models using techniques such as
role play and group discussions, have been demonstrated to be effective in increasing
clinicians’ confidence (132, 133) and patient satisfaction (134), therefore their absence
in all but one of the included studies (68) is perhaps surprising. More research is
required to understand how multidisciplinary teams work together to coordinate the
delivery of recovery information to patients and their families, and to identify how the

training and emotional support needs of professionals might best be met.
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Section 2: Qualitative fieldwork

The findings of the systematic review presented in Chapter 1 revealed the need for
further research to explore the provision and receipt of information about recovery,
from the perspectives of those involved in these conversations, particularly in stroke
care. The use of multiple methods of data collection was patrticularly indicated, to
develop an understanding of the root causes of patients’ dissatisfaction with the
amount of information provided and their understanding of it. To date, no research in
stroke care has explored the contemporaneous experiences of patients, carers and
multidisciplinary professionals. Only a handful of studies have been conducted in the
in-patient setting (62, 69, 71, 72, 116), with a single study including observations of
practice alongside participants’ self-reported views; this was published ~20 years ago
(69, 72). Stroke care has changed dramatically over the last two decades:
improvements in acute management and reorganisation of pathways have significantly
improved survival rates and outcomes (34, 135). While positive, this has increased the
number of those experiencing its long-term effects (136), potentially changing the

landscape for conversations about recovery in stroke units.

This section of my thesis details a qualitative study, in which | aimed to explore current
practice relating to the provision and receipt of information about post-stroke recovery
in stroke units, including how, when, and why such information is provided, and the

perspectives, experiences and views of patients, carers, and healthcare professionals,

using non-participant observation, interviews, and documentary analysis.

My objectives were:

e To develop an understanding of how, when, and why information about
recovery is provided to patients and carers in the in-patient stroke unit setting;

¢ To identify the information patients and carers want and need about recovery
after stroke;

o To explore how patients and carers feel about the prognostic information they
receive;

¢ To develop an understanding of the perspectives of healthcare professionals,
including their perceived ability to make predictions about stroke recovery, how
they feel about sharing this information with patients, carers and other members
of the multidisciplinary team (MDT), and whether and how training to deliver
such information is provided;

e To explore the barriers and facilitators to providing and receiving information

about recovery.
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In Chapter 2, the methodological approach and study design will be described;
subsequently Chapters 3-6 will detail the study findings, organised in line with the study

objectives and beginning with a description of the context and participants.
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Chapter 2 Methods

In this chapter, | detail my selection of the methodological approach and research
design to address my aims and objectives.

2.1 Research design

2.1.1 Methodological approach and study design

At the beginning of this thesis, | introduced myself as a pragmatist, unwedded to a
particular traditional ontological standpoint, and unlike those who identify as positivists
(believing that a stable, measurable reality exists) or align with interpretative or
constructionist ontologies (who consider reality to be interpreted or social constructed)
(79). For the latter, views of reality lend themselves to epistemological beliefs about
how knowledge can be accessed, which inform the selection of corresponding research
methods. As a result, positivism is irrevocably tied to quantitative research, whilst
interpretivism and constructionism are associated with qualitative study; the so-called
‘paradigm wars’ (137). It has been argued however that strict allegiance to a particular
ontology or epistemology can constrain method selection, discounting those that might
be best employed in a given situation (138, 139). In contrast, pragmatists focus more
closely on the selection and combination of methods that most appropriately fit the
research question posed (88, 140). Methods are viewed as part of a toolkit to address
“practical problems” pp. 130 (141) and such problems can be approached in a range of
different ways; thus pragmatism lends itself to mixed-methods research, particularly in
healthcare (141).

Consistent with this stance, | therefore took a pragmatic approach to study design. As
my objectives related to ‘how’ and ‘why’ provision of information about recovery occurs
(rather than ‘how much’) (79), the research lent itself to the use of qualitative methods.
Having already identified the need for multiple data sources and methods to triangulate
the views of participants involved in conversations about recovery, as well as address
inconsistencies in previous reports, | looked to identify methods that met this criteria.

In line with my objectives, it was also necessary to study the behaviour within its
natural setting to identify ‘what happens’ (requiring naturalistic observation) and to use
techniques that could elicit a rich understanding of the problem from different
perspectives to ascertain ‘how participants feel about it’ (in-depth interviews thus

seemed appropriate).



35
Ethnography appeared to meet my needs. There is no standard definition of
ethnography (142), which Hammersley and Atkinson suggest is the result of a range of
influences within its history and its adoption within various disciplines (143). Atkinson
and Hammersley however describe that ethnographies have four qualities in common,
including: 1) a focus on understanding the nature of social events and interactions; 2)
involving data that is 'unstructured’; 3) in-depth exploration of a single or few cases; 4)
analysis focused on developing understanding and explaining the “meanings and
functions of human actions” pp. 11 (144). As a result, the product is a rich account of
participants’ understanding and experiences of a particular phenomenon; how they
make sense of it (90). Ethnography typically employs participant observation as the
primary method of data collection, however data is also collected through interviews
and artefacts (143). This requires the researcher to act as the research instrument
(143); the process of data collection and analysis is therefore influenced by their
choices and interpretations (e.g., who, where, when and what to observe, what
questions to ask, etc.) (143, 145). Quantitative researchers, who seek to eliminate this
subjectivity, might view this as a disadvantage. As a result, reflexivity (“critical self-
reflection of the ways in which researchers’ social background, assumptions,
positioning and behaviour impact on the research” pp. ix (146)) is an important feature

of ethnographic study (discussed further in 2.8).

The appeal of ethnography in this study was threefold: it requires the collection of data
from multiple sources (143), lends itself to a range of analysis methods, and | had been
involved in ethnographic studies before and so had some experience. However,
traditional ethnography, derived from anthropology, involves a researcher embedding
themselves into the field for extended periods of time (143); this was infeasible within
the scope of my PhD studies. Ethnography has however evolved over recent years;
modern methods include organisational, rapid and focused ethnography, amongst
others (147). These interpretations typically require shorter periods of time spent in the
field, can occur in familiar as well as unfamiliar contexts, and are usually employed
alongside case study designs (147, 148). Case study typically involves a small number
of settings, although numerous definitions of case study exist (148). Yin defines it as
“an empirical method that investigates a contemporary phenomenon (the “case”) in
depth and within its real-world context, especially when the boundaries between
phenomenon and context may not be clearly evident.” (pp. 48) (149). Combination of
organisational ethnography (such as focused ethnography) and the case study
approach permits researchers to develop in-depth holistic understanding of

phenomena in its natural context within and between sites (147).
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Focused ethnography has been particularly highlighted as appropriate for developing
in-depth understanding of specific healthcare phenomena, centring on “investigating
specific beliefs and practices of particular illnesses, or particular healthcare processes,
as held by patients and practitioners” pp. 2 (150). It can be used to study different
contexts and organisational practices, as well as helping to identify potential
opportunities for improvement (147, 150, 151) (unlike traditional ethnography, which
typically seeks to develop knowledge in its own right (144)). As a result, studies have
been conducted in a wide range of health settings including palliative care (152),
general practice (153) and intensive care (154). Although it is usually not possible to
achieve the same degree of immersion into the field as is required by traditional
ethnography (148), such studies represent an efficient method of collecting data in a
short time-frame, often focused on specific events (150). It was thus selected as a
robust approach for this study. The shorter time-frame and concentration on specific
phenomena demanded greater background knowledge (as in the literature review | had
already completed (151)) prior to beginning fieldwork, however | was aware this could
lead to potential biases; reflexivity was therefore all the more important (155) (see 2.8).

The methods used in focused ethnographic case study research, typically
observations, interviews and collection of documentary data, fit well with the aims of my
study. Observation involves data collection in which “the qualitative researcher
systematically watches people and events to find out about behaviours and interactions
in natural settings” pp. 182 (156). It can be undertaken as a participant or non-
participant. As neither a professional nor patient/ carer, | could not be an active
participant in the stroke unit setting. However, in line with the focused ethnography
method (150), | sought to align myself with Gold’s definition of “observer-as-participant”
pp. 221 (157), in recognition that although observation was the primary reason for my
presence, that mere presence could impact the behaviour of those under observation.
It also accurately reflects my awareness of the role | played in the interpretation and

analysis of what was observed (158).

The primary benefit of conducting observations in healthcare research is that it enables
the researcher to identify behaviours outside of participants’ own consciousness (156).
Observation also has advantages over interviews in allowing the researcher to discern
participants’ actual behaviour, as opposed to their own potentially-biased reports of
their conduct, which can be influenced by their recollections or social desirability (156).
That is not to say that observation cannot result in change in behaviour as a result of
participants’ awareness of the observer’s presence (the so-called Hawthorne effect

(159)); participants may view the observer as an expert or critic (143), which may make
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them anxious or try to behave in ways they believe to be desirable. For example, in
this study, this could have led to greater or fewer conversations or questions about
recovery than would usually be undertaken. Longer periods of time in the field can
therefore be beneficial, as it is likely that participants find it difficult to maintain
behavioural adaptions, as can the building of rapport (143). Data triangulation is
another method in which this problem can be allayed (e.g., comparing documentary
and observational evidence) (160), although some caution against its use in

establishing validity, due to difficulties in establishing which source is ‘correct’ (90).

A second key method employed in ethnography is in-depth interview. Interviews can
be both formally undertaken or can take the form of informal conversations with
participants during periods of observation (143). Andreassen et al. argue that
interviews are particularly important in focused ethnography, due to the more limited
undertaking of observations (155). Typically focused around the specific phenomena
of interest (151), they enable researchers to access concealed information about
participants’ thoughts, feelings and beliefs, as well as potentially validating
observational data (161). In this study, formal interviews exploring participants’ views
and experiences of providing and receiving information about recovery were conducted
following completion of observations, in an attempt to limit the impact of my questioning
on participants’ behaviour. Despite this, informal conversations with participants during
observations were useful in understanding participants’ contemporary experiences and
thoughts at times when information was provided or was desired. This was particularly
beneficial in the stroke unit setting, as participants frequently struggled to recall these
instances when asked at formal interviews which took place some time later,

particularly where they experienced cognitive difficulties.

The collection of documentary evidence and artefacts is also a common feature of
ethnographic research (143). Documents relevant to healthcare can include hospital
policies and procedures, patient records, and assessment results (150), and can be
paper-based or electronically-held. Exploration of such evidence can elicit in-depth
understanding of the role they play within social interaction (162), provide contextual
information about the settings in which they are constructed or used, and oppose or
provide support for participants’ accounts or observations (143), although it is important
to reflect on the extent to which they merely represent the opinions of the author (163).
In this study, | examined written information provided to patients and carers, typically in
the form of leaflets; searched for ward policies providing guidance to professionals in
providing information about recovery; and reviewed patients’ clinical records. These

clinical records not only functioned as records of diagnoses, prognoses, conversations
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and decision-making, but as an alternative or adjunct to verbal communication between

health professionals.

2.2 Ethical considerations

Ethical approval was sought from Health Research Authority, and the study was
reviewed and approval granted by the Yorkshire & the Humber (Bradford-Leeds) NHS
Research Ethics Committee (Ref: 19/YH/0009; see Appendix B). Approvals from each
participating NHS Trust were gained via the appropriate Research and Development
department; a letter of access for research was provided at one site (as it was not my
employing Trust). Examples of ethically approved documents are available in
Appendices C-E. The main ethical issues are summarised below.

2.2.1 Informed consent

Informed consent is a cornerstone of research practice, requiring the provision of
adequate information for potential participants to make a choice about whether or not
they wish to be involved (88). In this study, such information was primarily provided in
written materials detailing the aims and procedures, funding source, risks and benefits
of participation, and maintenance of confidentiality (e.g., Appendix C). Through this
information, | sought to emphasise the voluntary nature of participation and right to
withdraw without giving a reason. Written informed consent was sought prior to
participation. Meaningful communication of research information can be challenging in
the in-patient stroke population however, due to the range of impairments that can
result from the condition (164). For example, visual deficits can impact reading of
written materials, aphasia can affect comprehension and/ or expression of a patient’s
wishes, and cognitive difficulties may affect understanding and the ability to evaluate
risks and benefits. Additionally, gaining written consent can be difficult following upper

limb activity limitations.

Challenges in providing informed consent can be a barrier to research participation,
with those with some stroke-related difficulties, e.g., aphasia, frequently excluded (165,
166). This can lead to the under-representation of specific groups, including those with
aphasia and cognitive impairment, and those with more severe strokes or comorbidities
(167, 168). Historically, such exclusion served to protect the vulnerable from
exploitation, however more recently the importance of providing all individuals the
opportunity to participate in research has been recognised (169). Such difficulties are
prevalent within the in-patient stroke population, e.g., ~30%, and >50%, of patients

experience aphasia (170), and cognitive impairment (171), respectively. Therefore,
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excluding patients with these problems from research not only risks biasing study
results and denies their right to contribute, but also represents a missed opportunity to
understand, and learn how to improve, their experiences (165). In the context of this
study, the inclusion of those with cognitive and communication difficulties was
particularly important, to understand the impact of these challenges on how information

about recovery was provided and received.

As a result, steps were taken to encourage the participation of those with stroke-related
difficulties in this study. In line with recommendations, every effort was made to
support potential participants to actively decide whether they wished to participate
(172). This included the development of aphasia-friendly and large-print information
sheets and consent forms. | also spent time reading aloud and discussing study
information with patients and engaging them alongside their family members to
facilitate understanding. Despite these efforts, the nature of stroke-related impairments
left the potential for some potential participants to lack the capacity to consent to
participate. This study complied with the Mental Capacity Act (MCA), which provides a
framework, outlining guidance and best practice for establishing whether someone has
the capacity to provide informed consent (172). It states that potential participants are
assumed to have capacity to consent, unless it is proven that they do not (172). In this
study, where a patient was judged to lack the capacity to provide informed consent for
study participation, an option was provided for a proxy (close relative/ friend) to provide
assent on their behalf, based on their beliefs about the patient’s wishes prior to

becoming incapacitated. This process is described in 2.4.3.

2.2.2 Confidentiality

Confidentiality is another key component of conducting research with human
participants. This refers not only to the non-disclosure of participants’ inclusion in the
research study, but also to maintaining the anonymity of their data, such that they could
not be identified (88). The nature of qualitative research, involving rich description and
small sample sizes can make it challenging to hide the identities of those taking patrt,
both in terms of settings and participants (173). Although balancing confidentiality with
providing rich description can be challenging, (88), in this study | aimed to protect the
anonymity of the participants using pseudonyms, both for individual participants and for
stroke units (subsequently referred to as ‘Summerfield’ and ‘Brownside’). Protecting
the confidentiality of professionals in study reports was particularly challenging where
their characteristics may have revealed their identity, e.g., where there was a single

professional of a specific banding working in the stroke unit.
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The confidential storage of participants’ personal data is also important in healthcare
research. Inthe UK, regulations for the use and storage of identifiable personal data
are laid out in the Data Protection Act 2018 (174), which was adhered to in this study.
In line with common practice, paper-based identifiable participant data (consent forms,
contact details) were securely stored separately from linked (anonymised) study data.
Audio-recordings (e.g., of interviews) were recorded on encrypted audio-recorders and
transcripts were anonymised as soon as possible following transcription; observational
fieldnotes were written using participants’ pseudonyms. Data from patients’ clinical
records were collected electronically using a standardised form, immediately
anonymised, and securely stored alongside other collected data (audio-recordings,
transcripts and fieldnotes) on a secure drive on the NHS server.

Although | represented myself as a PhD student, my ID badge identified me as an NHS
employee and as such | felt it particularly important to reassure patient and carer
participants that their views about the care they received would not be shared with
those who provided it, such that they felt able to freely express their opinions.

However, there are important limits to confidentiality (88), which participants were
made aware of through information sheets prior to consenting to participate in the
study. Examples of situations where confidentiality might be deliberately broken
included where | had concerns about the practice observed in hospitals or where
participants disclosed information, which caused me to suspect abuse or harm.
Fortunately, these circumstances did not arise, but should they have, my plans to
manage this included following NHS safeguarding policies and discussing my concerns
immediately with my supervisors. Should my supervisors have agreed my concerns
were justified, | would have contacted relevant individuals, e.g., the acute Trust,

community team, the patient's General Practitioner or social services.

2.3 Sampling

Unlike quantitative research, which seeks to study a representative sample of the
population in question, qualitative research requires careful selection of a participants
with a particular characteristic or feature, to facilitate exploration of the research
objectives (88). Smaller sample sizes are common, with the emphasis on developing a
detailed understanding of individuals’ views and experiences of the phenomenon in
guestion (173). In this study, | sought to identify and sample those involved in
conversations about recovery, namely patients who had had a stroke and their carers

(as information recipients), and healthcare professionals (as information providers).
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The question of ‘how many’ participants or units (interviews, observations, etc.) is
controversial and a common concern for researchers (79). The concept of data
saturation has widely been highlighted as essential in qualitative research (175), from
its origins in grounded theory research (176) to its application across a range of
approaches. Saturation refers to the idea that data collection should cease only when
no new information is generated that contributes to the identified categories or their
dimensions (176). Some have however argued that saturation has been poorly defined
in the literature, and there is a dearth of guidance to estimate the sample size that may
be required to achieve it (177, 178). In addition to achieving saturation, other
considerations for sample size have been outlined. These include practical
considerations, such as resource constraints, e.g., researcher time and budget (88). In
this study, | employed purposive and heterogenous sampling methods to ensure
diversity of cases, facilitating richness and detailed understanding, within the

constraints of my resources, which were limited by my available time.

2.3.1 Selection of settings

Settings were eligible for inclusion if they provided stroke rehabilitation. | purposively
selected wards in different hospitals, to explore variability in how information about
recovery was provided. To deliver the in-depth study required within the available
resources, | aimed to select two sites. Based on my previous experience in stroke
units as a researcher in other studies | was aware that information delivery could be
variable, and hypothesised this variability may be due to factors including staffing levels

and patient length of stay.

| approached senior staff at two local sites (lead therapists and stroke consultants),
who acted as “gate-keepers” (143). Although | obtained formal permissions to conduct
the study through each Trust’'s Research and Development department, support from
gate-keepers in each setting was important in facilitating access to the units and
participants. Based on my previous experiences, | focused my attention on engaging
with senior therapists and stroke consultants, whom | believed would most likely be
involved in conversations about recovery. These preconceptions, which meant | did
not specifically engage with senior nurses may however have led to greater suspicion
about my presence on the wards, and more limited participation, from nursing staff as
the study progressed (later discussed in 3.5.1). Initial discussions with these gate-
keepers revealed different approaches to the provision of information about recovery to
stroke survivors and their families; one site had lower staffing levels and a shorter
length of stay than the other, in line with the variability | sought. Both agreed to

participate, and | did not pursue other settings.
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Prior to starting the study, | visited each unit to familiarise myself with the unit staff,

environment, and processes, and to enable me to adapt my observational framework.

2.3.2 Participant sampling

In line with ethnographic methods, | employed a purposive approach to sampling. |
approached professionals identified as having a role in discussions about recovery to
take part. Although | aimed to recruit at least 15 professionals from each setting, this
was flexible to ensure that all those involved in discussions about recovery with the
recruited patient participants could take part should they wish. | then invited a
heterogeneous sample of ten of the recruited professional participants from each
setting to participate in interviews. Heterogeneous sampling is used in qualitative
research to enable inclusion of participants with a wide range of views and
experiences, based on factors the researcher hypothesises will be important to
facilitate detailed exploration of the research questions (88). In this study, my
selections were based on professional background and experience levels, to explore
potential divergence in professionals’ perspectives according to these factors whilst

identifying central themes across groups.

As | was interested in exploring and comparing the perspectives of stroke survivors,
who had had a range of experiences and views, | again employed purposive sampling
for this participant group. | hypothesised that person-specific factors, including age,
pre-morbid functioning and comorbidities, post-stroke impairment levels, including
cognitive and communication ability, could impact patients’ views about how much and
the type of information they desired, as well as their experiences of how information
was tailored to their individual needs. | therefore sampled stroke survivors
heterogeneously according to these factors, through discussions with the MDT. A
carer (family member or close friend) of each participant was also approached where

available.

2.3.3 Participant inclusion criteria

In line with study aims, eligibility criteria were broad. Patients were eligible if they had
a confirmed primary diagnosis of new stroke and were receiving care/ rehabilitation at a
participating site. Carers of participating patients were also eligible. Professionals
were eligible if they provided care or rehabilitation at a participating stroke unit.
Participants in all three groups were eligible if they were:

o English-speaking;
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e Aged 216 years;

¢ Able and willing to provide informed consent for observation of their
participation in episodes of rehabilitation in the stroke unit in which patients’
progress or recovery might be discussed,

¢ Able and willing to provide informed consent for participation in a semi-
structured interview about the provision/ receipt of information about post-stroke
recovery.

Consultee declaration was permitted for stroke survivor participants who lacked

capacity to provide informed consent, although those lacking capacity were not

interviewed (see 2.4.3).

2.4 Recruitment

2.4.1 Healthcare professionals

Initially, | employed a blanket approach to recruitment of professionals at each site,
with all those who were potentially eligible being invited to take part. To do this, |
identified regularly occurring meetings, e.g., MDT meetings, and provided verbal
information and participant information sheets before inviting questions. | asked those
who were interested to approach me following the meeting to discuss and provide
written consent. My reasoning for employing such a strategy was based on my
previous experiences of observation in hospitals; | was aware that additional members
of staff could join episodes of care unexpectedly and wanted to be prepared, to prevent
any missed opportunities for observation. | attempted to stay abreast of changes within
the team throughout the study, identifying any new members who may be eligible and

proactively providing information about the study and seeking consent.

2.4.2 Patients and carers

| sought help from local research practitioners in each setting to identify potential study
participants, alongside support from the MDT. At Summerfield, research practitioners
conducted daily screening of potentially eligible patients and alerted me to those who
were eligible. At Brownside (where patient turnover was slower), | attended board
round meetings two to three times per week where MDT members identified eligible

patients.

At both sites, a clinical team member (research practitioner or MDT member) briefly
introduced the study to each patient, before gaining consent for me to provide further

information. Where possible, | attempted to make my first approach in the presence of
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a family member. | gave verbal information about the study, and provided a participant
information sheet if interest was expressed. During this discussion, | highlighted that
study participation would not directly benefit the patient and emphasised the voluntary
nature of participation. | provided an opportunity for questions and advised the
potential participant to discuss participation with someone close to them; | would
subsequently return to discuss informed consent if they wished to participate. If the
patient was deemed to have capacity to consent and expressed a desire to participate,
they were asked to sign a consent form (see Appendix D). Where a patient was unable
to read or sign the consent form due to stroke-related or prior physical difficulties,
consent was witnessed by a family member. Where it was felt that the patient lacked
the capacity to consent, the process of consultee declaration was discussed (see
2.4.3).

Recruited patient participants were asked if they had a carer (family member or friend)
who might also wish to participate, and carers were recruited following a similar

process.

2.4.3 Capacity

As previously discussed, all potential participants were assumed to have the capacity
to consent, unless it was proven that they did not, in line with the MCA (172); all
attempts were made to assist each individual to make the decision themselves. The
MCA states that an individual lacks capacity to make a specific decision if they are
unable to understand, retain and weigh up information relevant to the decision, and
communicate their decision. Assessment of these factors was undertaken following
provision of time to consider the information and discuss it with a family member/
friend. | asked the participant to briefly summarise the study to assess understanding,
before communicating their decision about whether or not to participate. Where the
patient had communication difficulties, this was facilitated by using yes/no questions,
e.g., “Do you have to take part in this study?” or “Will taking part in this study involve
being watched while you have therapy?” or engaging a Speech & Language Therapist
in supporting communication. In addition, | consulted treating members of the MDT

and a member of the patient’s family where possible.

Where | felt that a patient lacked the capacity to provide informed consent to
participate, a Consultee Declaration was sought. In these cases, in collaboration with
the MDT, | identified a close family member or friend of the patient and provided them
with information about the study, asking them to advise on the patient’s potential

participation, taking into consideration the patient’s opinions and wishes. Patients who
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were deemed to lack capacity (and for whom a consultee declaration was provided)
were only involved in the observational component of the study, and not approached
for participation in a semi-structured interview, as | felt it unlikely that they would be
able to make a meaningful contribution and did not wish to cause distress by asking
them about experiences for which they may not have detailed memories. However,

their carers were invited to take part in interviews.

As | was aware that capacity could fluctuate in the time following stroke, | checked
each participant’s understanding and gained consent before each observation and
interview. | had intended that, if a participant lost the capacity to consent during the
study, they would be subsequently withdrawn or a Consultee Declaration sought if
appropriate (data collected before this date would be retained for inclusion). Should |
have believed a patient had re-gained capacity | would have sought written consent
from the participant, which could potentially include participation in an interview.
However, neither of these situations arose. | was however careful to take note of any
signs of objection to observation or distress from a research participant, and should this
have arisen, would have considered withdrawing the participant from the study.

2.5 Data collection

2.5.1 Sample characterisation data

Sample characterisation data were collected at the time of recruitment. Demographic
data for patients included age, gender, ethnicity, time since stroke, and stroke severity
(admission National Institutes of Health Stroke Scale (NIHSS (179)). | had intended to
collect admission independence in activities of daily living (Barthel Index (180)), should
it have been available, however neither site routinely collected it. Carer data included
age, gender, ethnicity and relationship to the patient. Data from staff included age,
gender, ethnicity, professional background and grade, time since qualification and

years of experience in stroke care.

2.5.2 Observational data

I undertook observations over a continuous period at each site, for four months at
Summerfield (March to June 2019) and three months at Brownside (August to October
2019). | had initially intended to spend a maximum of six weeks at each site, however
found it was not possible to recruit the desired number of patient participants, and
collect the in-depth data | required, during this time and thus extended the data

collection period at both sites. | planned to observe on three to four days per week at a
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range of times, including evenings and weekends, although in practice most
observations were during therapists’ working hours as this was interactions between
professionals and patients/ carers most frequently occurred. Observations were based
on a qualitative framework (see Appendix F) informed by guidance from Spradley
(181); | expanded on my fieldnotes following each observation and maintained a

reflexive diary (see 2.8).

Collection of observational data in each setting initially began with familiarisation with
the environment and MDT members; | spent time on the ward, observed routine
meetings and shadowed professionals to learn about ward routines. Preliminary
descriptive general observations explored overall service processes, including the
identification of site-specific opportunities for sharing information about recovery, e.g.,
family and MDT meetings, and the availability of more informal opportunities to discuss
individual patient recovery, both between MDT members and with patients and
families. Observations were undertaken in therapy rooms and gyms, day rooms,
meeting rooms and bed areas, with permission from the Principal Investigator at each
site. Personal information relating to patients or carers was only recorded if they
specifically consented to participate in the study. Posters (e.g., Appendix E) describing
the nature of the research were placed at the entrances to the ward and to each bay,
alerting patients and carers to my presence; similar posters alerting professionals were

placed in staff areas.

General observations were focused on description of general activities routinely
involving interactions between MDT members and patients and/ or their carers. |
recorded descriptions of:

- Environmental conditions in which activities and interactions between
professionals, patients and carers took place, including perceived barriers and
facilitators;

- Interactions between professionals, particularly in relation to discussing
individual patients’ recovery and how this might be communicated;

- Activities relating to sharing information about recovery between professionals,
patients, and carers;

- Concerns and views of professionals, patients, and carers, relating to recovery
and provision/ receipt of information.

Summaries of dialogue were recorded, where appropriate. Verbatim recordings of
dialogue were recorded only from participants who had provided written informed
consent; the content of recurring dialogue which related to the aims of the study was

not deemed to require consent.
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These descriptive observations subsequently progressed to more focused observations
(181) of interactions between patients, carers and professionals, where information
about recovery and prognosis was likely to be discussed, including therapy sessions,
formal family, goal-setting, or discharge-planning meetings, and more informal
opportunities for discussion, as identified in the general observations. Formal meetings
were audio-recorded, with participants’ consent. In cases where a family meeting
attendee did not wish to participate, | had intended to discuss options, including
continuing with observation and audio-recording but removing their input from
fieldnotes and transcripts; observing but not audio-recording the meeting and removing
their input from fieldnotes; or not observing the meeting. However, this situation did not
arise. The initial intention was not to transcribe family meeting recordings, but to use
them as an aide-memoir. However, as | took a period of maternity leave between
collecting and analysing the data, the recordings were transcribed to enhance my
recollection. The transcripts were used to supplement the fieldnote data, in the same
way as audio-recordings (only the fieldnote data were coded). The ethics committee
was notified of this activity, although it was not felt that a formal amendment was
required.

During observations, due to the potentially sensitive nature of the interactions, | tried to
position myself in a physically unobtrusive location and did not participate in
discussions. Following the observations, where appropriate, | subsequently
approached the participants (patient, carer or professional) individually on an informal
basis, to explore their views or seek clarification. Participants were advised these
informal conversations comprised part of data collection in the participation information
sheet; at times they also sought me out following experiences of information delivery to

actively contribute their views to the research.

2.5.3 Interview data

| aimed to interview patients and carers around four to six weeks after hospital
discharge, to allow enough time for them to process and make sense of (but still recall)
their experiences. | began conducting interviews with professionals following
completion of my observations at each site, as | did not want my questioning to impact
on subsequently observed behaviour, and to allow me to explore issues highlighted
during observations. At the beginning of the interview, participants were reassured
about the confidentiality of their responses and how their data would be managed.
Patients and carers were advised that it was not unusual to become emotional when
talking about their experiences; all participants were advised that they could stop the

interview at any time and that they did not have to answer any questions they did not
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wish to. Participants were offered an opportunity to ask questions before consent was

gained to begin the interview.

Interviews were semi-structured, with a topic guide employed flexibly. The topic guides
(Appendices G-H) were developed to explore areas highlighted through the previous
systematic review work and areas of interest from observations, and used flexibly to
allow participants to introduce their own relevant ideas. | used prompts to encourage
the participant to speak in more detail and to draw their attention to aspects that they

did not spontaneously discuss in response to open questions (88).

Interviews were audio-recorded and transcribed verbatim for analysis.

2.5.3.1 Patients and carers

Patients and carers were given the opportunity to be interviewed separately or
together. | gave this issue serious consideration, concerned that the presence of
patients could inhibit carers discussing their views for fear of causing distress;
however, research suggests that the presence of a carer can provide communication
and emotional support for the stroke survivor and facilitate recall of events during their
acute admission (182). As a result, the approach | took was to encourage the patient
and carer to decide what was best for them. In line with accepted approaches,
participants were also encouraged to select the time and location of their interviews
(183). Given the sensitive nature of the topic, and the convenience for those with
potentially on-going disabilities and continuing input from healthcare professionals and

carers, | was unsurprised that all opted to be interviewed in their own homes.

Interviews explored expectations about recovery, how and when information about
recovery was provided, how the stroke survivor/ carer felt about this and their
preferences for receipt of information. Carers were asked about their experiences of
receiving information about recovery and how this information shaped their
expectations of the stroke survivor’s potential for recovery. To include as many
patients as possible, including those with aphasia, the interview methods were adapted

if required, e.g., using images.

2.5.3.2 Healthcare professionals

Interviews with healthcare professionals were held in a quiet, private area convenient
to the participant (usually their place of work), to limit disruption to their clinical work.

The focus of the interview was to elicit professionals’ views and experiences of
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discussing recovery on the stroke unit, including decision-making about whether, when,
how, and to whom information was provided. Other questions related to hospital
policies relating to the provision of information and any training or guidance they had
received. | was also interested in what they perceived as barriers and facilitators to
information provision, as these could directly impact the development and subsequent

implementation of an intervention.

2.5.4 Documentary data

Documentary data were collected from the patient’'s medical record following their
discharge from the stroke unit, using a standardised form. This aimed to ensure that
only data which were relevant and necessary to answer the research questions were
obtained. These included documentation of:
e The patient’s presenting complaint and diagnosis;
¢ Results of initial assessments and goals;
¢ Observed interactions between patients/ carers, and professionals;
¢ Information about recovery provided to the patient/ carer (including family
meetings);
e MDT communication related to the patient’s progress (MDT meetings, board
rounds);
¢ Information provided at discharge.
The date and professional role of the healthcare professional who made the entry were
also collected. Data were collected from throughout the patient’s in-patient stay to
develop an understanding of how, what, when, and by whom information was provided
over time.
In both settings, patient records were held using the same electronic system and |
attended training in its use at Summerfield (my home Trust). At Brownside, supervised

access to the electronic system was facilitated by research practitioners.

Written information provided to patients, e.g., leaflets or booklets, and written advice
provided to professionals in relation to providing information, e.g., relevant ward

policies, were also sought.

2.6 Data analysis

In ethnography, it is common for data analysis to take place contemporaneously with
data collection (143). | developed analytical memos throughout the research process,

noting ideas for on-going exploration and theorising about the meanings attached to
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interactions and events. In terms of formal analytical processes, ethnography lends
itself to different types of analysis and researchers may select methods which best fit
their data collection techniques. | selected Framework analysis as my primary method
of data analysis in this study for a several reasons: Firstly, the approach can involve
deductive analysis, appropriate to this study due to having predefined objectives (79).
Secondly, it provides a structured and transparent method of managing, and
systematically and rigorously interrogating, large amounts of data (90), whilst
facilitating within- and between-case analysis (184). This enabled me to draw
comparisons between the views and experiences of patients with varying stroke
severities, lengths of stay and backgrounds; as well as between professionals from
different professional groups, of varying levels of seniority and from different sites.
Thirdly, my own previous experience in using the method also likely influenced my
choice; whilst the method has been described as time-consuming (88), having
previously used it, | was familiar with the process, time requirements and use of

software to support it.

Sample characterisation data were managed within IBM SPSS Statistics 27 and
summarised using descriptive statistics. All qualitative data were managed within
NVivo (v.11).

2.6.1 Data from observations and interviews with healthcare professionals

Observational fieldnotes and transcripts from interviews with healthcare professionals
were analysed using the Framework approach (88). This five-stage method (see
Figure 2.1) involves initial familiarisation with the data, followed by identification of a
thematic framework. In this study, | applied the thematic framework used to code data
in my earlier qualitative systematic review (Chapter 1), and further developed it using
an iterative process during the familiarisation stage (a combined deductive and
inductive approach). During a third stage of indexing, the data were coded according
to the framework with code descriptions expanded and new codes added where
needed, to capture all data relevant to the research questions. In a fourth stage of
charting, data were displayed within matrices, using Microsoft Excel, with columns
representing each code and rows representing cases (see Appendix | for a sample).
Summaries of participants’ views on each code were developed, staying as close to the
original text as possible. Finally, | compared and contrasted the views and experiences
of the participants in an interpretation stage, developing overall summaries for each
code and examining them for areas of commonality and difference. Throughout the

analysis process, | developed analytical memos (also stored in NVivo) to capture any
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emerging insights, concepts, or issues. | discussed emerging findings with my
supervisors and research colleagues (some of whom were health professionals with
experience of working in stroke care), which served to challenge my interpretations and

help me to consider alternative explanations.

Figure 2.1 Stages in the Framework approach (88)
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2.6.2 Patient and carer data (from interviews, focused observations and

documentary evidence)

The Framework approach was also used to analyse patient and carer data. However,
during data collection, and confirmed during the familiarisation stage of analysis, it
became apparent that the issues raised by patients and carers were (perhaps
unsurprisingly) somewhat different to those that emerged from interviews with
professionals. As a result, patient/ carer interviews, patient-specific observations and
documentary data from patient records were managed in a separate NVivo file (see
Appendix J for a screenshot). My aim in including the observational and documentary
records alongside patient/ carer reports was to develop an understanding of each
patient’s journey, to interpret how these experiences shaped their views and
recollections when interviewed, but also to facilitate triangulation between sources.

| began inductively coding the patient/ carer interview transcripts (with a focus on my
research objectives specifically relating to patient/ carer views and experiences), before
stepping back to group similar codes and form a thematic framework (see Figure 2.2).
This framework underwent iterative development as | progressed to apply it to further
transcripts, observations and documentary data. As with the analysis of professionals’
interview transcripts, matrices displaying the coded data were created, with three
consecutive rows for each patient participant (or patient/ carer pair) for the
observational, documentary and interview data coded to each sub-theme. Managing
the data in this way allowed me to begin to triangulate between the data sources,
drawing comparisons between what | observed, professionals’ documentation, and the
patient/ carer’s views and recollections. | was however careful not to treat any of these
sources as the objective ‘truth’; rather to view them as different interpretations/
recordings of events, e.g., my own perspective, that of the professionals, and that of

the patient/ carer, respectively. Again, throughout the analytic process, | completed
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memos, which included my interpretations of the variations between sources. In the
final stage, each participant’'s comments and experiences related to each code were
summarised, with a focus on comparing and contrasting views and experiences,
particularly in light of factors | believed might impact their views/ experiences, such as
stroke severity and presence of cognitive or communication difficulties. Emerging

findings were again discussed informally with my supervisors and research colleagues.
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Figure 2.2 Example of how codes generated from initial line-by-line coding were
grouped into categories (patient/ carer data)

2.6.3 Triangulation

As a final stage in the analysis process, | created a third NVivo file, in which | could
compare and contrast the coded data from the professionals’ interviews and general
observations with the patient and carer dataset (focused observations, interviews, and
documentary analysis). | looked across the codes generated from each dataset and
grouped codes together according to the research question they addressed. | then
read through all of the data relating to each research question to identify areas of
similarity and difference, thus allowing me to compare and contrast the views and
experiences of professionals, patients, and carers. | created memos during this
process, highlighting initial ideas (particularly where data related to more than one
research question) and identifying how data from different sources might challenge my
interpretations and emerging findings from my earlier analysis, before developing my

final themes.
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2.7 Quality

Assessing quality in qualitative research is a complex and controversial topic (125).
Researchers have long debated whether concepts traditionally applied to quantitative
research such as reliability and validity are useful or require adaptation to qualitative
methodologies (90, 185). In applied health research in particular, it is important that
quality can be judged so that findings can be used effectively to improve patients’
experiences of care. This relies on some notion of generalisability, where the findings
of one study can be effectively used to influence practice in similar settings or within

the wider population (88).

Lincoln and Guba’s criteria to demonstrate trustworthiness in qualitative research
(credibility, dependability, confirmability and transferability) (186) were considered in
the planning and delivery of this research. Credibility refers to the extent to which the
findings represent a true or believable account of the participants’ views and
experiences, achieved through the study conduct and reports (186). In this study, |
employed a range of strategies to address this. Firstly, | sought to develop familiarity
with each setting, through prolonged engagement (186), conducting observations of a
range of activities at a variety of times, over a three-to-four month period. This also
facilitated the development of rapport with study participants, allowing them to become
comfortable with my presence. Secondly, | sought out ways to challenge my emerging
interpretations of the data. During data collection and analysis, | engaged in peer
debriefing (186), discussing my early hypotheses and explanations with my supervisory
team, and with research and clinical colleagues, who acted to critically question my
interpretations. The use of the Framework approach, which facilitates within- and
cross-case analysis (88), helped to highlight deviant views and observations within the
collected data, allowing me explore those which appeared to contradict my
interpretations (125). Finally, the triangulation of data collection methods
(observations, interviews, documents) and sources (patients, carers, professionals)
allowed me to assess similarities and identify discrepancies, closely examining how
they contributed to my overall explanations to develop a more comprehensive
understanding (187).

Dependability requires the clear documentation of the research process, to enable the
reader to assess whether procedures undertaken were systematic and repeatable
(188). | sought to achieve this through preparation of a detailed protocol and through
establishing an audit trail. | logged decisions taken during data collection, such that the
work could be replicated. Confirmability refers to the extent that the researcher

represents the experiences of participants as objectively as possible (186), which can
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be achieved by demonstrating that the findings are clearly derived from the data rather
than the researcher’s own views (188). True objectivity is rarely possible in qualitative
research, particularly in ethnography, as the researcher forms a part of the world being
studied (143) and thus at least some influence is unavoidable. However, in this study, |
sought to minimise the impact of bias through the use of methodological and source
triangulation, and attempted to acknowledge and present potential sources of bias,
considering how they might have influenced data collection and analysis. To do this, |
maintained a reflexive diary throughout data collection and analysis and endeavoured
to openly present my own preconceptions and decision-making alongside study

findings (see 2.8 for further discussion of reflexivity).

Lincoln and Guba’s fourth criterion is transferability, which relates to the degree to
which findings can be applied to other similar groups or contexts, akin to the notion of
generalisability in quantitative research (186). Thick description of the context and
comprehensive reporting of participants’ views and understandings can enable the
reader to draw their own conclusions about whether the findings can be applied in
other settings (125, 189). Contextual information including detail about the selected
settings and data summarising the sample characteristics are presented in Chapter 3;
care has also been taken to demonstrate how these findings compare to those in

contexts of varying similarity (190).

2.8 Reflexivity

Whilst it was once thought that researchers could be a separate and objective observer
of the world they studied, it is now widely accepted that they are a part of that world,
and that their personal views, feelings, reactions, focus, and decision-making impact
the data they collect, and their interpretations and reporting of it (191). Additionally,
their personal characteristics can impact how they are viewed and received by
participants in the field. Researchers are therefore encouraged to reflect on these
attributes and actively and consciously consider their impact throughout the research
process through practise of reflexivity (148). Acknowledgement and reporting of
potential biases, and their impact, can make reports of findings more convincing and

are central to claims of validity (192).

In my initial presentation of my background, | sought to describe my prior experiences
such that the reader could begin to understand how these likely shaped the work | am
undertaking. Such "positioning statements” pp. 192 (193) are common in qualitative

research, however more critical reflection is required to acknowledge and understand
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the role the researcher plays in developing the research outputs (143). During data
collection, | used a reflective diary to record my reactions to being in the field, and my
views and perceptions of what | saw and heard, keeping this separate from my
fieldnotes, as recommended by Miles and Huberman (194). | also recorded my
decisions about where | chose to focus my time and efforts, including my
considerations in making these decisions, which | also discussed with my supervisors.
Within my diary, | attempted to continuously evaluate the research process, making
amendments where required (e.g., changes to the time periods spent at each site).
This reflexive record-keeping continued throughout the analysis process, during which |
developed memos (stored alongside the data in NVivo) to draw together ideas,
hypotheses, and my developing interpretations of the data, which | also discussed in
formal and informal supervision. | report my reflections from these sources later in
Chapter 3.
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Chapter 3 Study context, data collected and participant

characteristics

3.1 Background

In this chapter | will describe the contexts in which data were collected, the range of
data collected and the characteristics of study participants, alongside my reflections on
the data collection process. In subsequent chapters, | will draw on the range of data
collected (observational fieldnotes (supplemented by audio-recordings of family
meetings), transcripts of interviews with patients, carers, and professionals, and
documentary data) to address the study objectives. In Chapter 4, | will discuss the
factors impacting provision and receipt of information about recovery on stroke units;
Chapter 5 focuses on specifically on the experiences and views of professionals
including the issues they face in this challenging area of clinical practice, whilst Chapter
6 identifies what is important to patients and carers and their interpretations of the

messages they received.

3.2 Context

Two sites participated in the study (Brownside and Summerfield). During early
discussions with therapy leads and stroke consultants at these two potential sites, |
attempted to glean information about their approaches to provision of information about
recovery. It became clear that one site (Brownside) appeared to place greater value on
sharing information about recovery with patients and families and this was reflected in
their ward processes (including a more formal and defined procedure for family
meetings), whilst professionals at the other site (although keen to provide information)
reported some challenges due to organisational factors and staffing levels. Alongside
my initial data gathering about staffing levels and length of stay, | believed these sites
represented sufficiently different approaches to allow meaningful comparisons to be
drawn. The context of the selected units will initially be described, based primarily
upon data collected through general observations and informal conversations with

professionals.

3.2.1 Site descriptions

The two sites were situated in hospitals approximately ten miles apart, in separate NHS
Trusts. Summerfield was a 35-bed stroke/ neurology ward, including hyperacute and

mixed acute/ rehabilitation beds. The history of the stroke service was complex, having
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previously comprised two separate wards: an acute ward at a large teaching hospital,
and a separate rehabilitation ward at another smaller hospital (primarily providing out-
patient and rehabilitation services). Approximately five years previously, the
rehabilitation ward had been closed, and the service combined with the acute service
at the larger hospital. However, many staff working on the rehabilitation ward were not
retained, leading to a perceived shortage of rehabilitation nursing skills, and an
increased focus on acute care. Brownside was a 12-bed rehabilitation ward set within
a large 52-bed stroke unit, which also housed a Hyper-Acute Stroke Unit (HASU)/
acute stroke unit (ASU) and two other rehabilitation wards. The decision to focus
recruitment and data collection on a single ward was taken following discussions with
professionals at the site, who believed their approach to discussing recovery was
distinctive to their ward, and to facilitate observational data collection. The sites are
further described in Table 3.1.
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Table 3.1 Site descriptions?

Summerfield

Brownside

Site description

35-bed stroke and neurology ward, comprising one six-bed
hyperacute bay, plus 29 mixed acute/ rehabilitation beds
organised into three 6/8-bedded bays and five side rooms.

12-bed ward comprising two bays of four patients each and four
individual side-rooms. Set within a wider stroke unit (52 beds),
including a 14-bed hyperacute/ acute unit and 38 beds across two
other further rehabilitation wards.

Turnover/ length
of stay

~900 patients admitted/ year. Average length of stay ~six
weeks.

~563 stroke admissions/ year (wider unit). Average length of stay
~three months.

Regular meetings
of MDT

Board rounds: 30 mins on four days/ week. <40 patients
discussed (stroke/ neurology including outliers). Attended by
consultants, junior doctors, a nurse, a PT, an OT, and a
discharge nurse. Held in a ward office. Medically dominated,
focus on discharge planning and throughput.

MDT meetings: 90-min weekly meeting. ~35 patients
discussed (stroke, including outliers). Attended by
consultants, junior doctors, a nurse, a PT, an OT, an SLT,
and a discharge nurse. Held in a ward office. Focus on
medical concerns, updates from each discipline and
discharge plans.

Therapy planning meetings: One two-hour weekly meeting.
<40 patients discussed (stroke/ neurology, including outliers).
Attended by all OT and PT staff. Held in therapy department.
Focus on current treatment, goals, progress and therapy and
discharge plans.

Board rounds: 30 mins on four days/ week. 12 patients discussed.
Attended by a consultant, a nurse, a PT, an OT, an SLT and a
discharge nurse. Held in a ward office. Focus on concerns, progress,
and discharge plans.

MDT meetings: 90-min weekly meeting. 12 patients discussed.
Attended by a consultant, junior doctor, nurse, PT, OT, SLT, dietician
discharge nurse and social worker. Held in stroke unit meeting room.
Focus on current treatment, goals, progress, and therapy and
discharge plans.

Routine written
information
provision

Rehabilitation file provided to some rehabilitation patients
(new initiative). Included generic information about stroke
and other neurological conditions, and contact numbers for
available services. A small section detailed generic

Joint Care Plan provided to all patients after admission to acute ward.
Included standardised written information, including contact numbers
for community services, and individualised sections completed by
medics (diagnosis, risk factors), and therapists (deficits). Generic

1 MDT: Multidisciplinary Team; PT: Physiotherapist; OT: Occupational Therapist; SLT: Speech & Language Therapist
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information about stroke recovery. No written information
available for those discharged directly from HASU. No
leaflets available on ward due to infection control.

published leaflets from a national charity (selected for individual
patients) were also included (and placed on stands across the stroke
unit).

Leaflet provided to all patients on ward admission, describing
professionals’ roles.

Therapy diaries provided for some patients (newly initiated by OT),
including therapy activity, goal achievement and mood monitoring.

Ward routines

Ward rounds: Daily for acute patients, twice weekly for
rehabilitation patients.

Protected mealtimes: 12-1pm.

Visiting times: 2-4pm, 6-7pm.

Ward rounds: Weekly for rehabilitation patients.
Protected mealtimes: 12-1pm.

Visiting times: Open visiting.

Family meeting

Meetings arranged as required for some rehabilitation

Meetings held for all patients within the first two/three weeks of ward

provision patients. Chaired by consultant, attended by treating admission and every two/three weeks thereafter. Chaired by
therapists (OT, PT, SLT), nurse (occasionally), discharge consultant, attended by treating therapists (OT/ PT/ SLT/ dietician), a
nurse and social worker (discharge planning only). Held in nurse, a discharge nurse and social worker (discharge planning only).
therapy department or ward-based meeting room. Meetings | Held in day room or seminar room on stroke unit. Meetings lasted
lasted ~30 mins. No structured process for organising. ~30 mins. Organised process for arranging meetings, one afternoon/
week set aside by staff to hold four meetings back-to-back.
Location of Therapists based off the ward in separate departments (OT/ Therapists based off the ward in separate department. Access to a

therapy and other
available quiet
areas

PT, SLT). Therapy department on separate floor (OT/ PT)
included a large gym, two smaller therapy rooms and therapy
kitchen (shared with other services). Small bookable quiet
room next to nurses’ station. No day room on the ward.

Most therapy took place at the bedside or therapy
department, timetabled weekly (OT/PT only). Few therapy
groups held. Family meetings held in ward quiet room or in
therapy department.

large therapy room on the stroke unit (shared with other wards) for
OT and PT. Therapy department included small bookable rooms, a
therapy kitchen, and large gym (all shared with other services). Day
room on each ward. Two meeting rooms on stroke unit and an office
behind the nurses’ station on each ward.

Most therapy took place at the bedside, in the therapy gym or
department, timetabled daily (OT/ PT only). No therapy groups but
activities held in day rooms by separate staff. Family meetings held
in day room or meeting room.
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3.2.2 Staffing levels

Staffing levels at each site are detailed in Table 3.2. It is notable that the staffing levels
at Summerfield were lower than at Brownside and the remit of some professionals was
greater, e.g., SLT staff provided a service across the whole hospital and thus attended
the stroke unit less frequently. Additionally, Summerfield relied more frequently on
nursing staff provided by an agency, and locum consultants. Although staff at
Brownside were generally allocated to a specific ward within the stroke unit, staff within
each discipline were managed as one team, and there was flexibility for them to be
moved across the wards to meet service demands; this rarely occurred during data
collection. Brownside also had more static positions for therapists than Summerfield,

meaning they accrued greater stroke experience.

At both sites, nurses worked similar patterns of shifts (early, late and night), with
therapists typically working 08:00-16:00 Monday to Friday. A skeleton staff of one OT

and one PT provided an assessment service for new admissions at weekends.
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Table 3.2 Site staffing levels?

Summerfield (35-bed stroke and neurology ward, plus outliers)

Brownside (12-bed rehabilitation ward; staff were moved flexibly across
the whole stroke unit when required)

Medical 5 consultants including one dedicated stroke rehab consultant, plus | 1 dedicated ward consultant, but covered by another consultant for 1 in 4
rotational junior doctors. weeks when the designated consultant worked on the HASU/ ASU, 1 part-
time rotational junior doctor.
Nursin92 (Stroke rehab beds only): 2.44 qualified nurses (daytime only; 1.11 1.25 qualified nurses and 1.25 care assistants per 10 beds. Limited use of
overnight), and 4 care assistants (daytime only; 1.78 overnight) per | agency staff.
10 beds. Frequent use of agency staff to meet requirements.
Physiotherapy 1 part-time band 7 (therapy team leader), 2 full-time band 6s (yearly | 2 full-time band 6s (static), 1 full-time band 5 (6-monthly rotations). Therapists
rotations), 1 full-time band 5 PT (6-monthly rotations). were managed and supervised by a full-time band 7, with responsibility for all
stroke physiotherapy services.
Occupational 1 full-time band 7, 2 full-time band 6s (yearly rotations), 1 full-time 1 part-time band 6 (static), 2 full-time band 5s (6-monthly rotations).
therapy (OT) band 5 PT (6-monthly rotations). Therapists were managed and supervised by a full-time band 7, with

responsibility for all stroke OT services.

Therapy assistants
(OT/ PT only)

2 part-time.

3 part-time (shared across whole unit).

Speech & Language
Therapy

1 full-time band 7, 2 full-time band 6s, 1 part-time band 5 (cover
whole hospital, including stroke).

1 full-time band 6 (but also covers clinics, other wards).

Clinical Psychology

No clinical psychology input.

No clinical psychology input at start of data collection, however new
appointment made in October 2019.

Other

1 part-time activity co-ordinator, volunteers from The Stroke Association
visiting one day per week.

1 (H)ASU: Hyperacute/ Acute Stroke Unit; PT: Physiotherapist; OT: Occupational Therapist
2 Data from Sentinel Stroke National Audit Programme Acute Organisational Audit 2019 (195)
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3.3 Data collected

Observational data were collected from March to June 2019 at Summerfield and
August to October 2019 at Brownside. Overall, 83 hours of observations were
undertaken across sites (48 at Summerfield, 35 at Brownside). Numbers of observed
sessions are described in Table 3.3. Similar numbers of MDT and board round
meetings were observed at each site. At Summerfield, it became clear that therapy
planning meetings (OTs/ PTs) represented a further opportunity for professionals to
share recovery predictions, prepare for discussions with patients/ carers and discuss
the outcomes of conversations about recovery, and these became a greater focus of
observations at this site. Similar numbers of individual patient therapy sessions were
observed at each site, but greater numbers of family meetings took place at Brownside,
providing more opportunities for observation. Consultant-led ward rounds were also
identified as an opportunity for information about recovery to be shared with patients at
Summerfield, however | was unable to negotiate access to these at Brownside, as the

consultant did not feel they represented a forum for discussions about recovery.

Table 3.3 Number of observed professional meetings at each site

MDT Board Ward Therapy Therapy | Family
meetings | rounds | rounds | planning sessions | meetings
meetings
Summerfield | 3 8 2 8 14 2
Brownside 3 7 0 N/A 14 6

3.3.1 Documentary data

Documentary data were collected from the electronic records of the 20 recruited
patients, alongside written information routinely provided to patients/ carers (detailed in
Table 3.1). No written policies relating to providing information about recovery were

identified by professionals at either site.

3.3.2 Interview data

Thirteen individual interviews with patients and carers were conducted. All took place
face-to-face, in patients’/ carers’ own homes. Most involved a single patient (n=9) or
carer (n=2). Two patients chose to take part in interviews alongside their carers
(although in one case the patient was also interviewed alone). Mean interview length
was 32.92 (sd=13.23) (range=23.09-61.29 minutes).
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At Summerfield, most patient participants took part in interviews. One declined (no
carer interviewed), and two lacked capacity to participate due to severe aphasia and
cognitive impairment (n=2); their carers were interviewed alone. Some carers declined
to participate in interviews (n=3). At Brownside, fewer patients (n=3) and no carers
participated in interviews. This was primarily due to the longer length of stay at
Brownside, such that some were not yet discharged (or 4-6 weeks post-discharge) by
the close of the study period. The close of the study also coincided with the start of my
maternity leave. A minor amendment to increase the duration of the study was
accepted, to enable me to complete some interviews following the birth of my baby,

however this was not possible, partly due to the start of the COVID-19 pandemic.

Nineteen interviews with professionals took place across both sites, following
completion of observational data collection. Most took place in a quiet room at the
hospital site where the participant worked. At Summerfield, interviews took place in
meeting rooms in the hospital’s training department (n=3) and research unit (n=3), or in
a gym in the therapy department (the therapists’ base; n=3). Interviews at Brownside
took place in a day room (n=3) or a meeting room on the stroke unit (n=2). SLTs were
interviewed in a therapy room in their department (n=3), and the consultant was
interviewed in his office (n=1). One interview was completed by telephone, at the
participant’s request (n=1). Mean interview length was 46.13 (sd=12.96) minutes
(range=28.5-78.43 minutes).

3.4 Participant characteristics

3.4.1 Observations

Eighty-four participants (20 stroke survivors, 17 carers and 47 staff) took part in
observations across sites. At Summerfield, the sample comprised 19 professionals,
ten patients and seven carers. At Brownside, more professionals participated (n=28),
due to the greater numbers of staff and the flexible nature in which they were deployed
across the wards, alongside similar numbers of patients (n=10) and carers (n=10).
Participant characteristics are presented in Table 3.4, Table 3.5 and Table 3.6, with

greater detail on patient participant characteristics in Table 3.7.

Most patient participants were white (n=18; 90%) males (n=11; 55%) and females
(n=9; 45%). Participants at Summerfield were typically older (mean age 73 years vs 65
years at Brownside) and had a shorter mean length of stay (32 days vs 52 days at

Brownside). Mean stroke severity, as measured by admission National Institutes of
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Health Stroke Scale (NIHSS) (179), was moderately severe at both sites (~12 points),

and around three quarters of patients at both sites were discharged home. Recruited
carers were most commonly a child of the stroke survivor (n=7; 41%); smaller numbers
were a spouse (n=3; 18%) or another relative (sibling, grandchild, niece/ nephew,
parent; n=6; 41%).

Most professional participants were white (n=39; 83%) females (n=39; 83%), with
similar numbers across sites. The make-up of the sample was generally representative
of the stroke MDT, with higher numbers of OT and PT professionals. Nurses were
under-represented (n=5; 11%), as a result of the focus on therapy sessions and their
less frequent engagement in formal meetings (Summerfield only). Most participants
had up to five years of experience in stroke care, however more professionals at
Summerfield had less than one year of stroke experience, whilst more at Brownside
had between one and five years. Around a quarter of the sample at both sites had

more than ten years’ experience.

3.4.2 Interviews

Of the ten patient participants who were interviewed across sites, 50% were female
and mean age was 67.6 (sd=12.16) years. The sample included more participants with
a left hemiparesis than right (70% vs 30%), with stroke severity ranging from mild to
severe (mean NIHSS=9.22 (moderate-severe)). All were discharged home following
their hospital stay. The four carer participants were all from Summerfield, were mostly
female (n=3; 75%) and had a mean age of 50.25 (sd=11.79) years. They represented
a spouse, two children and a grandchild of a patient participant.

Overall, in comparison with the sample as a whole, interviewed patient participants
included a lower percentage of those who: had aphasia; had a higher mean admission
NIHSS score (179) (indicating more severe stroke); had a shorter length of stay; and
were discharged to institutional care. This is likely to reflect the impact of the two
participants who had severe strokes and aphasia, such that they were unable to
participate in interviews, and the challenges in conducting interviews at Brownside
(although some of these patients would likely have also lacked the capacity to consent
to participate). Interviewed patients at Brownside represent those with shorter hospital
stays, and therefore milder strokes, and as a whole, patient interview data more

strongly reflect the experiences of those receiving care at Summerfield.
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Professionals were purposively sampled to participate in interviews, to reflect the
typical make-up of the stroke unit MDT; not all recruited were invited to be interviewed.
Nineteen professionals took part in interviews (Summerfield n=9 (47%); Brownside
n=10 (53%)). Participants were mostly female (n=15; 79%) and white (n=17; 89%).
Mean age was 31.47 (sd=7.83) years (range=22 to 45 years). Overall numbers from
each discipline were generally representative of a typical stroke MDT, with similar
numbers of OTs (n=6; 32%) and PTs (n=6; 32%) and fewer SLTs (n=4; 21%) and
stroke consultants (n=2; 11%). Nurses were under-represented (n=1; 5%); a nurse
could not be identified to participate in an interview at Summerfield. Participants had a
range of experience levels; 6 (32%) were junior professionals, including those newly-
qualified (NHS Agenda for Change band 5); 8 (42%) were more experienced
professionals (band 6); and 5 (26%) were senior, highly specialist professionals (band
7 or consultant). Four (21%) had less than one year of experience in stroke care, ten
(53%) had between one and five years, one (5%) had six to ten years and the
remaining four (21%) had more than ten years.
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Observations Interviews

Summerfield | Brownside Overall (N=20) | Summerfield Brownside Overall

(n=10) (n=10) (n=7) (n=3) (N=10)
Female (%) 5 (50%) 4 (40%) 9 (45%) 3 (42.9%) 2 (66.7%) 5 (50%)
Ethnicity

- White 9 (90%) 90 (90%) 18 (90%) 6 (85.7%) 3 (100%) 9 (90%)

- Pakistani 1 (10% 1 (10% 2 (10%) 1 (14.3%) - 1 (10%)
Mean (sd, range) age (years) 72.6 (13.86, |65.1(11.21, 68.85 (12.86, 67.14 (12.14, | 68.67 (14.84, 67.6 (12.16,

52-93) 47-85) 47-93) 52-85) 56-85) 52-85)
Language ability on admission

- Normal 4 (40%) 1 (10%) 5 (25%) 3 (42.9%) 1 (33.3%) 4 (40%)

- Dysarthria 3 (30%) 4 (40%) 7 (35%) 3 (42.9%) 1 (33.3%) 4 (40%)

- Aphasia 3 (30%) 5 (50%) 8 (40%) 1 (14.3%) 1 (33.3%) 2 (20%)
Symptoms

- Left hemiparesis 5 (50%) 4 (40%) 9 (45%) 5 (71.4%) 2 (66.7%) 7 (70%)

- Right hemiparesis 5 (50%) 6 (60%) 11 (55%) 2 (28.6%) 1 (33.3%) 3 (30%)
Mean admission NIHSS score 12 (9.12, 2- 12.2 (9.85, 2- | 12.11 (9.26, 2- | 9.67 (7.53, 2- | 8.33 (4.73, 3- 9.22 (6.44, 2-
(sd, range) 25) (n=9) 29) 29) (n=19) 21) (n=6) 12) 21) (n=9)
Mean length of stay in days (sd, 31.6 (27.98, |52.1(46.43, 41.85 (38.77, 26.14 (24.96, | 22.33(25.74, 6- | 25 (23.79, 3-
range) 3-76) 6-144) 3-144) 3-76) 52) 76)
Discharge destination

- Home 8 (80%) 7 (70%) 15 (75%) 7 (100%) 3 (100%) 10 (100%)

- Residential care 0 (0%) 3 (30%) 3 (15%) - - -

- Nursing care 2 (20%) 0 (0%) 2 (10%) - - -

1 sd=standard deviation; NIHSS=National Institutes of Health Stroke Scale
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Observations Interviews
Summerfield | Brownside Overall (N=17) Summerfield/ Brownside (n=0)
(n=7) (n=10) Overall (N=4)
Female 4 (57.1%) 7 (70%) 11 (64.7%) 3 (75%) -
Ethnicity
- White 7 (100%) 9 (90%) 16 (94.1%) 4 (100%) -
- Pakistani - 1 (10%) 1 (5.9%) - -
Mean (sd, range) age (years) | 50.17 (9.88, | 57.57 (22.14, 54.15 (17.34, 50.25 (11.79, 34-62) | -
34-62) (n=6) | 30-90) (n=7) 30-90) (n=13)
Carer relationship to patient
- Spouse 1 (14.3%) 2 (20%) 3 (17.6%) 1 (25%) -
- Child 3 (42.9%) 4 (40%) 7 (41.2%) 2 (50%) -
- Sibling 1 (14.3%) 1 (10%) 2 (11.8%) - -
- Grandchild 1 (14.3%) - 1 (5.9%) 1 (25%) -
- Niece/ nephew 1 (14.3%) - 1 (5.9%) - -
- Parent - 2 (20%) 2 (11.8%) - -
- Friend - 1 (10%) 1 (5.9%) - -

2 sd=standard deviation
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Observations Interviews only
Summerfield | Brownside Overall Summerfield Brownside Overall
(n=19) (n=28) (N=47) (n=9) (n=10) (N=19)
Female (%) 16 (84.2%) 23 (82.1%) 39 (83%) 8 (88.9%) 7 (70%) 15 (79%)
Ethnicity (n=27) (n=46)
- White 16 (84.2%) 23 (82.1%) 39 (83%) 8 (88.9%) 9 (90%) 17 (89.5%)
- Indian - 2 (7.1%) 2 (4.3%) - 1(11.1%) 1(5.3%)
- Pakistani 1 (5.3%) 1 (3.6%) 2 (4.3%) 1(11.1%) - 1 (5.3%)
- Chinese 1 (5.3%) - 1(2.1%) - - -
- Other black background | 1 (5.3%) - 1(2.1%) - - -
- Filipino-British - 1 (5.3%) 1(2.1%) - - -
Mean (sd) age (years) 34.63 (9.89; | 36.08 (12.37; 35.52 (11.39; 31.5(8.05) 33 (9.09) 31.47 (7.83)
n=16) n=26) n=42)
Professional background
- PT 8 (42.1%) 5 (17.9%) 13 (27.7%) 4 (44.4%) 2 (20%) 6 (31.6%)
- OT 4 (21.1%) 4 (14.3%) 8 (17%) 3 (33.3%) 3 (30%) 6 (31.6%)
- SLT 1 (5.3%) 6 (21.4%) 7 (14.9%) 1(11.1%) 3 (30%) 4 (21.1%)
- Therapy assistant 1(5.3%) 3 (10.7%) 4 (8.5%) - - -
- Nurse 2 (10.5%) 3 (10.7%) 5 (10.6%) - 1 (10%) 1 (5.3%)
- Physician 1 (5.3%) 2 (7.1%) 3 (6.4%) 1(11.1%) 1 (10%) 2 (10.5%)
- Social worker 2 (10.5%) 3 (10.7%) 5 (10.6%) - - -
- Discharge co-ordinator - 1 (3.6%) 1(2.1%) - - -
- Dietician - 1 (3.6%) 1(2.1%) - - -
Experience level
- Student 1(5.3%) - 1(2.1%) - - -

3 sd=standard deviation; PT: physiotherapist; OT: Occupational Therapist; SLT: Speech & Language Therapist
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Unqualified therapy

assistant/ nurse 1 (5.3%) 5 (17.9%) 6 (12.8%) - - -
- Qualified junior therapist/

nurse (band 5) 4 (21.1%) 6 (21.4%) 10 (21.3%) 2 (22.2%) 4 (40%) 6 (31.6%)
- Experienced therapist/

nurse (band 6) 7 (36.8%) 10 (35.7%) 17 (36.2%) 44 (44.4%) 4 (40%) 8 (42.1%)
- Senior therapist/ nurse

(band 7 or above) 3 (15.8%) 2 (7.1%) 5 (10.6%) 2 (22.2%) 1 (10%) 3 (15.8%)
- Consultant physician 1 (5.3%) 2 (7.1%) 3 (64%) 1(11.1%) 1 (10%) 2 (10.5%)
- Social worker 2 (10.5%) 3 (10.7%) 5 (10.6%) - - -

Experience in stroke care

- <lyear 9 (47.4%) 4 (14.3%) 13 (27.7%) 3 (33.3%) 1 (10%) 4 (21.1%)
- 1-5years 5 (26.3%) 16 (57.1%) 21 (44.7%) 3 (33.3%) 7 (70%) 10 (52.6%)
- 6-10 years - 1 (3.6%) 1 (2.1%) - 1 (10%) 1 (5.3%)
- >10years 5 (26.3%) 7 (25%) 12 (25.5%) 3 (33.3%) 1 (10%) 4 (21.1%)
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Participant Site Age | Pre-stroke function Stroke Impairments LOS Discharge Number of | Patient and/ or
pseudonym severity (days) destination | family carer
meetings interviewed?
Adil Brownside <50 | Working, active, Moderate Global aphasia, cognitive 29-84 Home 2 -
independent, lives with impairment
wife/ young family
Ajay Summerfield | 51- | Working, active, Mild Left leg drift, facial droop, <7 Home 0 Patient
60 independent, lives with dysarthria, cognitive
family impairment (mild)
Albert Brownside 85 Retired, active, Moderate Left arm and leg weakness, 29-84 Home with | 2 Patient
independent, lives with dysarthria, left neglect POC
wife, carer for wife
Anne Summerfield | >80 | Retired, active, Severe Right arm and leg weakness, | 29-84 Nursing 0 Carer (Stacey)
sheltered global aphasia, hemianopia, care
accommodation ataxia
Bill Brownside 71- Retired, active, lives Severe Right arm and leg weakness, | >84 Home with | 2 -
80 with wife hemianopia, global aphasia, POC
dysphagia, dysarthria, low
mood, cognitive impairment
Bob Summerfield | >80 | Retired, active, lives Mild Confusion, left leg weakness | <7 Home 0 Patient
with family support
Brian Brownside 51- Working, active, Mild Left arm and leg weakness, >84 Home with | 2 -
60 independent, lives with | (evolving) dysarthria, visual POC
wife disturbance, decreased
insight, low mood, cognitive
impairment (mild)
David Summerfield | 71- Retired, independent, Mild Left arm and leg weakness, 8-28 Home with | O Patient
80 active, lives alone dysarthria, left hemianopia POC
Diana Brownside 51- | Working, active, Mild Visual difficulties, unsteady 8-28 Home with | 1 Patient
60 independent, lives with on feet POC
son
Ethel Summerfield | >80 | Retired, active, Severe Right arm and leg weakness, | 29-84 Nursing 1 Carer (Karen)
sheltered global aphasia, cognitive care
accommodation, impairment, ataxia
support from family

4 POC=package of care
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Frank Brownside 61- | Working, active, Moderate Right arm and leg weakness, | 8-28 Home -
70 independent, lives with dysarthria
wife
Janet Summerfield | 51- Working, active, Moderate Left arm and leg weakness 29-84 Home with Patient
60 independent, lives and inattention, dysarthria, POC
alone low mood
John Summerfield | 71- Retired, active, Mild Right arm weakness, <7 Home -
80 independent, lives unsteady on feet
alone
Lynn Brownside 61- | Retired, active, Mild Right arm weakness, <7 Home Patient
70 independent, lives with dysarthria
family
Marie Summerfield | 71- | Retired, active, Mild Right arm and leg weakness | 8-28 Home with Patient
80 supported living POC
Marion Brownside 61- Recently retired, active, | Severe Left arm and leg weakness, >84 Residential -
70 independent, lives dysarthria, dysphagia, visual care
alone disturbance, cognitive
impairment, low mood
Peter Summerfield | 61- | Working, active, Moderate Left arm and leg weakness, 29-84 Home with Patient/ patient
70 independent, lives with neglect, decreased insight, POC and carer
family cognitive impairment (mild), (Jean)
low mood
Ruth Summerfield | 61- Retired, active, Moderate Right arm and leg weakness, | 29-84 Home with Patient and
70 independent, lives with expressive aphasia, POC carer (Adam)
family cognitive impairment
Simon Brownside 71- | Retired, mobile with Moderate Right leg weakness, 8-28 Residential -
80 aid, admitted from dysarthria care
intermediate care
Vivienne Brownside 61- | Working part-time, Severe Right arm and leg weakness, | 29-84 Residential -
70 independent, lives right hemianopia, global care

alone

aphasia, dysphagia,
cognitive impairment
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3.5 Reflections on recruitment and data collection

3.5.1 Acceptance into the field

| was aware that how | presented myself could have an impact on participants’
behaviour. On arrival at the study sites, | introduced myself as a PhD student.
Although if questioned, | described my previous roles in research and as a junior MDT
member in rehabilitation settings, my approach was to not openly speak about my
background; | did not want professionals to feel | was judging their practice and thus
become guarded or change their behaviour. | wore plain clothes, and a name badge,
which identified me as a member of NHS staff. | felt this was important to give me
credence when recruiting participants, however it did mean that | was occasionally

mistaken for a junior doctor, who also did not wear uniforms.

My experiences of observation differed between sites. At Summerfield, the busy, acute
nature of the ward meant that | could remain relatively anonymous; | felt behaviour was
less affected by my presence. Conversely at Brownside, the close-knit nature of the
smaller team initially made me feel like an outsider. | was introduced to most staff by
the consultant; my association with him appeared to make others initially wary. As |
spent more time with them however, | felt they accepted me into their environment and

began to speak more openly.

Overall, the study was met with enthusiasm by professionals. They saw the subject
area as clinically relevant and challenging, and were keen to discuss their experiences.
Therapy and medical staff appeared very comfortable being observed during therapy
sessions; they had become accustomed to having another person present through their
training and supervision practices. My previous experiences of working in rehabilitation
settings (both clinically and as a researcher) meant that | was au fait with their
language and able to engage in discussions about clinical problems, which helped to
develop relationships and rapport, and lessened my status as an outsider. | noticed
however that nurses appeared less comfortable and frequently (and appropriately)
guestioned me around the aims of the study and specifics of what | was recording. The
large nursing team and use of agency staff made this more common at Summerfield; |
therefore arranged to visit nursing handovers to discuss the study and for staff to
become more familiar with my presence. However, | was still unable to recruit a nurse
to interview. At Brownside, the relatively small team of ward-based nursing staff

facilitated greater opportunities to build rapport. Additionally, | was somewhat able to
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capitalise on my personal characteristics; by this stage, | was noticeably pregnant and
found this a useful ‘ice-breaker’ in getting to know the (predominantly female) nursing
staff. This development of rapport meant that more nurses engaged with the study at

this site, resulting in a nurse agreeing to be interviewed.

3.5.2 Practical challenges

Although the study recruited to target, the number of eligible patients at Summerfield
was fewer than anticipated and there were additional challenges. These included: 1)
the number of patients admitted to the ward with a diagnosis other than stroke, limiting
those eligible; 2) the number of patients for whom stroke was suspected but not yet
confirmed, delaying approach; 3) the high ward turnover, which meant patients were
sometimes discharged before consent could be taken (and limiting the potential
opportunities to observe their care); and 4) the limited visiting hours, which meant |
struggled to approach patients alongside a relative to discuss the study (my preferred
approach, to both facilitate carer recruitment, and support capacity assessment).
These challenges led to recruitment being extended over a longer period than had
been intended (four months rather than six weeks), to ensure that the intended number
of patients (n=10) were recruited. Similar issues were not encountered at Brownside,
where turnover was slower, visiting times were unrestricted, and all ward-based

patients had a confirmed diagnosis of stroke.

My observations of the care of recruited patients primarily focused around their therapy
sessions and family meetings. Whilst these were planned in some way at both sites,
the systems were different and the extent to which it was possible for staff to adhere to
these plans in a busy clinical environment was variable. The weekly timetabling
system at Summerfield meant that | could plan some of my time in advance to coincide
with these sessions. At Brownside, daily planning meant | was reliant on conversations
with individual therapists to learn when recruited patients were due to have therapy,
and to ensure that the staff attending had consented to study participation. However,
the necessary flexibility employed by professionals, sometimes making last-minute
changes to the timetable following, e.g., a lack of room availability or being unable to
access a patient due to medical investigations, meant that at times, | observed fewer
sessions that | had hoped. Family meetings were usually planned in advance at both
sites, however there were still occasions where impromptu meetings took place, or last-
minute changes were made, which rendered me unable to observe them; this could

feel frustrating.
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Although | was aware that Brownside had a longer length of stay than Summerfield
before attending the site, | had perhaps naively not anticipated the potential challenges
for completing data collection, which resulted in some patient participants not being
discharged quickly enough for me to interview them within the planned timeframe. In
other circumstances, extending the study to permit completion of these interviews
might have been feasible, however my impending maternity leave limited this option.
Although | received permissions to continue the study following the start of my leave,
these interviews were due to take place in 2020 and concerns about the beginning of
the COVID-19 pandemic caused me to rethink my plans. | considered using telephone
interviews, however given the sensitive nature of the topic, | felt this would be
inappropriate. | was disappointed that the reported experiences of these patients
would not contribute to my analysis, however fieldnote data from informal
conversations with them during their in-patient stays about their views did inform my
analysis. While they may have been more reticent to give their true opinions in the
hospital environment and their perceptions may have changed following time to reflect
on their experiences, this provided a concurrent indication of their views. Additionally |
was able to review the clinical records of these patients, which contributed to my final
analysis.

At the time of their interviews, patient participants had been discharged from hospital
for a month or more, and for those with more severe stroke, the reality of potentially
living with residual disability had begun to set in. For these participants in particular,
discussion of recovery could invoke an emotional response; particularly where theirs
had not been as complete or as fast as they had hoped. Due to the sensitive nature of
the topic, | took steps to attempt to limit emotional distress during interviews.
Participants (stroke survivors and carers) were advised that participation in the
interview was voluntary, that it wasn’t unusual to become upset when discussing their
experiences, and that they could stop the interview at any time or refuse to answer any
guestions they did not wish to. | had previously interviewed stroke survivors and carers
around this time-point, and was aware that such emotional reactions were not
uncommon, and felt comfortable and prepared to offer support. In additional to
reiterating the advice above and providing reassurance, | was able to use previously
acquired skills in active listening, e.g., paraphrasing and using non-verbal cues to
demonstrate understanding. In some cases (depending on my interpretation of the
reason for the participant’s distress), | also limited my questioning about their hospital-
based experiences; instead | made efforts to emphasise the progress they had made
and their continuing recovery journey. This strategy felt appropriate given the voluntary

nature of the research, however | was aware that this could reduce the richness of the
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data collected in this small number of cases. Following the interview, | engaged in
‘debriefing’, including asking the participant if they required further support with their

mood, and if so, signposting them to local clinical or third sector services.

3.5.3 Personal biases

Throughout data collection and analysis, | attempted to remain aware of my personal
biases and assumptions. Based on my literature review, | was aware of the potential
challenges in providing and receiving information about recovery, which at times
directed my observations and questioning. My previous experiences of observing
interactions about recovery on other stroke units, which had sparked my interest in the
topic, were also somewhat negative. | thus attempted to remain open-minded about
the practice | might observe, reflecting on my assumptions and consciously considering
similarities and differences between these experiences and my current observations. |
was able to challenge some of these assumptions through informal conversations with
professionals, e.g., through exploring their views to develop understanding about the
types of information available to them and their decision-making about what they

shared with patients and carers, and why.
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Chapter 4 Findings: What influences provision and receipt of

information about recovery on stroke units?

4.1 Background

This is the first of a series of chapters in which findings from my qualitative study will be
discussed, relating to the following objectives:
e To develop an understanding of how, when, and why information about
recovery is provided to patients and carers in the in-patient stroke unit setting;
e To explore the barriers and facilitators to providing and receiving information

about recovery.

In this chapter, | will draw on observational, interview, and documentary data, including
the perspectives of professionals, patients, and carers, in an attempt to develop an in-
depth understanding of the factors influencing how, when, and why information about
recovery is provided by stroke unit professionals to patients and their families. | will
argue that a range of challenges relating to the hospital and stroke unit environment,
multidisciplinary team (MDT) working, the uncertainties of stroke recovery and
individual differences in patients’ and carers’ abilities and needs impact the

consistency, delivery, and quality of information provided about recovery.

Through data collection, it became clear that conversations about recovery fell into
three main areas:
o Discussions about the progress made or goals achieved since the stroke, i.e.,
recovery to date;
e General information about post-stroke recovery, including the process and
timing;
e Tailored predictions about the extent or timing of recovery an individual patient
might expect to make.
Although the aim of this study was focused around the latter two types of information
provision; conversations relating to the former, which were much more commonly

observed, are also discussed.

4.2 Analysis

Four main themes, and eight subthemes were constructed (see Figure 4.1).
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4.2.1 Communicating the uncertainty of post-stroke recovery can be challenging
for professionals and result in confusion and frustration for patients and

families

The context of an uncertain stroke trajectory meant that predicting recovery, and
sharing these predictions with patients and families presented challenges for
professionals. This uncertainty made definitive individual predictions challenging to
make, and where such predictions were shared with patients and families, they were
presented as uncertain possibilities. Despite this uncertainty, all professionals believed
that the degree of recovery could be maximised through rehabilitation, and
communicated the importance of engagement and effort in therapy to patients and
families. However, they struggled with the challenge of motivating their patients to
continue participating in therapy whilst managing their expectations that this
participation may not lead to a complete or quick recovery. In an effort to protect
patients’ and families’ hope (and thus engagement), they frequently focused
information provision on generic and vague statements, e.g., about the long-term
nature of post-stroke recovery. Where more specific predictions about individual
recovery were not provided alongside this, this lack of clarity left some patients and
families feeling frustrated and disappointed when their efforts did not result in the

recovery they anticipated.

4.2.1.1 Predictions as uncertain possibilities

A common mantra, heard in both sites (but also in stroke units more generally) was
that ‘every stroke is different.” Professionals discussed how stroke could vary in its
aetiology (ischaemic or haemorrhagic), could occur in different locations of the brain,
and could cause lesions varying in their sizes and effects. Stroke survivors also varied
in their pre-morbid characteristics and the way in which they initially responded
following the stroke; this resulted in a wide range of interacting factors that could
impact a single individual’s recovery. Collecting information about these factors, and
predicting how they might interact to provide patient-specific information was required
before it could be provided to patients and families.

“I think everyone is so different and yeah, everyone just does so differently,

even somebody who’s had exactly the same stroke, they might be the

same age, their recovery will be so different, | think it depends on so many
factors.” Junior Occupational Therapist (OT), Summerfield

Although professionals varied in the degree to which they believed post-stroke

recovery could be predicted, all generally agreed on the factors that they considered
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when formulating opinions about the potential extent and timing of individual recovery.
Initially medical factors, such as the size, type and location of the stroke informed
predictions about the types of impairments and deficits that would result. History-taking
and early clinical assessments then determined premorbid levels of function and co-
morbidities (e.g., pre-existing dementia or decreased mobility) and revealed the extent
(severity and pattern) of the patient’s initial deficits respectively, which could influence
both how they might respond to therapy and the types of goals that might be
achievable. Predictions were adapted following assessment of early spontaneous
recovery, and response to treatment or other medical events, e.g., further bleeding in
the brain. Most therapists thus described how they often became more certain of, or
confident in, their predictions over time. They therefore delayed providing personalised
information about the potential timing and extent of recovery with patients and families,
typically waiting around two weeks into the patient’s admission. This may have
contributed to the differences in provision of information between sites; at Summerfield,
the shorter length of stay likely resulted in fewer opportunities for conversations at
times when professionals felt sufficiently confident in their predictions to share them.
“As you go further along you can [..] become a little bit more certain, you

never are 100% but a little bit more certain about the level of recovery you
think they’re going to make.” Experienced Physiotherapist (PT), Brownside

Professionals were quick to point out that, although they used these factors as
indicators of the likely timing and extent of recovery, the uncertain trajectory meant
there would always be patients with negative indicators, who recovered better than
they first anticipated, and vice versa. In their interviews, professionals discussed the
importance of sharing this uncertainty with patients and their families, wishing to avoid
providing inaccurate predictions (such concerns are further described in 5.2.3.1).
Whilst believing that patients and families would want a ‘definite answer’ (experienced
PT, Summerfield) about their recovery prospects, many described that admitting this
wasn’t possible (particularly at the beginning of rehabilitation) represented a more
‘honest’ approach (senior OT, Brownside).

“You always have to temper it with that uncertainty.” Stroke consultant,
Summerfield

Professionals conveyed this uncertainty both directly and more subtly within the
language they used when discussing recovery with patients and families. During
therapy sessions at both sites, it was rare to hear individualised predictions about
recovery; the few observed were provided through relatively subtle ‘hints’ or mitigated

with conditional language such as ‘likely’, ‘might’ or ‘we think’. Although explicit
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conversations about individual recovery were more frequently observed during the
consultants’ ward rounds at Summerfield, and during family meetings at both sites,
attempts were made to emphasise that these predictions were not absolute.
“The PT said that when she was home, they could sort out some equipment
for her to make it easier to have a bath [..]. This appeared a hint that she
thought Janet would still have some level of disability when she went home,

though she wasn't explicit about this and Janet didn't ask.” Fieldnotes from
Summerfield therapy session (Janet), 18.06.19

“The Speech & Language Therapist (SLT) told Adil that he was likely to
have some continued problems with his speech upon discharge and that it
might take months for this to get better.” Fieldnotes, family meeting (Adil),
Brownside, 10.09.19

Some professionals felt presenting uncertainty could provide hope for patients and
families; they reported conveying the message that they would “never say never”
(experienced OT, Brownside) in relation to a patient recovering function or achieving
their goals. This uncertainty was accepted by patients and carers, and supported by
their own experiences and observations of others around them (further discussed in
6.2.1.2).

4.2.1.2 Rehabilitation requires effort, but effort doesn’t always bring about a full
recovery

In the absence of early individual predictions about recovery, professionals typically
provided generic information, e.g., that recovery was uncertain, and required time, rest,
and effort. As such, the idea that engagement with therapy was important to achieve
post-stroke recovery was prominent in communication between professionals, patients,
and families. It featured in the written information provided to some patients at
Summerfield, and underpinned much of the dialogue between professionals, patients,
and families across sites. This included hints that increased engagement and
motivation could result in better or faster recovery, although this was infrequently
directly articulated.

“Medications prescribed by the medical team help to reduce the risk of

further strokes but there are no medications to assist in the stroke recovery.

Recovery is gained through participation in therapy- including

physiotherapy, occupational therapy and speech/language therapy.”
Documentary evidence, Summerfield Rehabilitation File

“I think it’s important to give general information, in terms of what the
process is, the fact that recovery has to be active, we can’t do it to them [..]
to make sure they’re aware that neuroplasticity only takes place if it’s an
active process and they’re engaged in the therapy, and to educate them on
what therapy entails.” Senior PT, Summerfield
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During therapy sessions (in which patients were required to effortfully participate),
therapists’ communication reinforced this message, praising patients’ efforts and
highlighting progress towards their short-term goals, often through comparing their
current performance with their previous performance on specific tasks. This likely
indicated to the patient that recovery was occurring as a result of their efforts and
encouraged them it would continue if their endeavours were maintained.

“The OT said that last time they had been in the kitchen to make a hot

drink, Marie hadn’t been able to stand but now she was.” Fieldnotes from
Summerfield therapy session (Marie), 08.04.19

“The OT told Bill not to forget his right side, particularly when he was
washing. She said he was much better at that now than when she had first
seen him.” Fieldnotes from Brownside therapy session (Bill), 02.09.19

Professionals’ emphasis on the importance of therapy in achieving functional recovery
likely motivated patients to continue to apply themselves, with the expectation that such
efforts would result in recovery (patients’ views are reported in 6.2.2.1). Aware of the
possibility that patients and carers could therefore assume a full recovery was
anticipated, professionals simultaneously sought to manage their expectations about
the likely timing and extent of recovery. This was felt essential to prevent the
maintenance of false hope, where beliefs that the patient would be returned to their
pre-stroke state were upheld, even where they were experiencing significant functional
disability. Where false hope was maintained and the expected recovery was not
achieved, professionals worried that the patient and family would experience negative
psychological effects, including disappointment, sadness, and distress. However they
simultaneously feared that information about recovery outlook, particularly where it was
negative, could impact patients’ motivation, potentially causing them to disengage with
therapy and further lessening their chances of achieving the best outcomes. As a
result, their attempts to manage expectations primarily relied on provision of generic
prognostic information, including description of the long-term and uncertain nature of
stroke recovery. They encouraged patients and families to focus on short-term goals,
discouraging looking to the future. This information was however often vague and
lacking in detail, e.g., about exactly how ‘long-term’ the process would be, and the
mechanisms through which improvements occurred.

“I think we need to, people need to stay motivated and as positive as they

can be, but | wouldn't ever want people to have unrealistic expectations as
well.” Experienced OT, Brownside

“Peter appeared tearful and the PT said that recovery from a stroke was a
‘hard slog.” She described that compared with a few weeks ago, he was
doing much better, as he previously hadn’t had sitting balance and now his
sitting balance and strength were, ‘so much better.” [..] She said that he
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was ‘working so hard towards what he was going to be able to do’. The OT
reiterated that he was ‘getting there’.” Fieldnotes, therapy session (Peter),
Summerfield, 21.03.19

Perhaps as a result of therapists’ concerns (particularly in relation to demotivation),
provision of individualised recovery predictions was rarely observed during therapy
sessions; information focused on progress to date, alongside some general
information. However, in family meetings (particularly at Brownside), professionals’
attempts to convey the potential realities of recovery after stroke were more evident,
and where the outlook was negative, they sought to bring patients and families to the
realisation that the recovery they achieved might not be the one they hoped for. Such
information included their likelihood of recovering specific functions, e.g., walking, and
their potential levels of functioning at specific time-points (e.g., at discharge or in six
months’ time). Despite professionals’ described concerns, in these cases (whether the
outlook was positive or negative), there generally appeared little impact on patients’
subsequent therapeutic engagement. However, clear strategies were used to deliver
this information, including promoting focus on short-term, achievable goals and
highlighting functions amenable to change through rehabilitation, which allowed
patients and families to maintain hope.

"l think it’s just reiterating and trying to almost say, ‘well why don’t we try

and get you as good as we can’, and almost trying to look at the benefits a

bit and focus on the stuff they can do and, rather than focus on the stuff

what they might not be able to do." Experienced Physiotherapist,
Summerfield

“The consultant looked at Marion and described how recovery from stroke
was a long-term process; he summarised her prospects for recovery,
stating that even in six months’ time, she probably wouldn’t have made a
full recovery. He stressed that they would work with her to give her the
‘maximum possibility’ of recovery.” Fieldnotes from family meeting
(Marion), Brownside, 03.09.19

Where individualised predictions weren’t provided, patients’ and carers’ understanding
of post-stroke recovery focused on time, the provision of therapy, and the effort they
expended. Some of those who had not achieved their expected recovery (and their
carers) felt disappointed and frustrated, believing that they had not received enough
therapy in hospital and/ or tried hard enough. They continued to believe that further
recovery would transpire with continued therapy, and the effort they applied. These
views and their impact are further described in 6.2.2.
“I think [recovery] might’ve been a little bit quicker with having the support

from the nurses and the physios to make it a bit more faster.” Janet,
patient, Summerfield
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4.2.2 A co-ordinated MDT approach improves the frequency and consistency of

information provided

At both units, rehabilitation was delivered by a MDT of doctors, nurses, and therapists.
Involvement of numerous professionals within the care of individual patients was both
beneficial to, and created challenges for, provision of information about recovery. The
team’s agreed approach to information provision, including shared plans for how and
when recovery should be discussed, impacted whether, when, and how information
was delivered. Additionally, whilst members of each discipline brought with them
expertise in both predicting recovery and conveying these predictions to patients and
families, the uncertainty of stroke recovery invited potential for differing opinions, and
thus potential inconsistencies in the messages provided to patients. The way that the
teams worked together to share these predictions and the task of discussing recovery

therefore impacted the consistency of the messages provided to patients and families.

4.2.2.1 Approaching recovery conversations as an organised team improves

provision

Although the uncertain trajectory and the need to maintain continued engagement with
rehabilitation were viewed as challenges for professionals across sites, each team
differed in their approach to communicating recovery information to patients and
families. The extent to which the team organised and proactively offered this

information resulted in varied experiences for patients and families.

At Brownside, the team adopted a shared and co-ordinated approach to the provision
of recovery information, led by the stroke consultant. This involved a structured
process, through which professionals worked together to understand and manage the
expectations of patients and families, invite and respond to their questions and
proactively deliver information in an attempt to meet their needs (primarily through
family meetings). An important feature of the approach was early and proactive
provision of information. The team aimed to meet with patients and families in the first
fortnight of admission to manage their expectations, to ensure that false hopes were
not formed and promote the beginning of adjustment to life with a potentially life-
changing disability. Professionals endeavoured to hold subsequent meetings every
two to three weeks, with procedures in place to ensure that they were organised,
including visible reminders in MDT meeting paperwork and on a whiteboard, and
designated responsibility for liaising with patients’ families to arrange a convenient
time. The team’s work was organised to facilitate this, with one afternoon per week

allocated to conducting family meetings. This structured process meant that patients
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and families knew when they could expect to receive information, and had regular
access to discussions with the whole team. Almost three quarters of patient
participants had met with their treating team at least once (most attended two

meetings); the remainder had length of stay of less than ten days.

In contrast, at Summerfield, each discipline worked independently to provide
information about recovery to their individual patients with limited co-ordination (except
OT and PT, who frequently undertook joint working). Leadership of the approach
across the MDT was relatively absent, although there appeared an implicit
understanding that the medical team would provide information about physical recovery
and would direct questions about functional recovery to therapists, and vice versa.

Although professionals at Summerfield reported that collaborative delivery of
information through family meetings was important and useful, the absence of
leadership and co-ordination meant that meetings were not routinely offered to all
patients. As a result, they were held infrequently and reactively, typically in response
to the need for decision-making, e.g., around medical care, termination of therapy or
discharge plans. Only three of the ten patient participants had experienced one, and
others were unaware of their availability. Delivery of recovery information by the MDT
was therefore relatively rare, and as a result, professionals described that this
information was most frequently delivered one-to-one, during therapy sessions or ward
rounds. Observations revealed this primarily constituted generic information about the
process of post-stroke recovery or information about progress to date, with a relative
absence of individually tailored predictions about likely future outcomes. Few
therapists described proactively discussing recovery with patients or their families, and
others reported more reactive approaches, e.g., waiting until the patient or family
approached them with questions. The lack of an organised approach meant that
information about recovery was not routinely provided and provision outside of family

meetings was somewhat “chaotic” (Stroke consultant, Summerfield).

Where family meetings were held, ownership of this process was lacking, and
organisation primarily occurred through informal conversation between professionals,
with dates communicated verbally or via electronic patient records. The relatively
haphazard way in which meetings were organised resulted in negative experiences for
some patients and families, who reported attending a pre-arranged meeting only to find

that the required professionals were not available.
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“This multidisciplinary meeting [..] should have been organised two or three
times and [..] we’d come in and it turns out it hadn’t been organised and the
doctor [..] or sister hadn’t been told or didn’t know it was happening, wasn’t
in the diary.” Stacey, carer, Summerfield

The aims of family meetings at both sites (proactive management of patient and family
expectations vs reactive response to problems) were reflected in the content of the
discussions. At Brownside, each therapist’s update usually included information about
the patient’s potential for recovery; at the patient’s first meeting, this frequently involved
the expression of uncertainty, with clearer predictions emerging throughout the course
of subsequent meetings. This aspect was typically absent from discussions at
Summerfield, with updates limited to current functioning and progress in therapy.
Occasionally, questions and comments from patients and families elicited further
information, including personalised predictions, but this frequently focused on the
impact of potential progress on discharge planning. As a result, Summerfield
professionals felt many patients did not receive enough information about recovery. In
addition, the organisation of meetings only in response to challenges led patients and
carers who had experienced one to report that the aims were unclear; those who were
not offered one perceived that professionals were not proactive enough in providing
information. Carers of the only patients who recalled family meetings at Summerfield
(Jean and Karen) described them as negative experiences, feeling that the aims were
to expedite discharge, rather than to discuss recovery or progress. For both, this was a
worrying prospect, as their relatives had significant disability and they felt unprepared
to cope.

“They probably needed to be a bit more clearer as to why that review was

happening, rather, ‘this isn't a review to chuck you out, this is a review of

his care’ [..] because | were in fear of that, when | went into the meeting,

that, how am | going to manage with him, being hoisted.” Jean, carer,
Summerfield

4.2.2.2 Team communication influences the consistency of information provided

In the context of team working, maintaining consistency in the prognostic messages
provided by different professionals could be challenging. Some professionals
described how there was potential for contradictory messages to be delivered to
patients and families, depending on the individual opinions of the professional providing
them. Differences in opinion could result from the uncertainty of post-stroke recovery,
and/ or the experience and skills of the professional making predictions. These
contradictions were felt to be confusing and a primary source of complaints. As such,

professionals were keen to avoid them by sharing information about their predictions
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and conversations they had had about recovery across the team, to maintain a
consistent message.
“You can have it where there’s someone who is less experienced in stroke
will come along and say, [..] ‘you’ll be fine, you know, you’ll be walking
within four weeks’, and it’s like, ‘well they’re hoisted and really dense upper

limb, they’ve got no sensory feedback at all in that side’ [..] different people
tell people different things.” Senior OT, Summerfield

“They do get inconsistent messages, [..] | think being in hospital sometimes
everything's still quite verbal handovers and then it becomes a bit Chinese
whispers. [..] | find if there's lots of people tend to be involved in something,
it gets more confusing.” Senior OT, Brownside

At Brownside, this took place through the daily board round and weekly MDT meetings,
which facilitated sharing of predictions about recovery and how these were
communicated to patients and families to manage their expectations. These issues
were seen as central to discharge planning and therefore discussed predominantly
during board rounds. There appeared a recognition that (1) the sharing of recovery
predictions could support effective collaborative decision-making (e.g., therapy goals
and discharge plans) across the team, and; (2) that managing patient and family
expectations about the extent of recovery in the in-patient setting could lead to a
smoother discharge, promoting acceptance and encouraging collaboration between
professionals, patients, and families. Discussing predictions as a team could promote
consistency in prognostic messaging, which was felt helpful in avoiding potential
complaints due to receipt of contradictory information. Discussions about how
information had been provided and received could inform decision-making and
planning of further communication.

“[The patient] was described as ‘heavy’ and a family meeting was to take

place tomorrow. The consultant asked for a long-term prognosis from an

OT/PT perspective. The ward sister said her cognition was fluctuating and

the PT described her as ‘heavy.” The consultant said it was ‘not a good

stroke.’ [..] The consultant said they needed to set realistic expectations
about her outcome.” Fieldnotes, Brownside board round, 02.09.19

“Normally we have a board meeting and [..] if we’ve had a bit of a difficult
conversation with a family member because they’re not necessarily
recognising what we’re recognising, say ‘heads up guys, | had a
conversation with so-and-so’s wife or daughter and they don’t really
understand what’s happened’, or ‘the patient’s told them this so they think
this, we need to sort things out really’.” Junior PT, Brownside

Conversely, at Summerfield, opportunities for sharing this information were more
limited. Board round and MDT meetings allowed for only brief discussion of each
patient, were medically-led and primarily structured around updates from each

discipline (current treatment and functioning), with a focus on discharge planning. As a
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result, predictions about recovery and how these had been received by patients/
families were only communicated when they significantly impacted discharge planning.
“There was very little in the way of discussion about what patients’ might
achieve, excepting one patient who was described as not engaging and the
consultant suggested that a nursing home might be suitable, and a second
patient who was not engaging and the consultant commented that ‘we’re
not going to get anywhere with him; we need to think about discharge

planning.” Discussion was focused on discharge plans.” Fieldnotes,
Summerfield board round, 12.03.19

Some discussion of these issues was however evident at the weekly therapy planning
meeting, at which more time was afforded for OTs and PTs to discuss the current
treatment, progress, and discharge plans of individual patients. The team leader (a
senior PT) facilitated problem-solving in cases where the treating therapists reported
difficulties, teasing out clinical reasoning and prompting them to make predictions
about recovery potential; this informed discharge planning. However, dissemination to
the wider team appeared rare, as did the sharing of such information with patients and
families.

“The next patient was described as having come into hospital from

residential care; it was ‘early days’. The junior OT said she thought it

looked like discharge would be to 24-hour care, as he was very

fatigued. The team leader asked what the family thought and the OT said

she didn't know. The team leader suggested a family meeting to discuss,

saying they might be looking at a nursing home placement.” Fieldnotes,
Summerfield therapy planning meeting, 10.04.19

Where opportunities for verbal information sharing between disciplines were limited,
professionals described how documenting predictions and conversations about
recovery in the patient’s electronic record could function to communicate with their
colleagues. Although most described they would document these instances, many
suspected that their colleagues would not do the same or provide the same level of
detail. Some felt that there was a tendency to document only objective details of care
and therapy provision, which precluded these conversations; this was generally
supported by documentary data. Some therapists also described potential fear of
documenting predictions, due to the uncertainty of the stroke trajectory and concerns
about the consequences if their predictions proved inaccurate. Such uncertainty could
be conveyed through wording or the use of standard phrases, but this limited the use of
records for communicating information between professionals, as information required
decoding before it could inform their clinical care.

“Your documentation needs to be accurate and [..] people worry about

where they stand legally if they say, ‘right, oh yeah, well by next week
you’re going to be back doing the London Marathon,” when actually they
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might be walking, but they’re going to have quite an impaired gait, they’re
not going to be back to running.” Senior OT, Summerfield

“I think it’s the way you word things as well, isn't it, like I'd never say that
this patient is never going to make any more progress’, I'd word it
differently to that because yeah, you have always got that thought.”
Experienced SLT, Brownside

Use of written documentation to communicate recovery predictions and delivered
information was also reliant on professionals reading each other’s notes. At
Brownside, professionals were frequently observed reading through patients’ records in
preparation for contact with them; this appeared less frequent at Summerfield. Nursing
staff in particular were generally perceived as less likely to read other professionals’
documentation, due to a lack of time and limited access to computers. Additionally,
social workers at both sites could not access the electronic system, which meant that
occasionally team members felt that they and the patient’s social worker were not
providing consistent messages about the patient’s potential for further recovery around
the time of discharge (specifically around informing decisions about how on-going care
needs might be met and the environmental adaptations required).

“The nurses necessarily don’t know what’s going on from a therapy point of

view, so we've heard patients in the past being given information that is

wrong from the nurses [..] Our little struggle at the minute is around kind of

communication from what happens in our team and discharge plans and

therapy plans, we document it all on [the electronic patient record] and it’s
making sure the nurses [..] read it.” Senior PT, Summerfield

“There’s one consultant who reads all of our notes to the letter so he knows
exactly what that person is working towards but others don’t and obviously
it’s difficult because doctors work at different times and so they’re not
always there and sometimes they’re like locum doctors and things so mixed
messages definitely happen.” Junior OT, Summerfield

Failures in communicating predictions (either verbally or through written
documentation) could have consequences for the consistency of information provided

to patients and families. One such example was documented at Summerfield:

“The junior doctor introduced the next patient, saying they had ‘no long-
term plan’ and that the patient was ‘unlikely to survive the admission’,
required critical care and that the family were aware of this. The OT said
her colleague had already ordered equipment to go in at home, which was
due to be delivered today. The discharge nurse started to make some calls
to try to halt this process, but it transpired that the equipment had already

been delivered. The team agreed there had been ‘crossed wires’.
Fieldnotes, Summerfield MDT meeting, 21.03.19

Other examples related to family meetings, where professionals felt it imperative that

the team communicated beforehand to ensure that consistent prognostic messages
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would be provided. Where this did not occur and colleagues subsequently

spontaneously delivered information that was in contradiction to their own views,

therapists felt discomfort and worried about confusion for patients and families.
“l find that incredibly frustrating [..]. Unless we get a few minutes with the
doctor before the review meeting we’re relying on the fact that the doctors
have read our notes and are on the same page, and there has been
situations where the doctors have given a different viewpoint to what we
were going to give [..]. So it’s either kind of trampling over what’s already
been said, or kind of going along and [..] that’s very difficult from a patient

and family perspective to hear two different views.” Senior PT,
Summerfield

Such a situation was observed at Brownside: The ward-based stroke consultant was
unavailable and a different consultant presided over Bill's family meeting, having not
discussed his case with the team. He began the meeting with positive and motivational
messages about recovery potential, which clashed somewhat with the later information
delivered by the treating therapists, who believed such potential was limited. This
situation likely contributed to later difficulties, when (despite professionals’ attempts to
manage their expectations), Bill's family attempted to delay his discharge, stating that
he had not made the recovery they expected and they were unable to manage his care
at home. This suggests that positive messages can resonate with patients and

families, and impact adjustment.

Further, the failure to communicate whether information about recovery had been
provided and plan who should provide it likely contributed to patients’ and carers’

perceptions of a lack of proactivity in information provision at Summerfield.

4.2.3 Patients’ and carers’ abilities and needs impact provision of recovery

information and their understanding of it

Their endeavours to provide patient-centred care impacted professionals’ clinical
reasoning about whether, when, and how to provide information about recovery to
individual patients and families. Judgements were informed by patients’ stroke-related
impairments, and patients’ and families’ emotional reactions to the acute event, which
could impact their understanding and retention of information. Professionals attempted
to adapt information, or limit provision to meet patients’ and families’ needs, however at
times competing demands, such as impending discharge, meant that they were
required to more directly impart understanding to enable patients and families to

engage in decision-making. Further, few directly asked patients and families about the
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information they desired, and a reliance on patients’ ability to question them may have

resulted in their information needs remaining unmet.

4.2.3.1 The ability to process, understand, retain and accept information

An important initial consideration described by professionals when making judgements
about providing recovery information to individual patients was whether they could
effectively attend to, process, understand, and retain the information. For patients,
cognitive changes, including a lack of insight, as well as communication difficulties,
could impact their ability to receive information. Informed by objective assessments
and their clinical observations, professionals made judgements about how much
information to provide and when, and how to deliver it to the patient and/ or their family.
These issues were reflected in some patients’ and carers’ comments; they accepted
that the stroke had resulted in cognitive changes, which made receiving information
more challenging.

“I think sometimes you just can’t deliver discussions around prognosis or

recovery to patients when they’ve got profound communication deficits, so
that’s really difficult.” Experienced SLT, Brownside

“I don’t think me head were right clever either, [..] it weren't taking it in.”
Marie, patient, Summerfield

In addition to stroke-related difficulties, the shock and distress patients and carers
experienced as a result of the overwhelming nature of the stroke diagnosis and its
impact on functioning could impact their ability to process and retain information; this
required careful consideration by professionals. Some patients and carers also
reported that their initial response to the shock of stroke meant that survival, rather
than information about functional recovery, was their immediate concern.
Professionals also recognised that family meetings had the potential to overwhelm
patients and carers, due to the number of people present as well as the amount of
information provided and its emational significance; this could impact retention
(patients’ views on these issues are further discussed in 6.2.3.3).

“It was such a shock to start with that I really didn’t think about anything, all

I was thinking about was getting back home.” Bob, patient, Summerfield

“Even when you speak to the family they’re in a stressed state because
their loved one is in hospital and so they can’t take it all in.” Senior PT,
Summerfield

“I think there’s some challenges to [family meetings] in the fact it's very
overwhelming and | don’t necessarily think that families take everybody’s
information from what they say because it’s quite a big thing coming into a
room and having a representation from each of the MDT speaking at them.”
Junior PT, Brownside
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In most cases, where professionals deemed a person unlikely to understand or retain
information about recovery, they considered how to adapt or individualise the
information to meet their needs. Strategies to do this included repeating information
over time, providing information to relatives rather than patients, or limiting the amount
of information provided or the number of people present so as not to overwhelm the
recipient. Some professionals described giving simple information to the patient about
what they were doing in therapy and their progress, rather than engaging them in more
complex discussions about what might happen in the future and conveying the
associated uncertainty. Despite acknowledgement of the potential benefits, provision
of written information was not a regular occurrence.

“So if somebody has got a significant cognitive impairment and can’t

understand what I'm saying, I'd keep any education or advice quite limited

and I'd maybe then discuss it with the family, next of kin, either on the
phone if appropriate or face-to-face.” Senior PT, Summerfield

“Cognition’s often affected after a stroke so people can’t take in a lot of
information. So you always have to back it up with discussion with relatives
and reiterating what you’ve told them on ward rounds.” Consultant,
Summerfield

Finally, denial was also considered as a barrier to families’ acceptance of information,
causing them to maintain hope for a full recovery, even in the face of contradictory
evidence and professionals’ attempts to manage expectations. This was sometimes
understood as part of the process of grieving for the lost abilities of the stroke survivor
and the ensuant life changes, and meant that professionals spent more time
explaining, and repeating, information about the effects of stroke, process of recovery
and potential outcomes, particularly where enhanced understanding was required to
facilitate shared decision-making.

“Their family were adamant they were going to be walking before they went

home. We said that’s probably not realistic and families are still, | think it’s

sort of a grieving for what the patient once was but they just, it’s really
difficult for them to take that information on board.” Junior PT, Brownside

4.2.3.2 Taking patients’ and families’ wishes into account

Alongside patients’ abilities, professionals also made judgements based on their
perceptions of how much the patient and family wanted to know about their recovery
outlook. While some assumed that patients and families both required and desired this
information, particularly to effectively engage in the discharge planning process, there
was a recognition that this did not apply to all, and as a result, they described careful

decision-making about how much information to provide.
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“Again it’s down to the patient what they’re wanting, because some people
don’t want any information at all [..] and some other people they want
everything, every little bit of information that they could possibly find.”
Senior OT, Summerfield

“There’s some people that just want to know hard and fast rules, facts,
figures about that patient. There’s some people who say, ‘I'm never going
to give up hope,’ and you have to be more careful around delivery and how
much you deliver to them.” Experienced SLT, Brownside

Some professionals discussed that their reasoning was informed by patients’ and
families’ responses to general conversations about stroke and recovery, including their
body language and eye contact. Others described how it was important to develop
relationships with patients and their families, to assess how much information they
might want, and how to deliver it. Unlike clinical judgements made about patients’
cognition, which could be supported by objective assessments, decisions based on
how much information a professional perceived the patient and family wanted about
recovery appeared more subjective.

“If it looks like they’re kind of not engaging, so looking for those social cues,

like if everybody’s avoiding eye contact with you, if everybody’s kind of

turned away from you, you know, it’s not the right time because they’re not
open to that kind of conversation.” Experienced SLT, Brownside

“I suppose some people, especially if they're like a proud person who was
doing X, y and z before and then this has happened, they almost want to
like be ignorant to it and be happily oblivious to the fact that they might
actually not get to a certain level.” Experienced PT, Summerfield

The extent to which patients and relatives asked questions was also an important
consideration in professionals’ clinical reasoning about how much information to
provide, giving an indicator that was potentially easier to interpret. Professionals’
reliance on waiting for questions at Summerfield however likely contributed to patients’
and carers’ perceptions that recovery information was not proactively provided.

“It often starts with the relatives, they ask a lot of questions and I think it just

opens up a conversation that you can then gauge these patients. They

want a lot of information, they’re really anxious or they really want to step

back from this, they can’t handle a lot and you can gauge it like that.”
Experienced SLT, Brownside

Given the potentially subjective nature of making judgements based on their
perceptions of how much information about recovery they believed a patient or family
might want, interviewees were questioned about whether they might directly ask them:
Only three of the 19 interviewed said that they would (Brownside senior OT and

consultant; Summerfield junior PT). In most cases, this question was met with
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surprise, but on reflection, professionals felt this was important. One SLT at Brownside
felt that patients and families might find it challenging to answer this question, due to
difficulties in quantification. This may reflect an awareness that patients and their
families are unsure of the amount or type of information that could be provided, and are
therefore dependent on the guidance of professionals.

“l don’t know if | ever have, or if [pause], that’s a very good question, I like

that.” Experienced SLT, Brownside

“l think it needs to be guided by what people would want to know, I think
sometimes my personal approach is that you ask them how much do you
want to know, how detailed. [..] what do you feel is important for rehab may
not be what the family wants to know.” Consultant, Brownside

A minority of professionals (a consultant and experienced OT at Summerfield and an
experienced OT at Brownside) discussed how they would not proactively provide
information about the recovery of specific functions, unless a patient or relative directly
asked these questions. However, this reactive approach relies on patients and families
being able to ask these questions, i.e., having the required communication and
cognitive abilities, the opportunity to approach professionals, and the confidence to do
so. An experienced OT at Summerfield, who used this approach admitted that
guestions were not always forthcoming. In general, therapists described how they
would offer the opportunity to ask questions at the end of a therapy session, with the
expectation that concerns would be raised then.

“Consultant: | think you do tend to avoid it unless they ask specifically.

So you wouldn’t say, “I don't think you’re going to walk

again,” unless they ask that question specifically. | don't
think you would.

Interviewer: Why?

Consultant: Well, | think if it’s important to the patient, | suppose it's
almost like you’re saying ‘would | be able to get back to
playing squash again’ or ‘would | be able to go on holiday
again’. If they didn’t ask those questions, you wouldn’t
necessarily answer it for them.” Consultant, Summerfield

“So if your patient, on day one is asking you lots of questions about
returning to work, and you're saying, "Actually it's really unrealistic at this
point, to think about work. We need to be focusing on this, this and this",
and then we might review where we're at and then look at work. But then
actually some patients don't ask those questions, so | wouldn't routinely go
up to them, and go, "Oh, talking about work, actually, you're not going to be
going back for at least six months".” Experienced OT, Brownside

From a patient and carer perspective, all but one of those interviewed described that
they wanted information about recovery outlook, describing this information as

important for them to plan and make decisions. The exception was Marie, who
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described preferring to maintain hope for her recovery, which she did not want to be
dashed through negative information. None reported being asked how much
information they wished to receive.
“I want to know what there is but | don’t want to know too much if you know
what | mean, because it’s no good telling you something if you, | mean I've

still got hope for me leg so, you know, so I’'m going to keep hoping and
trying.” Marie, patient, Summerfield

4.2.4 The stroke unit environment is not conducive to sensitive conversations

about recovery

The focus of this study was the hospital-based stroke unit, as the starting point of a
patient’s post-stroke journey when conversations about recovery begin. Professionals
were required to work within a context of factors largely outside of their control,
including hospital-based routines, such as staff working hours and visiting times, which
could limit access to patients’ families; and the physical environment of the stroke unit,
which was frequently inconducive to the routine provision of sensitive and confidential

information.

4.2.4.1 Hospital-based routines can limit opportunities for, and quality of,

dialogue with carers

Professionals described how they endeavoured to discuss recovery with patients and
families when they had contact with them. The opportunities for such interactions were
however limited by hospital-based routines, particularly at Summerfield. The stroke
unit at Brownside employed an open visiting policy, which meant that patients’ families
were able to visit at any time, facilitating their engagement in the rehabilitation process.
As a result, patients’ families were frequently observed on the ward and therefore able
to opportunistically approach professionals, attend when patients were invited to
therapy sessions, and observe ward rounds. They were therefore privy to information
provided to patients about their progress and recovery. Daytime visiting at
Summerfield however was restricted to a two-hour period in the afternoon; as a result,
relatives were unable to be present during ward rounds, which took place in the
morning, and had fewer opportunities to approach professionals and join therapy
sessions. They were therefore reliant on direct invitations from the treating therapist to
arrange sessions, and on the patient to relay information provided by professionals in
their absence. Due to the potential for cognitive and communication problems after

stroke, this was not always possible.
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“At visiting time, | went back to see a patient and his family to whom | had
provided information about the study the day before. The patient’s son
(who I had not previously met) responded that they didn’t know if the
patient had suffered a stroke, as they had first been told he had a [urinary
tract infection] but they hadn’t yet spoken to a doctor and were waiting to do
so. Having observed this morning’s ward round, | was aware that the
doctor had given the patient information about his stroke, however his
cognitive impairment meant that he was unlikely to have retained this
information to pass on to his family.” Fieldnote, Summerfield, 01.04.19

“When a stroke victim's had a brain injury, he can't always relay what a
doctor's said. So, really, it might have been an idea to have more
consultations with us present.” Jean, carer, Summerfield

Opportunities for families to receive information about recovery from professionals
were also limited by their working hours. Whilst visiting at Summerfield was also
permitted for an hour in the evenings, most members of the MDT had left the ward by
this time. Therapists typically worked weekdays from 8.30-16.30, with no rehabilitation
provided at weekends at either site. As such, family members who visited only in the
evenings and weekends, e.g., those who also worked standard hours, had little
opportunity to discuss their relatives’ recovery, except with nursing staff, and attended
only when invited to pre-arranged therapy sessions or formal meetings. Particular
challenges arose for SLTs at Summerfield, whose working patterns enabled their
presence on the stroke unit only in the mornings (due to holding caseloads across the
hospital for the rest of the day), thus restricting access to patients’ families.

“l suppose it’s kind of a reflection of how the speech and language

therapy team work on the stroke ward is we don'’t often see families

because we tend to be up there for like the morning and then it’s just the

way that our caseload goes is that we tend to do our other wards in an
afternoon, so we’re not there for visiting.” Experienced SLT, Summerfield

The relative absence of opportunities for professionals and families to directly converse
about recovery had an impact on both those providing and receiving information.
Therapists in particular described the importance of building rapport with patients and
families, which they felt was important in determining how much information about
recovery to provide, and also in preparing families for more formal family meetings,
particularly where a patient was progressing slowly. Where opportunities were lacking,
therapists at Summerfield admitted that patients’ families were not provided with the
information about recovery that they needed.

“Sometimes if you can’t meet the patient’s relatives before or you can’t see
them before, [giving bad news] does come as quite a shock and I'd like to
think as a team we manage that quite well but it’s still very challenging.”
Junior PT, Brownside
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“If I don’t have contact with them, then | probably don'’t give them an
update, as much as | probably should. | think just from the time point of
view you don’t have time to ring.” Experienced SLT, Summerfield

For carers, particularly at Summerfield, the impact of these organisational factors was
that their day-to-day interactions with professionals were limited in duration and to
nursing staff, who were most readily available. Some carers described that nurses
provided little information about recovery, often simply reading from the patient’s
electronic records or agreeing to pass on a message to an MDT colleague, which often
did not prove fruitful. They spoke about their struggles to access the most appropriate
person from whom to gain information about their relative’s recovery and were
frustrated about the lack of available opportunities to discuss it.

“A lot of them are healthcare assistants and they don't know, and by the

time a message gets to that person, and a message gets to that person,

and a message gets to that, it gets lost. And it's quite frustrating, is that.”
Jean, carer, Summerfield

“I did, one day | didn't get upset about it or angry, I just thought, right they're
busy, | wanted to talk to one of the nurses or one of the doctors about
Mother's progress at the time, and they never got back to me. And | says,
"Well, you know, visiting time's over, | have got to go", you know what |
mean?” Adam, carer, Summerfield

Therapists described how a re-organisation of their working hours, to cover evenings
and weekends, would facilitate provision of information about recovery. However,
organisation of working hours was deemed to be outside of their control, and whilst
feeling that such an extension would be beneficial for their patients, a minority

expressed that they would be reluctant to participate if these changes were made.

4.2.4.2 The right environment to talk about recovery?

The observed stroke units were situated in busy NHS hospitals. Although both
provided rehabilitation, neither appeared specifically built for this purpose, and
Summerfield appeared primarily focused on acute care. Professionals at both sites
spoke about the stroke unit as a finite space, describing how increasing demand for
beds outstripped capacity, such that therapy rooms were being re-purposed and not
replaced. As a result, they discussed how their physical environment presented a
barrier in providing information about recovery to patients and their families. Outside of
formal family meetings, which were held in confidential spaces, quiet and private areas
to discuss recovery were limited. Where conversations during therapy sessions

occurred, this was typically at the bedside (usually within an open bay area with privacy
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afforded only by curtains) or within an open gym space (where multiple patients were
frequently treated simultaneously, again separated only by curtains). Therapy
kitchens, meeting rooms, and day rooms (Brownside only) provided opportunities for
more privacy to discuss recovery, however they were few, and there was frequently
competition to gain access. The absence of such areas occasionally resulted in
information about recovery being provided in suboptimal environments and may have
contributed to the relative absence of recovery predictions provided during therapy

sessions.

Providing information about the potential for future recovery in a quiet and private
space was deemed important by professionals for three reasons. Firstly, they
acknowledged that the nature of the information they were delivering was of great
importance to the patient and family and potentially life-changing; as such it could
provoke an emotional response, particularly when they were delivering bad news. The
continued availability of private space after bad news delivery, providing an opportunity
for recipients to digest the information, was also seen as important.

“l think it's really a shame that we don't have anywhere for people to go

[when receiving bad news], especially when people are very upset. Like

you will see [..] whole families that are just stood out in the corridor crying

and everyone else is just walking past going about their day, and it's just

really uncomfortable [..] and | think it must be hard to be so upset just on
the corridor for everyone to see.” Junior SLT, Brownside

Secondly, the information they were delivering was deemed confidential, and as such,
it was inappropriate to provide it where there was potential for them to be overheard,
e.g., in open bay areas. One PT believed this could also inhibit questions from patients
and families.

“Sometimes you’re mindful that you’re in the middle of a bay and you really

don’t want to deliver information around prognosis or recovery to them
when there’s ears everywhere, listening in.” Experienced SLT, Brownside

Thirdly, professionals described how a noisy environment with distractions, caused by,
e.g., the radio/ television or other conversations in bay areas and open gyms, could
further impact on patients’ and families’ ability to process the information they were
providing.

“If you’re on the ward there’s too much going on and | don’t think they’ll

take in what’s happening anyway, what you’re saying because there’s so
much other noise.” Experienced OT, Summerfield

It is perhaps noteworthy that patients and carers did not offer the physical environment

of the stroke unit as a barrier to receiving information about recovery (though they were
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not specifically asked about it). This could be due to an acceptance of the limitations of
the hospital environment, or the fact that information was most often provided in the
guiet and private environment of the family meetings and so, although concerns about

privacy and noise levels bothered professionals, this issue did not arise for them.

4.3 Discussion

4.3.1 Summary of main findings

This research has identified the factors influencing how, when, and why information
about recovery is provided to patients and carers on stroke units, including those which

facilitate and limit provision.

The uncertainty of the stroke trajectory can make prognostication challenging for
professionals, which may limit the amount of information about recovery provided to
patients and carers, particularly early after stroke. These challenges, alongside
professionals’ desire to promote therapeutic engagement and maintain patients’
motivation, contribute to the delivery of information in the form of generic and
ambiguous statements about the long-term nature of recovery and requirement for
therapeutic effort. Such a focus can result in patients’ and carers’ beliefs that a full
recovery is to be expected should they work hard enough, which can lead to
disappointment and self-blame where this is not achieved. More specific tailored
predictions are provided in the context of formal meetings between patients, carers,
and professionals, however their organisation can prove challenging and where they
are not offered, patients and carers may not receive the information they require and

perceive professionals to lack proactivity.

The assessment of individual differences in patients’ and carers’ abilities can also
present challenges for professionals, requiring enhanced clinical reasoning to make
decisions about when, whether, and how information is provided. The ability to receive
information can be affected by stroke-related impairments, e.g., in cognition and
communication, and the shock of the diagnosis, and requires careful consideration for
information delivery. These findings reveal that patients and carers are rarely asked

about their information needs, which could result in them remaining unmet.

Finally, this study has demonstrated how the multidisciplinary nature of stroke care
requires team collaboration to formulate and share information about recovery with

patients and families. However, the physical environment of the stroke unit, specifically
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the relative absence of quiet and private spaces can prohibit information sharing about
this sensitive subject, particularly during day-to-day practice. Hospital routines,
including professionals’ working hours and visiting times can reduce the opportunities
for dialogue between professionals and carers, rendering them reliant on reports from
stroke survivors for information, which can be distorted due to cognitive and

communication difficulties.

These findings will be put into the context of, and compared with, existing research in
the main discussion chapter (Chapter 10), where their implications for clinical practice

will also be discussed.

4.3.2 Strengths and limitations

A strength of this study is the triangulation of professionals’, patients’, and carers’
experiences of providing and receiving information about recovery, which have not
previously been contemporaneously explored in in-patient stroke care using
observation, interview, and documentary methods. The exploration of the problem
from different perspectives and particularly the use of observation has facilitated the
development of rich, in-depth understanding and highlighted aspects of practice of
which participants may have been unaware. For example, it was evident from their
interviews that professionals spent much time considering provision of recovery
information to patients and carers, however this translated into their actions in only a
limited way. These concerns would not have been evident without the use of interview
methods, whilst, without the use of concurrent observations, the impact on
professionals’ practice would not have been identified. Additionally, analysis of
documentary evidence facilitated exploration of the extent to which written information
was provided to patients and families, and the value placed on recording provision of

information in their patients’ records.

The study of only two stroke unit contexts could be considered a weakness. However,
the use of purposive sampling enabled the selection of sites, which differed significantly
in their approach to provision of recovery information. These sites were felt generally
representative of UK-based stroke units providing rehabilitation, and the professional
participants generally reflected those making up a typical stroke unit MDT. The
relatively smaller numbers of participating nurses is however a limitation, and the day-
to-day interactions between nurses and patients, e.g., during personal care, may have

been missed, due to the focus of observations on therapy sessions and family
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meetings. As such, it is difficult to draw firm conclusions about nurses’ roles in

providing recovery information and the challenges they face.
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Chapter 5 Findings: How do professionals experience
providing information about recovery after stroke and what do

they perceive as the key challenges?

5.1 Background

In Chapter 4, | argued that provision and receipt of information about post-stroke
recovery is complex, and impacted by a range of factors, which could affect the amount
and timing of information provided to patients and families. In this chapter, | will pay
specific attention to the experiences and views of professionals involved in providing
information about recovery to patients and their families, to address the following
objective:

e To develop an understanding of the perspectives of healthcare professionals,
including their perceived ability to make predictions about stroke recovery, how
they feel about sharing this information with patients, carers, and other
members of the multidisciplinary team (MDT), and whether and how training to

deliver such information is provided.

| will argue that stroke unit professionals consider that providing information about
recovery is an important clinical task resulting in benefits to patients and families,
however they experience a range of challenges to doing so, including a lack of training
and concerns about negative consequences. | will also discuss the strategies
employed to address these challenges. Although | will draw primarily on interviews
with professionals, | will also look to corroborate their accounts with instances from
observational and documentary data, and to explore whether their experiences and

views are also evident in patients’ and carers’ accounts.

5.2 Analysis

Three themes and seven sub-themes were constructed (see Figure 5.1), which
highlight professionals’ experiences of providing information about post-stroke

recovery.
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5.2.1 An important part of clinical practice

Despite differences in the organisation of recovery information provision across sites,
most professionals perceived that providing such information was an important part of
their clinical role. They identified benefits in promoting patients’ and families’
acceptance to life with a potentially long-term disability, and in supporting their
engagement in planning and decision-making, particularly around discharge. As such,
they attempted to prioritise this task even where their time was limited, e.g., due to low
staffing levels.

5.2.1.1 Professionals’ perceptions of their roles in providing information about

post-stroke recovery

All therapists and doctors reported that discussing recovery was an important part of
their role. Their responsibilities included providing information within their area of
expertise and according to their knowledge and experience levels, both individually and
as part of the MDT. In general, professionals felt that information about medical
recovery should be delivered by a doctor, whilst therapists were best placed to provide
information about functional recovery and patrticipation; although at Brownside,
professionals jointly contributed to information delivery in family meetings. Providing
predictions about future recovery was seen as part of the role of qualified members of
the MDT, whilst more junior members could provide general information or comment on
progress to date.

“l wouldn't mind the healthcare saying, "Oh, you've stood for that re-turn

really well", you know, that's still an indicator of your recovery, isn't it. Like,

"Oh, you were on a hoist last week when | came in, and now you're re-

turning”, [..] It's like to the level of the profession, really.” Experienced OT,
Brownside

“It’s so important to work as an MDT but | think [..] delivering news about
recovery [..] needs to be from the person who'’s like the therapist in that
area, so whether that’s the mobility with the physios, the cognition and our
language and swallowing.” Experienced SLT, Summerfield

Despite informal attempts to define the roles of different MDT members in delivering
recovery information at both sites, professionals reported an absence of established
guidelines identifying who should provide it. Additionally, most professionals agreed
that patients and families were more accepting of information when it was provided by
a consultant, perceiving them to have a greater degree of expertise, which could be
frustrating for therapists. This was reflected in patients’ and carers’ comments, most of

whom expected information about recovery to be provided by a consultant. Some
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therapists and the consultants at both sites however noted that information about
recovery could come best from therapists, who regularly worked closely with patients
and developed trusting relationships with them. Those ascribing to this view felt that
patients and families understood the expertise of therapists in stroke rehabilitation. At
both sites, the consultant led and chaired family meetings, encouraged introductions
and provided a summary of key messages to conclude the meeting. This perhaps
provided a way of supporting, and giving credence to, the information provided by
therapists.

“They will take it better from the consultant because | think they recognise

them as a figure of authority, so | think they respect their opinion more. And

a lot of challenges I'd say that therapy get is that we don’t always give the

patients [..] or families the answers that they want, which then | think ends

up a lot of patient’s relatives saying, ‘well | don’t believe you, | think they’re
still going to get better’.” Junior PT, Brownside

“I think we do spend a lot of time with them and they kind of open up to us
quite a lot | think so we do kind of use that time to talk about recovery
because they feel comfortable enough to ask.” Experienced PT,
Summerfield

The role of nurses in providing recovery information was described as an unknown by
many professional participants. While some therapists felt that nurses had busy
workloads and more important priorities, some felt that the round-the-clock nature of
their work and therefore opportunities to develop close relationships with patients and
their families meant that they were well-placed. However, other professionals generally
expressed concern about the messages about recovery delivered by nurses, with
worries about their knowledge and confidence in providing individualised predictions,
which could affect consistency of information provided from across the MDT. This was
particularly the case at Summerfield, where staffing problems meant that nurses were
frequently provided by an agency rather than being permanent staff members, and
therefore were thought to lack stroke-specific knowledge and skills.

“I mean in some way they’re a bit of a loose cannon, aren’t they? The

discussion with nurses or healthcare assistants who mean well but | think

they feel sometimes like they have to give information, even if it’s not the

right sort of information. [..] There’s nothing worse than patients or relatives

getting multiple information which is different from different specialties.”
Consultant, Summerfield

“I think some nurses try and be a bit more involved than others, but | think,
again sometimes they might misinterpret information and often provide
different information to what we have, so | think sometimes it can be
conflicting.” Experienced PT, Summerfield
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Only one nurse was interviewed (Brownside), who reported that talking to patients and
families about future recovery was not part of the nursing role. He described how
nurses provided support and reassurance to patients and families, however he would
defer to his multidisciplinary colleagues when questioned about medical or functional
recovery, even when related to aspects of nursing care. | rarely observed nurses
providing information about recovery and uncovered few documented instances in
patients’ records. At family meetings, their contributions tended to focus on the level of
day-to-day help required on the ward, occasionally including progress (decreasing care
needs) over time. However nurses featured heavily in patients’ and carers’ accounts,
which tended to reflect the view of the interviewed nurse; that nurses expressed
generic principles about the need for effort and patience to gain recovery, but did not
provide tailored information.

“So it’s difficult but if the relatives or the patient wants to know more and |

feel | can’t answer it, I'll either arrange like a meeting with the doctors or the

therapists. The therapists are fantastic, they will know the progress more

than I will, you know, and be able to give them more of an update and, but

we try and keep the patient positive and [..] try and encourage [them].”
Junior Nurse, Brownside

5.2.1.2 Talking about recovery in a timely manner can facilitate engagement in

the rehabilitation process and adjustment

Professionals described several benefits to managing patients’ and families’
expectations about recovery and thus saw it as an important part of their clinical
practice. Many described that helping patients to develop an understanding of what
they might achieve through rehabilitation could help them to adapt and adjust to their
post-stroke life. Whilst professionals described how some could make a good
recovery, they perceived that most (particularly those undergoing in-patient
rehabilitation) would be left with at least a degree of residual disability. They felt that
the sudden and life-changing nature of the stroke event, sometimes with an overnight
transition from independence to dependence, could be shocking and therefore difficult
for patients and families to process psychologically. This led to what some referred to
as a grieving process, both for the functions patients had lost and the subsequent
impact this could have on their ability to participate in previously enjoyed activities and
roles. As a result, therapists described how their role in providing information about the
long-term nature of stroke recovery, the role of rehabilitation and how much recovery
might be possible for an individual could promote acceptance, both for patients and
relatives.

“The problem with stroke is that it’s people can be fully independent and
mobile and a stroke just happens like that [..] that’s obviously going to take
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time for them to come to terms with that and then like | say, if all they’re
doing is hanging on to the hope of well | can get through this because |
know I’'m going to walk again but they’re not, somebody needs to say that
to them.” Experienced PT, Brownside

Smaller numbers of professionals across sites spoke about the benefits of providing
information about recovery to help patients and families to feel informed, reducing their
anxiety and increasing their sense of control over the uncertain situation in which they
found themselves. Somewhat surprisingly, only a minority of professionals reported
that benefits included supporting engagement with decision-making and planning for
the future. For patients with on-going disability, this could include providing information
about an individual’s likely functional abilities and care needs upon discharge,
facilitating discussions about how care and support could be sourced, and the potential
for changes in the roles of relatives, who may themselves provide this. Discussions
about whether further improvements were likely to occur could also inform decisions
about the suitability of the patient’s previous home environment and the need for
environmental adaptations.

“And for family as well, being able to see how much help they’re going to

need [..] because their role might change so their partner or husband they

might then end up being the main carer or doing a role that they weren’t
doing before.” Junior PT, Summerfield

“It can help them again like manage expectations of what they might be at
the other end of it [..] and what support the family might be needing [..] to
think about, and things like discharge destination, they might not end up
going home to the family, that’s a big thing to come to terms with.”
Experienced PT, Summerfield

One SLT at Brownside described how providing information about how much recovery
an individual might make with rehabilitation could inform patients’ decisions about
whether they wanted to engage in therapy at all, or what aspects of rehabilitation they
wished to focus their energies upon.

“If you give them the information [..] in some patients it makes them realise,

“Well, actually, I'm going to make some decisions about my rehab and what

I want it to look like.” [..] | think there’s some times where it helps because it

puts things into perspective for them, helps them plan and guide us to
guide their rehab.” Experienced SLT, Brownside

5.2.2 Knowledge, skills and confidence are key but opportunities to develop
them are lacking

Professionals described how making predictions about recovery and sharing them with

patients and families required knowledge and skills. However, they described limited

access to formal training to help them undertake this challenging part of their job. They



107

discussed how their skills were primarily learned through experience and support was
provided informally by their colleagues, resulting in them becoming more confident in

their own predictions and ability to share them with patients and families over time.

5.2.2.1 Recovery predictions are primarily based on professionals’ experiences

with similar patients

Although most professionals described considering broadly the same factors when
attempting to predict the likely timing and extent of an individual patient’s recovery, the
evidence informing this knowledge was primarily accrued through clinical experience.
Although most described how research evidence informed their basic knowledge about
stroke recovery, junior staff (who had been more recently in formal education)
described a greater enthusiasm for, and reliance upon, research evidence. As
therapists became more senior, they described how their increased clinical experience
could cause them to doubt the application of research evidence to individual patients
and to view the evidence base more critically. For example, although it was possible to
make some generalisations about recovery potential based on patient-related factors,
the uncertainty of the trajectory and the wide range of factors impacting an individual’s
recovery made it difficult to be exact, and they had experienced anomalies, where a
patient’s recovery was not as they had expected. This led to a greater reliance on their
own clinical experience of the recovery patterns of similar patients, which in turn
impacted the information they shared with patients and families. Professionals
described how their confidence in their own predictive abilities increased over time, as
they worked with more patients. The influence of experience and its effect on
confidence meant that patients treated by junior therapists could potentially receive
differing amounts of, or variable, information than those treated by more senior
professionals. However, professionals described how this impact was diminished
through the multidisciplinary nature of stroke care, which enabled junior therapists to
access the knowledge and experience of more senior colleagues, through formal
supervision, informal discussion, or joint sessions with a patient.

“I think sometimes the evidence is a bit conflicting and | think we initially

thought, like the first six weeks is how you make the most recovery, but

people are making so much more recovery after that now.” Experienced
PT, Summerfield

“ find it very challenging really, because part as a physician, you know you
rely on evidence, or you try to back up as much as possible on evidence to
give accurate information, but you know, no two patients are the same and
the variability is so significant that using research to guide people | find that
very challenging.” Consultant, Brownside

“I'm quite keen on literature, but | think speaking to other colleagues,
especially senior members of staff that have been here a long time, they'll
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have seen these patients come through and they know what kind of
progression they're going to have.” Junior OT, Brownside

The reliance on clinical experience was however problematic when it came to
predicting long-term outcomes. Most professionals rarely saw their patients after
hospital discharge, rendering them unable to observe how their acute deficits and
treatment translated into long-term outcomes. Some highlighted the idea that patients’
performance might change in their home environment, but whether this improved with
familiarity or deteriorated due to an absence of routine could be difficult to predict. A
minority of SLTs at Brownside had however spent time working in the community,
treating patients across the stroke pathway and other professionals reported that past
patients might visit the stroke unit to express their gratitude; both provided
opportunities to assess longer-term progress. Professionals thus worked on the
assumption that the greatest changes would happen during the patient’s hospital
admission, and subsequent improvements would be smaller; although some reported
anecdotal evidence that gains could be made long after the initial stroke.

“Some of our therapists on the unit, they don’t see what [patients] do

outside of here. And there’s some patients who you think will do really well

and do really terribly once they’re home. Or vice versa, some people just

need their environment back. So | think that experience [in the community]

was invaluable, | don't think you can get an insight into what’s next until

you’re out there and you've seen it. And | think that helped me predict
better the people in here.” Experienced SLT, Brownside

5.2.2.2 Sharing predictions is reliant on communication skills and confidence

Therapists discussed how they were expected to discuss recovery with, and break bad
news to, patients and families, even as a junior team member. This could cause
anxiety, and professionals described lacking confidence. Such potentially challenging
conversations required communication skills to impart information sensitively and
empathetically, particularly where they involved breaking bad news, e.g., if limited on-
going recovery was anticipated. However, despite the perceived importance of
providing information about recovery, no training in this area was provided and
therapists described how the generic communication skills training included in their
degree courses did little to prepare them for the real world of clinical practice in stroke
care and the questions they faced from patients and families. Instead, learning was
described as experiential, with therapists describing how their skills and confidence in
talking about recovery were developed through observing their peers and their own
involvement in conversations. This process was supported by preparatory discussions

with their peers and seniors and subsequent reflection (either individual or collective)
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following an experience in which they were required to discuss recovery. This method
of trial-and-error learning meant that junior therapists, or those who had recently
rotated on to the stroke unit, could find early experiences challenging, although they

might bring with them some skills developed in earlier placements.

‘[Recovery is] definitely something that families always ask [about] and
especially the less experienced you are the harder it is to answer [..] When
you first come on to stroke and you're quite inexperienced, [it] can make
you feel quite nervous [..] or anxious to answer because you’re just never
quite sure.” Experienced PT, Brownside

“We don’t get any training actually. Again, | just think it comes from
experience which, on the job, which | suppose when you’re coming into it
and you’re new it’s quite difficult. But watch, again watching seniors and
things like that, seeing how they kind of do it.” Junior PT, Summerfield

“I've never had any formal training on how to break bad news [..] | suppose
I've just kind of learnt it over the years through probably getting it wrong a
hundred times [..] you should always be reflecting anyway on how you've
done stuff and [..] there are times when you think “Oh, Jesus, | shouldn't
have done it like that, that was terrible”. And then sometimes you kind of
think, “Yeah, you know what, that went really well”.” Senior OT, Brownside

Doctors did not describe these challenges, perhaps because breaking bad news
training now forms part of standard medical education. Additionally, despite not seeing
discussing recovery as part of his role, the interviewed nurse described how his training
would not have adequately prepared him to break bad news.

“As a student [..] to get signed off on the competencies we had to break

some bad news, but it could’ve been like a lower level of like ‘I'm sorry Mr

Smith you can’t go home today, you’re going to have to go home tomorrow

because your medication’s not ready’ but not really breaking bad news
about, not like the doctors have to do.” Junior Nurse, Brownside

As a result of this experiential route to skill development, professionals described
variation in individual skill levels in discussing recovery. Whilst some assumed that
greater experience meant enhanced skills, not everyone agreed. In addition, learning
from senior professionals required that those acting as ‘models’ had themselves
developed skills to talk about recovery and break bad news effectively. This led to
concerns being expressed by some professionals if this were not the case, and past
mistakes were repeated.

“You're just expected to almost pick stuff up along the way, so | think as

kind of giving information and advice to patients it’'s almost on your own

clinical judgement, so my clinical judgement’s probably going to be different

from a Band 5 [junior] than it is to a Band 7 [senior], so we’re probably
going to clinically think a little bit differently.” Experienced PT, Summerfield

"l think there is an unmet gap in education for people who step into the
stroke service, you know you’re learning on the fly [..] but learning on the fly
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it has its own problems, because you know, you may end up doing the
same thing people have done before, which hasn't worked." Consultant,
Brownside

Most professionals felt that formal training would benefit their professional development
and practice. They suggested that learning strategies to discuss recovery and break
bad news would be helpful, as well as learning about how to manage recovery
expectations and respond to questions in the uncertain context in which they operated.
Senior therapists at both units described how optional breaking bad news training was
offered by their organisations, however there was a perception that this was aimed
primarily at medical and palliative care professionals, and none of the interviewed
therapists had accessed it. They were also unsure how widely such training was
advertised and how frequently it took place; more junior staff appeared unaware of it.
Therapists at Brownside had however proactively organised some informal training
from the hospital’s palliative care team to fill this gap, which they found helpful.

“The Trust do do a course on how to, | don't know how often they do it,

though, I've not actually done it myself, on delivering bad news [..]. | don't

know if it's that widely advertised and how often they do it, but it's not like

mandatory training [..]. And then | think a lot of it probably just comes from
[..] experience.” Senior OT, Brownside

“There’s breaking bad news training as part of the staff, it’'s not a mandatory
one, it’s one that you can book to go on separately, and it’s more like when
you start to take a management role that they send you on those.” Senior
PT, Summerfield

5.2.3 Fears of potential negative consequences of providing information about

recovery are widespread

Despite recognition of the benefits of providing information about post-stroke recovery
to patients and families, professionals described an assortment of worries relating to
the consequences of doing so. The uncertainty of the stroke trajectory discussed in
4.2.1 resulted in concerns about the potential for sharing predictions which would later
prove inaccurate, which they were aware could result in complaints. Professionals
worried about prolonging false hope in the face of predicted on-going disability, but
were equally concerned about taking hope away by providing bad news, and the
potential consequences this could have on patients’ mood and motivation. Where they
were required to engage in difficult conversations, e.g., those involving breaking bad
news about the potential for sub-optimal recovery, professionals felt anxious about their
own skills in delivering this information and in managing patients’ and families’ negative
reactions, including sadness and anger. Each of these concerns represented an

emotional cost to the task.
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5.2.3.1 Worries about sharing inaccurate predictions and giving/ taking away

hope

As a result of the uncertain post-stroke trajectory, many professionals described
anxiety about sharing individualised recovery predictions with patients and families,
fearing they could later prove inaccurate. They worried about receiving complaints
should the patient achieve a lesser degree of recovery than they had suggested.
Some also described a loss of trust in the therapeutic relationship following
presentation of imprecise predictions, even where a patient achieved greater recovery
than was anticipated. As a result, many described a reticence to share specific
predictions with patients and families, at least until they were very confident in their
accuracy.

“What you don’t want is somebody to come back and say, “He’s walking

now and you said he never would.” But equally they say, “They’re not

walking now and you said he would.” And that’s what you want to avoid. So

| think as long as you get that uncertainty message across, then you can
make sort of predictions, | suppose.” Consultant, Summerfield

“It’s difficult to predict and then if | say the wrong answer and say [..] “oh
yes, it’s definitely going to improve,” however, if that’s not the case and the
patient comes back and says to me in three months’ time or sends a letter
in, and says ‘actually, [S28] staff nurse, said, you know, continence was
going to improve for my partner but now it’s just the same, why have you
lied to me?’ you know, it’s a tricky one. So it’s erring on the side of caution.”
Junior Nurse, Brownside

Alongside worries about the accuracy of their predictions, professionals also discussed
how they walked a fine line between giving and taking away hope for recovery. Whilst
they felt it necessary to prepare patients and families for potential ongoing disability,
they worried that such information could result in them losing hope, which could affect
their mood and motivation to participate in therapy; this reduced participation could
then further limit their potential for recovery. Equally, they were anxious to ensure that
patients and families did not maintain high hopes of recovery that they did not expect to
be realised, which had the potential to result in disappointment should their expected
recovery not be achieved. Many described how these issues required careful wording
when discussing recovery with patients and families, and they worried about the
consequences.

“Don’t want to raise anybody’s hopes but then don’t want to say, “actually

you’re not going to...” “this isn’t you know, possible.” You know, you have
to be really, yeah careful.” Experienced OT, Summerfield

“For some people it could have a real negative effect and they feel like
giving up and they don’t engage in therapy and they’ve still got potential to
improve, but because they know they’re not going to get walking they just
feel like giving up and then they don’t engage with therapy and it becomes
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a negative thing, so you have to be very careful.” Experienced PT,
Brownside

Due to their knowledge about post-stroke recovery, there was a sense that
professionals found themselves in the powerful position of the ‘expert’ and were aware
of the responsibility that came with this. There was a degree of paternalism in their
comments, with several suggesting a tendency to err on the side of caution when
sharing their predictions, particularly when they were positive. Professionals described
that the motivation behind this was to avoid giving false hope to patients and families; it
was preferable to ‘under-promise and over-deliver’ to avoid potential disappointment.
This viewpoint appeared more common at Summerfield than at Brownside, where the
team’s approach meant professionals placed greater value on sharing their honest
views about the potential for recovery, whether positive or negative. None of the
interviewed professionals however discussed how being selective with the information
shared with patients and families about their potential for recovery could reduce the
benefits of sharing such information, e.g., in terms of engagement with decision-
making.

“You don'’t really want to get their hopes up and then for them to not get

where you expected, so | hold back certain information on what | think with
families, | think it’s appropriate.” Experienced physiotherapist, Summerfield

“I think people are often, | don't know, maybe a bit negative about
outcomes, just for fear of not wanting to [..] disappoint people.” Consultant,
Summerfield

“Try and be honest, and then if they outdo your expectations that's
fantastic, but you've not given family that false hope.” Junior SLT,
Brownside

Professionals described a range of strategies they used to manage this challenging
aspect of communication, to allow patients and families to maintain hope for their
recovery. Firstly, they described the importance of conveying the uncertainty of the
stroke trajectory to patients and families, and being honest in saying that they were
unable to make accurate predictions early after stroke. Some felt this uncertainty could
provide hope for patients and families. Secondly, a minority also discussed how they
tried to present information about the potential for a negative outcome in ways that
could help the patient and family to maintain hope. These included presenting ‘bad
news’ about functions affected by the stroke alongside ‘good news’ about the functions
that had been preserved, and encouraging a focus on what was amenable to change
through therapy, e.g., through goal setting.

"I think if somebody told me | was never going to walk again, I'd be like,’
well what’s the point’ [..] but | think it’s just reiterating and trying to almost
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say, ‘well why don’t we try and get you as good as we can’, [..] and focus
on the stuff they can do and, rather than focus on the stuff what they might
not be able to do." Experienced Physiotherapist, Summerfield

“I would never say you’re never going to walk again but | would say it's
looking like you might not get back up on your feet and be walking
independently. But everything we’re doing is about trying to improve your
quality of life as best you can. [..] And when you think about sort of speech,
swallow, transfers, continence, mobility, cognition, you can usually say
there’s four or five things that are improving a little bit. And you can sort of
distract them a little bit from the fact that they may not actually be walking
again in due course." Consultant, Summerfield

5.2.3.2 Concerns about managing patients' and families' emotional reactions

It was accepted that discussing recovery, particularly where the outcome was likely to
be sub-optimal, was not only challenging for professionals, but could also be
distressing for patients and families. Therapists in particular worried about facing and
managing patients’ and families’ emotional responses to the provision of negative
information, which could include sadness that their recovery may not be as they hoped,
and anger that this was due to the care they had received.

“It can be quite upsetting. | think it can be hard to manage the emotional

side of it after you've delivered some information, if it’s not going to be a
positive recovery.” Experienced SLT, Brownside

“I think the only negatives is when it's not what people want to hear, it can
be perhaps quite confrontational. Erm, it's hard sometimes to balance being
really honest versus thinking about somebody's feelings as well, how they
feel about that. Erm, and | think sometimes if you get it wrong or something
like that, then your families might get cross about it.” Junior SLT,
Brownside

The professionals at Brownside specifically worried about the emotional reactions of
patients who were already low in mood or anxious. Conscious that these difficulties
were common post-stroke, some expressed concerns that sharing negative predictions
could cause these mood difficulties to worsen, further impacting on the patient’s
motivation to engage in therapy and their subsequent outcomes. One OT expressed
concerns that time spent alone in hospital after receiving bad news about their potential
for recovery could give patients space to ruminate, potentially exacerbating their
distress. Referrals for psychological support could be made at Brownside, which
provided an opportunity for two recruited patients to discuss these feelings and
supported adjustment; limited support was available for others, and there was no
provision at Summerfield.

“l think you get to [..] understand how they respond to information like that

in terms of if you feel that it’s not appropriate because it’s really going to
affect their mood, for some people it could have a real negative effect and
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they feel like giving up and they don’t engage in therapy and they’ve still got
potential to improve [..] so you have to be very careful, yeah.” Experienced
PT, Brownside

“[Marion] is struggling to tolerate the uncertainty and sadness surrounding
her situation. [..] She thinks she is grieving for the life she had and aware
this is a process one has to go through to adjust to her reality.” Clinical
record, psychological therapist, Brownside, 16.09.19

Professionals responded to patients’ and families’ emotional reactions to the
information they provided in several ways. They described ‘checking in’ with a patient/
family member following delivery of bad news, and listening to their concerns. Where
the emotional response, particularly anger, impacted the relationship between the
patient/ family and a therapist, they described that they could make changes in which
member of the team treated the patient, and/ or approach future conversations about
recovery with a senior team member.

“Sometimes we might take them out the room, or sometimes after the

family meeting | might go back [..] and just say, "How are you feeling?",

and, "We're really sorry we had to tell you that".” Experienced OT,
Brownside

Although professionals accepted that emotional responses were not always avoidable
given the sensitive and potentially life-changing nature of the required discussions, they
described how distress might be limited through early management of patients’ and
families’ expectations. Therapists described how they would ‘drip-feed’ information in
day-to-day sessions before confronting the topic directly in family meetings. Given the
observed absence of personalised predictions provided in therapy sessions, it is
possible that the subtlety and vagueness of professionals’ attempts may not however
have been detected by patients and families. Professionals at Brownside also
discussed providing information in a team setting, to demonstrate how, whilst some
aspects of functioning were unlikely to recover, others were amenable to change.
Some suggested that it would be beneficial to receive advice from a psychologist to
guide them in delivering information in ways sensitive and empathetic ways.

“I think [a psychologist] might be helpful in just, | suppose helping us work

out how best to deliver it but at what level it needs to be at. And | suppose,

supporting them after they’ve had this information.” Experienced SLT,
Brownside

Some professionals described a temptation to be more positive about a patient’s
potential for recovery than they really felt, to provide encouragement, support, and
hope. However, most perceived that instilling realistic expectations was more

important, and discussed the importance of careful wording, feeling that patients and



115

families could focus on the more positive aspects of the information they were
conveying.
“Sometimes you have to be really careful what you say. [..] You really want
to tell someone they’re getting better, you want to tell them it’s all going to
be alright but actually you have to be really realistic and if we’re not seeing
that they’re making potential we need to be really honest with them and the
family because if not it just makes the conversation that we’re going to have

in a couple of weeks or in a month’s time even harder.” Junior PT,
Brownside

Where low mood or anxiety was a consideration, some therapists described how they
might avoid or delay conversations about recovery until the patient’'s mood had
improved or the stress of the situation was less acute. There were however again hints
of paternalism in therapists’ comments; it appeared they were trying to limit patients’
emotional reactions in their best interests, but at times this could potentially mean
withholding specific information about recovery or delaying providing it, which could
potentially limit the benefits.

“Definitely when | first started, | avoided it [talking about recovery with a

patient low in mood] like the plague, [..] it’s something I've kind of picked up

as you go, no formal training, but | think where when | first started |
definitely avoided it, 100%.” Experienced SLT, Brownside

5.2.3.3 The negative psychological consequences for professionals

Although they endeavoured to manage patients’ and families’ emotional reactions to
information about recovery, most therapists described how doing so represented an
emotional cost for them. Described emotions ranged from feeling “uncomfortable” to
“drained”, with therapists experiencing anxiety, stress, and sadness around these
conversations. They worried about their own abilities to impart information sensitively
and to manage the subsequent emotional reactions of patients and families. However,
most discussed the importance of conveying this information, however uncomfortable
or upset they might feel. A particular situation described by some therapists was when
they felt blamed by families for not providing enough therapy, or giving up on a patient,
particularly in situations when discharge was being considered and the patient had not
regained their pre-stroke levels of function. However, some were accepting and
understanding of these responses, and empathised with their grief.

“People do worry about their reaction, I think, or they'll worry that they're

going to say the wrong thing, [..] that they're going to say something that's

going to make the situation worse, [..] because nobody likes giving bad
news do they, let's face it.” Senior OT, Brownside

“We've all had meetings where we’ve come out and it’s not necessarily that
the family were nasty, it’'s not necessarily that they were angry, it was just
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that it’s really sad [..] | can think of family meetings where I've been in and
it’s just been horrific, horrible for everybody because it’s been so sad.”
Experienced SLT, Brownside

“It's really draining. You do go home and wonder if you’re doing a good job.
I had a bit of a nightmare family who the son sat next to me in the family
meeting and just kept telling me that | was giving up on his mother. [..] and |
can’t get upset because | can see why because they’re angry, because
they’re angry that this horrible thing has happened.” Junior PT, Brownside

The extent to which professionals were affected by these feelings varied. In response
to an emotional reaction from patients’ families, one junior PT at Brownside described
guestioning her own ability, whilst an OT at Summerfield discussed having considered
leaving her job. In contrast, others were more matter of fact about these
conversations, putting this down to their personality type or emotional resilience. Three
therapists described how the extent to which they were bothered by difficult
conversations had decreased with experience, suggesting they became more
emotionally resilient over time. Other factors impacting how emotionally affected
professionals were by individual cases were the length of time spent in the therapeutic
relationship and the strength of the relationship formed.

“Sometimes you almost have to take yourself out of the situation almost,

and it’s difficult because you almost have an attachment with that patient,

because they’re yours, you spend a lot of time with them, but almost put

yourself in kind of their shoes a little bit and kind of take the flack.”
Experienced PT, Summerfield

“I think I've become [..] sort of hardened to other people's emotions, and it's
very much like life goes on [..] | think | just deal with it quite well, and just
accept that it's [..] part of the job and unfortunately some horrible things
happen to lovely people, but there's not always much we can do about it.”
Junior SLT, Brownside

Professionals however reported a lack of formal support, e.g., counselling, in managing
their emotions, with some describing how this would need to be proactively sought and
that they would be unlikely to do so. Instead, therapists described how positive and
trusting team relationships enabled them to discuss their emotions with their peers and
supervisors, particularly within their own disciplines, and access informal personal
support. Debriefing often followed a family meeting where negative predictions were
provided, allowing professionals to express their emotions with support from their
colleagues, as well as reflecting on what had gone well or could be improved. Access
to shared private spaces for staff facilitated this. Personal reflection on their
experiences, individually or with more senior staff, was also felt helpful in managing

emotions and providing reassurance about professionals’ handling of difficult situations.
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However, some felt that promoting and increasing the availability of formal support
services could be beneficial.
“In stroke, I think they are quite good at, if something’s kind of, getting a bit
much for you, or you feel like you can’t handle something, then I think they
will very much give you that support and either, give you guidance on it, or
them take over kind of their care if they feel that’s necessary. But | think

most of the time you probably have to seek for it if you want it, rather than it
just kind of being there.” Experienced PT, Summerfield

“A lot of time even just after the family have left the room after a meeting all
sitting together and going “well that was awful” or “you know what, that was
good” or “l think they might have taken that” or “you know what, | don’t think
they took that, let’s think about this going forward”, that can also help as
well.” Junior PT, Brownside

“I feel lucky that | work in a big team and there's always a Band 7 [senior]
around. If I am feeling that it's getting to me, psychologically, I'd just go and
speak to one of them, | think. But, yeah, sometimes you get a bit of a tear in
your eye, well, quite often [laughs]. You've got to try and hide it.”
Experienced OT, Brownside

Discussion of the emotional cost to breaking bad news and required levels of support
were largely limited to therapists. Consultants described that they did not access
support from the MDT and felt that therapists managed this separately from the rest of
the team.

“l don'’t really know about peer support. We don’t, from a medical point of

view but the therapists may.” Consultant, Summerfield

“You often are kind of blinded to what others are thinking, others are feeling
[..] I don't hear about the vast majority of day-to-day lack of confidence or
you know, “hold on I'm not comfortable with this what do | do” kind of
questions.” Consultant, Brownside

5.3 Discussion

5.3.1 Summary of main findings

Findings from this study suggest there was a relative absence of training and guidance
for therapists and nurses engaging in conversations about recovery. This could result
in perceived variability in information delivery and decreased confidence, particularly
when breaking bad news, and a range of psychological effects, including worry and
sadness that could accompany such conversations. Underlying these concerns were
the uncertain trajectory of stroke recovery and concerns for the emotions and
engagement of patients, whom professionals feared could be negatively affected by the
receipt of information that may not match their expectations for recovery and/ or may

not transpire.
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These findings, and their clinical implications, will be discussed in the context of
existing literature in Chapter 10.

5.3.2 Strengths and limitations

The strengths and limitations presented in 4.3.2 apply equally here. Specific to this
chapter, the use of the Framework approach to analysis supported between-case
analysis, and particularly the identification of deviant views (88). Interviewing only one
member of nursing staff however limits the applicability of findings to their profession;
the experiences of nurses in providing information about recovery therefore warrants

further investigation.
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Chapter 6 Findings: How do patients and carers experience
receiving information about recovery after stroke and what

information do they want to receive?

6.1 Background

This is the third and final chapter in which findings from my qualitative study will be
discussed. In this chapter, | will explore the experiences and views of patients and
carers on the stroke units, including those who received information about recovery
and those who have not received (sufficient) information, and the potential impacts, to
address the following objectives:

¢ To identify the information patients and carers want and need about recovery
after stroke;
e To explore how patients and carers feel about the prognostic information they

receive.

Although | will draw primarily on interviews with patients and carers, due to the impact
of the COVID-19 pandemic, the views of patients and carers from Brownside are
underrepresented in this dataset. However, my analysis of these interviews has been
supplemented with data collected through informal conversations with stroke survivors
and carers at this site (documented in my fieldnotes), as well as their responses and
reactions to information when provided, in an attempt to understand their experiences
and draw comparisons with those at Summerfield. Additionally, when questioned
during formal interviews around one month post-discharge, recollections of information
provided in hospitals varied. Therefore | also sought to corroborate the accounts of all
patients and carers with instances from observational and documentary data, and to

explore whether their experiences and views are evident in professionals’ accounts.

Stroke can be experienced as a “biographical disruption” pp. 167 (196), causing a
disturbance not only to a survivor’s physical functioning but also to their sense of
identity. Survivors seek to make sense of and give meaning to the disruption to their
on-going lives through integrating the stroke’s residual effects into re-formulations of
their identities (197). Their interpretation of stroke as a disruption may impact their
views of recovery and how information provided by professionals contributes to their
post-stroke identity; the concept of biographical disruption thus presents a theoretical
lens through which the data presented here could be explained. Although the data
were not analysed specifically through this lens, this explanation is one | will return to in
the Discussion (Chapter 10). In this chapter, | will argue that patients and carers want

information about recovery to be provided proactively, sensitively, and in ways which
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help them to maintain hope. There was a general acceptance of the lack of specific
predictions about individual recovery, based on beliefs about the heterogenous nature
and effects of stroke. | will also explore in more detail how insufficient understanding of
the process of post-stroke recovery could impact patients’ views about discharge and

withdrawal of therapy, which could result in disappointment.

6.2 Analysis

Four core themes were constructed (see Figure 6.1).



Figure 6.1 Themes
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6.2.1 Early expectations of a full recovery give way to beliefs that individual

recovery cannot be predicted

Despite (for most) early expectations of a full recovery, patients and carers began to
gather information about their likely progress and recovery, both from professionals
and other sources, including observing those on the ward around them. Through this
process, they learned of the heterogenous nature and effects of stroke, which led to
strongly-held beliefs that their individual recovery could not be predicted. This gave
rise to acceptance that specific information could not be provided, which generated
hope.

6.2.1.1 In the absence of information to the contrary, a full recovery is frequently

anticipated

Once their medical condition stabilised, most patients underwent initial assessments
and were informed about the stroke’s effects. Whilst the importance of engaging in
rehabilitation was communicated to them, at this stage they did not describe receiving
specific information about this process or how their recovery might progress. This was
not considered troubling; they were simply grateful to have survived, and that
something was being done to help. However, in the absence of information, they
formed their own expectations of what recovery might entail.

“The consultant told me what had happened, and I've no reason to believe

that his interpretation of the scans he saw were anything but professional.

The physios were talking mainly about what could be done to alleviate the
position.” David, patient, Summerfield

“As | keep saying I'm very, very lucky, very lucky.” Bob, patient,
Summerfield

The most important factor impacting expectations at this stage appeared to be patients’
and carers’ previous knowledge and experience of stroke. The majority had not
encountered stroke before and thus expected a return to their pre-stroke life, including
their previous physical function, and the activities and roles they had enjoyed. For
others, who had previously met other stroke survivors, there appeared an awareness
that recovery may not be complete. Carers of patients of advancing age also
considered the stroke in the context of wider health problems, which impacted their
expectations, resulting in greater concern for their loved one’s quality of life rather than
their functional recovery.

“I'm so fed up, I just want it over, | just want to get it back, | want to be like |
was.” Lynn, patient, Brownside
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“My first thought was she’s not going to recover, she’s probably never going
to live independently ever again, which is true, so I didn’t really have a
particularly high expectation of anything really happening.” Stacey, carer,
Summerfield

Where patients anticipated a full recovery would be quickly achieved, their early
guestions directed at professionals often related to upcoming events, e.g., their
attendance at a football match or impending travel. Although typically told such plans
were unlikely and that a period of rehabilitation was required, in the absence of
concrete information about their likely outcomes, their expectations that a return to their
previous function was simply a question of time persisted. Some continued to question
when they would return to valued activities, such as walking and driving, and in
response, were encouraged to think about recovery as ‘baby steps’ rather than
focussing on long-term outcomes (Janet, patient, Summerfield). Such ‘gentle
management of expectations’ (Junior PT, Brownside) by professionals, typically
involving information about the uncertain nature of recovery, thus allowed them to
maintain hope for and belief in complete recovery in the early weeks post-stroke.
Professionals’ own beliefs that the potential outcome of in-patient rehabilitation was the
optimisation of function and quality of life within the context of residual disability, rather
than a return to pre-stroke life, were infrequently shared.

6.2.1.2 Every stroke (and every recovery) is different, therefore individual

recovery can’t be predicted

In the absence of early information from professionals, patients and carers gathered
information about stroke recovery from a range of sources, which began to impact their
expectations about their own likely recovery. They compared their experiences of the
stroke’s effects and the speed of their early recovery with those of other stroke
survivors, including their peers, finding comfort where they deemed themselves less
profoundly affected or improving more quickly. Some sought to comprehend why
others had not achieved a full recovery; this was typically attributed to insufficient
therapy, or effort (see 6.2.2.1). Carers sought information from external sources,
including the internet, stroke charities, and health professional acquaintances, though
they at times struggled to relate this information to the individual circumstances of their
loved one, e.g., due to a lack of knowledge about locally available services. However,
through these sources, both patients and carers came to the understanding that stroke,
its effects and therefore recovery, were individual to each patient, and affected by a
wide variety of factors, such that there were few commonalities between individuals.

Only Albert had previous personal experience of stroke, and he highlighted the
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difference between the mild effects of his previous stroke, which had resulted in a short
hospital stay, and the more severe and wide-ranging effects he was currently
experiencing, confirming his beliefs about stroke’s heterogenous nature.
“My mother, she had a stroke when she was 47, she had her first one and

then she had a second one. [..] But they didn’t know as much as what they
do now to help you.” Lynn, patient, Brownside

“There were one chappie, his left hand, he couldn't use his left arm. But he
were having to learn to read and write again. But, | mean, | wasn't that bad,
I mean, at least | could understand people and speak to them and read
things. But, same as | say, everybody's different aren't they, it affects
different people different ways.” Albert, patient, Brownside

Professionals reinforced this understanding through their provision of typically vague
answers to patients’ questions about recovery, and reports that such answers were not
available due to the uncertain trajectory, reiterating the message that every stroke was
different. When tailored predictions about the likely extent and timing of their own
recovery were eventually provided by professionals (typically ~two weeks into their
admission at Brownside, and later, if at all, at Summerfield), patients noted these were
tainted with uncertainty. Those who did not receive such predictions were thus
accepting of, and resigned to, the idea that they could not be provided, and thus
typically denied any unanswered questions. However, their beliefs about the uncertain
nature of recovery likely prohibited further questions on the subject, which were
infrequently observed. Despite these beliefs, most patients reported they would have
wanted further tailored information about recovery, should it have been available, e.g.,
through basic statistics about the likely long-term outcomes of those with a similar
stroke type.

“It were all, ‘no two strokes are the same’, so they don't know, do they?”

Peter, patient, Summerfield

“Just how long will it take, that’s all | kept asking, how long will | be like
this? But they just say, it’s just time, just time. And rest. And that’s it really.”
Janet, patient, Summerfield

“So like with strokes, | think they're just totally independent to people. |
don't think you can say a stroke's going to last this long, it's going to last
that long.” Adam, carer, Summerfield

“[If they had said] from experience we’ve seen that people who've had a
stroke like yours often recover blah, blah, blah’, rather than not saying
anything, it would’ve been a bit better.” Diana, patient, Brownside

These beliefs impacted patients’ and carers’ views about the way information about
recovery could be delivered. Although some highlighted that written information would

have been beneficial to overcome obstacles such as difficulties in processing and
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recall, and to promote sharing of information amongst families, others felt that
individual differences in recovery meant that this couldn’t feasibly be provided.
“I don’t know how they’d do it, | don’t know how they’d get a personalised

thick pack for you [..] unless it could be tailored for the various different
types of strokes that you can get.” Diana, patient, Brownside

“How can you write something that's sort of, how can | say? Is to him,
because they are all different. You know, you can't write something for
one, and write something for another.” Jean, carer, Summerfield

Despite these perceived challenges, patients and carers described benefits in the
uncertainty in recovery presented to them by professionals, namely that it allowed them
to maintain hope. Although most patients and carers reported a desire for tailored
information about recovery if available, Marie preferred not to receive information about
her potential long-term outcome in advance, discussing how the uncertainty allowed
her to maintain hope for further recovery. Where information was provided, the
uncertainty conveyed by professionals about the possibility of a negative outcome left
room for patients and carers to continue to see a future where they achieved the
recovery they desired. They thus focused on this uncertainty, e.g., despite being told
that it would be very unlikely that Peter would be able to walk in the weeks to months

ahead, Jean continued to maintain hope for such an outcome in the future.

6.2.2 Lack of understanding about the process of post-stroke recovery leads to
overemphasis on the importance of therapy and disappointment at its

withdrawal

Faced with (for most) the novel situation of having been hospitalised with a stroke,
patients and carers placed their trust wholeheartedly in the treatment and information
provided by professionals. Perceiving professionals as knowledgeable experts, they
described the importance of doing as they were told, believing that this would result in
the recovery they hoped for, regardless of whether they understood the reasoning
behind it and the fact that this was never explicitly stated. This implicit trust meant that
they rarely questioned how therapeutic intervention would benefit them; and in the
relative absence of information provided, learned little about the process through which
stroke recovery occurred.

“They had me [..] laying on me bed kicking me legs in the air and juggling

with Oxo cubes. If you put that on Twitter, it'd sound hilarious, wouldn't it?

But, as | say, | took the view that the physios are professionals, they've met

a lot of other people that have had the same problem, if they say do
something, you damn well do it.” David, patient, Summerfield



126
6.2.2.1 More (effort in) therapy leads to faster and greater recovery

Most patients were able to describe the effects of their stroke, including demonstrating
understanding that the result of a clot or haemorrhage was (in most cases) physical
weakness on the contralateral side of the body, alongside a range of other symptoms.
However, only a small minority expressed (during observations or interviews)
understanding of the concept of neuroplasticity, i.e., that repetitive practice of activities
stimulates the brain to build new neural connections. Fewer still described
understanding of the likely trajectory of post-stroke recovery, typically involving initial
rapid improvement, followed by increasingly slower and smaller changes, and the wide
range of factors that could impact it. Information from professionals about the process
of recovery was typically limited to a series of standardised and relatively simplistic
messages, which were understood as important by patients and carers. These
messages included the idea that recovery required participation and effort in therapy,
time (although the specific time-frame was usually vague, e.g., weeks, not days), and,
to a lesser extent, rest. Patients were informed by professionals there was no ‘quick
fix’ or medication that could recover their physical function, and as such, they were
frequently encouraged to focus their efforts on therapy, which they did, expecting these
efforts to result in recovery. As a result, they placed much emphasis on the amount of
therapy provided (leading to complaints where they believed not enough was received
resulting in delays to recovery) and their own motivation during sessions.

“The OT described that, although there wasn't really any evidence for this,

when someone was motivated, their progression was quicker.” Therapy
session fieldnotes, Diana, Brownside, 02.09.19

“It’s just your own will wanting to get yourself better. Do stuff for yourself.”
Janet, patient, Summerfield

Patients and carers often related these messages to the experiences of other stroke
survivors, comparing their own perceived motivation levels and the extent and speed of
their recovery with those of others on the ward or in their personal lives, typically
believing that increased determination would result in enhanced or expediated
progress. Gradual improvements in therapy sessions (no matter how small), alongside
reassurance and encouragement from professionals, reinforced the belief that these
efforts were effective and promoted hope. Where patients were less able to engage
with therapy, due to drowsiness or severe aphasia, carers related this to the lack of
observed functional improvement.

“They turned round and said, “Well, you’re definitely, definitely trying and,

you know, you’re not sitting back and saying, “I can’t do this, | can’t do

that,” you know what | mean? Apparently you get folk like that.” Lynn,
patient, Brownside
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“Everybody on the ward [was] absolutely impressed that she were coming
back so rapidly, going from nil by mouth to having full food within a week, |
think they felt that were brilliant. Because she's a battler, she's a fighter,
she's a little Welsh dragon, aren’t you, Mum?” Adam, carer, Summerfield

Although the belief that the extent and timing of post-stroke recovery was related to
their own efforts likely provided some stroke survivors with a sense of control, it also
had some negative consequences. For those who perceived they were not recovering
as quickly as hoped, there was a tendency for self-blame, which could lead to low
mood. Peter in particular described feelings of loneliness in the knowledge that his
recovery was down to his sole efforts. This was particularly frustrating for those who
had dependants, and those who took pride in their independent lifestyle. Some carers
also believed that recovery was dependent on patient effort, expressing pride in their
progress, or disappointment and frustration with the lack thereof. Reassurance was
typically provided by therapists, supported by generic information about the long-term
and challenging nature of stroke recovery. Whilst some patients and carers at
Brownside were able to access help with these feelings in the form of psychological
support, helping them process their emotions and begin to adjust to continuing
disability, such services were not available at Summerfield.

“Brian explained that he felt a 'burden’ to his wife on Thursday. He

described feeling 'powerless' and 'useless'. Reassurance was provided;

Therapists expressed the difficulty within stroke recovery and assured

patient that he is making slow and steady progress.” Documentary analysis
(Brian), Experienced OT, Brownside

“Peter: [They said] you can get there if you push yourself and do what you
have to do, yeah.

Int: Okay, and how did you feel about being told that?

Peter:  There were times when you get lonely and you’re down, when I'm
sat here on my own | got really down a few times, and | got down
in the hospital a lot, especially on the night, it’s not nice.”

Peter, patient, Summerfield

6.2.2.2 Withdrawal of therapy can result in confusion and disappointment

In the absence of information about the typical trajectory of post-stroke recovery (and
occasionally encouraged by professionals), some patients believed that improvements
(as a result of therapy) occurred in a linear fashion, with the tacit understanding that it
would continue at the same rate until they were able to return to life as they knew it. As
a result, the thought of discharge from hospital, which they equated with the withdrawal
of therapy, appeared alarming for some patients and carers who had yet to achieve the

recovery they anticipated, particularly at Summerfield. Whilst those at Brownside were



128

typically informed of their likely length of stay and potential level of functioning upon
discharge at their first family meeting, this information was not frequently provided to
patients and carers at Summerfield. This rendered them largely unaware of their
potential length of stay on the stroke unit and meant discussions about discharge could
begin unexpectedly. Those who believed recovery would be largely complete upon
discharge expressed surprise and disappointment that this was not the case.

“I thought that I'd carry on when | come home and within a couple of week

I'd be fine. [..] But it didn’t happen like that.” Marie, patient, Summerfield

“Diana appeared unwilling to commit to accepting reablement services,
reflecting on the potential uncertainty of her recovery. The PT reassured
her, telling her that her walking was much better today, “if you continue that
same progression..” “We’ll do two flights of stairs tomorrow!” finished the
OT.” Fieldnotes, family meeting (Diana), 03.09.19

Even where they were prepared for their likely length of stay, discharge was met with
trepidation by some patients and carers. Due to the emphasis placed on therapy and
effort, patients frequently viewed intensive hospital-based treatment as their best
chance of recovery, and were confused and disappointed when notified this was to
end. Some carers attempted to use the uncertainty presented by professionals to
delay discharge, questioning how they could know that further in-patient therapy would
not result in further recovery. Some of these fears were allayed following information
about the long-term nature of post-stroke recovery, which they were informed was
likely to continue with on-going community-based therapy (although recovery rate or
extent was typically not discussed). However at both sites significant concerns were
expressed following information about waiting lists for ongoing community-based
therapy (representing gaps in therapy of up to a year in some cases), and its
decreased frequency and intensity in comparison with the in-patient setting. Patients
and carers worried that this would result in stagnation or regression of the progress
made in hospital and reduce their potential for on-going recovery. These concerns
occasionally prompted discussion about the need to take advantage of the ‘critical
window’ of heightened neuroplasticity by provision of intensive therapy early after
stroke, which was deemed inessential in the chronic phase, during which recovery
would slow. Such information provision was however rare, vague, and typically
reactive, following concerns expressed by patients and families.

“Adil’s brother described that he was looking to access the same amount of

speech therapy for Adil in the community as he was receiving in hospital,

saying that based on the progress he had achieved to date, using a simple

linear model, he would likely be able to converse in the next month or two.”
Family meeting fieldnotes (Adil), Brownside, 10.09.19

“Bill's son asked how often he would have therapy at home, as he didn't
think it would be as much as he was getting here. The PT described that
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the daily treatment he was getting in hospital wasn't needed at home; that
didn't mean that recovery stopped but it would slow down and so it was less
important that he had therapy every day.” Therapy session fieldnotes (Bill),
Brownside, 23.09.19

In two cases (Anne and Ethel), therapy was withdrawn during the in-patient stay,
having been deemed by professionals to be no longer beneficial due to a lack of
progress. Based on their observations of the absence of improvements, in both cases
family members were unsurprised and accepting that therapy had ceased. However,
both reported that this information was not readily provided to them, and reported
having to ask for it (due to cognitive and communication problems, neither Anne nor
Ethel were able to relay this information themselves). Stacey reported frustration at
having been informed by nurses that therapy had occurred, when she later learned that
it had not.

“So I think we actually had to ask [..] is that it, no more rehab and they said

yeah, we don’t think we can really do much but we had to kind of push to
get that answer.” Stacey, carer, Summerfield

When interviewed after discharge, those still in receipt of therapy typically still lacked
information about its overall duration, and generally perceived that it would continue
until recovery was, as they defined it, complete. Two employed private therapists to
continue therapy to bridge the gap between services caused by waiting lists. As such,
they maintained their efforts, and hopes, that recovery would come.

“I don't know [how long physio will continue], they don't say, do they. |

mean, it's till you get going properly, | should imagine. But we'll have to see,
just keep hoping, that's all.” Albert, patient, Brownside

“I'm hoping it's just going to be ongoing until Mum is, stays where they can
say, "Right your arm's working, just keep up with your normal own self-
therapy". [..] But, from the therapy side, nobody's communicated with us
how long that's going to go on for.” Adam, carer, Summerfield

6.2.3 Providing information about recovery can lead to benefits, if done well and

in a timely manner

Despite the identified challenges, receiving information about recovery brought some
clear benefits to patients and families. These benefits were related to enabling patients
and carers to be involved in decision-making about the patient’s care and future, and in
supporting adjustment to life after stroke. However, for these benefits to be realised,
and for information about recovery to be accepted, it was important for patients and
carers to receive information from professionals in a timely manner. They valued

professionals’ efforts to provide information proactively, sensitively and with positivity,
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to enable them to maintain hope. Opportunities to meet with the MDT were valued,
however the variability with which they were conducted impacted the extent to which

they met the needs of patients and their families.

6.2.3.1 Discussing recovery can support adjustment and promote patient and

carer involvement in decision-making

Most patients discussed the emotional challenges that stroke could bring. They
described their stroke as a sudden, unexpected, and shocking event in their lives,
relaying how their initial shock was followed by relief that they had survived, and
(following observation of their fellow patients) that they were not more significantly
affected. However, most described their pre-stroke lives as active and independent,
and, for those who experienced ongoing disability, the overnight transition to
dependence was challenging, requiring a process of adjustment. This applied equally
for carers, who saw their loved one suddenly change, with often significant impacts on
the lives of their whole family. Emotions observed and described by patients and
carers during this process included grief and sadness at the loss of their independence
and ability to enjoy previous activities; denial, including refusal to accept that the
difficulties they were experiencing were unlikely to resolve quickly; and frustration and
anger at the slow speed of recovery and, for some, the insufficient amounts of therapy
that they perceived were limiting it. Over time, patients and carers began to show
signs of acceptance that life as they knew it had changed and would never be the
same. For some, this occurred in hospital; for others, it was evident at the time of their
interviews.

“It's like having locked-in syndrome, you are locked into a state of how you

have to be now. And adapt, that way. It's affected us, a great deal. [..] We

can't do what we used to do, we have to think about where we go,

preparation, weather, we have to think about everything. We’ve recently

become grandparents, and we're not kind of fulfilling that duty or

experience, because we can't visit, because they've all got stairs [..]. It's

just affecting us in every way. Obviously, Peter more than me, but me as

well, it's not just happening to Peter, it's happening to me, as well, as a
carer.” Jean, carer, Summerfield

It appeared that receiving information about recovery, particularly around its long-term
nature and potential incompleteness could help to speed up the start of the adjustment
process, allowing patients to address their potential for on-going disability and
experience some of these emotions within the supportive environment of the hospital.
For example at Brownside, following information that their difficulties were likely to be
long-term, Marion and Brian were both able to begin their journey to acceptance with

support from the multidisciplinary team (MDT), including input from psychology
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services, where they were given space to process their emotions and adjust to their
new realities.
“We discussed that living with the uncertainty of the stroke and not fully
knowing how [pt]'s recovery will go was hard. We also discussed how
stroke has many different effects- some psychological and 'unseen’, unlike
the physical effects. The couple seemed to value this discussion and

engaged well with it.” Documentary analysis (Brian), clinical psychologist,
07.11.19

“[Marion] is aware she will need to tolerate the uncertainty and sadness
surrounding her situation. She has good understanding that she is grieving
for the life she had and is adjusting to the massive change to her situation,
is not sure what her new life would look like but is willing to live it the best
she can and adjust to her reality.” Documentary analysis (Marion), Mental
Health Liaison Team, 23.09.19.

Failure to receive timely information could delay this process; at Summerfield,
individualised predictions were typically provided later in the admission, allowing less
time for patients and families to digest and come to terms with them before discharge.
Jean described her shock at hearing that Peter may not fully recover only mid-way
through his admission. Her anger and frustration at the NHS system, including her
belief that not enough therapy had been provided to facilitate his recovery, were
evident during observed interactions with professionals, including at a family meeting,
and documented in complaints in Peter’s records. At the time of her interview however
she was able to reflect on the experience, having gained some acceptance of their new
situation. In contrast, Janet was still struggling with her mood at the time of her
interview. In the absence of information about the process of recovery, she had
believed that her efforts were all that was required for a full recovery, and was still
struggling to accept the potentially long-term loss of her independence. She described
how her mother had forced her to seek help by taking her to her GP, who had
prescribed antidepressants, but otherwise her support was limited to the visits of the
community OTs. She was unhappy that she had not received information about the
emotional effects of stroke during her in-patient stay.

“Nobody actually said, "do you know, strokes can leave them like this", you

know? "This is life-changing for you". Because it is. It is life-changing.”
Jean, carer, Summerfield

Janet: [ thought I'd be a bit, with meself a bit more faster, but that’s me
own independence thing, but your body tells you what to do and
what you can’t do and that but...

Int: It’s harder to accept when you’re independent?

Janet: Yeah. That’s been the hardest bit [emotionall.

Janet, patient, Summerfield
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At the other end of the scale, a subset of patients with milder disabilities recovered
sufficiently quickly that they were deemed safe to continue home-based rehabilitation
with ESD services. Despite their short length of stay, those who received care at
Brownside had typically received some tailored predictions about their long-term
recovery potential. This occurred infrequently at Summerfield; likely being deemed
unnecessary due to the uncomplicated nature of decision-making around their
discharge. These patients were however satisfied with their progress and therefore
denied unmet needs for information; having made swift progress in hospital, they
typically believed their recovery would continue as it had begun. Nevertheless, some
were later disappointed by their continuing difficulties. They typically sought out
information from community-based professionals, including their GP, and described
surprise at hearing they potentially might never regain their previous abilities. This
delay in receiving such information likely meant their adaptation to on-going disability
began only in the community, where there was less available support.

“I'm very, very, very lucky and very, very fortunate that | didn’t have a

serious one, if I'd have had a serious stroke then maybe | would have
needed more information.” Ajay, patient, Summerfield

“They didn’t say owt about, nobody said owt about, because I’'m really
shocked that this leg don’t work properly, you know, seen as everything
else is, well it ain’t back to normal because I'm so tired.” Marie, patient,
Summerfield

There were also suggestions that receiving information about the potential for long-
term disability could help patients and families to be involved in decision-making about
how their future care needs might be met. For example, after experiencing a severe
stroke, Marion was told from an early stage in her admission that she was likely to stay
in hospital for around three months and upon discharge, would continue to have
significant disability. Aware that her progress in therapy was slow and armed with the
information that her recovery was likely to take time, as well as understanding that her
home environment was unlikely to be suitable for her on-going needs or large enough
to facilitate continued therapy, she felt able to appraise her post-discharge options. At
her second family meeting she proactively suggested that, following her discharge from
hospital, she wished to enter a residential care facility for a fixed period of time, to
continue her rehabilitation and recovery in a supportive and suitable environment and
develop a better understanding of her long-term care needs, before making a decision
about whether she could return to her home environment and make the necessary
adaptations. She was able to discuss this idea with the MDT, including a social worker,
who provided information about the benefits and disadvantages. Possession of
information about her potential for long-term recovery thus enabled Marion to fully

engage in the decision-making process, and allowed her to take control of the
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challenging situation in which she found herself. As previously described, with support
from a psychologist, she was able to begin the process of adjustment to her potential
long-term difficulties, whilst maintaining hope that her recovery would continue in the

long-term.

In contrast with this example, Peter and Jean were not provided with predictions about
Peter’s potential for recovery until he was nearing discharge. As a result, when
discharge planning was raised in a family meeting, they both appeared shocked and ill-
equipped to engage with decision-making around how Peter would be cared for when
he returned home. In particular, Peter argued that more in-patient therapy was
required to enhance his recovery and enable them to manage; Jean expressed
significant concerns about her own ability to provide care for Peter and facilitate his
quality of life whilst maintaining her own employment and interests. She appeared
angry and frustrated, and there was a sense of discharge being forced upon them,
rather than agreed through a process of shared decision-making.

Patients’ understanding about the uncertain nature of their recovery (discussed in
6.2.1.2) could however hamper their involvement in decision-making, particularly
around how their care needs would be met post-discharge. Both Diana and Marie
experienced challenges in identifying how much help they would require, due to
uncertainties about their likely future progress.

“The PT asked what had happened with the social worker [..]. Marie said she
was asking about how she managed at home, but Marie said she hadn’t really
been able to answer as she didn’t know. She said she didn’t know what she
would be like when she went home, and whether she would be walking or not, as
from last week to this week, she had made progress.” Therapy session, 09.04.19,
Marie (patient), Summerfield

6.2.3.2 Patients and carers value honest information about recovery, provided

proactively, sensitively and with positivity

In their interviews, patients and carers described their experiences of receiving
information about recovery, in the context of the care and other information with which
they were provided by professionals. Those who had good experiences described
benefits in being given the time to talk through and understand the information
provided, as well as feeling able to ask questions and have those questions answered.
Patients and carers valued honesty and openness in conversations about their

potential for recovery. They appeared more likely to accept information about
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recovery, and thus be able to utilise it to make decisions where it was provided in this
way (e.g., in Marion’s example, 6.2.3.1).

“Up to that point nobody had really talked me through it, but this

[consultant] did, and he says to me, this is where it is, that's why you're

doing that, that there is why you’re doing, your eye [..] and he were brilliant,

absolutely amazing, | could’ve spoke to him all afternoon.” Diana, patient,
Brownside

“I think his terms were that people do recover, but at this stage we can't
guarantee how far. Erm... | think he was honest in this sense, because it
would be wrong to tell somebody you might make a full recovery and you're
not.” David, patient, Summerfield

Patients and carers expressed a preference for information to be provided with
positivity and sensitivity. Whilst most wanted professionals’ honest appraisal of their
(or their relative’s) recovery potential, they wanted this information to be provided in
ways that could allow them to maintain hope, and was sensitive to their needs. Several
patients and carers at Brownside described a preference for information provided by a
specific consultant, who they deemed more positive about recovery potential, whilst
another consultant was felt to provide information too directly.

“[Bill's wife] described finding the consultant too negative. She reported

that he had said that he had told them 'bluntly' that some people with stroke

fully recover, but that her husband would not be one of them. [..] She said

that she couldn't understand how they could say these things after only two

weeks after the stroke.” Informal conversation (therapy session), Bill,
Brownside, 19.08.19

Many carers had worries about the long-term effects of the stroke on their loved ones,
and how their potentially increased care needs might be met; they wanted these issues
to be dealt with sensitively. Some described additional stressors within their own lives
which impacted the extent to which they felt able to engage with conversations about
their relative’s recovery and to use this information to make decisions, e.g., about on-
going care. These needs were family-related, e.g., other relatives with serious
illnesses or disabilities who required their care and attention, and work-related, such as
continuing to run their business. They affected both when they could attend the ward
to receive information and how easily they felt they could engage with sensitive
conversations about recovery and decision-making. For example, Karen described
how her sister was in receipt of palliative care at the time of her mother’s hospital
admission; she described dissatisfaction with the lack of sensitivity of professionals,
who she perceived did not provide the family with time to engage with conversations

about recovery and subsequent decision-making.
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Patients and carers wanted information to be provided proactively. At Summerfield,
family meetings were not held routinely and most patients and carers were therefore
not invited to speak with the MDT about their progress and recovery potential; as a
result they complained that information was not available ‘unless you ask’ (Jean
(carer), Summerfield). Carers felt frustrated that, due to the restricted visiting times,
they were often unable to locate the right member of the MDT to approach with their
questions. They particularly felt that stroke consultants, their preferred source of
information about recovery, were not accessible.

“l think it were us asking, | think it came from the family, all of us, myself,

my wife, my siblings, just asking relevant questions, that they thought were
relevant, anyway, to just try to get feedback.” Adam, carer, Summerfield

“All they got were the nurses and healthcare assistant. They didn’t get
somebody in authority, like my consultant. They [..] tried to make an
appointment, but they couldn’t, or he said he would come on to the ward
during visiting time, he never arrived.” Janet, patient, Summerfield

The additive effects of a lack of proactivity and challenges in locating the right person
to whom their questions could be directed left some patients and carers feeling
frustrated. Some felt that information was being withheld or even that inaccurate
information was being provided, suggesting a degradation of the trust they had in
professionals. None however reported specific contradictions in the information
provided to them about their likely outcomes.

“We kept asking is she still having treatment and we were told, “yes”,

complete and utter lie by the nurse that told us that. And then it turns out

she didn’t get any more treatment and we weren’t really involved in that
discussion.” Stacey, carer, Summerfield

David specifically described that he felt that information was withheld because it was
felt by professionals that patients would not be able to understand it. He felt his own
intelligence was underestimated.

“l suppose one of the problems tends to be that you don't maybe always

get told as much as you could be, because they feel that you wouldn't

understand it. | think there's one or two occasions when you nearly felt as
though you're being treated as a child.” David, patient, Summerfield

Some participants worried that professionals’ lack of proactivity in providing information
could disproportionately impact those who were unable to ask for it. For Stacey, this
came down to confidence, having experienced herself being “fobbed off” by staff when
asking for information. She worried for those who did not have families to advocate for
information for them, or whose families were more passive and waited for information

to be provided to them. David agreed, expressing concern for those with cognitive
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impairment, and those who might feel too intimidated to ask questions. Both perceived
themselves as confident and educated and felt this had an impact on their ability to ask
guestions.
“I think we were in quite a lucky position in that we were relatively
knowledgeable, we were confident enough to seek out people. If we hadn’t

been that confident, | think it would have been a whole different
experience.” Stacey, carer, Summerfield

“I think if you asked questions, you got a straight answer, but | think if
anybody didn't bother to ask much, might not have found out all they ought
to have known. [..] The people | might feel concerned for are possibly some
of the more confused older people, who could be a bit in awe of people in
positions of importance.” David, patient, Summerfield

Despite these concerns, overall, patients and carers described that they were generally
satisfied with the patient’s care and grateful for professionals’ help in their recovery;
they acknowledged that professionals were working within the context of limited

resources and were understanding of the demands on their time.

6.2.3.3 Family meetings are appreciated but may not be the panacea for all

information needs

Family meetings were seen by professionals as the primary arena for delivery of
information about recovery. Patients and carers generally appreciated the opportunity
to meet with the treating team to discuss their recovery, and to facilitate their
involvement in decision-making, particularly around discharge. However experiences
of receiving information about recovery during family meetings were variable across
sites. It is worthy of note that interview data on the topic of family meetings are limited;
as such there is a reliance on observations and informal conversations in the hospital).
Only one of the three interviewed participants at Brownside had attended a family
meeting (Albert declined to attend his, and Lynn did not stay on the ward long enough
for one to be deemed necessary). At Summerfield, only five interviewed participants
(two patients, three carers) had experienced family meetings (and only one patient and

two carers recalled this experience when interviewed).

At Brownside, where family meetings were regularly held for nearly all patients,
meetings were generally viewed positively, and understood as a key part of the stroke
unit experience. In contrast, those who experienced family meetings at Summerfield
had more mixed experiences. Most were not offered a meeting, but would have
appreciated the opportunity to discuss their care and recovery with professionals, had

they been invited. The reactive planning of meetings by professionals (typically as a
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result of the need for family involvement in decisions about discharge and care) did not
go undetected by patients and carers. When invited to attend a meeting, some carers
feared that their relative’s eviction from the stroke unit, which they worried meant that
(with a subsequent lack of therapy), recovery would cease and they would be faced
with managing the patient’s long-term care needs themselves. For Jean, it became
clear during the meeting that this was not the case, whilst for Karen, the discussions
reinforced their understanding that the primary purpose of the meeting was discharge-
related, rather than for sharing of information.

“They probably needed to be a bit more clearer as to why that review was

happening [..] They need to be more explicit that it was for his care, not,

‘this is a discharge nurse and we're going to chuck you out’, because | were

in fear of that, when | went into the meeting, that, how am | going to

manage with him, being hoisted and this and that.” Jean, carer,
Summerfield

“Basically after that meeting we, me and me brother [..] felt that they
wanted to just get rid of me mum personally.” Karen, carer, Summerfield

For others, problems with organisation of meetings impacted their experiences. Stacey
in particular described multiple attempts to arrange meetings with professionals at
Summerfield, only to find the required individuals were unavailable on arrival. She
found these experiences frustrating. Some issues were also experienced at
Brownside, largely due to the timing of meetings, which were organised to take place
back-to-back in half-hour timeslots. The consultant felt it was challenging to fully
involve patients with communication and cognitive difficulties in this short space of
time, and this was observed to lead to meetings over-running and delays for
subsequent patients and families. Diana perceived her meeting felt hurried, whilst
Marion became uncomfortable having been sitting for too long in her wheelchair when
her meeting was delayed.

“We were having this multidisciplinary meeting which was organised two or

three times. Well, | say organised, should have been organised two or three

times and we’d been told it’s this time, this day and we’d come in and it

turns out it hadn’t been organised and the doctor [..] or sister hadn’t been

told or didn’t know it was happening, wasn't in the diary.” Stacey, carer,
Summerfield

“Me daughter said afterwards, she says, don’t you think though that it were
a bit cut short, really quickly, they didn’t quite give you time to formulate any
questions that you might've had. [..] That were a bit rushed | felt, towards
the end.” Diana, patient, Brownside

At both sites, patients and carers described challenges in receiving information at
family meetings. The volume of information provided could be vast and overwhelming,

and the number of professionals present could feel intimidating. Some patients and
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carers described how this could impact their processing and recall of information
provided, particularly due to the emotional nature of some of the discussions. When
later asked to recall these discussions, some patients and carers were unable to;
others reported general summaries of their understanding which were at times in
conflict with observational data. For patients with communication difficulties,
involvement could be challenging. At some meetings, efforts were made to facilitate
this involvement, e.g., an SLT supported Adil's understanding with written
communication of key words, as well as helping him to verbalise his questions.
However discussions were too rapid to enable complete involvement and in practice
much of the communication took place between professionals and families.

“Sandra described that this was their second family meeting and she had

found their first one ‘hard to take’. She described feeling overwhelmed by

all of the 'white coats talking at’ their family.” Informal conversation
(therapy session), Bill, 19.08.19

“My sister came with me, so I'd get an understanding, because you can't
always hear what's happening, can you? Initially.” Jean, carer,
Summerfield

6.3 Discussion

6.3.1 Summary of main findings

The findings of this study highlight patients’ and carers’ often high expectations of
recovery after stroke, and demonstrate the need for professionals to gradually
intervene with information to ensure they are realistic. Where patients’ and carers’
needs for information about recovery were met, these findings suggest that such
conversations could hasten the process of adjustment to on-going disability and
support contributions to shared decision-making. However, few demonstrated
understanding of the process of recovery and the impact of the often vague and
ambiguous way that information was conveyed, alongside professionals’ attempts to
motivate them, caused patients and carers to place significant emphasis on the role of
effort and therapy for recovery. This could result in feelings of disappointment when
therapy was subsequently withdrawn, and guilt and blame where their expectations
were not realised. Although patients’ and carers’ understanding of the uncertainty of
recovery, based on both information from professionals as well as their own
observations and research, enabled them to maintain hope for further recovery, it could
also prevent them from reaping the benefits of receiving information, including

facilitating adjustment and engagement in decision-making.

Where personalised predictions about outcomes were not provided, patients’ and

carers’ acceptance of uncertainty and of the heterogeneous nature of stroke and
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recovery meant that they generally did not report a lack of information; they displayed
greater concerns about the timing and delivery of information. These findings suggest
patients and carers wish for information to be provided honestly, sensitively,
proactively, and with positivity; these needs were not always met. Although some
appreciated the opportunity to meet with the MDT to discuss their progress and
recovery, these opportunities were not available to all, and problems with their
organisation, including a dearth of information about the aims, marred their

experiences.

These findings are explored in the context of the existing literature in Chapter 10,

where their clinical implications are also discussed.

6.3.2 Strengths and limitations

Strengths and limitations are largely similar to those previously reported (see 4.3.2 and
5.3.2). Of particular additional relevance in this chapter is a strength in the range of
stroke survivors, who participated in the study, including those with various
impairments, stroke severities, and lengths of stay. This facilitated comparison
between their views and experiences. Participants also included those with
communication and cognitive difficulties, allowing the experiences of those who may
struggle to request or receive information about recovery to be explored. However, the
views of patients and carers from Brownside are under-represented; only three patients
and no carers who experienced rehabilitation at this site took part in interviews.
Although this limited my ability to directly explore their views, | was able to gather some
information through informal conversations and observations, which contributed to my
analysis.

6.4 Qualitative findings indicate the need for novel intervention

development

Through my qualitative work, | have developed in-depth understanding of the wide
range of factors impacting the provision and receipt of information about recovery in
stroke units, including those relating to:
e Professionals (including the availability of training and understanding of each
other’s roles);
e Patients (e.g., the communication and cognitive deficits that can arise from

stroke);
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e Stroke unit organisation (including professionals’ working hours and how MDTs
work together to develop and provide information);
¢ Environmental factors (the availability of appropriate spaces to deliver

information).

Exploration of professionals’ experiences and views revealed their perceptions of the
importance of, and benefits to, providing information about recovery, despite the
challenges they experienced in making predictions and the emotional cost of sharing
them with patients and families and managing their responses. Investigation of
patients’ and carers’ experiences confirmed their dissatisfaction with information
provided and revealed particular issues relating to a lack of proactivity from
professionals, provision of unclear information, and varying clinical practice (with some

patients receiving more opportunities to discuss their recovery potential than others).

These findings indicate the need for improvements in the ways in information about
recovery is provided to patients and their families on the stroke unit. Such
improvements have the potential to improve patients’ and carers’ satisfaction with
information (and care more widely), improve engagement in shared decision-making
and support adjustment to life after stroke. Options for achieving these improvements
could include attempting to empower patients and families to communicate their
information needs and question professionals more assertively or the development of
accessible generic information materials. However, these options would not address a
key problem identified in my qualitative work about the ways in which information is
provided; patients and carers described how information should be provided with
empathy and compassion and in ways which support them to maintain hope. Training
for professionals is likely to be necessary to help them develop the confidence and
communication skills needed to achieve this and provide clear and individualised

information.

In the final section of this thesis, | describe application of guidance in developing
complex interventions to begin the development of a novel intervention. Firstly, |
outline my attempt to identify existing interventions which could be used to improve the
provision of information about recovery, through systematically reviewing the literature
in stroke and other neurological conditions (Chapter 7). Although searches revealed
no existing interventions with this focus that had been tested for their effectiveness in
improving patients’ and carers’ outcomes, synthesis of data from four studies provided

important insights into considerations for the development of a novel intervention.
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Improvements in the delivery of healthcare often take the form of behaviour change
interventions. In Chapter 8, | use the findings from the qualitative work reported in this
section alongside behaviour change theory, to develop a theoretical understanding of
how an intervention might drive behaviour change and the expected changes that
might arise. This work highlighted a wide range of strategies that could be used to
change professionals’ behaviour (influenced by their capability, opportunity and
motivation) to improve the provision of information about recovery and | subsequently
sought their views of these strategies through an online survey, to further inform

intervention development (Chapter 9).
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Section 3: Complex intervention development

A systematic review of the literature (Chapter 1) and collection and analysis of primary
gualitative data (Chapters 2-6) have identified, and informed understanding of, the
challenges in providing and receiving information about recovery in stroke units.
Approaches and strategies to address these problems would be helpful. This section
details the early stages of development of an intervention, designed to improve
provision of information about recovery on stroke units. The available guidance
relating to intervention development will first be discussed, and then applied to this

context.

Guidance on developing and evaluating complex interventions

Interventions with multiple, interacting components are common in healthcare, however
when traditionally evaluated using randomised controlled trials (RCTSs), trials of their
effectiveness have often produced surprisingly null results, e.g., Bowen et al., (198).
Where this is the case, it can be challenging to determine why an intervention appears
to lack the anticipated benefits; e.g., whether the intervention is simply ineffective, for
example, due to problems in its design, was not delivered as intended, or there was
some fault with the study design (199). Understanding the development of such
interventions, including the mechanisms and processes through which an intervention
is proposed to work, has therefore received increasing attention over recent decades
(200). The first Medical Research Council (MRC) framework was published in 2000,
out of concerns about the increased challenges in evaluating interventions that were
more complex, i.e., involved several interacting components, when compared to single
component interventions, e.g., drugs (201). This guidance recommended RCTs to
examine the effectiveness of such interventions, to determine whether those provided
in healthcare represent value for money, progressing along similar stages to those

commonly used in drug trials (201).

Although this framework was widely used (202), a series of limitations were identified,
not least the parallels with the stages of drug development and testing, but also the
inadequate attention to intervention development and piloting, and the limited
consideration of the contexts in which interventions are delivered and their
implementation (199, 203). The guidance was subsequently updated in 2008, with the
resulting framework recommending a more dynamic approach to intervention

development and a reduced reliance on the use of randomised trials for evaluation
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(203). This updated guidance provided further definition of what makes an intervention
complex and highlighted the importance of a solid theoretical underpinning for
interventions, to identify how change occurs, recommending the use of process
evaluation alongside RCTs to further understand why interventions are (in)effective and
how they could be improved (203). Greater emphasis was also placed upon the
context in which the intervention is implemented, and how this might impact

effectiveness (203).

The 2008 framework was again influential but lacked specific detail about the phase of
intervention development (204); the concepts, theory and methodology have also
undergone significant development over the last 15 years (205). Further guidance on
specific aspects of the development and evaluation process has been published, e.g.,
O’Cathain and colleagues put forward a series of non-linear actions to address within
the development phase, following a process of qualitative interviews and consensus-
gaining (204). These actions include planning the development process, involving
stakeholders, establishing a team, identifying and reviewing published evidence and
theory, articulating programme theory, collecting primary data, considering
implementation and designing and refining the intervention (204). The latest iteration
of the MRC framework, published in 2021 (see Figure 6.2) places similar weight on the
meaningful involvement of stakeholders to make decisions about development, and
use of programme theory to understand how an intervention is expected to deliver its
effects (205). Additionally, it emphasises economic considerations to support real-
world implementation, and recommends consideration of context, which can affect an
intervention’s implementation or effects (205). The guidance also makes further
recommendations for intervention evaluation using the most appropriate study designs
(rather than a reliance on RCTSs) (205).
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Assessing feasibility and acceptability

of intervention and evaluation design
ST mmmmemmsmmesm s \ in order to make decisions about
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Figure 6.2 Updated MRC framework for developing and evaluating complex
interventions, reproduced from Skivington et al., 2021, pp. 4 (205)

Applying the guidance to develop an intervention to improve provision of
information about recovery on stroke units

According to the MRC framework (205), the intervention required to improve provision
of information about recovery on stroke units was defined as complex. A range of
behaviours were likely to be targeted, potentially those exhibited by professionals,
patients, and carers. Flexibility was required because of the differences in the way
stroke unit care was organised, and the recognition that components might therefore
be delivered variably across services. The inherent complexity of the intervention
meant that a range of outcomes would require consideration during evaluation at the
organisational (e.g., feasibility of delivery), professional (e.g., confidence), and patient
and carer levels (e.g., satisfaction with information/ care provided, mood, quality of life),

likely requiring a number of interacting components.

In the process of developing an intervention to improve conversations about recovery
in stroke units, the key actions identified by O’Cathain et al. (204) and features of the
MRC Framework (205) were considered. The development process was planned, with
consideration of the time and resources it might take. The problem was identified
through review of published evidence (Chapter 1) and primary data collection
undertaken, including qualitative inquiry to understand the stroke unit context (Chapters
3-6).

This section details further intervention development work, including review of

published evidence to identify any existing candidate interventions, and to understand
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their potentially effective components (Chapter 7). As no existing intervention was
identified, subsequent work involved identification of theory (the Behaviour Change
Wheel (206)) to inform development of a new intervention. This theory was applied,
defining the problem of providing and receiving information about recovery in stroke
units in behavioural terms, using earlier qualitative and review work, and processing to
develop understanding of how an intervention might work to change behaviour and the
specific strategies to use (Chapter 8). Use of theory was important to develop an
understanding of how intervention components and strategies might cause their
effects. Finally, stakeholders (professionals) were involved in considering whether
addressing the identified barriers was important in other stroke unit contexts; and
whether the suggested BCTs would be useful and feasible to implement in clinical
practice, using an online survey study (Chapter 9). Involvement of stakeholders at this
stage functioned as early consideration of factors that might affect implementation.
The work culminated in the identification of intervention components. Further design
and refinement of the intervention is not a feature of this programme of work but will
include further engagement with stakeholders (professionals, patients, and carers) to
ensure the final intervention is acceptable to them and meets their needs, before
progressing to phases of feasibility testing and evaluation.
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Chapter 7 Systematic Review: Effectiveness of existing

interventions

7.1 Background

Before beginning development of a new complex intervention to improve provision of
information about recovery in stroke units, as recommended in guidance on developing
complex interventions (203, 204), | took steps to review evidence to identify existing

knowledge; such a review is the focus of this chapter.

To begin, it was important to identify any existing interventions, their effectiveness, and
to develop an understanding of how and why they might be effective. As already
identified, stroke, like other neurological conditions, presents particular challenges to
provision of information about recovery, including the uncertainty of the disease
trajectory and the associated communication and cognitive deficits that may result.
This makes providing information to patients and their families somewhat different to
those with other conditions, e.g., cancer. Whilst strategies to discuss recovery and
prognosis within cancer settings have been extensively reviewed (119, 207), no review
could be identified which considered the effectiveness of strategies designed to
improve the communication of recovery/ prognosis information to those with
neurological conditions. Given the degree of dissatisfaction with information about
recovery reported by patients and carers (56), and the requirement for an intervention
to address these needs, this review focuses on assessing the effects of interventions

on patient and carer (rather than professional) outcomes.

7.2 Development of the research question
The research question was formed using the PICO (Population, Intervention,

Comparison, Outcome) criteria (208).

7.2.1 Population

The population of interest was adults with a diagnosed neurological condition and/ or
their adult carers. | was interested in patients with neurological conditions because, as
in stroke, these conditions often have an uncertain trajectory in terms of the timing and
extent of recovery that might be possible, and because any damage to the brain can
result in a wide variety of impairments, including cognitive and communication

problems, which may impact patients’ ability to receive information. Carers are also
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important stakeholders, who require prognostic information to support patients with
their recovery and manage the repercussions of patients’ potentially increased care

needs on their own lives (60).

7.2.2 Intervention and comparators

As | wished to identify a broad range of interventions and develop a comprehensive
review of the evidence, the experimental interventions of interest were strategies,
guidelines or protocols that were designed to improve the ways that healthcare
professionals deliver information relating to recovery or prognosis (including wider
interventions of which this constituted a substantial part). | was unaware of any
existing ‘gold standard’ comparator or existing strategies to which any identified

interventions might be compared.

7.2.3 Outcomes

| considered previous literature to identify appropriate and meaningful outcomes for this
review (209). When measuring the impact of stroke rehabilitation interventions,
patients’ and carers’ subjective evaluations, such as quality of life and satisfaction with
overall care, have long been recommended (210). As such, | felt it likely that these
outcomes would be reported by research investigating the effectiveness of information
provision interventions. Studies have shown that communication between healthcare
professionals and patients, and specifically communication of the outcomes of care, is
a contributing predictor of satisfaction with care (211). Thus, | felt satisfaction with care
was likely to be impacted by communication of information about recovery and was
important to evaluate. Patient and carer satisfaction with the information provided also
appeared to be relevant outcomes following receipt of information about recovery, and
have been included in similar reviews of the effectiveness of information provision
interventions (49, 212). However, whilst similar reviews have also included knowledge
about the condition as a primary outcome, | decided that this was less relevant to
information about individual recovery and prognosis and therefore it did not form part of

the inclusion criteria.

The sudden diagnosis of a neurological, and potentially chronic, condition can be
shocking and worrying to patients and carers, particularly in light of their future hopes
and plans. Receiving information about the likely timing and extent of recovery is likely
to be emotionally challenging, even in the face of a positive prognosis, and has the
potential to result in psychological distress. The way that this topic is addressed and

how information is communicated may impact patients’ and carers’ experiences and as
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such, strategies to provide recovery information (positive or negative) may therefore
result in increased or improved anxiety or depression. Likewise, the absence, or sub-
optimal nature, of information provision also has the potential to result in distress (56).
To assess the impact of strategies used to provide recovery information on experience
of these symptoms, anxiety and depression appeared important to consider as
outcomes for this review. The potential impact of receiving information about recovery
on adjustment to life with a neurological condition was identified in my qualitative work

(Chapter 6) and thus psychological adjustment was also felt to be a relevant outcome.

Following identification of the key components of the review, the FINER criteria
(Feasible, Interesting, Novel, Ethical and Relevant) were considered to ensure the
review question was well-formulated (213). To be feasible, it must be possible to
conduct a review within the resources available. In this study, an Information Specialist
assisted to identify search terms related to the proposed research question and run
practice searches, to ensure the number of results returned would be manageable for
screening. | also decided to include only studies reported in English; although it is
possible that this could have excluded relevant studies in other languages, no budget
was available for translation. | felt the review topic was interesting and therefore
worthy of spending the significant time required to undertake. To ensure that the
review was novel and did not represent duplication of existing work, searches were run
in major databases and the PROSPERO database, which identified that no similar
reviews had been undertaken or were in progress. Care was taken to ensure the
review guestion was framed ethically. Finally, the review was deemed relevant to
ensure that strategies previously proven effective in improving patient/ carer outcomes

could be considered during intervention development.

The final research question was:

e How do interventions used to provide information about recovery to patients
with neurological conditions and their families affect patient and carer
outcomes, including: satisfaction with information provided; overall satisfaction
with care; quality of life; adjustment to life with their condition; anxiety and

depression?

7.3 Methods
This systematic review was prospectively registered with PROSPERO
(CRD42018082277).
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7.3.1 Eligibility criteria

The study designs, population, interventions, comparators, outcomes, setting and

language were further specified, according to guidance from the Cochrane handbook

(73). The eligibility criteria for inclusion in the review are outlined in Table 7.1.

Table 7.1 Inclusion criteria

Study designs:

Quantitative studies presenting empirical data, including
randomised controlled trials, non-randomised controlled trials,

controlled cohort and case-controlled studies.

Participants:

Human adults (=18 years), where 250% participants had a
diagnosis of, or were caring for someone with a diagnosis of
acquired or progressive neurological condition, including stroke,
traumatic brain injury, spinal cord injury or peripheral nerve
lesions, Multiple Sclerosis, Motor Neurone Disease, dementia or
Parkinson’s Disease.

No restrictions according to time post-diagnosis.

Interventions:

Strategies, guidelines, or protocols designed to improve the
delivery of information about recovery or prognosis, including
breaking bad news, by healthcare professionals to patients with
neurological conditions and/or their carers. Studies of
interventions including general information provision/ education
about a condition, of which recovery/ prognosis did not form a

substantial part, were excluded.

Comparators:

Any type of control (no use of prescribed strategies, alternative
prescribed strategies).

Outcomes:

One or more of the following outcomes: patient and/or carer
satisfaction with the information provided, patient satisfaction
with care, patient quality of life, adjustment to life with the
condition, anxiety, or depression.

Studies with outcomes relating only to implementation of
interventions on healthcare professionals’ performance or

confidence in delivering information were excluded.

Setting:

No restrictions according to setting (e.g., in-patient, community,

outpatient, or primary care).

Language:

English language.
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7.3.2 Search strategy

As previously discussed, and in line with recommendations (73), an Information
Specialist was involved from an early stage in developing search strategies, advising
on filters and selecting databases. It was decided that the same search strategy
(detailed in Appendix A) would be used to conduct both this review, and the qualitative
systematic review detailed in Chapter 1, as they considered the same subject matter,
therefore whilst study design is often recommended for inclusion in search terms (73),
no keywords or filters related to design were included. Searches were limited to

English language and human adults.

Seven databases likely to include relevant studies (Medline, EMBASE, AMED,
CINAHL, PsycINFO, Web of Science and the Cochrane library) were from their
inception to 17" July 2019; the search strategy was adapted to the MeSH terms and
syntax requirements of each database. Searches were subsequently updated to 31°
July 2022. To combat previously discussed challenges in variations in language within
keyword searching and to ensure comprehensiveness (see 1.3.2), | employed
backwards (through manual searching of reference lists) and forwards (using Google
Scholar) citation searching of included articles and searched the reference lists of

relevant systematic reviews for applicable titles.

7.3.3 Data management and study selection

Search results from each database were imported into separate EndNote files, which
were combined, and duplicates removed. Initial title and abstract screening were
conducted using EndNote, and full-text articles were assessed using a decision tree,

with results recorded in a Microsoft Access database, including reasons for exclusion.

Records of report titles and abstracts were initially screened for eligibility. The first
10% of records were screened independently by a second reviewer (a supervisor).
Independent reviewers are recommended during systematic reviews to ensure studies
are not mistakenly discarded (214), however dual review is deemed less important at
this early stage (73). Levels of agreement between reviewers were deemed
satisfactory, and | subsequently continued screening independently, retaining records
deemed to meet inclusion criteria and where there was uncertainty. Full-text reports
were subsequently obtained for each remaining record and all were assessed by both
myself and a second independent reviewer (a research colleague with expertise in
systematic review), before final eligibility decisions were made. Uncertainty or
discrepancy was discussed and referred to a third reviewer (another supervisor) for

consensus. Reasons for exclusion were recorded.
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7.3.4 Data extraction
Data from all papers were extracted independently by both myself and a second
reviewer (a research colleague) using a standardised form, and were subsequently
compared to check agreement levels. Extracted data included research design, aims,
recruitment methods, sample size, participant demographic information (age, gender,
medical diagnosis), country, study setting, methodology (data collection and analysis),

content of the intervention and control condition, and outcomes.

7.3.5 Critical appraisal of included studies

Review findings are dependent on the validity of the included studies, therefore failure
to consider the potential for bias in the included studies could yield misleading
conclusions (215). Assessment of risk of bias involves identification of aspects of the
design, conduct, or analysis of the individual included studies, and evaluation of the
extent to which they may have produced misleading findings (215).

Tools for the critical appraisal of studies have evolved over time (215). Quality scales,
which involve rating different aspects of quality against established criteria, and
subsequently computing a score for each study, were previously used to label studies
as ‘high’ or ‘low’ in quality (215). Higgins et al. warn against the use of these traditional
scales, as problems in interpretation can arise due to the unknown weighting of
individual quality aspects and their contribution to overall ratings (216). More recently,
recommendations have focused on the use of risk assessment tools, which look to
determine the possibility that bias may be present (215). The appropriateness of any
given tool largely depends on the designs of the studies in which risk of bias is being
evaluated. In this study, risk of bias was assessed using the Cochrane Effective
Practice and Organisation of Care risk of bias criteria (217). This tool is widely used
and was selected for this study because it permits assessment of studies with multiple
types of design, including RCTs, non-randomised controlled trials and controlled
before-after studies (217). Nine standard criteria are scored individually as ‘low risk,’
‘high risk’ or ‘unclear risk’ (217) (see 7.4.3). To determine the scores, both I, and
second reviewer, independently rated each included study according to the checklist; |
then compared the scores and discussed areas of disagreement with the second
reviewer to gain consensus. In this study, risk of bias assessment was not used for the
purpose of exclusion, but to reveal possible limitations to the included studies, and thus

inform results and interpretation.
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7.3.6 Data synthesis

| initially intended to use meta-analysis to pool results and summarise effectiveness.
This technique enables the combination of study results to determine an overall effect
size; but is not appropriate for all reviews, e.g., due to heterogeneity (218). In this
review, clinical diversity in interventions indicated that meta-analysis was inappropriate
and unfeasible. In such cases, narrative synthesis, referring broadly to the use of text
rather than statistics to summarise and develop an explanation of findings, can be
alternatively employed (219). In this study, synthesis was underpinned by broad
guidance from Popay et al., who suggest that four processes should be undertaken:
developing a theory of how and why the intervention works; developing a preliminary
synthesis of study findings; exploring relationships within and between studies; and
assessing the robustness of the synthesis, though not necessarily in this order (219).
The Template for Intervention Description and Replication (TIDieR) checklist was also
used to compare interventions (220).

7.4 Results

7.4.1 Study selection

Searches yielded 14,977 results, with eight additional papers identified from citation
searching. This was reduced to 10,746 following removal of duplicates. Full-text
screening took place for 105 reports, of which four studies (six reports) met inclusion
criteria (see Figure 7.1). Although some studies initially appeared to meet inclusion
criteria, upon full-text review the interventions undergoing evaluation did not include a
significant component relating to delivery of recovery/ prognostic information, or the
intervention lacked sufficient description for this to be ascertained. For example, in Jin
et al.’s 2022 trial comparing systemic rehabilitation nursing, publicity and education
with routine nursing, it was thought possible that the education element could involve
conveying information about recovery (221). However, on closer inspection, only
transfer of knowledge about health behaviours, stress and daily functional training were

mentioned. Such studies were therefore excluded.
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Figure 7.1 PRISMA diagram of included studies
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7.4.2 Study characteristics

Four studies were included in the review. Two were conducted in the USA (222-224), and two in
Germany (225-227). All four were RCTs, employed a two-arm parallel group design, and
randomised individual patients to either the intervention or control condition (222-227). Two were
pilot studies, with the primary aim of assessing intervention feasibility and trial procedures (223,
224, 226, 227).

7.4.2.1 PICO of included studies

7.4.2.1.1 Population

Overall, 334 patients with a neurological condition and 66 ‘proxies’ (next-of-kin of patient)
participated in the four included studies (see Table 7.2). Individual study sample sizes ranged from
28 (222) to 192 (225). Two studies included community-based patients with Multiple Sclerosis
(MS) (225-227), one included rehabilitation in-patients with Traumatic Brain Injuries (TBI) (222) and
one included critically-ill in-patients with TBI, stroke or intracerebral haemorrhage (223, 224).

7.4.2.1.2 Interventions and comparators

Interventions are compared using the TIDieR checklist (220) in Table 7.3. The experimental
interventions employed across the studies varied significantly, though all involved some form of
information provision supported by written materials (sometimes delivered online) and face-to-face
discussion, with the aim of improving patient/ proxy participation in decision-making or involvement
in care. Kopke et al.’s experimental condition aimed to promote informed decision-making,
particularly in relation to the use of Disease Modifying Drugs (DMDs) and involved provision of a
detailed educational booklet to patients with MS and a subsequent four-hour group session, during
which evidence-based information (including prognostic information) was delivered through
presentations, with opportunities for group discussion and reflection (225). The comparator
intervention involved a short booklet based on information from a charity’s website and a group

stress management programme of similar length.

Two other studies also aimed to promote shared decision-making, but interventions were delivered
at the individual level (223, 224, 226, 227). Rahn et al.’s experimental condition was a decision-
coaching intervention, comprising a series of coaching sessions delivered by an MS specialist
nurse, supported by a patient workbook and online educational resource (226, 227). The decision

in question again related to uptake of DMDs and information included the potential impact of
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medications on prognosis, and encouragement to consider risks and benefits of importance to the
individual. Participants in the control group received access to the online resource only. A paper-
based goals-of-care decision aid was provided to proxies of TBI patients in the experimental
condition in Muehlschlegel et al.’s study, which comprised explanation of treatment options
(comfort care vs continuation of survival care), an icon array detailing predicted outcome for the
individual and a proxy-completed worksheet exploring the critically-ill patient’s perceived values
and proxy readiness to make a treatment decision (223, 224). This was employed at a family
meeting with the treating team to support a tailored discussion about prognosis and treatment.
The control intervention was usual care, comprising an unstructured family meeting.

Pegg et al.’s study differed in that it did not aim to address involvement in a specific decision, but
perceived control and involvement in care more generally (222). The experimental intervention
comprised three meetings between the patient and intervention deliverer, provided across a period
of TBI rehabilitation, during which personalised information (including assessment results,
progress, and prognosis) was provided alongside generic information. The control condition

involved individual presentation of generic information using videos.

7.4.2.1.3 Outcomes

A variety of outcomes were measured across studies. In the two pilot studies, primary outcomes
related to the feasibility of recruitment procedures and participant retention, as well as acceptability
and usefulness of the intervention; all other outcomes as described below were exploratory (223,
224, 226, 227). In terms of the outcomes of interest for this review, one study measured patient
satisfaction with information provided, and overall care (222), two measured quality of life (225-
227) and three measured anxiety and depression (223-227). No studies measured patient

adjustment.

Follow-up periods also varied with one study ceasing data collection at the patients’ discharge
(222), and single studies following participants up to three months (223, 224), six months (226,
227) and one year (225).
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Table 7.2 Included studies: Trial design and participant characteristics?®

Authors Condition Country | Design and Inclusion criteria Sample size Mean age % Female Mean time
unit of (sd) post-
allocation diagnosis

(sd)
Kopke et al., MS Germany | Design: 2 arm | Patients from six university- 192
2014 (225) parallel group based MS centres with a I: n=93 I: 36.5(10.3) | I: 74% . 1.4
diagnosis of clinical isolated (0.9) years
Unit: syndrome or definite
Individual relapsing-remitting MS within | C: n=99 C:36.7 C: 75% C: 12
randomisation | the last 2 years, aged 18-60 (10.3) (0.8) years
years.
Excluded: Patients with
major cognitive deficits

Muehlschlegel | TBI, stroke, USA Design: 2 arm | Critically-ill patients from two | Proxies: 66 Proxies: Proxies: -

et al 2020, intracerebral parallel group | neurological ICUs 23 days I: n=33 I: 51 (17) I: 82%

2022 (223, 224) | haemorrhage since hospital admission with | C: n=33 C: 57 (15) C:67%

Unit: Individual | acute ischemic stroke,
randomisation | primary intracerebral Patients: 41 Patients: Patients:
haemorrhage or non- I: n=20 I: 58 (19) I: 45%
penetrating TBI and their C:n=21 C: 64 (21) C: 29%
proxies (documented as
next-of-kin)
Excluded: Patient near-death
or anticipated to be soon
extubated and swallowing,
proxy non-English-speaking
or illiterate
Pegg et al., TBI USA Design: 2 arm | Patients admitted to one TBI | 28 30.25 11% Mean days
2005 (222) parallel group unit with moderate or severe | I: n=14 (20.57) in intensive
TBI, intact receptive C:n=14 years care prior
Unit: language. to TBI unit
Individual admission:
randomisation | Excluded: Patients deemed 29.14
to have limited potential to (sd=15.34),
benefit from rehab, poor range=7-
receptive comprehension, 75

displayed agitation or
drowsiness

IMS=Multiple Sclerosis; TBI=Traumatic Brain Injury; ICU=Intensive Care Unit; I=Intervention group; C=Control group
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Rahn et al.,
2015, 2018
(226, 227)

MS

Germany

Design: 2 arm
parallel group

Unit:
Individual
randomisation

Patients from two MS
centres with a diagnosis of
suspected or relapse-
remitting MS, facing a
decision about starting or
switching a first-line
treatment. Aged 218 years.

Excluded: Patients with
secondary progressive or
other suspected nervous
system disorder, facing a
decision on escalation
immunotreatment, on
symptomatic treatment,
severe cognitive deficit or
major psychiatric disorder
affecting information uptake,
no internet access.

73

I: n=38

C: n=35

I: 38.3 years

C:36.2
years

I: 68%

C: 80%
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structured according to TIDieR checklist

Kopke et al., 2014 (225)

Pegg et al., 2005 (222)

Rahn et al., 2015, 2018 (226, 227)

Muehlschlegel et al., 2020, 2022
(223, 224)

Name of
intervention

Interactive evidence-based
educational programme

Personalised information provision

Decision-coaching intervention

Goals-of-care decision aid

Why: Rationale,
theory, or goal for
the intervention
(how itis
expected to work)

Providing education
facilitates greater
involvement in treatment
decisions and increases
patient autonomy.
Sessions aimed to address
attitudes, normative beliefs,
and behavioural control as
per the Theory of Planned
Behaviour (228).

Aim to promote informed
choice, not specific
behaviour.

Provision of patient-specific, tailored
information increases patients’
sense of control and produces
better health outcomes (effort in
rehabilitation, rehabilitation progress
and treatment satisfaction),
particularly for patients who have
high desire for information.

Decision coaching facilitates more
active participation in treatment
decision-making and improves
efficiency of physician
consultations.

Development of the training
package for nurses was guided by
the Theory of Planned Behaviour
(228).

Shared decision-making tools
improve quality of life and limit
communication breakdown between
physicians and patients’ families.
Decision aid based on Ottawa
Decision Support Framework (229)
and conceptual framework for
decisional conflict (230). Decisional
needs affect decision quality, which
then affects behaviour, outcomes,
and emotions. Shared decision-
making targets decisional needs
and decisional conflict through
provision of information and
support.

What (materials):
Materials used
within intervention

57-page educational
booklet including recent
evidence on diagnosis/
prognosis/ early therapies.
Structured presentation
materials and moderation
cards.

No written materials provided to

participants

Discussions structured around

personalised information from

participants’ records, assessments
and treatment plans/ reports and
scripted generic information at each
session:

e Personalised: Participant’s
injury and complicating
conditions, results of
neuropsychological
assessment, treatment plan,
how the treatment plan would
contribute to desirable
outcomes. Generic: the brain
and TBI.

e Personalised: progress in
cognitive/ physical functioning,
detailed review of progress in =2
therapies. Generic: similarities
and differences between

Patient workbooks (one for first-
line treatment and one for those
considering treatment change).
DECIMS-Wiki: Online resources
providing evidence-based
information on topics relevant to
MS, focussing on treatment
options and their potential effects
(risk reduction).

Paper-based decision aid (booklet)

containing:

e Explanation of goals-of-care
decision and treatment options
(descriptions and photos),
including tracheostomy, PEG,
post-ICU discharge locations
and comfort-based care.

e Icon array detailing estimated
survival and 6- or 12-month
outcome depending on
condition based on validated
prediction models, and
information about uncertainty.

o  Worksheet prompting
consideration of patient values/
preferences and decision-
readiness (1-page)
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patients, anticipated
behavioural/ cognitive/
psychological changes post-
TBI, brief explanation of
rehabilitation modalities

e Personalised: progress update
in 2 therapies, discussion of
residual deficits and potential
effects, information about
discharge plans and results of
discharge neuropsychological
assessments. Generic: life after
TBI, guidelines for
enhancement of functional
domains, cognitive remediation,
advice for seeking medical
information.

What
(procedures):
Procedures,
activities, and
processes

Receipt of educational
booklet

Participation in interactive
educational programme,
including Power-point
presentations of best
available evidence about
diagnostic testing,
prognosis, and early
therapies; opportunities for
questions; guided group
discussion; individual work;
and reflection.

Personalised and generic
information provided via scripted,
structured discussion. Participants
encouraged to ask seek information
of specific interest to them.

Decision coaching sessions
following six steps of shared
decision-making: review problem,
primary message, pros and cons
of treatment options, patient
expectations, decision,
arrangements. Sessions
supported by materials above.

Proxy provided with decision aid
with standardised information about
its use.

Goals-of-care meeting between
physician (provided with
individualised icon array for each
patient) and family, including review
of proxy-completed worksheet.

Who provided:
Expertise, training
given (how/ in
what setting)

Non-medical persons from
MS centre (no further detail
of background or training
provided)

Clinical psychology doctoral
researcher (no training details)

MS Specialist Nurses, who
completed a 16-hour training
based on train-the-trainer
principle. Aimed to convey
knowledge on evidence-based
information and shared decision-
making. Included role plays with
case examples and simulated
patients.

Trained research assistants
provided decision aid.
Goals-of-care meeting delivered by
treating clinical team. Physician
provided with initial education about
research processes and the use of
the worksheet to facilitate a
detailed, personalised discussion
about decision.

How: Mode of
delivery (including
individual/ group)

Individual receipt of
educational booklet
Group-based programme
with some individual work
with decision trees

Individual sessions

Individual, face-to-face sessions

Individual, face-to-face
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Where: Locations
where intervention
was delivered

No details about location
University-based MS out-
patient clinic?

TBI unit

MS centres?

Neurological ICUs in two hospitals

When and how
much: Timing and

1 x 4-hour session
Receipt of 1 educational

3 x 60-minute sessions
Sessions held:

Up to three coaching sessions, up
to two physician consultations (no

Decision aid provided following
recruitment (>3 days post-

intensity booklet 4 weeks prior to e Following initial assessments detail on schedule or session admission) and goals-of-care
(including number | session (7-14 days after admission) duration) meeting held within 2 weeks of
of sessions, e At mid-point of rehabilitation (7- patients’ admission (timing
schedule, 10 days after first session) dependent on patient)
duration) e Pre-discharge (3-7 days prior to Brief re-education if needed every
discharge) 3-6 months.

(Length of intervention varies

dependent on individual length of

stay)
Tailoring: None reported Information at each session was Tailored sessions to individual Icon array (outcome prediction)
Planned tailored according to participants’ patients, selection of workbook tailored to individual patient

personalisation of
the intervention

assessment results and treatment
plans, gained through the medical
record

(first-line treatment vs change of
treatment)

Personalised review of worksheet at
goals-of-care meeting

Modifications (to

None reported

None reported

None reported

Added fidelity plan for clinician-

the study) family meetings, specifying at least
one meeting per patient, sharing of
the decision aid to physician,
integration of the worksheet into
family meeting and avoidance of
other prognostic discussions

How well Not reported Not reported Coaching sessions video-taped Not reported

(planned): 1/ how and rated by observer for six

fidelity was steps of decision coaching on a

assessed

scale of 1 (low) to 4. Logins to
DECIMS-Wiki were tracked (some
participants)

How well (actual):
Extent to which
intervention was
delivered as
planned

Not reported

Not reported. Comment that timings
of sessions was generally well-
adhered to

Videos from only 1 of 2 centres
available. Scored mean 2.4/ 4
(sd=0.6).

Not reported




161

7.4.3 Risk of bias in included studies

Risk of bias assessment results are detailed in Table 7.4. In one study, the method of
participant randomisation procedures and allocation concealment were considered to
present high risk of bias (226, 227). Insufficient information was provided to make a
clear judgement about the effectiveness of participant randomisation procedures in a
further study (222) and in three studies it was unclear whether participant allocation
was adequately concealed (222-224). Baseline characteristics and outcome measures
appeared similar between the two groups in three studies (222-225), whilst inadequate
reporting meant this could not be assessed in the fourth (226, 227). Levels of missing
outcome data were disparate between intervention groups in three studies (223-227),
such that it was deemed at high risk of impacting study conclusions in one (226, 227).
In the fourth study, no data about attrition was provided, therefore assessment was not
possible (222). This study also did not fully report all listed outcomes; no selective
outcome reporting was observed in the other three studies.

There was a high or unclear risk of contamination between groups in all four studies
(222-227), resulting from individual patients being randomised to different groups within
a single centre (therefore increasing the likelihood that participants received the
unallotted intervention), or patients receiving treatment from the same professionals
who delivered both the experimental and control intervention. There was therefore a
high risk of outcome assessors gaining knowledge of the participants’ allocated
conditions in two studies (222-224). In the other two studies, outcomes were assessed

by blinded assessors, either by telephone, post or online (225-227).

Finally, in one study other bias may have resulted from some of the outcome measures
used (e.g., Treatment Satisfaction Questionnaire (231), Rehabilitation Intensity of
Therapy Scale (232)) being developed by the authors, with no available validity or
reliability data outside of this sample, or detail of analysis reported (222). Internal
consistency of these measures, as reported in this study, was mixed, with some
Cronbach’s alpha results falling below the 0.7 usually indicated for acceptability (233).
As only descriptive statements of the results or analysis of variance are reported, it is

also unclear how the data were analysed and interpreted.
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Table 7.4 Risk of bias assessment

Kopke et Muehlschlegel | Pegg et al., Rahn et al.,
al., 2014 et al., 2020, 2005 (222) 2015, 2018
(225) 2022 (223, 224) (226, 227)
Random sequence | Low risk Low risk Unclear High risk
generation
Allocation Low risk Unclear Unclear High risk
concealment
Baseline outcome | Low risk Low risk Low risk Unclear
measures similar
Baseline Low risk Low risk Low risk Low risk
characteristics
similar
Incomplete Unclear Unclear Unclear High risk
outcome data
Knowledge of the Low risk High risk High risk Low risk
allocation
interventions
adequately
prevented
Protection against | Unclear High risk Unclear Unclear
contamination
Selective outcome | Low risk Low risk High risk Low risk
reporting
Other bias Low risk Low risk Unclear Low risk

7.4.4 Intervention rationale and theory

The interventions examined in included studies were based on the underlying principle
that provision of information or education supports a person’s autonomy or sense of
control, felt to be a key component of active involvement in healthcare (222-227). In
three studies the intervention occurred ahead of making important decisions for which
there was no right or wrong answer (for MS patients, this included treatment decisions
(225-227); for the proxies of critically ill patients with brain injuries, the choice was
between active treatment or comfort care (223, 224)). The interventions aimed to
empower patients/ proxies to participate in shared decision-making with healthcare
professionals, and to make an informed choice based on their own (or the patient’s)
values and interests. Authors of two studies also posited that greater autonomy,
leading to improved involvement in care and decisions, could result in improved
treatment adherence (continuing with DMD therapy long-term (225) or exerting
increased therapeutic effort (222)). Pegg et al. also theorised however that the benefits
of providing tailored information would be modified by the individual patient’s desire for
information, and the interpersonal relationship between the patient and information

provider; they aimed to assess the effects of these factors in their study (222).

Interventions in three studies were underpinned by formal theories. The two studies
considering shared decision-making in-patients with MS cited the Theory of Planned

Behaviour (228), which is frequently applied in attempts to understand and modify
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health-related behaviour, as the underlying theoretical basis of their intervention (225-
227). The theory posits that behaviour, and behavioural intention (the amount of effort
a person is likely to exert into that behaviour), is moderated by several factors, namely
attitude, subjective norms (the extent to which they believe others wish them to exhibit
the behaviour), and perceived behavioural control (their perceived ability to exhibit the
behaviour). It was these factors that Kdpke et al. attempted to target with information
provision, aiming to influence behavioural intention through increasing perceived
control, and changing perceptions of social norms and attitudes (225); Rahn et al. also
used this theory to guide their training plan for intervention deliverers but provided less

detail about the factors they intended to influence (226, 227).

Muehlschlegel et al.’s intervention was based around two frameworks for shared
decision-making: the Ottawa Framework for Decisional Support (229) and a conceptual
framework for decisional conflict (230). The Ottawa Framework provides a model for
the support required for patients/ proxies who are making a decision about a new
health condition, for which the potential benefits and risks are uncertain (229). It posits
that addressing patients’ decisional needs (e.g., for knowledge, support, and
resources) through decisional support interventions can improve decisional outcomes
(decision quality and process), which may subsequently improve implementation of the
selected choice. Decisional support involves a focus on providing tailored information
to enable patients to identify the potential benefits and risks of different treatment
options for them as an individual, so that they can make an informed choice based on
their personal values. Similarly, the conceptual framework for decisional conflict
highlights the importance of addressing uncertainties by providing information and
support (230). Muehlschlegel et al.’s intervention therefore aimed to address the

decisional needs of proxies who were making a decision about patient care (223, 224).

Intervention development in two studies had input from stakeholders (223-225) and in
three studies followed established guidance (223-227) from Craig et al. (203) or quality
standards for decision aid development (234). One study provided no detail about

intervention development (222).

7.4.5 Intervention features

All the interventions were complex, involving multiple, interacting components. These
components included providing written information (in booklets (223-225) or online
(226, 227)), verbal presentations (225) or discussions (222-227), and patient-
completed workbooks/ tools (223, 224, 226, 227). In three studies, this focused on

evidence-based generic information, including recent evidence on diagnosis,
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prognosis/ disability progression and therapies, including their effects, e.qg., risk
reduction, benefits, and side effects (223-227). The fourth study did not reference the
evidence base in the information provided, but sought to provide personalised
information, based on participants’ assessment results and treatment plans, alongside

generic information about the condition (222).

The authors of all studies referenced the importance of tailoring information to the
individual. As described above, Pegg et al. provided personalised information to
individual patients alongside generic information within the structure of the intervention
(222). In the other three studies, the generic information described above was tailored
to the individual through discussion (223-227). Kopke et al.’s study involved group
sessions and tailoring occurred through encouragement of discussion and reflection
about the personal relevance of the provided information (225), whilst individual
opportunities for personalised discussion with healthcare professionals were provided
in the other studies, through decision-coaching by MS nurses (226, 227) and review of
a completed decision aid with the treating team (223, 224).

Two studies reported using graphics to convey prognostic information visually. Rahn et
al. used bar charts to display evidence-based risk reduction information about disability
progression and relapses for different treatment options (see Figure 7.2) (226, 227).
Muehlschlegel et al. used an icon array, informed by evidence-based prognostic
modelling, and personalised to each patient, to display the probabilities of different
outcomes for each patient (223, 224). Like Rahn et al.’s graphic, it displayed the
probability of a range of outcomes through presentation of 100 people, colouring them
differently according to the likelihood of each outcome (alive with mild or no disability,

alive with severe disability or did not survive).

All included interventions included an active component. Two included workbooks or
worksheets for participants to complete, and all four involved active discussion with a
healthcare professional (222-224, 226, 227) or with other participants (225).
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Figure 7.2 Bar chart used in Rahn et al.’s study to display prognostic information
(reproduced from Kasper et al., 2017, pp 800 (235))

7.4.5.1 Training to deliver interventions

Only one study provided detailed information about the training provided to intervention
deliverers (226, 227). In this study, MS specialist nurses received sixteen hours of
training, based on the train-the-trainer principle, which included the use of Power-point
presentations, role play with simulated patients, videos, and group discussion. The
training aimed to convey knowledge about shared decision-making and evidence-
based patient information. Nurses’ knowledge was assessed using questionnaires and
decision coaching sessions were videotaped, with structured feedback provided. Other
interventions were delivered by ‘non-medical persons’ from the research team (though
no detail of their background or training was provided) (225) and the lead researcher (a
trainee clinical psychologist; no further details of training specific to the intervention
were provided)(222). In Muehlschlegel et al.’s study, the decision aid was provided by
trained research assistants (though no detail of their training was provided) and
subsequently used to facilitate discussion with the patient’s physician and clinical team,
who were provided with information about its use (223, 224). As the intervention
deliverers in three of these studies were healthcare professionals (222-224, 226, 227),
it was perhaps assumed that they already possessed the skills to engage in information
delivery and shared decision-making with patients.
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7.4.6 Intervention effectiveness

The effects of the studied interventions on each outcome of interest will be considered,
followed by other outcomes reported in individual studies. It should be noted that two
studies were pilot/ feasibility studies, and as such reported trends, rather than statistical

significance between groups (223, 224, 226, 227).

7.4.6.1 Patient and/or carer satisfaction (with the information provided or with
overall care)
One study reported the effects of the intervention on treatment satisfaction (222). Pegg
et al. (222) identified a significant positive effect of their personalised information
provision intervention on patients’ overall satisfaction with treatment and satisfaction
with information provision when compared with the control group, as measured by the
Treatment Satisfaction Questionnaire (231). A significant positive effect was also
found on other subscales of this questionnaire, including patients’ sense of involvement
in treatment, rehabilitation progress and overall rehabilitation unit experience and
communication with unit staff (222). This suggests that provision of personalised
information improved not only satisfaction with information provision, but more
generalised satisfaction across other domains. No significant differences between
those with high or low desire for information were found (222). It should be noted
however, that the scale used to measure treatment satisfaction was developed by the
authors for this study, and no further published validity or reliability data are available,

therefore it is unknown whether this tool measures what it purports to.

7.4.6.2 Quality of life

Two studies measured patients’ quality of life (225-227). Both used the Hamburg
Quiality of Life in MS, a validated and widely used questionnaire (236). In both studies
(225-227), this outcome was employed as a safety measure, aiming to ensure that the
intervention in question did not cause harm or have negative side effects, rather than
because improvements were expected. In both studies, quality of life remained stable
at baseline and throughout the follow-up period, indicating no adverse effects of the
interventions (225-227).

7.4.6.3 Patient adjustment to life with their condition

No studies examined the effects of an intervention on adjustment.
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7.4.6.4 Mood
Three studies explored participants’ anxiety and depression levels, measured using the
Hospital Anxiety and Depression Scale (237), at various time points including at
baseline and following intervention delivery (223-227). This measure is validated and
commonly used within brain injury and MS populations (238, 239). These outcomes
were again employed as safety measures, rather than because improvements were
anticipated. In the two studies providing interventions for people with MS, anxiety and
depression remained stable throughout the follow-up period, indicating no adverse
effects (225-227). However, in Muehlschlegel et al.’s study of proxies of critically-ill TBI
patients, the intervention group did demonstrate persistently higher depression and
anxiety scores at three-month follow-up, when compared with the control group, whose
initially similar mood scores ameliorated by this time (223, 224). This study also
measured post-traumatic distress and found a similar effect (223, 224). For
depression, anxiety, and post-traumatic distress, the effects were particularly prominent
in those participants who selected comfort care for their relative (223, 224). The
authors suggest that their decision aid intervention may require delivery alongside a
second intervention aimed at limiting distress (223, 224). However, as previously
noted, the outcomes in this study were exploratory and underpowered, therefore the
observed difference may be random (or unrelated to the intervention). It should also be
noted that, unlike the other studies considering participants’ mood, participants in this
study (223, 224) were required to make significant and difficult choices impacting the
survival of their loved ones, and therefore impact on mood may be different, e.g., to
those making decisions about their own treatment. Also related to mood, one study
measured coping self-efficacy, identifying no differences between those in the

experimental and control groups at six-month follow-up (226, 227).

7.4.6.5 Feasibility outcomes

Two studies were pilot/ feasibility trials, whose primary aims related to recruitment and
retention of participants, and acceptability and perceived usefulness of their
intervention (223, 224, 226, 227). Feasibility of recruitment procedures was
ascertained in both studies, with retention of participants at 68% at three-month (223,
224), and 70% at six-month, follow-ups (226, 227), though the amount of missing data
in one study was considerable (226, 227). Both interventions were also determined to
be feasible, acceptable, and useful to their target populations (223, 224, 226, 227) and

intervention deliverers (226, 227).
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7.4.6.6 Outcomes related to informed and shared decision-making

Three studies assessed outcomes related to informed and shared decision-making
(223-227). Informed choice was measured in two studies (comprising risk knowledge,
and congruency between attitude towards DMDs and DMD uptake), with both
interventions appearing to demonstrate positive effects (225-227), although statistical

significance was not reported in one study (226, 227).

Decisional conflict was measured in three studies and remained low throughout follow-
ups in both intervention and control groups (223-227). One study measured decision
self-efficacy and confidence, and decision regret, and found no differences between
groups (223, 224). Another single study evaluated shared decision-making and
showed minor differences between groups (226, 227). Two studies measured decision
autonomy and found it was high in both intervention and control groups (225-227). In
two studies, autonomy preferences were high in both control and intervention groups
(225-227), although there was a trend towards greater autonomy preference two weeks
after intervention delivery in the experimental arm in one study (225). Decision
satisfaction was reportedly high in both groups (225), although no data were provided.
Decision-making process was also assessed in this study, with experimental group
participants significantly more critical of DMDs immediately following intervention
delivery and significantly less likely to conform to social norms of DMD uptake,

although these effects did not persist beyond two weeks (225).

7.4.6.7 Outcomes related to knowledge

Three studies measured the impact of the intervention on knowledge (risk and medical)
(223-227). One study demonstrated increased risk knowledge in the intervention group
(225), whilst another reported increased risk knowledge in both groups (226, 227), and
a third identified no differences between groups in medical knowledge (223, 224).
Finally, one study examined prognostic concordance between proxies and clinicians,
finding it was similar in both groups, although in the intervention group, proxies
perceived the patient to be significantly less likely to survive the hospitalisation than did
the clinician (223, 224).

7.4.6.8 Functional outcomes and disability status

Disability status was employed as a safety measure in one study, and demonstrated no
differences between those receiving the experimental and control interventions (225).
In Pegg et al.’s study, participants who received personalised information

demonstrated improved functional outcomes (total score and Cognitive Functioning
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subscale of the Functional Independence Measure (240)), when compared to those in
the control arm, though no differences were found between those with high or low

informational control preferences (222).

7.4.6.9 Therapeutic effort and interpersonal relationships with clinicians

One study demonstrated significantly increased effort in rehabilitation physiotherapy
(but not speech and language therapy) in the experimental intervention group when
compared to the control group, but saw limited effects of the intervention on
interpersonal relationships between patients and therapists (222). Although in one
session, patients in the intervention group were perceived by observers to be more
dominant in treatment sessions with their therapists (i.e., more assertive with requests
for information), this effect was not sustained (222). Trust in the patients’ treating
physician was measured and was similar over time in one study, with no differences
between intervention groups (226, 227). Finally, one study measured proxy
perceptions of patient-centredness and quality of communication with clinicians and
found no differences between intervention and control groups (223, 224).

7.5 Discussion

7.5.1 Summary of main results

Overall, the results of this review suggest that interventions including information about
recovery and prognosis may be promising in improving patient satisfaction with
information provided, and with overall care. The results also demonstrate that
interventions including provision of such information are unlikely to have negative
effects on the quality of life or mood of patients with neurological conditions. It is
however important to monitor these effects, to ensure intervention safety. However,
due to the small number of studies included and their quality, the strength of the
evidence is weak. Of the four included studies, three are likely to have been
underpowered; two were pilot/ feasibility studies, which did not report statistical
significance, and the third had a total sample size of only 28 patrticipants and cited no
power calculation. Nevertheless, the results of the feasibility studies suggest it is

feasible to deliver and recruit to such trials.

7.5.2 Comparison with existing reviews

This is the first systematic review, which has attempted to identify, and assess the
effectiveness of, interventions designed to improve professionals’ communication of
information about recovery on the outcomes of patients with neurological conditions

and their carers. More evidence exists in the area of improving prognostic
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communication with adults with life-limiting illnesses, such as cancer. A recent review
by Selim et al reported the effectiveness of interventions including prognosis delivery to
adult patients identified 17 RCTs, although only one of these was directly focused on
improving prognostic communication, with most aiming to improve communication
more broadly (241). Similar to the findings of my review, Selim et al. reported mixed
evidence of the effectiveness of interventions, with some educational interventions
eliciting positive effects on mood-related symptoms and professionals’ communication
skills, but variable and limited effects on measures of patients’ perceptions of their
relationship with professionals, and satisfaction with care and quality of life,
respectively (241). Taken alongside my results, this identifies the importance of
research to develop understanding of the mechanisms through which such

interventions are intended to impact patients’ and carers’ outcomes.

Notably, most of the included studies in Selim et al.’s review (241) were aimed at
improving the communication of prognostic information by doctors (likely by nature of
the clinical setting), rather than other healthcare professionals. The studies included in
my review did not have a similar focus, however none targeted the communication
skills of allied health professionals, who, as revealed in my earlier review (Chapter 1)
are frequently involved in delivering information about recovery in neurological settings.
Indeed, Parry’s review of the effectiveness of interventions designed to improve the
communication skills of allied health professionals more generally revealed only five
studies, none of which were RCTs (242). Although more interventions have since been
developed and assessed e.g., Lonsdale et al. (243), none focused on the delivery of
information about recovery could be identified. Given the identified desire and need for
training for therapists, particularly in the area of breaking bad news, interventions that

are effective in improving their skills, and patients’ and carers’ outcomes are required.

7.5.3 Strengths and limitations

A strength of this review is the use of a systematic approach to comprehensively
search a range of bibliographic databases, using reproducible search strategies.
However, as previously noted, terminology around conversations about recovery and
breaking bad news is highly diverse (85), and so some studies may have been missed.
Initial screening revealed numerous studies assessing the impact of interventions with
a minor element of provision of recovery/ prognosis information. Careful judgements
were made following in-depth discussion by two independent reviewers who assessed
the full text of each identified citation to identify whether information about recovery
formed a substantive part of the intervention being studied, before deciding to include

the study. There was limited description of interventions in some of the screened
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manuscripts, which, although not unusual (244), meant that decisions could be
challenging, and some studies may have been missed or different reviewers may have
made alternative decisions. In studies of post-stroke information provision
interventions, for example, it was common to find description of information about
‘symptoms’ or ‘consequences’ of the condition, and it was unclear if this included
information about whether/ how these might improve over time. Additionally, inclusion
criteria were limited to studies examining intervention effects on patient/ carer
outcomes. This means that interventions, which may have been effective in enhancing
professional outcomes, e.g., confidence, were not included; such interventions may
also have been promising for improving patient/ carer outcomes but to date, have not
been tested. Finally, the review aimed to identify interventions, which had been tested
for their effectiveness using quantitative methodology. The most recently published
MRC guidance suggests other methods may be more appropriate to evaluate
intervention effects (205), and therefore such studies may have been missed.

As in previous reviews (245), in the included studies, information about recovery was
provided as part of a wider educational or information provision intervention, making it
difficult to assess its independent impact on outcomes. None of the included studies
specifically aimed to assess the impact of providing information about recovery alone,
but rather had wider aims of promoting shared decision-making or greater involvement
in care. It was also noted that some information about recovery was provided as part
of some of the control conditions, e.g., in the online resource in Rahn et al.’s study
(226, 227), although this information was provided passively, which may have limited

its effects.

A strength of this review is the assessment of risk of bias using a validated, structured
tool (217). However, no studies were judged to have low risk of bias across all
domains, and three were judged to have high risk of bias in at least two areas; the
results therefore require cautious interpretation. Additionally, only one study reported
how those delivering the intervention were trained to do so; this is important in
descriptions of intervention content and facilitates replication (220). Finally, although
the participants in the included studies were patients with neurological conditions or
their proxies, individual study eligibility criteria meant that those with significant
communication or cognitive problems were excluded. These difficulties are common in
stroke unit patients, and it will be important to ensure any developed intervention meets

their needs, and those of their families.
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7.5.4 Implications for intervention development

The aim of this review was to synthesise existing evidence relating to interventions that
could be used provide information about recovery to stroke survivors and their carers.
Although the tested interventions had different aims and included information about
recovery/ prognosis as part of a wider intervention, several similar features were
evident in each, namely the provision of (evidence-based) information, the
personalisation of information to the specific individual, and the active engagement of
participants through discussion (vs passive information delivery). This suggests these
components, at least theoretically, could be useful to include in a new intervention,
through increasing patients’ sense of control in an uncertain situation, empowering
them in decision-making and increasing therapeutic effort. The use of visual displays
of prognostic information and role of developing understanding of patients’ preferences

for information prior to provision is also worthy of consideration.
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Chapter 8 Application of the Capability Opportunity Motivation
model of Behaviour (COM-B) to identify potential promising

behaviour change techniques

8.1 Background and rationale

In the previous chapter, | attempted, through review of the literature, to identify existing
interventions to improve provision of information about recovery, which could be used
in, or adapted to, the stroke unit context. Only four interventions, which had been
evaluated for their effectiveness in improving patient/ carer outcomes, were identified;
all included provision of information about recovery as part of a wider intervention, such
that it was not possible to specify the effects of this aspect on outcomes. Therefore, |
began development of a new complex intervention, which aimed specifically to improve

provision of information about recovery in stroke units.

In line with the guidance for developing complex interventions (203-205) discussed at
the beginning of this section, this chapter describes efforts to develop a theoretical
understanding of how an intervention might drive behaviour change and the expected

changes that might arise.

8.2 The use of theory in complex intervention development

A core component of the Medical Research Council (MRC) Framework for developing
and evaluating complex interventions is the use of theory (203, 205), although the
model provides limited detail about how to select from the wide range available.
Complex interventions require recipients to change their behaviour in some way; thus
to develop effective interventions, researchers need to understand the underlying
psychological mechanisms that drive this behaviour change, and how they operate
(246). In practice, this understanding guides the selection of techniques and
components within an intervention, which are theorised to modify these constructs and
therefore result in behaviour change (247). Without such understanding, it is difficult to
ascertain why some apparently ineffective interventions fail, i.e., whether this is
because the intervention does not affect the proposed psychological mechanism, or
because the proposed mechanism is not successful in driving the desired change in
behaviour (246). More widely, this understanding can both enhance interventions to
potentially increase their effectiveness and advance theory (248). Well-articulated
theory can also be persuasive to decision-makers and facilitate the transfer of

interventions in different contexts (205).
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Despite the proposed advantages in using theory to develop complex interventions, the
evidence about whether its use results in interventions that are more effective in
improving outcomes is mixed. Whilst some systematic reviews have found evidence
for increased effectiveness of theory-based interventions (249, 250), others have failed
to find an effect, or found the opposite (251). A recent overview of systematic reviews
published in 2019 considered the relationship between the use of theory to develop
interventions, and their effectiveness (252). Dalgetty et al. found that eight of the nine
studies they included failed to find an association between the use of theory to develop
interventions and their effectiveness (252). However, proponents of using theory as a
basis for intervention development argue that the picture is complex (253-255). They
suggest that it is not the use of theory per se, which may prove effective, but the way it
is applied within the intervention development process (247, 254). For example, some
authors suggest that identification of the specific psychological mechanisms targeted
by intervention components to elicit behaviour change may hold greater importance
than simply categorising interventions according to whether or not theory was used in
their development (254, 255).

Additionally, there is no consensus about the best theory to apply from the available
range of psychological, sociological, and organisational theories. Examples include
Bandura’s Social Cognitive Theory (256), Protection Motivation Theory (257), the
Social Ecological model (258), the Theory of Reasoned Action (259), and the Theory of
Planned Behaviour (228). The latter was cited by two of the studies (225-227) included
in my systematic review (Chapter 7) as the basis for intervention development and has
frequently been used for this purpose (260). However, like other studies citing this
theory, these papers did not provide detailed descriptions of how this theory had been
applied (261). Whilst Kdpke et al. described how their intervention attempted to
change factors moderating behaviour and behavioural intention (namely attitude,
subjective norms, and perceived behavioural control), they did not discuss the
mechanisms of action through which their intervention components might result in this
behaviour change (225). Rahn et al. provided even less detail, in stating only that they
had been guided by this theory in developing their training package and that it had
been previously used to develop one of their outcome measures (226, 227). The
theory has also received criticism for its failure to account for several important
influences on behaviour, including roles of impulsivity, habit, self-control, associative
learning, and emotional processing (262), such that this evidence was not felt strong

enough to endorse its use in the development of a new intervention.
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It has been suggested that the wide range of available theories causes difficulties for
intervention developers, including the potential for important theories to be overlooked,
and the lack of an evidence base to support selection decisions (263). The range of
available models of behaviour, and their often-overlapping features, led Michie and
colleagues to begin development of a new framework incorporating these models and
addressing their limitations (262). Their systematic review work identified nineteen
frameworks, which they assessed and synthesised to develop a new model, the COM-
B, which lies at the heart of their Behaviour Change Wheel (BCW) framework (262).
This model has advantages over the Theory of Planned Behaviour in going beyond
reflective aspects of motivation, and also takes into account automatic processing
(262). The model was selected to underpin intervention development in this study and
is further described below.

8.3 The COM-B model and Behaviour Change Wheel

The BCW (Figure 8.1) is a framework designed to guide intervention developers
through a systematic process, from identification and analysis of the problem the
intervention is aiming to address, to selecting potential options for intervention design,
including intervention functions, supportive policies, specific behaviour change
techniques and modes of delivery (206). The COM-B model sits at the wheel’s centre
and posits that for an individual to exhibit any behaviour, they must have the capability
and the opportunity, and be motivated to do so, more than any other or no behaviour
(206). Capability can be physical (e.g., strength) or psychological (e.g., skills);
Opportunity can be physical (afforded by the environment) or social (interpersonal
influences or social cues); and Motivation can be automatic (e.g., emotional reactions)
or reflective (e.g., conscious plans and beliefs) (206). These interacting components
(or combinations of them) represent the sources of the behaviour that could potentially

be targeted by an intervention (206).

The spokes of the wheel, which surround the COM-B model, represent nine
intervention functions. These, alongside the associated policy categories were
identified through Michie et al.’s synthesis of behaviour change frameworks (264). The
COM-B components are each linked to one or more intervention functions, defined by
Michie et al. as “broad categories of means by which an intervention can change
behaviour” pp. 109 (206). For example, barriers relating to Physical Capability can be
addressed using the intervention function of Training (involving imparting skills) (206).
The seven policy categories (forming the wheel’s outer layer) represent options

available to authorities to support intervention delivery and are linked to the intervention
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functions (206). For example, the policy categories linked to the function of Training
include Guidelines (creating documents that recommend/ mandate practice) and

Regulation (establishing rules of practice), amongst others (206).

Intervention content is determined through identification of more specific Behaviour
Change Techniques (BCTs). BCTs are defined as “observable, replicable and
irreducible components of an intervention designed to change behaviour and a
postulated active ingredient within the intervention” pp. 145 (206). Through their
synthesis of published interventions and expert consensus, Michie et al. identified a
taxonomy of 93 BCTs associated with effective interventions, which can be employed
individually but usually exist in combination within an intervention (265). The BCTs
were subsequently linked to intervention functions by expert consensus (206). For
example, some of the BCTs most commonly used to deliver the function of Training
include demonstrations and instructions on how to perform a behaviour and feedback

on its delivery and outcome (206).
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Figure 8.1 The Behaviour Change Wheel, reproduced from Michie et al., 2011, pp.
7 (262)

The BCW has been applied to develop behaviour change interventions in stroke
rehabilitation, targeting the reduction of sedentary behaviour (266) and increasing
upper limb activity (267) and active practice (268), as well as strengthening the role

and functions of nurses (269). Although earlier health interventions developed using
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the BCW have aimed to improve health-related behaviours in service user populations,
e.g., encouraging smoking cessation (270) or increasing condom use (271), all of the
interventions identified in stroke rehabilitation targeted the behaviour (at least to some
extent) of the professionals’ delivering services, as is the aim of this study. The BCW
has been designed so that it can be applied equally in both scenarios (206). The BCW
framework was therefore selected as an appropriate theory on which to base an
intervention in this study. Although there is no evidence that interventions developed
using this model are more effective, the idea of a systematic and transparent process
was appealing, and developing an understanding of the mechanisms underlying

behaviour change appeared logical.

8.4 Developing a complex intervention to improve recovery conversations
using the BCW

Within the model of the BCW, intervention development progresses through a series of
stages. Although these stages appear linear, some authors have suggested that the
steps may be applied iteratively along the process (272). This section details
application of the BCW framework to begin development of an intervention to tackle the
challenges in providing and receiving information about recovery in stroke units,

informed by my previous qualitative work (Section 2).

8.4.1 Stage 1: Understand the behaviour

The process begins with developing an understanding of the problem. Michie et al.
posit that this is a critical stage in intervention development, which is often overlooked;
they argue that greater understanding of the desired or ‘target’ behaviour is likely to
result in greater success in modifying it (206). Through four steps, intervention
developers are directed to define the problem in behavioural terms, before identifying
behaviour(s) to target with an intervention, specifying these behaviours and identifying
what needs to change such that they will be realised (206). Michie et al. recommend
collection of primary data to understand what needs to change from multiple
stakeholder perspectives, and triangulation of data from a range of sources to increase
confidence (206). These data inform the behavioural analysis, which is conducted
using the COM-B model to categorise these identified barriers to achieving the desired
behaviour (206). What needs to change can be further classified using the Theoretical
Domains Framework (TDF (273)) in an additional optional step, should more detailed
understanding of the behaviour be needed (206). The TDF was developed to make

theory more accessible to researchers and incorporates a range of behaviour change



178
theories (273). The resulting framework consists of fourteen domains (listed in Table

8.1), which represent theoretical constructs, each linked to COM-B components (273).

Step 1 involves defining the problem in behavioural terms (206). The problem to be
addressed by this research was patients’ and families’ dissatisfaction with the
information they receive about recovery on the stroke unit. The results of my earlier
gualitative work identified their perceptions that information was not provided
proactively, highlighted inequity in the opportunities offered to patients and families,
and suggested provision of unclear or inconsistent information from different
professionals. Therefore, the problem was defined in behavioural terms as “Patients
and families do not receive adequate information about recovery after stroke.” The
location of the problem was defined as in-patient stroke units, with the people involved
defined as stroke unit professionals, patients, and their families.

Steps 2 and 3 involved selecting and specifying the target behaviour. Michie et al.
recommend identifying a list of potential target behaviours and evaluating them based
on how promising they are (206). Potential target behaviours were identified following
review of the previously-collected qualitative data and consideration of the potential
impact and likelihood of changing the behaviour, how changes could be measured and
whether such behaviour changes would result in any ‘spillover’ effects to other
behaviours (206). Two potential targets were considered. Firstly, consideration was
given to designing an intervention targeting the behaviour of stroke survivors and their
families, i.e., encouraging and empowering them to seek out information about
recovery from stroke unit professionals. Although it was felt likely that patients’ and
families’ behaviour could be changed, and that this behaviour could be measured (e.g.,
via the number of requests for information), the potential impact of changing this
behaviour, and potential spillover effects to professionals’ behaviour, were felt to make
it unpromising. For example, the range of issues highlighted by professionals,
including difficulty in predicting recovery in some situations, and the emotional cost to
themselves (Chapter 5), meant they might be unprepared to manage requests for
information and the emotionally challenging conversations that might ensue. Stroke
survivors’ identified preferences for the delivery of this information also meant that
changing their own behaviour may not result in their information needs being met
(Chapter 6).

Targeting professionals’ behaviour was felt to be more promising, both in the impact
and likelihood of behaviour change. Additionally, the potential for ‘spillover’ effects
were identified, in which the culture of the unit could change, with discussions about

recovery regularly taking place, thus potentially empowering patients to seek
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information more readily. Therefore, the selected target behaviour focused on staff and
was “providing information about recovery by stroke unit professionals to patients and
their carers.” The behaviour was further specified more precisely, based on findings
from Section 2:

¢ What: Providing information to patients and their families, including both
generic and personalised information, in an appropriate format to meet the
information recipient’s needs, e.g., verbal, written (including accessible).

o Who: As qualitative work highlighted professionals’ perceptions that provision
of information about recovery was the responsibility of all staff, the people
involved in the behaviour are defined as multidisciplinary stroke unit staff,
including both qualified professionals (e.g., doctors, nurses, therapists) and
other staff members (e.g., therapy and healthcare assistants, housekeepers,
ward clerks, porters).

e With whom: Information should be provided to patients (where appropriate to
their level of understanding and their wishes) and/ or their carers (with the
patient’'s express permission where they are able to provide it or in their best
interests if not).

e When: Qualitative work identified that at least some information could be
provided during the in-patient stay (even when this was short). Although the
type of information may change over the course of the hospitalisation, e.g.,
generic information is more likely to be provided in the acute phase, before
individual assessments and multidisciplinary discussions have taken place;
there is a role for regular information provision from admission, through to
discharge.

¢ How often: Information should be provided as often as is required, but at a
minimum, information should be offered at least once during the hospital
admission.

e Where: On the stroke unit/ therapy unit or other location in the hospital,

preferably in a quiet, private and accessible area.

The final step of stage 1 involved conducting a behavioural diagnosis, to identify the
change required, using the COM-B model (206). Michie et al recommend gathering
data from stakeholders, using a variety of methods, to develop an understanding of
what needs to change (206). In this study, these data were previously collected
through interviews with stroke unit professionals (the target population for this
intervention). Qualitative data were reviewed and mapped to the COM-B model, to

identify professionals’ Capability (physical and psychological) to perform the target
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behaviour, Opportunity (physical and social) for the behaviour to occur and their

Motivation (automatic and reflective) to engage in the behaviour (see Table 8.1).

Fifteen barriers (areas where change was potentially required to improve provision of
information about recovery) were identified and classified (detailed in Table 8.1).
Overall, the analysis revealed four components of the COM-B model where changes
were potentially needed: Psychological Capability (six barriers), Physical Opportunity
(two barriers), Reflective Motivation (five barriers) and Automatic Motivation (two
barriers). No changes were identified within the Physical Capability or Social
Opportunity components, as these were not felt relevant to the target behaviour. The
TDF was also used to expand on the COM-B components and further classify the
identified barriers, for example, categorising behaviours within Psychological Capability
into Knowledge; Cognitive and interpersonal skills; Memory, attention, and decision
process; and Behavioural regulation.
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Table 8.1 Behavioural diagnosis for the target behaviour of providing information

about recoveryl

COM-B TDF What needs to happen for the target behaviour
to occur?
Physical Physical skills N/A
capability
Psychological | Knowledge Knowledge to make predictions about individual
capability patients’ recovery
Knowledge about their own and others’
professional roles in providing information about
recovery
Cognitive and Possess the required communication skills to
interpersonal skills | deliver information sensitively and
compassionately
Ability to assess whether and how much
information patients and families want to know
about recovery
Memory, attention, | Ability to decide when and in what format to
and decision provide information to individual patients/ families
processes
Behavioural Awareness of standard procedures to monitor
regulation whether, when and to whom information has been
provided, to promote consistency across patients
Physical Environmental Availability of quiet and private spaces to provide
opportunity context and information, to promote confidence and facilitate
resources patients’ and families’ receipt of the information
Availability of written generic information to use to
support conversations about recovery with patients
and families
Social Social influences N/A
opportunity
Reflective Professional/ Perception that talking about recovery is part of
motivation social role and professional role
identity
Beliefs about Confidence in own ability to share information
capabilities about recovery with patients and families
Optimism N/A
Beliefs about Belief that providing information about recovery
consequences provides benefits to patients and families and
awareness of the risks of not providing such
information
Belief that conveying predictions about recovery
will not have longer-term negative consequences,
e.g., if predictions they make do not come to pass
Belief that providing information about recovery will
not have immediate negative consequences, e.g.,
reducing patient motivation and impacting mood
Intentions N/A
Goals N/A
Automatic Reinforcement N/A
motivation Emotion Do not feel anxious about conversations about
recovery before they occur
Ability to manage own distress following difficult
conversations about recovery

1 COM-B: Capability Opportunity Motivation model of Behaviour; TDF: Theoretical
Domains Framework
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8.4.2 Stage 2: ldentify intervention options (functions and policy categories)

The second stage involves identifying intervention options (206). This includes
selecting from the nine intervention functions those most likely to be effective in
addressing the barriers identified in the behavioural analysis, and subsequently
identifying policy categories to support their implementation (206). A comprehensive
list of all intervention functions, which might theoretically be effective in modifying the
target behaviour, is initially devised, such that potentially effective options are not
overlooked (262). Judgements about the intervention functions and policy categories
most appropriate to the intervention context are then made, according to their
Affordability, Practicability, Effectiveness and cost-effectiveness, Acceptability, Side-
effects/ safety, and Equity, known as the APEASE criteria (206).

In this study, all nine intervention functions were linked to the identified COM-B
components and considered as options. The APEASE criteria were applied to make
judgements about the intervention functions, which were most appropriate for the
context in which behaviour change was required in this study. The six selected
intervention functions were: Education, Persuasion, Training, Environmental
Restructuring, Modelling and Enablement (see Table 8.2). Although Incentivisation
and Coercion were linked to the component of Automatic Motivation, creating
expectations of reward or punishment were judged to be impractical and potentially
unacceptable in this context. Restriction (using rules to increase the target behaviour
by reducing the opportunity to engage in competing behaviours) was linked to Physical

Opportunity but was also considered impractical.

The seven policy categories to facilitate delivery of the intervention functions were then
reviewed, based on those linked to the selected intervention functions and the
APEASE criteria. Following consideration of these criteria, two policy categories were
established as being potentially useful in this context: Guidelines and Service provision.
Currently UK guidelines for stroke care include the National Clinical Guideline for
Stroke (23) and the Stroke Rehabilitation in Adults guidance published by the National
Institute for Health and Care Excellence (NICE) (274). The former highlights the
importance of information provision in general and specifically recommends that
information about functional prognosis and likelihood of goal achievement is used to
manage patients’ expectations and that carers also receive information about the
consequences and prognosis of stroke, within the context of a wider educational
programme (23). NICE also recommends identification of patients’ and carers’
information needs and how they might be delivered (274), and refers to more generic

patient experience guidance highlighting the importance of providing consistent,
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evidence-based, and tailored information to promote active involvement in care (275).
These guidelines may act as enablers for intervention implementation. Service
provision was also highlighted as an enabler, as the delivery of information about
recovery to patients and carers must take place in the context of the service provided in
the stroke unit. Other policy options were considered impracticable within the context

of this intervention.

8.4.3 Stage 3: Identify content (BCTs) and implementation options (mode of
delivery)

In the final stage of intervention development, the selected intervention functions are
linked to more specific BCTs to determine the content of the intervention (206). The list
of potential BCTs is narrowed down to those most appropriate to the context of the
intervention, using both the APEASE criteria, and guidance around those used most
frequently to serve each of the selected intervention functions (206). Finally, the mode
of delivery is determined, with options including face-to-face or distanced delivery, and
individual or group approaches, selected using the APEASE criteria and consideration

about evaluation techniques (206).

In this study, potential BCTs to deliver each of the selected intervention functions (as
identified by Michie et al. (206)) were initially chosen. The APEASE criteria were then
used to make judgements about which were most likely to be appropriate to consider in
the context of developing an intervention to improve provision of information about
post-stroke recovery. This list of BCTs was then reviewed, alongside the identified
barriers and intervention functions, by a research colleague and supervisors. Further
revisions then took place through discussion. The final list comprised 29 potentially

relevant individual BCTs (with some used to address multiple barriers) (see Table 8.2).

The final step was to identify the intervention delivery mode and evaluate these options
using the APEASE criteria. Options for delivery of this intervention were deemed likely
to include face-to-face and in a group setting, representing greater value for money and
more efficient use of intervention deliverers’ time than an individually-targeted
intervention. There was potential however for some BCTs to be delivered at a
distance, either individually or in groups, e.g., using webinars for group delivery or
online materials such as videos that can be accessed individually. Feasibility and
acceptability to intervention recipients were particularly important in this context of
development of an intervention for use within stroke units, where professionals

receiving the intervention are likely to have substantial time pressures, and where
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continued professional development is likely (and rightly) prioritised below direct patient

care.

As the list of potentially appropriate BCTs remained long, this was felt an appropriate
stage in intervention development to consult stakeholders. As the BCTs aimed to
target professionals’ behaviour, their views around which of the identified barriers
would be most important to address in an intervention, and on the acceptability and
feasibility of the identified BCTs and how they might be delivered, were particularly
important. This work further focused the intervention strategy, and is detailed in
Chapter 9.
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Table 8.2 Behavioural diagnosis using the COM-B model, suggested intervention functions and associated Behaviour Change Techniques?

interpersonal
skills

possess the
required
communication skills
to deliver
information about
recovery sensitively

perceive that they do
not have the required
communication skills to
deliver information
about recovery,
particularly when this

COM-B TDF Relevance of Barriers (what needs Intervention Individual BCTs
component domain to change) functions
(facilitators to
performing
behaviour
identified through
qualitative work)
Psychological Knowledge Professionals have Some professionals Training Provide information on factors to consider, which may impact recovery after
capability the knowledge to (particularly junior staff) stroke (Instruction on how to perform a behaviour)
make predictions describe feeling unable
about individual to predict recovery
patients’ recovery
Professionals have There are no standard Modelling Provide examples of the roles and responsibilities of each professional and
knowledge about guidelines about who the team in providing information for them to aspire to (Demonstration of
their own and should provide the behaviour)
others’ professional | information about
roles in providing recovery, when and
information about why. As a result,
recovery professionals may be
unclear about who
should provide
information about
recovery
Cognitive and | Professionals Some professionals Training Provide instruction about how to discuss recovery sensitively and

compassionately (Instruction on how to perform a behaviour)

Demonstrate how to deliver information about recovery sensitively and
compassionately (Demonstration of the behaviour)

Prompt practice of conversations about recovery through role play with peers
(Behavioural practice/ rehearsal)

1 COM-B: Capability, Opportunity, Motivation model of Behaviour; TDF: Theoretical Domains Framework; BCT: Behaviour Change Theory; MDT:

Multidisciplinary Team.
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and
compassionately

involves breaking bad
news

Provide feedback following observation of practice conversations with peers
(Feedback on behaviour)

Professionals are Some professionals Training Advise on how to ask patients and carers about whether and how much
able to assess may find it difficult to information about recovery they wish to receive (Instruction on how to
whether and how assess whether and perform a behaviour)
muph |nformat|or}. how much information Demonstrate how to ask patients and carers about whether and how much
patients and families | about recovery to h . ; . .
want to know about | provide to individual mformgtlon about recovery they wish to receive (Demonstration of the
recovery patients and few report behaviour)
directly asking patients Prompt practice of asking how, whether and how much information is wanted
and families about how through role play with peers (Behavioural practice/ rehearsal)
much information they ) . i . . )
would like to receive Provide feedback following observation of practice conversations with peers
(Feedback on behaviour)
Memory, Professionals are Some professionals Training, Advise on how to decide when and in what format to provide information to
attention, and | able to decide when | find it difficult to decide | enablement individual patients/ families (Instruction on how to perform a behaviour)
decision and in what format when and in what . L
processes to provide format to provide Demonstrate examples of conversations occurring in dlﬁeren_t ways (e.g., at
information to information about d!fferent times, supported by _vvrltten document_atlon or not) with patients with
individual patients/ recovery to meet different needs (Demonstration of the behaviour)
families individual patients’ Prompt practice of making decisions about when and in what format to
needs, e.g., where provide information to individual patients/ families using vignettes
patients have cognitive (Behavioural practice/ rehearsal)
or communication ) . . . .
problems Provide feedback following discussions based on vignettes (Feedback on
behaviour)
Advise on requesting support from colleagues across the MDT when making
decisions about when and in what format to provide information (Social
support (practical))
Behavioural Standard Professionals do not Education, Encourage a unit-specific plan to provide information about recovery, e.g., at
regulation procedures are in routinely provide Training, specific time-points/ in specific contexts (Action planning)
place to monitor information about Enablement

whether, when and
to whom information
has been provided,
to promote
consistency across
patients

recovery to all patients,
potentially resulting in
inequity

Prompt conversations about recovery at specific time-points during
admission, e.g., every 2 weeks (Prompts/cues)

Agree on a goal of having a conversation about recovery with all patients/
families at certain timepoints in their admission, e.g., every two weeks (Goal-
setting behaviour)). Examine how performance fits with agreed goal
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(through audit) and consider modification if needed (Review behaviour
goals).

Put in place physical reminders (e.g., in patients’ records), or verbal prompts
(e.g., at MDT meetings) to alert professionals at the time when a
conversation about recovery is due (Prompts/ cues)

Establish a single shared record for the MDT to monitor whether information
has been provided and record the outcome of conversations (Self-
monitoring of behaviour)

Arrange for professionals to remind each other about providing information,
e.g., through regular prompting at formal meetings or informal supervision
(Social support (practical))

Prompt professionals to identify barriers when conversations about recovery
have not taken place and discuss ways to overcome them as a team
(Problem-solving)

Physical
opportunity

Environmental
context and
resources

Quiet and private
spaces to provide
information about

Professionals may lack
opportunities to provide
information about

Training,
Environmental
restructuring,

Advise on importance of providing information about recovery in a private
and quiet area, and how to prevent interruptions (Instruction of how to
perform a behaviour)

recovery are recovery due to the Enablement . . . . .
available on the absence of appropriate A_dV|se on allocation of deS|gn_ated areas as quiet apd private areas to
ward, to promote private and quiet discuss recovery (Restructuring the physical environment)
confidence and spaces to speak with
facilitate patients’ patients/ families, felt to
and families’ receipt | be necessary for
of the information patient confidentiality
and to support receipt
of the information, e.g.,
noise/ distractions can
result in difficulties
taking in information
Written generic Little written information | Training, Provide (or support professionals to identify) generic written information to

information about
recovery is available
for professionals to
use to support
conversations about

about recovery is
available for
professionals to
support conversations,
particularly for patients/
families with cognition

Environmental
restructuring,
Enablement

provide to patients/ families (Adding objects to the environment)

Ensure written information is readily available in a specific location for
professionals to access when required (Prompts/ cues)
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recovery with

or communication

patients and families | problems
Social Social N/A N/A N/A N/A
opportunity influences
Reflective Professional/ Professionals view Some professionals, Education, Tell professionals that other members of the MDT appreciate their
motivation social role and | talking about e.g., nurses, may not Persuasion contributions to provision of information about recovery (Information about
identity recovery as part of view discussing others’ approval)
their professional recovery as part of their S . . .
rolesp role yasp Present communication by someone senior with each profession about the
’ importance of talking about recovery as part of their professional role
(Credible source)
Inform the professional that if they provide information about recovery, this
will set a good example to other members of their discipline (Identification
of self as role model)
Beliefs about Professionals feel Professionals Persuasion, Tell the professional they have the skills and experience to successfully
capabilities confident in their (particularly junior staff) | enablement share information about recovery with patients and families (Verbal
ability to share report a lack of persuasion about capability)
information about confidence in sharin . . .

- ; - 9 Encourage professionals to think about times they have successfully shared
recovery with information about inf i ith patient d famili dinf i I ved
patients and families | recovery with patients |r'1:orma ion wi tpa ients and families and information was well-receive

and families, which may (Focus on past success)
lead them to avoid Advise professionals to imagine discussing recovery with patients and
providing information or families and the information being well-received (Mental rehearsal of
providing vague successful performance)
information ) ) )
Encourage professionals to provide support and encourage their colleagues
when they have had discussions with patients and families about recovery
(Social support (unspecified)
Optimism N/A N/A N/A N/A
Beliefs about Professionals Some professionals are | Education, Provide information on patients’ and carers’ information needs about
consequences | believe that unaware of the benefits | Persuasion recovery from established literature (Information about social and
providing of providing recovery environmental consequences)

information about
recovery provides
benefits to patients
and families and
unaware of the risks

information to patients
and families (e.g.,
making future plans or
adjusting to life post-
stroke), and risks to not

Present a speech by an expert (researcher or professional) outlining the
known benefits and risks to providing information about recovery (Credible
source)
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to not providing
such information

providing information,
(e.g., limiting ability to
plan, preventing
adjustment)

Present a speech by an expert (stroke survivor or carer) outlining the known
benefits and risks to providing information about recovery (Credible source)

Provide information about the emotional consequences for patients and
carers if information about recovery is not provided effectively (Information
about emotional consequences)

Ask professionals to try providing information about recovery (after
structured training and as part of supervised practice) and to note patients’
and families’ reactions (Behavioural experiments)

Encourage audit of patient and family feedback about the benefits and
disadvantages of providing information about recovery (Feedback on
outcome(s) of behaviour)

Encourage professionals to ask patients and families about the benefits of
receiving information about recovery and the problems with not receiving
such information (Self-monitoring of outcome(s) of behaviour)

Professionals do not | Some professionals Education, Explain the benefits of providing information about recovery to patients and
believe conveying believe there are Persuasion, families, e.g., to support adjustment, enable planning, but steps should be
predictions about negative consequences | Modelling taken to ascertain how much/ the type of information they want to receive
recovery will have to providing certain and to convey uncertainty (Information about social and environmental
longer-term negative | information about consequences)
i(;opnrse?j?clig:]?fﬁ eey.g., L?]CC%\??;%;S%? ;ct)r(t)hkee Demonstrate how to convey unce_rtain’ty when pr.ovi‘ding information about
make do not come recovery and the recovery and how to manage patlents and famll_les emotional responses
to pass impact if these later when they occur (Demonstration of the behaviour)

transpire to be false Present a speech by an expert (stroke survivor or carer) outlining the

(negative emotional benefits of providing information about recovery, even where it might be

reactions from patients uncertain (Credible source)

and families, possibility . ) .

of complaints) A_dV|se the professmna_ll _to Il_st and compare the advantages and

disadvantages of providing information about recovery (Pros and cons)

Professionals do not | Some professionals Education, Explain the benefits of providing information to patients if provided
believe that believe there are Persuasion, sensitively and compassionately, e.g., to support adjustment, enable
providing negative consequences | Modelling, planning (Information about social and environmental consequences)
information about to discussing recovery Enablement

recovery may have

immediate negative
consequences, e.g.,
reducing patient

with patients and
families when the
outlook is suboptimal
and there is potential

Demonstrate how to provide information about recovery in positive ways, to
foster hope and motivation (Demonstration of the behaviour)
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motivation and
impacting mood

for long-term disability,
and the potential
impact this may have
on patients’ mood and
subsequent motivation
to engage with therapy

Present a speech by an expert (stroke survivor or carer) outlining the
benefits of providing information about recovery, even where it may involve
‘bad news’ (Credible source)

Advise the professional to list and compare the advantages and
disadvantages of providing information about recovery (Pros and cons)

Intentions N/A N/A N/A N/A
Goals N/A N/A N/A N/A
Automatic Reinforcement | N/A N/A N/A N/A
motivation
Emotion Professionals do not | Some professionals Persuasion, Advise on the use of stress management skills to reduce anxiety when
feel anxious about feel anxious about Enablement approaching conversations about recovery which are perceived to be
conversations about | approaching challenging (Reduce negative emotions)
recovery before they | conversations about . - .
oceur y y recovery, particularly Arrange emotional support from within the MDT or from service managers to
when breaking bad suppc:_rt prc;fessmnals prior to difficult conversations (Social support
news, which may lead (emotional))
them to avoid providing Advise professionals to share responsibility/ approach difficult conversations
!nformat!on or providing alongside colleagues where possible/ appropriate (Conserve mental
information about a resources)
patient’s outcome that
is more positive than
they anticipate
Professionals feel Professionals may feel | Persuasion, Normalise the negative emotions experienced by professionals following
able to manage their | distressed following Enablement difficult conversations (Information about emotional consequences)

own distress
following difficult
conversations about
recovery

provision of information
about recovery,
sometimes due to
patient and family
responses to the
information

Advise on the use of stress management skills to reduce anxiety (Reduce
negative emotions)

Arrange emotional support from within the MDT or service managers to
support professionals (Social support (emotional))
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8.5 Discussion

This is the first study to apply the COM-B model to understand the barriers to providing
information about post-stroke recovery and identify potential strategies to address
them. The model has provided a theoretical grounding to intervention development,
guiding the selection of intervention functions and potential BCTs through which
behaviour change could be achieved. The next stage in intervention development was
to consult stakeholders, to help identify the most appropriate BCTs to include, based
on their views of acceptability and feasibility.

A strength of using the BCW to underpin development of this intervention is in the
provision of a comprehensive, clear, and systematic process. In line with the MRC
framework (205), it focuses on developing a theoretical understanding of how the
specific components of an intervention are proposed to act to change the behaviour of
the target population, with clear links between intervention functions and BCTs (276).
Another benefit of the BCW process is that it incorporates the context in which the
intervention will be delivered within the Opportunity component (262). This is in line
with the MRC'’s intervention development framework, which highlights consideration of
context (205). This study incorporated qualitative data previously collected in the
stroke unit context, to develop an understanding of the potential barriers to providing
information about recovery, and how they might be addressed. However, stroke units
vary widely in their physical environments, management, and processes, such that
some barriers might be vastly important in some units, but not in others. For example,
in some units, where private spaces are available and used, addressing barriers
related to Physical Opportunity might have little impact. The MRC framework highlights
the potential for interventions to be effective in some contexts and ineffective, or even
harmful in others, accentuating the importance of flexibility (205). It is likely therefore
that the final intervention will consist of core components and permit the flexibility for

others to be delivered where needed in different contexts.

A criticism of the BCW lies in its reliance on the subjectivity of intervention developers,
who are required to use their judgement to select the most appropriate policy
categories, intervention functions and modes of delivery (277). Although the authors
provide the APEASE criteria as guidance, their application still requires a level of
personal judgement, which has the potential to introduce bias. However, Michie et al.
argue that this permits intervention developers to make the most appropriate decisions
for the context in which individual interventions will be delivered (206), and others have
made suggestions about how transparency can be improved through the reporting of

these decisions (269). In this study, decisions were subject to discussion with my
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supervisors and research colleagues with experience in using the BCW and the range
of options available at each stage have been reported, alongside reasoning about the
decisions made to increase transparency. Final recommendations about barriers to
target in an intervention and BCTs to address these barriers were made following
additional consultation with stakeholders, to limit the reliance on my own decision-
making (see Chapter 9).

Although the BCW is helpful in identifying strategies that are likely to be effective to
target behaviour within interventions, it is important to note that there is currently no
evidence to suggest interventions developed using the BCW framework are more
effective than those which are not. Further evaluation, beginning with pilot and
feasibility testing of intervention components, in line with the MRC framework (205), will
be necessary to understand whether the selected BCTs function as expected.

Finally, the initial stages of the process informed by the BCW involved developing an
understanding of the behaviour requiring change. In this study, it was decided that
professionals’ behaviour would be targeted by the intervention, a decision which then
informed subsequent development. Should different decisions have been made, e.g.,
focusing on the behaviour of patients and/ or carers, or all three groups, the
intervention function and BCTs are likely to have been different. Additionally, the aim
of the intervention was focused on changing professionals’ behaviour, rather than
driving change at the organisational level. It may be that organisational change would
be required to facilitate a cultural shift to a mode of working where information is readily
shared and available for patients and families, such that they feel empowered to

request it.
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Chapter 9 Survey study to establish healthcare professionals’

views of potential behaviour change techniques

9.1 Background and rationale

In the previous chapter, | began development of a new intervention designed to
improve provision of information about recovery by stroke unit professionals to patients
and carers. Informed by qualitative findings from Section 2, | used the Behaviour
Change Wheel (BCW) (262) to conduct a behavioural diagnosis of the problem, then to
identify intervention functions and Behaviour Change Techniques (BCTs), which may
result in the required behaviour change. In this chapter, | detail consultation with
stakeholders, through an online survey study of UK-based stroke unit professionals, to

further inform intervention development.

9.1.1 Aims and objectives
This study aimed to seek the views of stroke unit professionals to inform the
development of a professional-focused intervention to improve conversations about
post-stroke recovery. Its objectives were to:
¢ Establish the external validity of the barriers identified in previous qualitative
work amongst a wider population of UK-based stroke professionals;
e |dentify which barriers professionals felt were most important to address in an
intervention;
e Ascertain professionals’ perceptions of the usefulness and clinical feasibility of
the BCTs identified to address these barriers;
¢ |dentify any alternative strategies, which professionals felt may be effective in

changing their behaviour or that of their peers.

9.2 Methods

9.2.1 Research design

As an objective of this study was to understand the views of stroke unit professionals
across the UK, a questionnaire-based survey approach was selected. This approach
permits simple and efficient sampling of the views of a larger number of participants
than do qualitative interviews or focus groups, and may encourage greater honesty
from participants, who may be afraid to express their true views when face-to-face with

a researcher (278). The survey was delivered online, as online surveys are quicker to
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conduct, cheaper and more environmentally-friendly than paper-based approaches,
eliminating costs associated with printing and distribution (279). In this case, an online
survey was felt particularly appropriate to extend the geographical reach of the survey

across the UK.

9.2.2 Ethical considerations

Ethical approval was gained from The University of Leeds School of Medicine
Research Ethics Committee (ref: MREC 21-013; see Appendix K) in February 2022.
The approved participant information sheet is available in Appendix L.

9.2.2.1 Informed consent and withdrawal of data

Study information was presented on the survey website, with a downloadable copy of
the participant information sheet. Consent was taken online, with participants asked to
indicate that they had read this information and their agreement to participate. For data
to be gathered, the participant was required to complete the survey and submit their
responses, therefore withdrawal prior to this point was possible without any data having
been collected. Following submission, participants were presented with a completion
receipt containing a unique, randomly generated code, and advised that they may
withdraw their data anonymously within 14 days by contacting the researcher and

guoting this number.

9.2.2.2 Confidentiality

Participant confidentiality was maintained throughout the conduct of the study. Direct
identifiers, including participants’ names, addresses and dates of birth, were not
collected as they were not required (participants were not subsequently contacted).
Participants were assured that their responses would remain confidential and asked
not to reveal any personal information from which they could be identified. Should any

respondent reveal personal information, this was removed prior to analysis.

Data were collected using the platform Online Surveys (www.onlinesurveys.ac.uk),
which is GDPR-compliant and is The University of Leeds’ recommended platform for
survey research. Participants were assured that no attempts were made to collect any

data, e.g., IP addresses, which they did not voluntarily provide.
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9.2.3 Recruitment and sampling

9.2.3.1 Participant inclusion criteria

Inclusion criteria were broad, with participants self-identifying as a qualified healthcare
professional of any discipline (including, but not limited to, doctors, nurses,
physiotherapists (PTs), occupational therapists (OTs) and speech and language
therapists (SLTs)) currently working in a UK stroke unit. As the survey aimed to inform
development of an intervention for in-patient stroke professionals in the UK,
participants were excluded if they worked in community or non-stroke settings or in
countries outside of the UK, where alternative training may be provided or stroke care
organised in different ways, such that the feasibility of the proposed BCTs might be

variable.

9.2.3.2 Recruitment

The recruitment strategy for this study aimed to reach as many potential participants
from across the UK as possible, in freely available ways (due to budget constraints).
This primarily involved distribution of the study invitation and link to the survey
webpage (including participant information sheet) via social media and professional
bodies of which potential participants were likely to be members.

The survey was primarily advertised using Twitter, which permitted presentation of a
280-character study invitation highlighting the nature of the research, the intended
audience, and a request to share with others who may be interested alongside the
survey link. Hashtags such as ‘stroke’ and ‘research’ were used to enable those
interested in these subjects to locate the invitation, and high-profile individuals or
organisations whose followers included members of the target audience were targeted
with sharing requests. A Twitter advert to accompany each post (Figure 9.1) was
designed to be colourful and eye-catching. | regularly posted study invitations from my
personal Twitter account (unused prior to the study) throughout the recruitment period.
Additionally, a study invitation was placed on the Stroke Network online forum of the
FutureNHS Collaboration platform, which supports an online community of health and
social care staff to share information about practice and resources

(https:/iwww.england.nhs.uk/futurenhs-platform).

Each of the core professions providing input into stroke units has at least one
professional body, which supports their members through education and training, and
promotes evidence-based practice and research. Such organisations maintain regular

contact with their thousands of members and are ideally placed to circulate
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advertisements for research participants. Professional bodies were identified through
online searching and assistance was requested to distribute the study invitation to their
members. Specialist sections of these organisations or specific organisations relating
to the area of stroke/ neurology were targeted, to ensure those most likely to be eligible
were reached. Of the six bodies identified and contacted, most agreed to provide
support, either through their regular newsletter communications with members or social
media (Table 9.1).

Finally, participants from the qualitative study (Section 2), who had agreed to be
contacted about new research were also e-mailed a study invitation, including a
request to share this information with others, whom they felt may be interested in taking
part.

Participants were recruited at the point when they submitted their survey responses.

We're looking for
healthcare professionals
working in stroke care to
complete a brief survey to
help improve
conversations about
recovery after stroke!

For more information or to
take part, please contact
louisa.burton@bthft.nhs.uk
or visit:
https://leeds.onlinesurveys.ac.

uk/talking_about recovery af
ter stroke

volunteers

needed!

Study title: Developing strategies to improving talking about recovery on the stroke unit v2.0
28/11/21. Ethical approval received from University of Leeds, ref number: MREC 21-013

Figure 9.1 Twitter advertisement
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Table 9.1 Distribution of survey link by professional bodies

Body approached Action taken

Association of Chartered Offer to distribute study invitation to

Physiotherapists in Neurology members for a cost — did not proceed

British Association of Stroke No response received

Physicians

National Stroke Nursing Forum Inclusion of study invitation in regular
newsletter to members

Organisation for Psychological Inclusion of study invitation in regular

Research into Stroke newsletter to members

Royal College of Occupational Support for Twitter advertising (likes/

Therapists retweets)

Inclusion of study invitation in regular
newsletter to members of the Neurological
Practice specialist section

Royal College of Speech & Inclusion of study invitation in regular
Language Therapists newsletter to members

Inclusion of study invitation in Clinical
Excellence Network correspondence

9.2.3.3 Sampling strategy

Survey research frequently attempts to use probability sampling, either making
attempts to sample an entire population or a representative subset of this population
(280). Representative sampling can however be a challenge for online survey
research, with researchers lacking control over who views, and responds to, the survey
advert, potentially leading to concerns around sample validity (281). Generating a
representative sample was not essential in this study, which aimed to gather a
shapshot of views from UK-based stroke professionals and develop some
understanding about the reasons why identified BCTs might be useful and/ or feasible.
Non-probability, convenience sampling was therefore employed. A snowball sampling
strategy was also used; | requested ‘retweets’ on Twitter (from organisations or
individuals) within the text of each post and asked individuals who had previously
expressed an interest in the research to share the study link with their colleagues.
Such strategies can serve to increase the number of potentially eligible participants,

who view the advert and engage with the research (282).

9.2.3.4 Sample size

The recruitment target was a minimum of 30 participants, but no upper limit to the
number of respondents was in place. This was thought to be sufficient to gather a

snapshot of views from professionals working in stroke units.
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9.2.4 Development of the survey instrument

Surveys may include the collection of quantitative data, qualitative data or both; what is
common to them is the standardised collection of the same set of data from each
participant (79). Whilst closed questions permit the generation of quantitative data,
which can be quick to code and subject to numerical comparison, open questions can
provide detailed qualitative data to help interpret such responses (283). To address the
study objectives, a mixed-methods approach was employed, using both rating scales
(for professionals to rate the importance of barriers to recovery conversations, and the
usefulness and feasibility of proposed BCTs) and open questions (to provide more
detail on their responses and suggest any additional strategies they felt may be useful/

feasible).

The questionnaire was based upon the barriers to provision of information about
recovery identified in the previous chapter, with a focus on rating the importance of
each barrier and the perceived usefulness and feasibility of the identified BCTs to
address it. Likert scales were selected for participants to rate their perceptions quickly
and easily, with optional open questions for them to elaborate on their responses.
Demographic details (see below) were collected only to characterise the sample, as the
intended sample size was not likely to be large enough to draw comparisons between
the views of subsets of participants. The questionnaire was constructed using the

OnlineSurveys platform.

| initially constructed a draft version of the questionnaire, which was subsequently
reviewed by members of the research team. All attempts were made to keep the
guestionnaire as brief as possible, to encourage participation and reduce participant
burden. As such, where overlap between two barriers was identified (e.g., they
addressed a similar issue) and similar BCTs were suggested to address them, they
were consolidated into a single barrier. This resulted in a reduction of three barriers,
with consolidation of barriers relating to professionals’ emotions, negative beliefs about
consequences and understanding of professional roles. Additionally, all attempts were
made to ensure the language used was easy to understand and questions were not

leading or double-barrelled.

The questionnaire was subsequently piloted with a sample of seven researchers with
previous professional stroke unit experience, who thus represented the target audience
but were not currently eligible to be study participants. Those involved in this pilot
completed the questionnaire online alongside a form, asking them to comment on:

ease of navigation; understanding of the language used; clarity of the instructions;



199

question order; and survey length. Their feedback was subsequently used to refine the
questionnaire prior to the study opening; changes included re-ordering some of the

questions and minor clarifications to language used.

The final questionnaire comprised an initial page introducing the project (Appendix M),
including the research team contact details, a link to the downloadable participant
information sheet and information about ethical approval, followed by a consent form
and multiple-choice demographic questions (age group, gender, profession, and time
working in stroke care). The main body of the questionnaire was introduced with a
statement of the research aims and a definition of the meaning of ‘information about
recovery’ as used in the survey (covering both general information and individual

predictions).

Each subsequent page (12 in total) was organised as follows (see Appendix N for a
sample page):

e A statement of an identified barrier and a question about how important the
respondent felt it would be to address this barrier in an intervention (5-point
Likert scale: not at all/ slightly/ moderately/ very/ extremely important);

o Alist of potential strategies (BCTs) to address the barrier with a question about
how feasible the respondent felt the strategies would be (4-point Likert scale:
very unlikely/ unlikely/ likely/ very likely to be feasible);

o Alist of potential strategies to address the barrier with a question about how
useful the respondent felt the strategies would be (4-point Likert scale: very
unlikely/ unlikely/ likely/ very likely to be useful);

¢ An open question with free text space regarding the participants’ views of
whether the specific strategies would be feasible/ unfeasible, useful/ not useful;

¢ An open question with free text space requesting the participant to identify
potential additional strategies to address the barrier.

9.2.5 Data analysis

Responses to forced-choice questions were coded in SPSS Statistics (v27) and
analysed descriptively. Median participant ratings of the importance of each barrier
were calculated, as was the percentage of participants who rated each barrier as either
very or extremely important to address in an intervention. These barriers were then
ranked in their order of their perceived importance. Subsequently, the percentage of
participants who rated each BCT as likely to be useful or very useful, and feasible or

very feasible was calculated. The BCTs suggested to address the most important
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barriers were then ranked in terms of their usefulness; those perceived as most useful

were then ranked according to their perceived feasibility.

Quialitative data gathered from free text responses were subjected to directed content
analysis (284). Responses were imported into Microsoft Excel. The author initially
read through all the comments related to each question, then coded them according to
the study objectives (i.e., whether they related to the importance of addressing a
barrier; perceived usefulness of a suggested BCT; perceived feasibility of a suggested
BCT; or an alternative strategy to address the barrier). Descriptive summaries of

participants’ responses were then developed.

9.3 Results

The study was open for a period of four months (15" February-15" June 2022). During

this time, 48 participants were recruited and completed the online survey.

9.3.1 Participant demographics

The study sample included a range of professionals from across the multidisciplinary
team (MDT), including PTs (n=16; 33%), SLTs (n=13; 27%), OTs (n=5; 10%) and
nurses (n=5; 10%; see Figure 9.2). Smaller numbers of participants came from other
disciplines, including doctors (n=2;4%), clinical psychologists (n=2; 4%), orthoptists
(n=2; 4%) and dietitians (n=2; 4%). One participant described their role as a patient

mentor.

Most respondents were female (n=43; 90%) and over 30 years old (n=43; 90%; see
Figure 9.3). Most (n=31; 65%) had worked in stroke care for more than ten years,
whilst 29% had between one- and ten-years’ experience (n=14; see Figure 9.4). A

minority had less than one year of stroke experience (n=3; 6%).
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9.3.2 Importance of addressing identified barriers in an intervention

The median importance rating for all barriers ranged from 4 (very important) to 5
(extremely important), suggesting that they were felt important to address in an
intervention by the professionals who took part and thus establishing their validity
outside of those initially sampled in my earlier qualitative work. All identified barriers
were rated as very or extremely important to address by a minimum of 70% of
participants (range=70-94%; see Figure 9.5 and Table 9.2). The barrier rated by the
least participants as very or extremely important to address was an inability to predict
recovery (70%), suggesting that professionals may be less concerned about this issue.
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Difficult to decide whether and how much (n=48)

Difficult to decide timing and format (n=48)

Unable to predict recovery (n=47)

Not part of routine (n=47)

Lack of confidence (n=46)

Insufficient communication skills (n=47)

Barrier

Struggle with emotions (n=46)

Unaware of benefits (n=47)

Perceive negative consequences (n=48)
Unclear about who should provide (n=47)
Absence of quiet and private spaces (n=47) HSZETT 1280 AT sz

Little written information available (n=47) ZIS2H 128 s —

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
% of participants

mNot (at all) important ~ ® Slightly important = Moderately important ~ ®Very important ~ ® Extremely important

Figure 9.5 Importance of identified barriers to study participants
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rated each proposed Behaviour Change Technique as likely to be feasible or very feasible, and likely to be useful or very usefull

record the outcome of conversations

Barrier % rating Behaviour Change Techniques aiming to address barrier % rating % rating
barrier as BCT as BCT as
very or likely or likely or
extremely very likely | very likely
important to be to be
to address useful feasible
(n=48) (n=48) (n=48)

Some professionals find it difficult to 79% Receive advice on how to ask patients and carers about whether and how much information about 81% 92%

assess whether and how recovery they wish to receive

much information patients and families - - -

want to know about recovery See someone demonstrate how to ask patients and carers about whether and how much information 92% 98%

about recovery they wish to receive
Practice asking how, whether and how much information is wanted through role play with peers 79% 73%
Receive feedback following observation of practice conversations with peers 88% 81%

Some professionals find it difficult to 83% Receive advice on how to decide when and in what format to provide information to individual patients/ | 81% 96%

decide when and in what format to families

provide information about recovery to - — -

meet individual patients' needs, e.g., See someone demonstrate examples of conversations occurring in different ways (e.g., at different 96% 94%

where patients have cognitive or times, supported by written documentation or not) with patients with different needs

communication problems. Practice making decisions about when and in what format to provide information to individual patients/ | 92% 88%

families using vignettes

Receive feedback following discussions based on vignettes 92% 88%
Receive advice on requesting support from colleagues across the MDT when choosing the timing and 92% 92%
format for providing information

Some professionals describe 70%* Receive information on (evidence-based) factors to consider, which may impact recovery after stroke 88% 94%

feeling unable to predict recovery

Some professionals do 72%* Develop a unit-specific plan to provide information about recovery, e.g., at specific time-points/ in 90% 88%

not routinely provide information about specific contexts

recovery to all patients, potentially _ _ _ _ _ — _

resulting in inequity Agree on a goal of having a conversation about recovery with all patients/ families at certain timepoints | 83% 81%

in their admission, e.g., every two weeks, then audit the extent to which this goal has been achieved

and consider modification if needed.

Use physical reminders (e.g., in patients' records) or verbal prompts (e.g., at MDT meetings) to alert 85% 79%
professionals at the time when a conversation about recovery is due

Establish a single shared record for the team to monitor whether information has been provided and 90% 94%

1 MDT=Multidisciplinary Team; *n=47; **n=46
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Identify barriers when conversations about recovery have not taken place and discuss ways to 94% 92%
overcome them as a team
Some professionals report a lack of 94%** Be reminded that you have the skills and experience to successfully share information about recovery 75% 90%
confidence in sharing information about with patients and families
recovery with patients and families, . . - . . -
which may lead them to avoid providing Be encouraged to think about times you have successfully shared information with patients and 88% 96%
information or families and information was well-received
providing vague information Imagine discussing recovery with patients and families and the information being well-received 60% 73%
Be encouraged to provide support and encourage your colleagues when they have had discussions 96% 96%
with patients and families about recovery
Some stroke professionals perceive that | 92%* Be provided with instructions about how to discuss recovery sensitively and compassionately 83% 88%
they do not have the
req)L/Jired communication skills to deliver See someone demonstrate how to deliver information about recovery sensitively and compassionately | 98% 96%
|nformat|_on_ about recovery, particularly Practice conversations about recovery through role play with peers 85% 83%
where this involves breaking bad news
Receive feedback following observation of practice conversations with peers 92% 88%
Some professionals may struggle with 78%** Receive advice that it is not unusual to experience negative emotions following difficult conversations 90% 98%
their emotions when talking about _ . . .
recovery, e.g., feeling anxious when Receive advice on the use of stress management skills to reduce anxiety 92% 96%
preparing to dl_scuss recovery, or Access emotional support from within the MDT or service managers following provision of recovery 94% 79%
experiencing distress following such information
conversations (e.g., due to patient/
family responses) Share responsibility/ approach difficult conversations alongside other MDT members where possible/ 98% 94%
appropriate
Some professionals are unaware of 85%* Receive information on patients’ and carers’ information needs about recovery from established 94% 96%
the benefits of providing recovery literature
information to patients and families (e.qg., _ _ . _ -
making future plans or adjusting to life Watch a speech by a researcher or professional outlining the known benefits and risks to providing 81% 83%
post-stroke), and the risks of not information about recovery
pl‘O\fIdlng |nform_at|ond(e.g., limiting ability Watch a speech by a stroke survivor or carer outlining the known benefits and risks to providing 100% 94%
to plan, preventing adjustment) information about recovery
Receive information about the emotional consequences for patients and carers if information about 98% 98%
recovery is not provided effectively
Be encouraged to try providing information about recovery (after structured training and as part of 94% 98%
supervised practice) and to note patients’ and families’ reactions
Complete an audit of patient and family feedback about the benefits and disadvantages of providing 73% 69%
information about recovery
Be encouraged to ask patients and families about the benefits of receiving information about recovery 92% 81%
and the problems with not receiving such information
Some professionals perceive that there 73% Receive information about the benefits of providing information about recovery to patients and families 88% 96%

are negative consequences of providing

including where this includes uncertain or negative information




206

information about recovery, e.g., due to See someone demonstrate how to convey uncertainty and foster hope and motivation when providing 98% 92%
the impact of uncertain predictions later information about recovery
proving incorrect, or predictions about _ _ _ — _ -
a negative outcome impacting patient Watch a presentation by a stroke survivor/ family member outlining the benefits of providing 98% 98%
mood/ motivation information, even when it may be negative or uncertain

Make a list and compare the advantages and disadvantages of providing information about recovery 71% 85%
There are no standard guidelines about 72%* Be provided with examples of the roles and responsibilities of each professional and of the team in 85% 92%
who should provide information about providing information about recovery
recovery, when and why. As a result,
some professionals
are unclear about who should provide
this information.
Professionals may lack opportunities to 81%* Receive advice on the importance of providing information about recovery in a private and quiet area, 75% 85%
provide information about recovery due and how to prevent interruptions
to the absence of appropriate _ _ _ _
private and quiet spaces to speak with Allocate designated areas as quiet and private areas to discuss recovery 83% 52%
patients/ families
Little written information about recovery 81%* Be provided with, or receive support to identify, generic written information to give to patients/ families 90% 96%
is available for professionals _ _ _ . _ _ _ _ _

Make written information readily available in a specific location to access when required 94% 94%

to support conversations, particularly for
patients/ families with cognitive or
communication problems
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9.3.3 Feasibility and usefulness of BCTs to address the most important barriers
Overall, participants were positive about most strategies proposed to address the
identified barriers, with each individual BCT rated as either useful or very useful by a
mean of 88% of participants (range=60-100%), and feasible or very feasible by 89%
(range=52-98%; Table 9.2).

An exploratory approach was undertaken to select the BCTs most likely to be useful
and feasible to incorporate into a final intervention. Firstly, to ensure the barriers
participants believed were most important were addressed, the barriers were ranked
according to the percentage of participants who rated them as very/ extremely
important to address in an intervention (highest to lowest). The aim was to identify the
five most important, however there was a tie between those ranked fifth and sixth,
therefore both were included. These concerned a perceived:

e Lack of confidence (94%);

e Insufficient communication skills (92%);

e Lack of knowledge of the benefits (85%);

¢ Difficulties in deciding when and in what format to provide information (83%);

e Absence of private and quiet spaces for discussions (81%);

e Lack of generic written information to support conversations (81%).
Secondly, the BCTs selected to address each of these barriers were compiled, forming
a list of 24. These BCTs were then ranked according to the percentage of participants
who rated them as likely to be useful or very useful, to reveal the twenty highest
ranking BCTs perceived to be most useful to address the selected barriers. The
remaining BCTs were again ranked, this time according to the percentage of
participants rating them as likely or very likely to be feasible within an intervention.
Those rated as least likely to be feasible were removed, with the remaining twelve

suggested for inclusion within the final intervention.

The selected BCTs are presented alongside relevant intervention functions and the
Capability Opportunity Motivation model of Behaviour (COM-B) (206) components they
are intended to address in Table 9.3 and discussed further below, alongside
participants’ comments. These BCTs related to the intervention functions of training,
enablement, persuasion, and environmental restructuring. They encompassed
techniques that could be used to enhance the skills and increase the confidence of
stroke unit professionals when providing recovery information, strategies to persuade
them of the benefits, and approaches to adapt the physical environment to facilitate

information provision.
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9.3.3.1 Improving skills

Psychological capability was identified as one area of the COM-B where important
barriers required addressing. Within this component, participants rated barriers relating
to perceptions of insufficient communication skills and difficulties in making decisions
about when and in what format to provide information as important to address within an
intervention. The areas of the Theoretical Domains Framework (273) in which these
barriers fall are cognitive and interpersonal skills and memory, attention, and decision
processes; these are associated with the intervention functions of training and
enablement. Nine BCTs were suggested to address these two barriers, with four
selected by survey participants as feasible and useful. These included watching
demonstrations of how to deliver information sensitively and compassionately, and in
different ways to meet individual patients’ needs, as well as receiving advice on how to
make decisions about when and in what format to provide information, including
requesting support from the MDT. The BCTs not selected (due to perceived
insufficient feasibility) related to practicing making decisions and communicating
information through role play and vignettes and receiving feedback, as well as

receiving instruction about how to discuss recovery with sensitivity and compassion.

In general, participants expressed that training to improve their communication skills
would be welcomed, particularly for developing their skills in breaking bad news,
although some felt that clinical experience was required to refine these skills. They
were supportive of watching demonstrations of conversations from which to learn,
though some expressed concerns about the use of strategies such as role play, which
they felt could be deter potential intervention participants from taking part, due to a lack
of confidence. Others however felt they represented a useful way to support active
learning. As such, although practice of newly acquired skills through role-play did not
meet the cut-offs for feasibility in this study, it may be useful to consider them further in
intervention development and consider how a safe environment for such practice might
be provided.

“Best learning I've had is observing more experienced clinicians deliver bad

news.” PT, 6-10 years’ experience

“Role play is not popular as staff feel self-conscious.” PT, 6-10 years’
experience

In terms of making decisions about the timing and format of information, participants
discussed the importance of individualising information provision according to each
individual patients’ needs; they felt training could be beneficial in helping them to do
this. Some discussed how receiving advice and support from their colleagues was

crucial in their decision-making, particularly from SLTs when patients had
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communication difficulties. However, blanket advice about the timing of information
provision was felt to be challenging, with meeting patients’ individual information needs
at the right time seen as important.

“Time-frame should be patient-specific due to the rate/ extent of their
recovery.” PT, >10 years’ experience

9.3.3.2 Improving confidence

It appeared that a lack of confidence in providing information resonated highly with the
survey respondents. In their comments, participants suggested that understanding the
reasons for a lack of confidence would be important in addressing this barrier; in line
with findings from my qualitative study (see 5.2.3), some suggested that a lack of
confidence was underpinned by worries about eroding patient motivation or making
incorrect predictions about individual recovery. Participants comments suggested that
confidence in sharing information about recovery was underpinned by a combination of
professionals’ knowledge, e.g., confidence in the accuracy of the information they were
providing, and skills, enabling them to provide such information sensitively. In terms of
knowledge, they referred to both the knowledge to predict patient outcomes and a
more general understanding of stroke, including both the changes to the brain, which
underly a patient’s deficits, and the way that they deficits might recover over time and
with therapy. A third factor felt to underpin confidence was practical experience, and a
fourth was support from colleagues.

“There needs to be a more concrete way to improve confidence, and that

starts with determining why a professional has decreased confidence in this

area. For example, a person may have decreased confidence due to a lack

of knowledge in this area [...]. In this case, encouragement may not impact

confidence and [...] provision of education would be more beneficial than
encouragement and positive recollections.” OT, 1-5 years’ experience

“Support from colleagues and experience will enable an individual to build
their confidence alongside practical experience of sharing information.”
SLT, <10 years’ experience

Four BCTs specifically designed to address the barrier of staff confidence in talking
about recovery were included within the survey. The suggested intervention functions
to address this problem (related to reflective motivation within the COM-B model) were
through persuading staff that they are already capable of providing information about
recovery effectively or through provision of social support from the MDT. Only two of
the suggested BCTs were however rated as useful and feasible by survey participants.
BCTs relating to mental rehearsal and verbal persuasion about capability were deemed
to be feasible, but not useful in addressing this barrier, whilst focusing on past success

and receiving support and encouragement from the MDT were rated highly for both
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aspects. This fits with participants’ comments, addressing the issues about support
from colleagues and the need for experience to facilitate confidence. However, a
range of BCTs selected for inclusion, which were designed to address other barriers,
are also likely to address staff confidence. For example, if it is the case that
possessing improved skills increases confidence, the BCTs outlined in 9.3.3.1 should
also prove effective. In terms of knowledge, one BCT was proposed to address staff
understanding of the factors that could impact recovery, however the barrier which it
aimed to address (lack of knowledge to make predictions about recovery) was
endorsed by only 70% of the survey sample. It may therefore be the case that
professionals feel that knowledge about stroke and recovery more generally should
already be possessed by staff or should not be addressed within this specific

intervention.

9.3.3.3 Being persuaded of the benefits

The COM-B model suggests that barriers relating to beliefs about consequences (e.qg.,
a lack of knowledge about the benefits of providing information) are representative of
reflective motivation and can be addressed using the intervention functions of
education and persuasion. Seven BCTs were proposed to survey participants, with
four selected as likely to be useful and feasible; three involved learning about the
(emotional) consequences of (not) providing information, both directly from stroke
survivors and through presentation of evidence-based literature. The fourth involved
behavioural experiments, in which intervention recipients would try providing
information and note patients’ and families’ reactions. Gathering such feedback
through audit was felt to be neither useful nor feasible and being encouraged to ask
patients and families about benefits was felt useful, but less feasible, as was watching

a speech from a researcher or clinician.

Participants’ comments suggested that these strategies would have benefits for staff at
all levels, with particular support for hearing stroke survivors’/ carers’ voices, which
participants felt would be particularly powerful in persuading them of the benefits of
providing information about recovery. One PT suggested an additional strategy of
persuading staff of the benefits by asking them to empathise with the patients’

situation; this would be classified as the BCT, framing/ reframing (the adoption of a new
perspective in order to change cognitions or emotions), which can also be used to
achieve the function of persuasion and may be worthy of consideration.

“Feel that this is at the heart of why some staff don't discuss
recovery...key!ll” SLT, >10 years’ experience
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“I think stroke survivors’ or their relatives’ insight would be priceless.” OT,
1-5 years’ experience

“Starting by asking clinicians to be a patient, ask them to reflect on what it
feels like if you have not been given information. Use an example or ask
them to share an experience where they have had to achieve something
with less than adequate information.” PT, >10 years’ experience

9.3.3.4 Making changes to the physical environment

Barriers relating to physical opportunity were rated as important to address within an
intervention. Such barriers (i.e., the lack of availability of private spaces in which to
provide information and the absence of written information to support conversations)
can be addressed using the intervention functions of environmental restructuring. The
suggested BCTs relating to the availability of written information (being provided with
generic written information and ensuring this was readily available) were both rated as
useful and feasible by survey participants, whilst those relating to the availability of
private spaces (advising on the allocation of dedicated private areas to discuss
recovery and the importance of providing information in such areas) were deemed

infeasible (designating areas) or not useful (receiving advice).

In their comments, participants elaborated on the reasons they felt that the suggested
BCTs lacked feasibility and usefulness in addressing the barrier relating to an absence
of private spaces. Although they agreed that private spaces were important, they
described that available spaces were lacking in the hospital environment (particularly
due to increased patient numbers during the pandemic), and where they were
available, it was sometimes impossible to move patients to them due to their physical
disabilities. As a result, they felt that they were not the right stakeholders to direct
these issues to and suggested instead targeting building planners.

“Space...truly the final frontier! Go get a coffee so that my office can be

used for information giving!” Nurse, >10 years’ experience

“Oftentimes, the information must be provided in the patient’s room. Due to
time constraints, disabilities, and work requirements, it is often not feasible
to bring the patient and family to another room.” OT, 1-5 years’ experience

In relation to the provision of written information, whilst a lack of resources was rated
as an important barrier, some participants suggested that written information was
already available, e.g., from The Stroke Association, or the Bridges Self-Management
programme (285). Others expressed concerns around the storage of written resources
(e.g., displaying information presents challenges due to infection control procedures)
and associated costs (e.g., designing, printing). Finally, some participants expressed a

concern that written information should be used to support, rather than replace
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personalised conversations about recovery. As a result, they felt the most effective
resources would be those that were easily tailored to meet the needs of their individual
patients.

“All info should be patient specific and delivered using empathy...achieved

through teaching, training and experience, not a script.” PT, >10 years’
experience

“Designing digital resources that allow staff to also quickly prepare
personalised resources as well as standardised/ pre-prepared.” SLT, >10
years’ experience

9.3.3.5 Mode of delivery
Finally, in terms of overall feasibility, the most cited barrier to the suggested BCTs was
a lack of staff time and capacity. However, many participants reported that support to
deliver recovery information was much needed, as it was a key part of their clinical
practice, and therefore, an important use of their time. They suggested a range of
ways that the selected BCTs could be feasibly delivered, including making use of
technology and existing ward processes and resources, such as in-service training
sessions and experienced professionals. For example, participants suggested that
online videos of presentations and demonstrations could be made available, generic
written resources could be available online and webinars and online discussion groups
could support their learning.

“Time and workload pressures [affect feasibility]. However, would be

invaluable education and would improve the quality of practice.” OT, 1-5
years’ experience

“I think receiving advice or seeing someone demonstrate how to ask
patients and carers is feasible as this could be done via videos that people
can watch at a time that suits them or via an online training session.”
Dietitian, 6-10 years’ experience
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Table 9.3 Suggested core components of a professional-focused intervention to
improve provision of information about recovery?

Selected COM-B components Selected Intervention components
intervention served by intervention BCTs to
functions (206) functions deliver
intervention
functions
Training (imparting Psychological Instruction on | Advise on how to decide when and in
skills) capability: Increasing how to what format to provide information to
professionals’ skills, perform a individual patients/ families
confidence, and comfort behaviour
in providing information Demonstrate:
Demonstration | -  how to deliver information about
of the recovery sensitively and
behaviour compassionately

- examples of conversations
occurring in different ways (e.g.,
at different times, supported by
written documentation or not) with
patients with different needs

Enablement

(increasing means/
reducing barriers to
increase capability

Psychological
capability and reflective
motivation: Increasing
professionals’ capability

Social support
(practical)

Social support

Advise on requesting support from
colleagues across the MDT when
making decisions about when and in
what format to provide information

Focus on past
success

Behavioural
experiments

or opportunity) and confidence through (unspecified)
encouraging team- Encourage professionals to provide
working and support support and encourage their
colleagues when they have had
discussions with patients and families
about recovery
Persuasion (using Reflective motivation: Information Provide information on patients’ and
communication to Increasing professionals’ | about societal | carers’ information needs about
induce positive or understanding about and recovery from established literature
negative feelings or patients’ and families’ environmental
stimulate action) information needs and the | consequences | Provide information about the
importance of meeting emotional consequences for patients
them, and encouraging Information and carers if information about
self-reflection to increase | about recovery is not provided effectively
their confidence in their emotional
own capabilities consequences | Present a speech by an expert (stroke
survivor/ carer) outlining the known
Credible benefits and risks to providing
source information about recovery

Encourage professionals to think
about times they have successfully
shared information with patients and
families and information was well-
received

Ask professionals to try providing
information about recovery (after
structured training and as part of
supervised practice) and to note
patients’ and families’ reactions

Environmental
restructuring
(changing the
physical or social
context)

Physical opportunity:
Providing physical
resources to support
professionals during
recovery conversations
and instructions to ensure
they are readily available

Adding
objects to the
environment

Prompts/ cues

Provide (or support professionals to
identify) generic written information to
provide to patients/ families

Ensure written information is readily
available in a specific location for
professionals to access when required

1 COM-B: Capability, Opportunity, Motivation model of Behaviour; MDT:
Multidisciplinary Team
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9.4 Discussion

9.4.1 Summary of findings

The results of this survey study suggest that professionals working in stroke units want
and need interventions to improve the provision of information about recovery. All
identified barriers to such conversations were endorsed by >70% of respondents and
may therefore be important to consider in an intervention. These findings add validity
to the qualitative work described in previous chapters and suggest the identified

barriers are experienced more widely by professionals across UK stroke units.

The COM-B model has been successfully applied to identify a range of BCTs that may
be effective in changing professionals’ behaviour regarding conversations about
recovery. The barriers rated as most important to address within an intervention were
related to professionals’ psychological capability (including cognitive and interpersonal
skills (possessing required communication skills), and decision processes (making
decisions about when, how and in what format to provide information), with training
(imparting skills) rated as likely to be useful and feasible to include in an intervention.
Reflective motivation was also rated as an important barrier, with professionals lacking
confidence to share information and an awareness of the benefits and consequences
to (not) providing information. Information about (emotional) consequences,
particularly when provided by a credible source (stroke survivor or carer) were rated as
most likely to be useful, as well as social support from the MDT. Physical opportunity,
including having an appropriate environment to hold conversations and availability of
supporting written information were seen as somewhat important, though only some
environmental restructuring (adding objects (written resources) to the environment)
was felt to be within clinical staff control; restructuring the physical environment to

designate quiet space to discuss recovery was not seen as feasible.

9.4.2 Comparison with existing literature and implications for intervention

development

9.4.2.1 Intervention content

A perceived lack of confidence and insufficient communication skills were highlighted
as important barriers to provision of information about recovery in this study.
Communication skills are an essential component of high-quality care and thus an
important focus for student doctors, nurses, and other health professionals, with
graduates expected to be able to communicate sensitively and effectively to meet a

range of individual needs (286-289). Training to improve communication skills is
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founded on the idea that such skills can be learned and used in practice to improve
both patients’ and providers’ outcomes, particularly well-being (290, 291). It seeks to
increase professionals’ empathy and understanding of the individual patient’s
perspective and needs, which can be employed during information provision, shared
decision-making, and challenging conversations (291). Whilst training interventions
delivered as part of continuing professional development for practicing professionals
are available, they are largely offered to medical staff, and particularly those working in
cancer services or end-of-life care. For allied health professionals in particular, it has
been suggested that the focus on learning physical rehabilitation skills may dominate
(292). It is clear from these results that the range of professionals working in stroke
services, particularly those involved in providing information about recovery, would
welcome such training, with specific attention paid to using these skills when

communicating with those with neurological impairments.

The effectiveness of such training interventions has been widely studied in oncology
and palliative care, with training being demonstrated to be effective in improving
professionals’ empathy towards patients and increasing their ability to deliver tailored
patient-centred communication, as well as increasing their own confidence (245, 291,
293). However, studies of the effectiveness of communication skills training specific to
stroke care are lacking, and the effects of such training on patient outcomes are less
well-documented (245, 294). It is perhaps surprising that communication skills training
in stroke care has not demanded more attention, with most studies of interventions
focused on improving professionals’ communication with patients with aphasia, who
represent around a third of patients with stroke (295)). More general communication
skills training may well be of value in a situation where professionals need to convey
uncertainty, including the probability of some, but potentially incomplete, recovery, as is
the case in neurological conditions. Specific challenges require professionals to both
carefully manage patients’ hope and motivation, such that they can receive optimum
benefit from rehabilitation, whilst also preparing them for the potentially long-term and
life-changing effects of stroke. Developing professionals’ communication skills so that
this can be achieved sensitivity and confidently is likely to therefore be an important
component of an intervention aiming to improve the process of providing information

about recovery and could have benefits for both patients and professionals.

Communication skills training frequently focuses on adapting communication to meet
the needs of patients and families. This ability to tailor information provision was a key
concern of participants in this study, who described concerns about the standardisation

of practices and procedures in discussions about recovery. Professionals emphasised
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the importance of being able to tailor or personalise recovery conversations to
individual patients and families, according to their wishes and needs, including phase
and speed of recovery, and cognitive and communication levels. For these
participants, strategies involving promoting a standardised time, type or format of
information or nominated person to deliver information, as presented in some of the

suggested BCTs, were therefore troubling.

Research supports the idea that the information needs and preferences of people with
stroke and their carers may change over time (56, 58, 59). For example, the ‘Timing It
Right’ framework details how carers’ needs change over five phases, three of which
(admission to acute care, patient’s medical stabilisation, and preparation for discharge
home) occur during the patient’s in-patient stay; during the first two stages, information
about prognosis is required (59). Mauk’s model of post-stroke recovery also suggests
that patients go through six recovery stages on the road to adaptation, during which
their needs for information and prognostic messaging change (296). This model
encourages clinicians to consider the patient’s individual mindset and tailor their
communication accordingly. For example, during the second stage of fantasising
(expecting the stroke’s effects to disappear), professionals are encouraged to simply
try to motivate patients without raising their hopes and expectations, whilst in the fourth
stage (blending; in which the process of adjustment to the effects of stroke begins),
they should begin to provide realistic recovery information (296). Similarly, Lutz
describes three phases of the stroke trajectory, during which the patient and carer
move forward from a stage of initial shock and uncertainty on admission, through an
expectation of recovery during therapy, towards a final stage of adaptation at discharge
(297). The emotional responses of patients and carers within each stage require
consideration in information provision, for example, to meet initial needs for information

about prognosis by discussing survival rather than the potential for long-term deficits.

Findings from the present study, taken alongside this evidence, highlight the
importance of allowing professionals the flexibility to tailor the delivery of information
about recovery to best meet patients’ and families’ needs. It is not uncommon for
complex interventions intended to be implemented in a range of contexts to include a
set of core, necessary components, whilst allowing flexibility for the tailoring of aspects
according to individual need (205). Further development of this intervention is likely
therefore to focus on helping professionals to best identify patients’ and carers’ needs
for information and to tailor their communication to meet these needs, rather than

dictating specific time-points and formats of delivering information.
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In terms of strategies that are likely to be useful to incorporate into an intervention,
participants in this study valued active and experiential approaches to learning,
particularly when addressing barriers relating to improving communication skills and
building confidence. This is in line with previously published work, which suggests
experiential learning is key to learning communication skills (292, 298). Being provided
with information and observing demonstrations were viewed positively by professionals
in this study but were seen as more useful if followed by active practice and feedback
(if delivered in a ‘safe space’ such as within clinical supervision). A review by Gysels et
al. suggests this combination is very effective in improving communication skills (299).
One experiential strategy, that of role-play, was however controversial within the
sample, with some suggesting it could be off-putting to intervention recipients. Role-
play is an experiential learning approach, which involves a clinical scenario acted out
by peers, who alternate between the roles of professional and patient/ carer to practice
newly learned communication skills. This technique has advantages in providing
opportunities for participants to practice their skills in a safe learning environment, and
allowing them to empathise with the patient’s perspective, with subsequent
opportunities for feedback and reflection (299). There is evidence however that
learners may find the process embarrassing and unrealistic, although methods have
been suggested to improve experiences, e.g., clear direction by enthusiastic trainers
(300). Role-play has been demonstrated as an effective technique in developing
communication skills (301) and therefore should be considered when further

developing an intervention, with appropriate care taken to ensure participants’ comfort.

As well as experiential learning, participants felt that being presented with patient and
carer voices would be a useful strategy, facilitating behaviour change by persuading
professionals, for example, of the benefits of conversations about recovery or the
repercussions of not being provided with this information. Participants’ comments
suggested hearing patients’ stories through speeches or video materials could help to
develop an understanding of their perspectives. The use of patient narratives in health
interventions and service improvement initiatives has increased in popularity over
recent decades (302), and hearing patients recount their experiences can be powerful,
persuasive and can inspire professionals to reflect on their own practice (303, 304).
However, some authors advise caution when using this method, suggesting that
presentation of a range of experiences is required to prevent anecdotalism (304) and
warning that the use of narratives without a clear evidence base can potentially lead to
unfavourable outcomes (305). Inclusion of narratives within an intervention could be

an effective strategy, but care must be taken to understand the mechanisms through
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which they are effective, and to carefully select those which most closely represent the

available evidence.

Finally, it is perhaps surprising that an inability to predict recovery was viewed as the
least important barrier to address in an intervention aiming to improve conversations
about recovery in this study. The trajectory of stroke recovery is uncertain, and while
prognostic models continue to improve, meaningful application to individual patients
remains challenging and uptake in clinical practice has been limited (29, 30, 306).
Predictions made by stroke unit professionals therefore tend to be based on clinical
judgements of patient-related factors and response to treatment; it is upon these
judgements that rehabilitation, and subsequently discharge, are planned (307). Some
disagreement about whether recovery can be usefully predicted was evident in the
comments of professionals, both in this study and in earlier qualitative work, with some
believing that having greater access to research evidence would improve their
knowledge and therefore predictive ability, and others highlighting that improving
communication skills to enable them to convey uncertainty was of greater importance.
Itis likely that both aspects have a role to play in an intervention, which could include
improving knowledge of the factors influencing prognosis, alongside developing the
skills required to convey uncertainty.

9.4.2.2 Methods of intervention delivery

This study has identified a wide range of possibilities for the mode of intervention
delivery. Michie et al recommended using a set of criteria to narrow down possible
BCTs for intervention inclusion; these are known as the APEASE criteria and involve
consideration of Affordability, Practicability, Effectiveness and cost-effectiveness,
Acceptability, Side effects/ safety and Equity (206). This study has invited professional
stakeholders’ views on these issues, to help determine the most effective mode of
delivery for an intervention. The APEASE criteria require consideration of different
modes of intervention delivery when targeting individuals or a population. In this study,
the support of the MDT was frequently described as important in addressing a range of
barriers relating to recovery conversations, with buy-in required to make changes to
practice, provide support and share and delegate responsibilities. MDT involvement
was also frequently mentioned in relation to barriers relating to decision-making about
providing recovery information, suggesting that sharing experience and knowledge
(including about individual patients) and development of understanding of each other’s
roles was important. As such, it is likely that at least some of the included BCTs should
target the whole MDT.
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The preferred mode of intervention delivery is likely to be face-to-face, however staff
time was frequently mentioned by participants as the biggest barrier to the suggested
strategies. Organising face-to-face training is likely to be particularly challenging for
those who work shift patterns, e.g., nurses, and for those who have too few staff to
prioritise training alongside their clinical work, e.g., orthoptists or dietitians.
Respondents were keen to suggest ways that training and support could be more
feasibly delivered. These ideas included building training or support into pre-existing
practices, e.g., within formal or informal supervision sessions or ward-based in-service
training. For example, learning through observation of the communication skills of
more senior colleagues was felt to increase feasibility (rather than participating in a
formal training session) as it could be planned into the working day and no travel would
be necessary, though this does rely on colleagues demonstrating effective
communication skills themselves. The use of technology, including web-based
presentations and discussions, and access to written or video-based resources, were
also suggested by participants to increase the feasibility of intervention delivery. A mix
of these approaches is likely therefore to be useful in an intervention, which should aim
to balance providing effective training opportunities with feasibility for clinical staff.

9.4.3 Impact of the COVID-19 pandemic

Participants discussed the feasibility of the proposed BCTs in light of their recent
clinical experiences, of which the COVID-19 pandemic has been a key feature. Itis
possible that changes made to care as a result have affected professionals’ views, both
in relation to their current behaviour regarding conversations about recovery, and their
views on training delivery. For example, several participants described how COVID-19
precautions including stroke unit visiting restrictions and social distancing had resulted
in fewer conversations about recovery, and restricted attendance at family meetings
(due to a lack of physical space). Although not explicitly mentioned, staffing levels may
also have been affected by staff sickness and potential redeployment during this
period, resulting in respondents raising greater concerns about a lack of time to
participate in an intervention. Such issues have been identified as adding to the
uncertainty and complicating decision-making in stroke units during this period (308).
These factors may therefore require consideration in intervention development, should

these changes become more permanent.

Finally, professionals in this study offered many positive comments about the
possibilities regarding online training approaches, which are likely to have become

more commonplace for professionals during the pandemic due to attempts to limit face-
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to-face contact (309). Participants appeared keen to embrace the opportunities that
technology could provide in their continuing professional development, suggesting
online discussions and webinars as platforms for training delivery and websites for
sharing useful resources, including videos, databases of written materials, and mobile
applications. It is possible that the acceptability of online training may have recently
increased and represent an opportunity when proceeding with intervention
development. Professionals may also be familiar with accessing stroke-related training

online, e.g., through the Stroke Training and Awareness Resources (STARS) (310).

9.4.4 Strengths and limitations

This online survey study has enabled identification of the views of UK-based stroke
professionals relating to the barriers to conversations about recovery and ways that an
intervention might address these barriers. Although the sample size was relatively
small, a strength of the study is the large number of detailed qualitative responses
received from study participants. The use of the online survey method permitted
respondents to complete the guestionnaire at their convenience, returning to it later if

required, which may have resulted in more comprehensive responses.

A limitation of this study lies in the sampling method. The use of convenience sampling
meant | was unable to control who saw the study advert and/ or completed the survey,
a common difficulty in online survey research. This means no response rate could be
calculated and it is unknown whether specific characteristics influenced survey
completion. For example, those with a special interest in the topic tend to be more
likely to respond (279). Whilst it was not the aim of the study to generate generalisable
findings, but rather to gain an understanding of a wider perspective on the topic, it is
important to note that study participants’ views may not be representative of stroke unit

professionals in general.

Some professional groups, e.g., OTs and nurses, were under-represented within the
sample, despite attempts made to target participants from these backgrounds. It may
be that these professionals do not identify themselves as having a substantial role in
conversations about recovery on the stroke unit. Whilst my systematic review and
gualitative work detailed in Sections 1 and 2 suggest this may be the case for nurses, it
would be surprising if it were true for OTs, who were observed to be commonly
involved in these conversations. A strength of the study is that professionals across
the stroke MDT were represented, including more peripheral members, such as

psychologists, orthoptists, and dietitians. This suggests there is interest in this topic
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outside of the core MDT and behaviour change may be possible in these groups.
Additionally, more than half of respondents also had more than ten years of experience
in stroke care. This experienced group may have had more knowledge about effective
strategies to improve conversations about recovery based on their past experiences,
however perspectives of those with less experience (and therefore potentially more
likely to benefit from an intervention) may have been missed. Additionally, although the
survey was open to professionals across the UK and widely advertised, data on
participants’ location were not collected, and it is therefore possible that responses
reflected views of professionals at only a small number of stroke units or within a

specific region.

Limitations related to the use of an online survey may also have impacted the results.
For example, the questionnaire could have been completed by any interested party,
who may not necessarily have been eligible to participate (282). However, free-text
comments did suggest that participants were knowledgeable about the topic. Using
online methods of recruitment may also have limited the sample, as those without
computer access and non-social media users may have missed out on the opportunity

to take part.

9.5 Conclusions

Building on work in previous chapters, which identified professional-related barriers to
conversations about recovery and the most effective ways that they could be
addressed using the BCW, this study has identified professionals’ views about the
BCTs that are likely to be useful and feasible within an intervention. Potential modes of
delivery for these strategies have been identified, including the possibilities of using
electronic resources alongside face-to-face training delivery. Further development
involving stakeholders (stroke survivors, carers and professionals) is required to design
training materials and delivery processes that are acceptable and feasible to deliver in
clinical practice and support the delivery of information to meet the needs of patients

and carers.
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Chapter 10 Discussion

10.1 Summary of main findings

This research aimed to develop an in-depth understanding of current practice in
providing and receiving information about recovery on stroke units, including the
experiences of those involved and the barriers and facilitators; and to use this

knowledge to begin development of an intervention to improve provision of such

information.

A qualitative synthesis of 28 studies across acquired neurological conditions (Chapter
1) revealed a range of challenges involved in providing and receiving information about
recovery. An unmet need for such information was common across conditions, with
specific challenges for professionals who experienced a lack of formal training and
feared eroding patients’ motivation for therapeutic engagement in the face of a
potentially negative outlook and an uncertain trajectory. Honesty, positivity, and

sensitivity in information delivery were valued by patients and carers.

A focused ethnographic case study of current practice in two stroke units (Chapters 2-
6) revealed a complex pattern of professional reasoning about whether, when, and how
the delivery of information about recovery should be tailored to each patient. However,
sometimes professionals’ concerns, e.g., maintaining patient motivation in therapy,
resulted in the delivery of limited and vague prognostic messaging rather than
individual predictions about outcome, which could leave patients’ and carers’ needs
unmet. Factors that impacted the consistency, delivery, and quality of recovery
information included: the stroke unit environment and routines, which were frequently
unsuited to the delivery of confidential and sensitive information and could limit
opportunities for interaction; multidisciplinary team (MDT) communication and
teamworking, in which a co-ordinated approach was highlighted as important in
ensuring consistency; the uncertainties of stroke recovery, which could also result in
the provision of generic and vague information; and individual differences in patients’
abilities and needs, of which professionals’ assessments could impact whether and

how information was provided.

Detailed exploration of professionals’ experiences (Chapter 5) revealed that most
viewed providing recovery information as an important part of their clinical practice and
some perceived benefits in facilitating patients’ and carers’ adjustment to post-stroke

disability and engagement in decision-making. However, therapists in particular
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described a lack of training in specialised communication skills, which impacted their
confidence. Many also worried about the potential for specific predictions to be later
disproved due to the uncertainty of the stroke trajectory, and felt anxious about sharing
bad news, which they worried would erode patients’ motivation and hope and could
result in negative reactions from patients and carers. They described an emotional

cost to managing these issues, with limited formal support.

The vague and uncertain messages provided by professionals, alongside observations
of others with stroke, led patients and carers to a belief that recovery could not be
predicted (Chapter 6); this uncertainty could provide hope. Some received detailed
information about their recovery through family meetings; those who did not felt
professionals lacked proactivity. Where information was provided, this facilitated
adjustment and engagement in decision-making. However patients and carers
stressed the importance of information delivery, valuing sensitivity, honesty, and
compassion from professionals. Patients and carers typically lacked information and
understanding about the process of stroke recovery, including its likely timing and the
role of, and need for, therapy, particularly across the wider stroke pathway. This
typically led them to overestimate the importance of therapy and effort in their recovery,
which could have negative consequences, including disappointment when therapy was

withdrawn or reduced, and (self-)blame when recovery was slow or incomplete.

A second systematic review (Chapter 7) revealed no existing interventions which
specifically aimed to improve provision of recovery information in neurological
conditions that had been tested for their effectiveness in improving patients’ and carers’
outcomes. The four included studies tested interventions, which included provision of
prognostic information as part of a wider intervention, and there was some weak
evidence they could be effective in improving patients’ satisfaction with information
provided and with overall care. Three common features of these interventions were
however identified: the use of evidence-based information, personalisation of

information, and active provision.

The collected data facilitated intervention development, which was underpinned by
behaviour change theory (the Behaviour Change Wheel (206); Chapter 8). The target
behaviour for change was identified as professional provision of information about
recovery to stroke unit patients and their carers, and twelve barriers were identified,
alongside intervention functions and behaviour change techniques thought likely to

address them.
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All of the identified barriers were subsequently endorsed by >70% of a sample of 48
multidisciplinary health professionals in a UK-wide survey (Chapter 9). The most
important barriers to address were identified as a lack of confidence, insufficient
communication skills, lack of knowledge of the benefits of providing information,
difficulties in deciding the timing and format of information, an absence of private and
guiet spaces for discussions, and a lack of generic written information to support
conversations. Strategies perceived to be useful and feasible in addressing these
barriers were identified; future research aims to continue intervention development
using co-production methods to ensure that the final product is clinically feasible and

meets the needs of patients and carers.

10.2 Original contribution to knowledge

This research extends existing knowledge, through concurrent use of different methods
to explore the perspectives of those involved in providing and receiving information
about recovery. This approach has not previously been applied to the study of
conversations about recovery in stroke units, and its employment facilitated
comparison of the views of different participants, as well as understanding of how their
perceptions and beliefs influenced their actions. For example, the use of observations
alongside interviews with patients, carers, and professionals enabled exploration of the
underlying reasons for the frequently discordant reports of professionals (who believe
they have provided information about recovery) and patients and carers (who report

their information needs remain unmet).

In terms of the wider literature on prognostic communication, most previous research
has examined the formulation and delivery of prognoses by a single person (usually a
doctor) to a patient, most frequently within cancer or palliative care settings.
Conversations in stroke typically have a different focus: unlike in cancer or palliative
care, a degree of recovery is nearly always possible, representing a typically upward
trajectory. Whilst ‘bad news’ in other conditions may, for example, relate to survival, in
stroke it more frequently relates to limitations to the extent of recovery or the lengthy
timescales required to achieve it, with conversations taking place within the context of
rehabilitation. Providing hope and engagement alongside realism is therefore a
specific challenge for staff working in this field, which has seldom been explored in the
stroke unit context. A related novel aspect of this research is the exploration of the

contributions of members of the MDT other than doctors and the way in which
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professionals work together to formulate and deliver prognostic information. This is

important when considering how practice could be improved.

This is the first study to suggest that professionals’ fears that ‘bad news’ may reduce
patient motivation could be unfounded. As this is a significant barrier towards
communication for professionals, this finding could have important implications for
recommendations on providing information about recovery, although further research is
required to explore the circumstances in which this finding is transferable. This is also
the first study to highlight a need for documenting information provision in patients’
notes, to increase consistency in prognostic messaging across multidisciplinary teams,
and the first study to consider patients’ and carers’ understanding of the information

provided about recovery by professionals.

Finally, the COM-B model is widely used in intervention development; it has however
not previously been applied to the early development of a novel intervention to improve
the provision of information about post-stroke recovery. The use of this model
facilitated greater understanding of the barriers to professionals involved in providing
recovery information and the identification of strategies which are likely to be effective

in changing professionals’ behaviour.

10.3 Comparison with existing literature, and implications for clinical

practice and future research

10.3.1 The delivery of recovery information to meet patients’ and carers’ needs

This research adds to the well-established evidence base that many patients with
stroke and their carers are dissatisfied with the information received about recovery
(53, 56, 58, 64, 65), and confirms evidence from across conditions relating to
preferences about the delivery of prognostic information, namely the need for honesty,
compassion, sensitivity, and positivity, as well as a proactive and timely approach (95,
96, 99, 101, 109, 118). Alongside these preferences, this research also suggests that
provided information should be evidence-based, personalised to the individual, and

actively provided.

Positivity in the delivery of prognostic information is important for patients and carers to

maintain hope (95, 96, 105, 110, 207). A perceived absence of such positivity when
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delivering information may impact patients’ perceptions of professionals and thus prove
damaging to the therapeutic relationship (311). There is however evidence that in the
early stages of recovery patients prefer information which promotes hope, but later
regret not having received realistic information to help them prepare for their long-term
difficulties; this has been referred to as the ‘hope-information paradox’ (312). The
challenge for professionals is to thus find ways of promoting hope, whilst encouraging
realism. Strategies such as delivering multiple scenarios to support patients to ‘hope
for the best, prepare for the worst’ can be effective in supporting decision-making whilst
not removing hope, as can highlighting potentially positive outcomes, which do not

necessarily require a full recovery, alongside ‘bad news’ (313).

The need for information to be tailored to individual patients’ needs was highlighted as
important across this research, and is an important, guideline-recommended
component of patient-centred care (50, 274, 275). Tailoring of information can refer to
its content (i.e., personalising information according to the individual patient’s case)
and delivery (format, timing, amount, and environment). The complex reasoning
required by professionals to achieve such individualisation has previously been
reported (126), however previous research has not included observations to assess
how this reasoning translates into practice. This study extends this literature by
highlighting that, despite professionals’ clinical reasoning, these concerns translated
into practice in only a limited way, with much of the information provided about
recovery comprising generic messaging rather than tailored predictions, and clinicians’
infrequently involving patients and carers in conversations about their information
needs and how they might best be met. Establishing a dialogue with patients and
carers to identify their needs and the optimum format for information delivery
represents an active approach to information provision (49). Such approaches have
been demonstrated to be more successful (vs passive provision) in improving the
outcomes of patients with stroke, including improving knowledge and quality of life and
potentially reducing mood symptoms (49). Studies have also demonstrated that being
able to select the topics and amounts of information increases patient satisfaction, in
comparison with generic information provision (314). Professionals should thus be
encouraged to engage in such dialogue with patients and carers to identify their
information needs, and use their clinical judgement to determine how best to provide it.
However, these practice changes are likely to require further training to equip

professionals with the skills and confidence required.

Such tailoring of information to meet patients’ needs includes consideration of format.

This research identified that most information was delivered verbally, despite
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expressed concerns by professionals, patients, and carers about the potential
challenges, including the processing, comprehension, and retention difficulties that can
occur following stroke, and can result from the shocking and lifechanging nature of the
diagnosis. Challenges in retaining verbally-presented medical information are well-
established in the literature (315, 316), although studies are typically limited to one-to-
one information delivery. The presentation of larger amounts of information (as is the
case during family meetings) generally results in poorer recall (317); the effects of team
delivery (which has the potential to overwhelm information recipients) is unclear.
However, provision of written information was also deemed challenging in this
research, particularly where it involved personalised predictions, due to the uncertain
course of recovery: patients and carers believed such information could not be
provided, whilst professionals were afraid to commit their estimations to paper for fear
of them being disproven. These difficulties have previously been articulated, however
benefits in increasing accessibility to information, supporting recall, and reducing the
possibility for misinterpretation have also been suggested (58). Further research is
required to identify the best format in which to deliver prognostic information in ways
which meet patients’ needs and overcome the challenges. This may include, for
example, providing written information detailing the generic processes of post-stroke
recovery to support verbal written predictions (as was felt by survey respondents to be
potentially helpful) or considering other ways to provide information such as audio-

recordings of conversations (318) or visual presentation (319).

Finally, despite patients and carers frequently reporting their information needs are not
met, in much of the previous literature it has been challenging to determine whether
this is because information about recovery has been provided but not recalled or
accepted by patients and carers, or whether this information has not been delivered.
This research sheds light on this important question and three potential explanations
are proposed. Firstly, in some cases, observations revealed explicit information was
provided by professionals, but during later interviews, patients and carers were unable
to recall this, e.qg., failing to recall their attendance at a family meeting. This may be
related to post-stroke difficulties, e.g., as a result of memory problems or feeling
overwhelmed. It may also be the case that the prognostic messages deemed of
importance have been assimilated by the patient into their understanding, although
they may not recall the specific instance in which they were introduced. Both are likely
possibilities. Secondly, in some cases it was identified that although professionals
clearly formulated prognostic predictions, these were not always shared with patients

and families, as a result of concerns about their potential negative impact.
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A third potential explanation is that the challenge of conveying uncertainty in
predictions about recovery faced by professionals led to the delivery of information
using vague or ambiguous language. In these cases, professionals believed they had
imparted specific information about recovery, but this was not received as such by
patients. It may be that patients and carers focus their understanding on the
uncertainty to allow them to maintain hope; alternatively it is possible that the
information is heard and understood but not accepted. The latter suggests denial,
which may be a coping mechanism acting to moderate emotional exposure to
distressing information (320), and often features in theories of loss and adjustment,
which have been applied to stroke (320-323). Hui et al. propose a five-stage
conceptual framework, which aims to map the prognostic continuum, moving through
stages of prognostic prediction, disclosure, awareness, acceptance and prognosis-
based decision-making (324). Notably, there is a distinction made between the stages
of disclosure and prognostic awareness, alluding to the idea that simply because
information is provided, it is not necessarily understood; Hui et al. suggest awareness
can be cultivated through the communication skills of the provider (324). The move to
prognostic acceptance requires the patient’s ability to cope with the information, before
being able to use it to make decisions (324). Although developed in the field of cancer,
this framework is likely to apply equally to stroke survivors, and difficulties within one of
these stages may result in a failure to process and use information effectively; this

could be a target for intervention and is thus worthy of further research.

10.3.2 The benefits of talking about post-stroke recovery

As well as a focus on how recovery is discussed on stroke units, this research has also
shed light on why it is important to do so. Firstly, of greatest importance, and as has
been highlighted in previous studies in stroke and other conditions as well as in this
research, many patients and carers want this information (51, 53, 56, 59, 325, 326).
Additionally, patient understanding of prognostic information has been associated with
several benefits, including enhanced involvement in treatment decision-making and
facilitating longer-term planning (63, 106, 327). Where the information constitutes ‘bad
news’, benefits of effective communication also include supporting acceptance and
emotional adjustment (328); this is particularly pertinent to stroke and other
neurological conditions (83, 105, 106, 112). My qualitative work confirms some
professionals’ perceptions of these benefits and adds to this literature by providing
observational examples from stroke unit practice. However, despite these perceptions,

my second review did not identify any trials which measured the effects of providing
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post-stroke recovery information on patients and carers’ outcomes. This has been
described across conditions, with research frequently focusing on the impact of training
professionals, rather than patient outcomes, based on the assumption that improved
clinician confidence and skills will be beneficial to patients (329). Further research is
however required to ascertain whether this is the case. Finally, the results of my
qualitative work and survey suggest that professionals may be unconvinced about the
benefits to providing information about recovery; this is important for practice changes
enabling patients and carers’ needs to be met, and would likely be supported by further

evidence.

10.3.2.1 Adjustment

Stroke can be characterised as a ‘biographical disruption’ pp. 167 (196), constituting
the sudden onset of often lifechanging symptoms. As in this study, research has
demonstrated that many patients initially believe that recovery will be swift and they will
return to their usual activities and lives once discharged from hospital (58, 330).
Through the realisation that recovery is likely to take longer than many first anticipate
and that they may be required to make adaptations to their lives to cope with their
continuing symptoms, they must begin a dynamic process of psychosocial adjustment
and development of a new post-stroke identity (330-332). This can involve
acknowledging their losses, e.g., of function and of social roles. In line with the
biopsychosocial model upon which rehabilitation is based (333), many argue that
supporting this psychological recovery is as important as facilitating functional
recovery, with acceptance resulting in improvements in mental health and quality of life
(334).

Perceptions that providing information about recovery may support post-stroke
adjustment have a theoretical basis. The Social Cognitive Transition model highlights
the need for patients to change their core assumptions about their lives and future to
accommodate the changes resulting from the stroke (320). It posits that, where a
patient’s current experiences, e.g., of disability, do not match their previously-held
assumptions, this can result in emotional responses, including anxiety, anger, grief,
and denial (320). Coping strategies are thus required to accommodate these
experiences and reformulate beliefs (320). Provision of clear, timely, and realistic
information about recovery may act to challenge existing beliefs about stroke and the
likely extent and timescale of recovery, and could be provided alongside other

interventions, such as psychological therapies and social support, to promote
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adjustment (320). In this research, psychological support helped patients and carers to
process the recovery information provided and discuss their emotions, although it was
only available for some patients. Psychological support provided alongside realistic
recovery information may thus be effective in promoting adjustment, although further

research is required.

10.3.2.2 Shared decision-making

Provision of prognostic information has been suggested as an effective way to enhance
shared decision-making across a range of conditions, including cancer (324) and
neurological conditions (67), allowing patients to weigh up the potential risks and
benefits of treatment and how such treatments might influence the iliness trajectory, to
inform their subsequent decisions. Although clinical guidelines advocate involving
patients in shared decision-making after stroke, previous studies have typically related
to acute interventions such as thrombolysis (335), or options for secondary prevention
(336), rather than during rehabilitation. Within rehabilitation, qualitative studies have
described how treatment decision-making is typically undertaken by professionals,
who, following their assessments, provide therapeutic intervention according to their
clinical judgement (337, 338). It is widely assumed that patients wish to engage
(perhaps because no other treatment options are available), even where this is likely to
convey limited benefits in function, participation and/ or quality of life. Being informed
about the likely benefits of therapy (i.e., how much functional recovery can be
expected) in relation to the amount of work required should inform patients’ decisions
about whether they choose to engage. This study has demonstrated a paucity of such
conversations in stroke care, perhaps as a result of the limited evidence base for the
effects of specific treatments and the frequency and intensity required to gain these
effects, as well as the uncertainty in predicting outcomes for individual patients.
Professionals frequently described how time is heeded to assess initial response to
treatment, which may prohibit patients’ early involvement in decisions about whether
they wish to engage, alongside stroke-related factors, such as drowsiness, cognitive
difficulties, or apathy, which may limit their involvement in decision-making. Failing to
provide information about recovery to inform such decisions however may represent a

missed opportunity to deliver care in line with patients’ wishes and values.

Where patients are engaging in therapy, the means by which they might become
involved in shared decision-making is largely through goal-setting (339). This provides

an opportunity for them to discuss with professionals what is most important for them;
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professionals then typically negotiate (informed by their predictions of the likely speed
and amount of recovery for each individual) goals that they perceive as realistic. This
can be effective in managing patients’ expectations, albeit without direct statements of
anticipated functional recovery, which enables the professional to appear positive and
encourages engagement (340). Systematic review evidence suggests however that
the extent to which patients are directly involved in goal-setting is somewhat unclear
(341). A reported barrier to patient involvement in goal-setting (and thus shared
decision-making about their care) lies in their lack of awareness of the types of goals
that may be achievable (341-343). Sharing information about the likely extent of
recovery therefore has the potential to facilitate involvement. This approach is
supported by the latest edition of the UK stroke guidelines, which advocate that
professionals should compassionately communicate the likelihood of goal achievement
to their patients (23).

The main observed benefit of the provision of recovery information on shared decision-
making in this research related to stroke unit discharge, providing examples of how
understanding the likely recovery trajectory enabled patients to consider their options
for how they would manage post-stroke life, including meeting care needs and
environmental adjustments. Although clinical guidelines recommend the involvement
of patients and carers in decision-making, particularly around discharge and care
provision (23, 344), there is limited literature on how this process works in practice;
existing research frequently focuses on discharge decisions taken solely by
professionals and reported to patients, with patients having little involvement and
experiencing discharge passively (345, 346). Of course, this is to some extent
expected; clinicians must balance the timeliness and safety of discharge for individual
patients with service needs and availability, e.g., facilitating patient throughput (345,
347). However, patient involvement in decision-making has been linked to service
satisfaction (348), and is an important component of patient-centred care. Tailored
recovery information could support such involvement; current research exploring the
effectiveness of a discharge decision aid incorporating such information is on-going
(349).

In summary, provision of information about recovery has the potential to increase
patients’ and carers’ involvement in decision-making and thus improve the delivery of

patient-centred care; however this potential has yet to be realised.
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10.3.3 Challenges specific to stroke unit practice

Despite the identified benefits, the provision of prognostic information is a challenging
area of clinical practice. This is true across conditions, however this research has
highlighted aspects specific to stroke, and rehabilitation more generally, which require
addressing.

10.3.3.1 The challenge of communicating information about recovery whilst
continuing to motivate and promote hope

As in previous studies (e.g., Wiles et al. (69)), this research has highlighted
professionals’ anxiety about the potential negative effects of providing information
about recovery to patients with stroke and their families. In particular, concerns were
raised about the impact that disclosing a potential negative outlook could have on
patients’ hope, which is consistently reported as troubling for clinicians (105, 350).
Hope is acknowledged as important for stroke survivors and carers (351-353); it may
be protective and act as a coping mechanism for patients, motivating them to continue
engaging in rehabilitation, even where their expectations may not be realistic (105, 331,
354). Without it, professionals fear adverse effects on mood, including symptoms of
depression, which are not uncommon after stroke and can negatively impact recovery
(355), and leading to fears that unfavourable predictions can become a self-fulfilling
prophecy.

Professionals’ fears about destroying patients’ hope and causing distress are evident in
studies of breaking bad news in other conditions (123, 328); these concerns are not
unique to stroke. They are however particularly salient within rehabilitation contexts,
where physical effort and mativation (particularly in the face of potentially slow
changes) is crucial. Increased hope and motivation have been linked with enhanced
engagement in rehabilitation, and all have been associated with increased functional
recovery (105, 350, 356-358). This study touches on the potential ethical issues in
discussing prognosis with patients and their families. Until the not-so-recent past, it
was accepted that bad news about patients’ outlook could, and in some cases should,
be withheld from patients, if deemed in their best interests (359). An example of this in
stroke rehabilitation can be found in Becker and Kaufman’s 1995 study (71). This form
of paternalism has been largely replaced with a patients’ right to know about the course
of their iliness, should they choose to (359). Despite this, some therapists in this study
described a potentially overprotective attitude, describing delaying or even avoiding

providing information about a pessimistic outlook, where it was felt this would affect the
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patient negatively, e.g., where the patient was already low in mood. This echoes
findings from ~20 years ago (69), suggesting these issues remain in clinical practice
and highlighting the need for training for professionals to reduce their avoidance of
delivering information in such cases and improve their understanding of the benefits,
promoting strategies to communicate information in ways which can empower patients

and help them to maintain hope, whilst giving them the benefits of foresight.

Despite professionals’ fears however, it has been suggested that providing negative
prognostic information does not necessarily degrade hope (360, 361), and that
providing more general information about the process of recovery and the benefits of
therapy can act to cultivate motivation (362-364). Thus it is likely that the way
information is presented to patients is key. For example, this study and others have
described how professionals may promote hope through encouraging a focus on what
can be achieved with rehabilitation in the short-term, rather than on lost function or
long-term outcomes (352), as well as communicating that predicted outcomes are not
definitive (promoting hope through uncertainty) (105). Others have suggested
providing information about the goals of particular exercises or treatment can also

enhance motivation (364).

It is important to highlight that providing post-stroke prognostic information does not
necessarily involve breaking bad news, although it is understandable that professionals
frequently focus on this aspect as a challenging part of their role. Itis assumed by
professionals that patients and carers expect a full recovery will be possible; although
some guantitative studies suggest that patients’ and carers’ expectations are often
more optimistic than those of their therapists (365, 366), this study highlights how this
is not necessarily always the case. Indeed, health expectations are formulated based
on a range of factors, including previous knowledge and experiences (367). Therefore,
what is perceived by a professional as ‘bad news’ may not be similarly recognised as
such by the patient. This again demonstrates the importance of establishing an open
dialogue between patients and professionals, particularly to ascertain patients’
expectations for recovery. The impact of providing information about a potentially
positive outlook may well be motivating and promote hope amongst patients and
carers, though more research is required to ascertain this. The importance of
effectively conveying understanding of the uncertainty of any tailored predictions is

however clearly important, to prevent false hope and later disappointment.

10.3.3.2 Working as a multidisciplinary team
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Most previous research in the area of prognosticating and breaking bad news relates to
the formulation of predictions by a single professional (usually a doctor), who
subsequently communicates them to a patient (and/ or their carers). Few studies have
highlighted the role of the MDT in formulating or sharing such predictions with patients
and families, which is particularly important in rehabilitation, where involvement from a
range of professionals from different backgrounds has benefits, but also introduces
increased complexity and the potential for differing opinions (83). The expertise of
those with different knowledge and experiences can contribute to development of
shared understanding of the likely outcomes of individual patients, which can facilitate
effective patient-centred rehabilitation planning. Regular communication between
stroke team members is thus particularly emphasised in clinical guidelines (23),
recognising the likely contribution that such practices may have on the benefits arising

from organised stroke unit care.

Identification of the wide range of professionals involved in delivering information about
recovery is important so that their roles within this process can be better defined, and
associated training needs met. This research has highlighted how professionals from a
range of disciplines, including more peripheral MDT members such as dietitians and
orthoptists, are engaged in discussing recovery with patients and families, from an
early stage in their careers. Despite this, limited guidance about their roles is available
to them, and many feel underprepared for this important clinical task, lacking
confidence and support, as well as access to specific training, particularly in breaking
bad news; as a result, these issues were reported as some of the most significant

barriers to conversations about recovery in my survey study.

The literature on training professionals to break bad news consistently focuses on
doctors, with techniques aiming to improve their communication skills within oncology
or palliative care environments (e.g., Harnischfeger et al. (368)). Despite their reported
roles in breaking bad news in rehabilitation settings, limited research has considered
the effectiveness of training programmes for therapists and nurses. In line with
previous qualitative research (63, 83, 126, 369), therapists in particular described how
they were expected to be able to break bad news from an early point in their careers,
despite acknowledging that learning occurs experientially. Although a range of models
to support such learning are available, e.g., SPIKES (131) and COMFORT (370), these
protocols were not mentioned in my qualitative study and only one study in my
systematic review highlighted their use in professionals’ training (68), suggesting their

employment across neurological conditions is not widespread. Training incorporating



235

these models using techniques such as role play and group discussions, has been
demonstrated to be effective in increasing clinicians’ confidence (132, 133) and patient
satisfaction (134) in other conditions, and could be beneficial for stroke MDTs. Training
to support experiential learning could also include shadowing opportunities specific to
recovery conversations for newly qualified therapists or those new to neurological

settings, or simulation (126).

This research also draws attention to the emotional cost experienced by professionals
involved in discussing recovery and breaking bad news; this has previously been
reported by those working across conditions (123, 328, 369). This issue is particularly
salient in neurological rehabilitation, where the result of frequently engaging in
emotional conversations with patients (with potential for behavioural symptoms and
interpersonal problems) and their families, has been linked to occupational stress and
burnout (371-373). Clinical supervision, organisational and professional support, and
strong team relationships have been suggested to ameliorate these effects (373), and
were presented as potential solutions by professionals participating in this research.
Promoting awareness of these issues and encouraging routine debriefing and reflective
practice may help professionals manage their emotions and become more comfortable

with the task of providing information about recovery (123).

In this research, the multidisciplinary nature of stroke unit care also led to concerns
about inconsistencies in the prognostic information provided by different members of
the team. Inconsistencies may exist in the communication of information about
recovery, e.g., differing terminology, or within the actual predictions themselves (104),
which may vary according to the experience of the professional providing them (83,
374). Previous interview studies of rehabilitation professionals have identified the need
for clarity in the information provided to patients and families, as well as developing a
shared knowledge of the patient’s understanding of the information that has already
been provided; both promote consistency (83, 95, 350). Receiving inconsistent
information can not only be distressing and worrying for patients and carers, it can also
impact their trust in the professionals treating them, potential limiting their engagement
with treatment and shared decision-making (95, 97, 104). Although such
inconsistencies were rarely observed within this research, findings have revealed
challenges to the sharing of such information in a busy stroke unit environment, which
frequently relies on access to clinical documentation and the cascade of information
through uni-professional teams following regular meetings at which all team members

cannot be present.
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The organisation of regular family meetings may function as part of a planned
approach to promote consistent information delivery from across the MDT. These
meetings gave patients and carers a sense of professionals’ proactivity in providing
information and there is evidence that professionals view them as an effective method
of information delivery (375). Limited research has however examined the conduct and
benefits in stroke, there are few guidelines about how they should operate (376), and
they are perceived as expensive and difficult to organise (375, 377). Despite this,
existing studies in stroke and other clinical areas have indicated that family meetings
can have benefits for carers, including reducing mood symptoms and improving
satisfaction and knowledge; they can also serve as a forum for setting expectations
and engaging in shared decision-making (376-378). Clarity about the aims of such
meetings is however important to ensure such engagement, as identified in this and

previous studies (378).

Ideally, the whole team, including more junior (e.g., healthcare assistants) and
peripheral members (e.g., orthoptists and dieticians), should be aware of, and buy into,
a consistent approach to the provision of recovery information, and contribute to this
approach as appropriate to their role. Ensuring that professionals feel comfortable in
refusing to provide information where they are unsure is equally important, to ensure

that inconsistent messaging is not provided where staff feel under pressure.

10.3.3.3 The uncertain trajectory of post-stroke recovery

The uncertain and unpredictable trajectory of neurological recovery is a frequently
highlighted barrier to providing tailored predictions about functional recovery (68, 69,
71). However, whilst these issues were raised in this research, professionals believed
that predictions about recovery both could and should be developed and conveyed to
patients and their families, suggesting this is not the main reason why patients’ and
carers’ information needs are not met. Uncertainty in prognosis is not unique to stroke;
it is inherent in prognostication across healthcare (379). Nonetheless it causes
discomfort to professionals; they fear making inaccurate predictions, and thus creating

false hope or causing distress to patients and carers (67, 69).

The uncertainty of recovery conveyed using vague and ambiguous language had an

impact on the way in which information was received by patients and families in this
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research. Uncertainty is a common theme across studies considering patients’ and
carers’ experiences of stroke (331, 332) and has been defined as “the conscious
awareness of being unsure, of having doubt, of not fully knowing” pp. 2586 (380).
Mishel’s theory of Uncertainty in lliness theory describes how uncertainty can arise
from ambiguity, complexity, lack of information, or unpredictability of the trajectory
(381). How such uncertainty is perceived and responded to by patients and carers can
however be variable (382). According to Mishel (381), uncertainty can be viewed as a
danger, potentially causing frustration, distress, fear, and anxiety (71, 100, 383), or as
an opportunity, or source of hope (105, 383). Soundy et al. coin the latter “hope in
uncertainty” (pp.82), describing achieving positivity through a state of not knowing
(105). Kirkevold agrees, positing that such hope in uncertainty can support emotional
adjustment, enabling patients to slowly realise the potential longevity of the stroke’s

effects rather than causing sudden psychological breakdown (330).

Although individual differences likely play a part in patients’ and carers’ responses to
uncertainty, the way in which uncertainty is presented may affect their perceptions of
their own recovery trajectory (126, 384). For example, experimental evidence suggests
that the words used to denote uncertainty and the context (e.g., the salience of the
outcome to the individual) can impact the recipient’s interpretation of information (384).
Wintle et al. demonstrated greater variation in interpretations of negative (e.g.,
‘unlikely’) vs positive phrasing (‘likely’), hypothesising this may be due to a greater
focus on events that will happen, rather than those that won’t (384). In stroke care (as
in this research), such language is commonly used in qualitative statements of
recovery potential and may contribute to patients’ and carers’ varying understanding.
Whilst numeric estimates may be preferred by recipients to alleviate uncertainty (100),
there is evidence that these are also open to interpretation (385). Whilst the
implementation of prognostic models may thus facilitate the delivery of recovery
information, attention should be paid to how uncertainty around their application to

individual cases is conveyed and interpreted.

Although it is recommended that uncertainty in recovery trajectories is communicated
(67, 386) and indeed honesty about such uncertainty is claimed to be desired by
patients and families (387), limited guidance and training exists on how best to convey
it and help patients to cope with it (67, 379, 388). Proposed strategies to cope with
uncertainty include information seeking and psychosocial support (381). A range of
illness uncertainty management-related interventions have been proven effective in

reducing uncertainty in cancer; all included information provision (389). In stroke,
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professionals may support patients to cope with uncertainty through providing more
generic information about the process of post-stroke recovery. Even where tailored
predictions are uncertain, such knowledge could help to prepare patients and families,
e.g., to anticipate the slowing of recovery in the longer-term (390). Additionally, as was
highlighted in my study, professionals can also help patients to cope with the

uncertainty by encouraging a focus on the present (390).

Whilst patients’ and carers’ acceptance of the uncertainty presented to them likely
helped to avoid complaints about a lack of provided information, such acceptance
could also have negative effects. In this research, some patients strongly believed that
the uncertainty of stroke recovery meant that it could not be predicted. This has the
potential to limit the benefits of providing information about recovery described in this
thesis. Where patients and carers perceive prognosis to be unpredictable, they may
feel unable to make decisions based on the information provided (391). Similarly,
perceptions of uncertain outcomes can limit patients’ engagement in goal-setting (382).
Uncertainty can also be employed by patients and families to prolong false hope; if the
trajectory is unpredictable, perhaps unexpected improvements might be experienced
(105). As aresult, uncertainty can be used to argue for the delay of a negatively
perceived process, e.g., the end of in-patient therapy (as demonstrated in my research)
or provision of comfort care (392). This demonstrates the importance of the fine
balance required; professionals must present sufficient uncertainty to enable hope and
positivity alongside enough realism to facilitate engagement in decision-making (126,
392).

10.3.3.4 The stroke unit environment

The stroke unit environment and its conduciveness to sensitive conversations about
recovery has previously received little attention in the literature. This was found to be
an important factor impacting provision of information about recovery in this study, with
a lack of private areas and restrictions on visiting times limiting opportunities for the

exchange of sensitive information.

The need for privacy is indicated in guidance for breaking bad news, and deemed
important to ensure patients’ understanding and provide a safe space for them to
express their emotions (393). However, the availability of quiet and private space in
hospitals has been raised as a barrier to breaking bad news across conditions (394).
In stroke, providing information in a quiet and private space is particularly important,

due to the effects the condition can have on patients’ ability to communicate and
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process information (395). However, finding available private spaces on stroke units is
challenging, particularly following the COVID-19 pandemic, where rehabilitation spaces
were reportedly converted into overspill wards and storage; a recent survey of

physiotherapists suggests these areas have not been reacquired (396).

A policy of unrestricted visiting in one site was observed to facilitate communication of
information about recovery with patients’ families in this research, particularly where
patients were unable to relay conversations due to recall or expressive difficulties.
Restrictions to visiting times are in place across many institutions, to limit disruption to
professionals’ work, and to enable hospitalised patients time to rest and recuperate
(397). However, a range of benefits have been associated with the removal of such
restrictions, including improved family satisfaction (due to being able to visit at their
convenience), reduced patient anxiety, and improved opportunities for families to ask
questions and receive information about the patient’s condition (398). Although most
research has been undertaken in critical care settings, a recent realist evaluation of the
effects of implementing open visiting in older adult care identified similar benefits in
communication, which also led to reduced complaints and improvements in shared
decision-making (399). The sample included a high proportion of patients with
dementia, who are likely to have similar cognitive and communication problems as
patients with stroke, therefore the results may be transferable. Despite the identified
benefits, such initiatives are often met by resistance from staff, particularly nurses (398,
399), who may require additional training to possess the confidence and skills to
manage additional communication with carers (399). Further research examining the
potential benefits and pitfalls of unrestricted visiting in rehabilitation settings is therefore

warranted.

10.3.4 Patients and carers’ expectations of recovery and the role of therapy

Findings in this study add further support to the existing literature that patients and
carers view recovery differently than do professionals (346, 400, 401). Whilst for
patients, recovery frequently means a return to pre-stroke life, professionals
understand it as the optimisation of functional, activity, and participation levels within
the context of a patient’s residual disability to achieve the greatest possible
independence and quality of life (346, 400). It has been suggested that patients do not
know what to expect from rehabilitation (402) and survey studies have reported that
they (and their carers) hold higher expectations about the outcomes than do their

treating therapists (365, 366). My qualitative work adds to evidence that such health
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expectations, which impact patients’ satisfaction with care (403), are formed from a
variety of sources (367), rather than simply the information provided by professionals
involved in their care. Effective management of these expectations, e.g., through
provision of information about the likely extent and timing of recovery and the process

through which it occurs, therefore has the potential to improve patient satisfaction.

The physiological processes through which post-stroke recovery occurs were
frequently highlighted as an omission in information provision in my qualitative work,
with only vague and ambiguous messages about the long-term nature and requirement
for effort observed, and reflected in patients’ understanding. This may be due to the
complex nature of such processes, however it is likely that sharing simplified
information could be both possible, and beneficial for patients. Without such
knowledge, this study, alongside others, suggests that patients and carers associate
therapy with recovery; believing that greater frequency will result in increased function,
with no upper limit (69). Beliefs that anticipated outcomes have not been achieved due
to insufficient amounts of therapy can result in complaints, and disappointment
following discharge (72, 312). However, the best ‘dose’ of therapy required to optimise
recovery is still a matter for debate (404), and is likely individual to each patient.
Access to national guidelines advocating minimum amounts of therapy (23) (which
many units still do not achieve (10)), alongside absent communication about the
contribution of therapy to recovery, is likely to fuel such complaints, particularly in a

society where expectations for effective healthcare are high.

Patients’ understanding of the role of therapy in their recovery likely impacts their
experiences, and views of the services providing it. It is becoming increasingly
accepted that post-stroke recovery can continue for years after the acute event, and in
the context of this wider journey, time spent receiving professionally-delivered therapy
is relatively short. As in previous qualitative studies (58, 69), this research highlighted
patients’ lack of awareness about the likely length of time that therapy would continue
(and indeed, be beneficial) and they typically assumed it would continue until they
perceived a full recovery had been achieved. As Wiles et al. argue, this information
could be easily provided (58), however, it is possible to go further. For example,
patients’ expectations could be managed through helping them to understand how the
process of neurological recovery lends itself to the intensive targeting of in-patient
therapy within the early weeks post-stroke (targeting restoration of function during the
critical window), before transitioning to less intensive home-based therapy in their own
environment (and moving to compensatory strategies) and subsequent self-

management of their symptoms. This could aid understanding that recovery is likely to
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be incomplete at the point of discharge, and thus increase satisfaction with services as
well as supporting adjustment. It may involve communicating easily understood and
evidence-based statistics with patients early in their admission, e.g., that around a third

of patients will leave hospital requiring some help with daily activities (3).

10.4 Strengths and limitations

Potential strengths and limitations of the methods and approaches have been
addressed in detail throughout this thesis. The strengths of the work include the
exploration of a clinical problem using multiple methods (systematic review, qualitative
study and survey research), as well as detailed ethnographic work, which facilitated
triangulation of the contemporaneous viewpoints of stroke survivors, carers, and stroke
unit professionals and explored their perspectives and experiences using observation,
interview, and documentary methods. This work has facilitated the development of
evidence-based recommendations for intervention, underpinned by behaviour change

theory.

The generalisability of the findings presented in this thesis may be limited. The
reported qualitative research was conducted in one UK county in the National Health
Service, therefore the extent to which findings apply to other countries and health
systems is unknown. However, detailing of the context in which the research took
place supports transferability. Additionally, the views of professionals from across the
UK were subsequently sought, the results of which added validity to the barriers
identified within the localised qualitative work, as well as progressing intervention
development. Finally, the systematic reviews undertaken explored the delivery of
prognostic information across a range of countries; it is reassuring that many of the

findings were similar, both in stroke and across other neurological conditions.

The timing of this research is also pertinent. The qualitative data reported in this thesis
were collected in 2019, prior to the start of the COVID-19 pandemic; survey data were
subsequently collected in 2022 following its impact. The NHS in 2023 is under
significant pressure, with staffing shortages remaining a big issue, and the pandemic
has altered clinical practice in a range of ways: in 2020, communication with patients’
families significantly changed, due to visiting restrictions in hospitals. This meant that
prognostic information was provided by telephone or using online platforms, including
the delivery of family meetings (376). The extent to which these changes have been
maintained following the relaxation of visiting restrictions, and their impact on provision

and receipt of information about recovery, is yet to be determined. However, despite
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these practice variations, it is likely that the main issues in providing and receiving

information about recovery remain unchanged.

The focus of this research was the in-patient stroke unit; this setting was selected as a
mandatory component of UK-based stroke care. | did not observe the delivery of
prognostic information at earlier or later stages of the stroke pathway (i.e., in hyper-
acute or community-based services) to identify the types of information provided by
these services and the impact this might have on patients’ and carers’ expectations
about recovery; further research is required to shed light on how information is
provided and received in these settings and the impact on patients’ expectations.
Additionally, a proportion of patients leave hospital directly following hyper-acute care,
either with Early Supported Discharge, or without follow-up. The information needs of
these patients and their families are unclear; their symptoms are likely to be mild or
have resolved, but they may continue to have questions about future recovery or stroke
recurrence. This research cannot provide insights as to the type of information
provided to, or required by, these patients, and further study is required to ensure a
joined-up and consistent approach to the provision of information about recovery
across the pathway.

Finally, it has been recommended that stakeholders are involved in intervention
development throughout the process (204). In this research, | had intended to use
coproduction methods, engaging stroke survivors, carers, and professionals to develop
the intervention. This plan proved unviable, with challenges in recruiting stroke
survivors and carers to participate in face-to-face meetings in 2021, when social
distancing and masking recommendations remained in place. However, the time spent
developing a theoretical underpinning for the intervention is likely to have been a
beneficial step, presenting a clear starting point for the intended coproduction work,
which, following receipt of further funding, will now begin in 2023. This work will involve
stakeholders in decision-making around the content and delivery of the intervention

(204), including the materials.

10.5 Dissemination

I intend to disseminate my research findings as widely as possible to facilitate impact.
This will include publishing peer-reviewed journal articles in Open Access formats. My
first systematic review (Chapter 1) was published in 2021 in BMJ Open; a second
paper based on findings from my qualitative study (presented in Chapter 4) is currently

under review. | plan to publish separate papers based on staff perspectives (Chapter
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5) and patient and carer views and experiences (Chapter 6), as well as a methods
paper on intervention development. | will consider using a theoretical lens, e.g.,
biographical disruption (196) to further explain my qualitative data. | aim to publish in
journals widely accessed by stroke clinicians and to also share findings via professional
bulletins. For example, the results of my survey study were shared with practising OTs
in the Royal College of Occupational Therapy’s Specialist Section on Neurological

Practice newsletter in April 2023.

| have also presented the findings of my systematic review and qualitative work to
researchers and clinicians at national and international stroke conferences, including
an invited presentation at the UK Stroke Forum in 2022, and posters at the UK Stroke
Forum (2019, 2020, 2022) and the European Stroke Organisation Conference (2021).
| also presented my research and ran an associated workshop at the Stroke
Association North Zone event in 2018, attended by the charity’s staff, to raise
awareness of the importance of talking about recovery with stroke survivors and their

families.

Findings from my qualitative work have been shared locally with stroke survivors and
carers attending organised stroke groups (e.g., the Roundhay stroke club and Different
Strokes in Leeds) and awareness of my research has been raised through a feature
(“The Power of Talking”) in the Stroke Association’s monthly newsletter in March 2021,

which reaches stroke survivors and carers nationally.

10.6 Implications for intervention development

This research suggests that professionals working in stroke units both require and
desire greater support and training in the provision of information about recovery, to
enable them to meet patients’ and carers’ information needs. A range of barriers which
require addressing within an intervention have been identified in this research; it is
likely to be particularly important to improve professionals’ confidence and
communication skills. This could be supported through the use of existing techniques
and strategies, e.g., models of breaking bad news such as SPIKES (131)) and
approaches such as Communication Coaching (405). Additionally, interventions
should aim to improve professionals’ knowledge and understanding of the benefits of
providing recovery information and the effects on not providing such information on

patients’ and carers’ experiences. This research has contributed to that evidence
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base, and presentation of these findings alongside those from other relevant research
and stroke survivor and carer perspectives may be effective in persuading

professionals of the importance of talking about recovery.

The importance of tailoring information according to patients’ and carers’ needs should
be emphasised; interventions should thus avoid prescribed timing of provision and
promote flexibility to meet patients’ needs, including encouragement to engage in
dialogue to ascertain these needs and how information can best be delivered to ensure
they are met. This may include developing standardised or modifiable written
resources, and support for professionals to make decisions about how and when to

deliver these resources and how they can be appropriately individualised.

Finally, the findings of this research indicate that interventions to improve delivery of
recovery information are likely to require delivery using combined methods, with face-
to-face training (encompassing observations, practice and feedback) supported by
remote technological solutions, such as online video demonstrations and webinars, and
provision of forums for online discussion and support. The importance of targeting the
whole stroke unit MDT (including peripheral members) has been highlighted, to
facilitate a consistent approach for patients and families, with improved organisation,

planning and focus on provision of recovery information likely to lead to benefits.

10.7 Conclusions

In conclusion, the findings of this research indicate that patients and carers’ needs for
information about recovery continue to remain unmet, negatively impacting their
experiences of post-stroke care; they also highlight the considerable challenges faced

by professionals in providing this information.

These findings have key implications for the ways in which information about recovery
should be shared with patients and their carers on the stroke unit. Firstly, patients and
carers desire information to be provided with empathy and compassion, allowing them
to retain hope for the future. Training for professionals is likely to be required to
facilitate development of the confidence and communication skills required to achieve
this, as well as to improve the clarity of information, particularly in the face of
uncertainty. An awareness of the roles of MDT members is critical, and professionals

across the MDT should work together to formulate predictions and communicate how
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these predictions have and will be shared with patients and carers to ensure
consistency, as well as to support each other to manage the psychological impact of

engaging in challenging conversations.

This research particularly highlights patients’ and carers’ dissatisfaction with the lack of
opportunities provided to discuss recovery, which appeared to result in inequity, with
some patients afforded more opportunities to ask questions and receive information
than others. Focusing professionals’ minds on how such conversations can be built
into routine practice and how their work can be organised to facilitate them could
improve equity. This should include processes for ensuring proactive engagement in
dialogue about patients’ and carers’ information needs and how best they might be
met. Inclusion in professional guidelines as part of the ongoing policy drive for patient-
centred care would facilitate this.

Concrete examples have been provided relating to how sharing information about post-
stroke recovery can facilitate engagement in shared decision-making and adjustment to
the potential for on-going symptoms and disability. Improving patients’ and carers’
knowledge of the process of stroke recovery, and how services are organised to
support it, could improve satisfaction with care through instilling realistic expectations.

These findings highlight the need for further research in a range of areas. Firstly,
although this research has developed an understanding of the roles of most MDT
members in providing information about recovery, the roles of some professionals
remains unclear, including nurses, and more peripheral allied health professionals,
including dieticians and orthoptists. The role of clinical psychologists in supporting
professionals to compassionately provide information and also patients and families to
come to terms with the potential for any ongoing disability is worthy of further

investigation, particularly with the drive to improve psychological care post-stroke.

Despite attempts to recruit a diverse sample of stroke survivors and carers in this
research, the voices of those from ethnic minorities were underrepresented. Further
research is required to understand how cultural factors can impact interpretations and
expectations of post-stroke recovery, and how information can best be shared with
those whose first language is not English. Finally, although clinical guidelines

recommend the use of standardised tools to predict recovery, such measures are
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seldom employed in stroke unit practice. Research to understand how best these tools
could be implemented and their findings shared with patients and families to support
conversations about recovery is in its infancy; more work is required to understand the

acceptability to professionals, patients and families, and any associated benefits.
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Appendices

Appendix A

Example search strategy (Medline) for qualitative review and

RCT review

1 (break* adj3 news).tw.

2 ((difficult or bad or traumatic) adj3 news).tw.

3 ((communicat* or tell* or convey* or disclos* or giv*) adj2 (diagnos* or prognos*)).tw.
4 ((inform or news) adj2 patient*).tw.

5 (information provision or information exchange* or receiving the news).tw.

6 (recovery adj2 (expect* or conversation*)).tw.

7 (truth-telling or truth disclosure).tw.

8 Truth Disclosure/

9 or/1-8 [breaking bad news]

10 (brain injur* or head injur* or spinal cord injur* or spinal injur* or multiple sclerosis or
demyelinating disease* or Parkinson* or dementia or Alzheimer* or vascular cognitive
impair* or lewy bod* or huntington* or korsako* or motor neuron* disease or Gehrig
syndrome or amyotrophic lateral sclerosis or brain tumo?r or stroke* or hemiplegia).tw.
11 (neurological adj2 (impair* or disease* or disorder* or condition*)).tw.

12 Brain Injuries/

13 Spinal Injuries/

14 Multiple Sclerosis/

15 Parkinson Disease/

16 Dementia/ or Dementia, Multi-Infarct/ or Dementia, Vascular/ or Frontotemporal
Dementia/

17 Alzheimer Disease/

18 Amyotrophic Lateral Sclerosis/

19 Brain Neoplasms/

20 Stroke/

21 Hemiplegia/

22 0r/10-21 [neurological conditions]

239 and 22

24 limit 23 to english language

25 exp animals/ not humans.sh.

26 24 not 25 [human only filter]
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27 (exp Child/ or Adolescent/ or exp Infant/) not exp Adult/
28 26 not 27 [adult only filter]

29 remove duplicates from 28
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NHS ethical approval letter*

Ymchwil lechyd m
a Gofal Cymru

Health and Care Health Research
Research Wales Au thurlty
Dr David Clarke
Academic Unit of Elderly Care and Rehabilitation Email: hra.approvali@nhs.net
Bradiord Royal Infirmary, Duckworth Lane Research-permissions wales nhs.uk
Bradford
Duckworth Lane
BD9 6R.

12 February 2019

Dear Dr Clarke

HRA and Health and Care
Research Wales (HCRW)

Approval Letter

Study title: Talking about recovery after stroke: A qualitative study of
current practice and exploration of the views of stroke
survivors, caregivers and staff

IRAS project 1D: 255197
REC reference: 19 HO009
Sponsor The University of Leeds

| am pleased to confirm that HRA and Health and Care Research Wales (HCRW) Approval has
been given for the above referenced study, on the basis described in the application form, protocol,
supporting documentation and any clarifications received. You should not expect to receive anything
further relating to this application.

How should | continue to work with participating NHS organisations in England and Wales?
You should now provide a copy of this letter to all paricipating NHS organisations in England and
Wales, as well as any documentation that has been updated as a result of the assessment.

Following the arranging of capacity and capability, participating MHS organisations should formally
confirm their capacity and capability to undertake the study. How this will be confirmed is detailed in
the “summary of assessment” section towards the end of this letter.

You should provide, if you have not already done so, detailed instructions to each organisation as to
how you will notify them that research activities may commence at site following their confirmation of
capacity and capability (e.g. provision by you of a ‘green light' email, formal notification following a site
initiation visit, activities may commence immediately following confirmation by paricipating
organisation, etc.).

Page 1of 7

*Application details are in my supervisor’s name, as the HRA rejected the initial
application in my name as | was a student
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| RAS project I | 255157

It is impaortant that you involve both the research management function {2.9. R&D office) supporting
each organisation and the local research team (where there is one) in setting up your study. Contact
details of the research management function for each organisation can be accessed here.

How should | work with participating NHS/HSC organisations in Northemn Ireland and
Scotland?

HRA and HCRW Approval does not apply to NHS/HSC onganisations within the devolved
administrations of Morthemn Ireland and Scotland.

If you indicated in your IRAS form that you do have participating organisations in either of these
devolved administrations, the final document set and the study wide govemance repaort (including this
letter) has been sent to the coordinating centre of each participating nation. You should work with the
relevant national coordinating functions to ensure any nation specific checks are complete, and with
each site so that they are able to give management permission for the study to begin.

Please see IRAS Help for information on working with NHS/HSC organisations in Northemn Ireland and
Scotland.

How should | work with participating non-NHS organisations?
HRA and HCRW Approval does not apply to non-NHS organisations. You should work with your non-
MHS organisations to obtain local agreement in accordance with their procedures.

What are my notification responsibilities during the study?
The document “After Ethical Rewiew — guidance for sponsors and investigators™, issued with your REC
favourahle opinion, gives detailed guidance on reporting expectations for studies, including:

+ Registration of research

« Notifying amendments

« Notifying the end of the study
The HRA website also provides guidance on these topics, and is updated in the light of changes in
reporting expectations or procedures.

| am a participating NHS organisation in England or Wales, What should | do once | receive this
letter?

You should work with the applicant and sponsor to complete any outstanding arrangements so you
are able to confirm capacity and capability in line with the information provided in this letter.

The sponsor contact for this application is as follows:

Tel: 01133437587
Email: governance-ethicsi@leeds. ac uk

Page 2of 7
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IRAS project ID | 255157

Who should | contact for further information?
Please do not hesitate to contact me for assistance with this application. My contact details are below.

Your IRAS project 1D is 255197 . Please quote this on all correspondence.

Yours sincersly

kevin Ahmed
Assessor

Telephone: 0207 104 8171
Email: hra.approval@nhs.net

Copy to: Mrs Jane Dennison, R&D Confact, Bradford Teaching Hospitals NHS Foundation
Trust

Page 3of T
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List of Documents

IRAS project ID

255197

The final document set assessed and approved by HRA and HCRW Approval is listed helow.

Document Version Date

Copies of advertizement materialz for research paricipants [Poster -|v1.0 11 December 2018
staff areas]

Copies of advertisement materials for research participants [Poster -[v1.0 11 December 2018
patient areag]

Evidence of Sponsor insurance or indemnity (non MHS Sponsors 17 September 2018
only) [Uol insurance documenit]

HRA Schedule of Events 1.0 12 February 2019
HRA Statement of Activities 1.0 12 February 2019
Interview schedules or topic guides for participants [Interview topic  |v1.0 11 December 2018
guides]

IRAS Application Form [IRAS_Form_20122018] 20 December 2018
Letter from funder [Letter from The Stroke Association confiming 02 May 2017
funding]

Letter from sponsor [Letter from Sponsor] 20 December 2018
Other [Observational framework] v10 11 December 2018
Participant consent form [Stroke Survivor Consent Formy] v1.2 05 February 2019
Participant consent form [Consultee Declaration Form] v1.2 05 February 2019
Participant consent form [Accessible Consent Form (Stroke v12 05 February 2019
Sunvivors]]

Participant consent form [Caregiver Consent Form] V1.2 05 February 2019
Participant consent form [Staff Consent Formy] V1.2 05 February 2019
Participant consent form [Consent to contact form] v1.0 11 December 2018
Participant information sheet (PI15) [Stroke Survivor Participant v1.2 05 February 2019
Information Sheet]

Participant information sheet (PIS) [Consultee Information Sheef] v12 05 February 2019
Participant information sheet (PIS) [Accessible Stroke Survivor vi2 05 February 2019
Information Sheet]

Participant informaticn sheet (PIS) [Caregiver Information Sheet] V1.2 05 February 2019
Participant information sheet (PI5) [Staff Participant Information V1.2 05 February 2019
Sheef]

Research protocol or project proposal [Study Protocol] v1.1 20 December 2018

Summary CW for Chief Investigator {Cl) [Summary CV David Clarke]

15 October 2018

Summary CV for student [Short CV L Burton]

11 December 2018

Summary CV for supervisor (student research) [Summary CV Anne
Forater]

20 December 2018

Summary CV for supervisor (student research) [Summary C\ Judith
Johnson]

07 September 2018

Page 4 of T
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Appendix C

Participant information sheet (stroke survivors/ carers)

¥l e

Information Sheet for Stroke Survivors (version 1.2 05.02.19)
Study title: Talking about recovery after a stroke
Observations and interviews

You are being invited fo take part in a research study. Before you decide whether or
not o take part, it is important for yvou to understand why the research is being done
and what it will involve. This informaficn sheet tells vou about the study, what we
would like fo do in the study and how we would manage the information collected.
Please read this carefully and ask us if anything is not clear or if you would like more
information. Talk fo other people about the study if vou wish.

Why me?
We are inviting you fo take part because you have had a sfroke and you are being

cared for in a stroke unit.

Who is organising and funding this study?

The Chief Investigator of this research is David Clarke, who is responsible for the
study. Lowisa Burdon (PhD student) is running the study on his behalf from the
Academic Unit of Elderly Care and Rehabilitation in Bradford. The research is
funded by The Sfrocke Association, as par of the Postgraduate Fellowship

Programme.

What is the purpose of the study?

We are interested in how recovery from sfroke is discussed in hospitals. We hope to
gain a better understanding of the ways that stroke unit team members talk with
stroke sunvivors and their families about what has happened to them and their
recovery. We also wish to understand the views of stroke survivors, their relatives
and stroke unit team members about recovery from stroke. VWe will review the
information we collect and use this to think about whether talking about recovery

after stroke could be improved for future stroke sunvivors and their families.

T

Stroke sundivor information sheet, Observations and inteniews Version 1.2, 05.02.2018
Study fifle: Talking about recowery after stroke: A gualitative study of current pracfice and exploration
of the of stroke survivors, caregivers and staff.

RAS Project ID: 255187 n

1 UMIVERSITY OF LEEDS
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What wili I have to do?

If vou agree, we will ask you fo do two things. First, we would like to observe some
of the care you receive. With yvour permission, a researcher will sit in on some of the
care and treatment sessions you hawve with staff at [the NHS Trust]. This may
include planning meetings you have with staff. The researcher would make notes
during the session, buf would not fake par in the care you receive or any
dizcussions. With your agreement, the researcher may also audio record some of
these zessions. The researcher will mot obzerve any intimate personal care. They
may speak to you informally for a few minutes after vou have been szeen by the
siroke unit staff if yvou agree. The researcher would alzo review the records made
by siroke unit staff about the care you have received, and information about the type

of stroke you have had and its impact.

Secondly, after you leave the hospital, we would contact vou (4 to & weeks later) fo
invite you to fake part in an interview about vour views about the way your recovery
was discussed with you while you were inm hospital. This would involve being
interviewed by a frained researcher at a fime and in a location that is convenient for
you (probably vour own home) and would take about one hour. We would like fo
record the inferview so that we can accurately recollect what you say. With your
agreement, we would also invite a relafive or friend to take part in the interview,
either alongside you, or separately if vou wish.

Ve may alzo ask if we can contact you again to see if you want to take part in a
future study, which will aim to help stroke unit staff talk to stroke survivers and their

families about recovery.

Do | have to take part?

Ma, it is up to you. ¥ou do not have to give a reason if you decide not to take part.
The standard of care that you receive will not be affected in any way, whether you
decide fo take part in this study or not.

Stroke sundivor information sheet, Obsenvations and infendews Version 1.2, 05.02.2019
Study tifle: Talking about recoveny after stroke: A qualitative study of curment practice and exploration
of the wiewrs of stroke survivors, caregivers and staff.

RASL Project I0: 255187 n

& LUMNIVERSITY OF LEEDS
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Will my iﬁfﬂmﬂzﬁun be kept cﬁnﬂdential?
The Academic Unit of Elderly Care and Rehabilitation, a department of the University
of Leeds, which is based at Bradford Teaching Hospitals HHS Foundation Trust will
securely store your name, date of birth, gender, fime since sfroke, stroke severity,
your address, felephone number and consent form. The AUECR will keep your

infarmation confidential.

We will ask a company called Typing Works fo type up a copy of your interview.
Typing Works have signed a confidentiality agreement with the Academic Unit of
Elderty Care and Rehabilitation. Typing Works will not include any identifiable
information about you, or about organisations or places in the typed copy of your

imtenview.

The researcher will not use your real name in any reports they write about what they
obzserve or what vou tell us in your interview. To keep vour involvement confidential,
you will be given a pseudonym (false name) in our reporis and only researchers
involved in the study will be able to identify you from your pseudonym. We will not
share idenfifiable information about you with anyone cutside of the research team.
However, if we have concerns that youw, or someone else is at risk of harm then we

may break confidentiality and tell the relevant healthcare services.

The University of Leeds is the sponsor for this study based in the United Kingdom.
We will be using information from wou and your medical records in order fo
undertake this study and will act as the data controller for this study. This means that
we are responsible for looking after your information and using it properly. The
University of Leeds will keep identifiable information about vou for 3 years after the
study has finished.

Your rights fo access, change or move yvour information are limifed, as we need fo
manage your information in specific ways in order for the research to be reliable and
accurate. 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

personally-identifiable information possible.

Stroke survivor information sheet, Obsenations and interviews Version 1.2, 05022019
Study title: Talking about recowery afier stroke: A qualitative study of curment praciice and exploration
of the wiews of stroke sunimvors, caregivers and siaff.

RAS Project ID: 255187 n

3 UMIVERSITY OF LEEDS
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You can find out more about how we use your information by contacting the
Liniversity Data Protection Officer on dpo@leeds.ac uk.

[The HHS Trust] will collect information from you and your medical records for this

rezearch study in accordance with our instructions.

[The NHS Trust] will use your name, date of birth, MHS number and contact details
to contact you about the research study, and make sure that relevant information
about the study is recorded for your care, and to oversee the quality of the study.
Individualzs fromm The University of Leeds and regulatory organisations may look at
vour medical and research records to check the accuracy of the research study. [The
MNHS Trust] will pass these details to The University of Leeds along with the
information collected from you and your medical records. The only people in The
University of Leeds who will have access fo information that idendifies you will be
people who need fo contact you to arrange your inferview or audit the dafa collection
process. The people who analyse the information will not be able to identify you and

will not be able to find cut your name, date of birth, NHS number or contact details.

[The MNHS Trust] will keep identifiable information about you from this study for 3
years after the study has finizhed.

The data collected from vou may be used fo inform the development of future
rezearch within the Academic Unit of Elderly Care and Rehabilitation. This
information will not identify you and will not be combined with other information in a
way that could identify vou. The information will only be used for the development of
health and care research, and cannot be used fo confact you.

What are the poszsible benefits of taking part?
Being involved is unlikely fo benefit yvou directly. However, it may help improve fuiure
services and support for people who have had a stroke. You might alzo enjoy taking

part and falking to someone about your stroke

Stroke surviver information sheet, Obsarvations and interiews WVersion 1.2, 0502 2019
Study tifle: Talking abowt recowvery after stroke: A qualitative study of curment praciice and exploration
of the wiews of stroke sunimvors, caregivers and staff.

RAS Project ID: 255187 n

4 LIMIVERSITY OF LEEDS
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Are the ré any Eshs from takin-g part?
Ve do not anticipate that there will be any disadvantages or risks if you agree to be
invelved. You may pause or stop the observations at any ime. Some people may
find answering questicns about their stroke upsetting. “ou do not have to answer
any guestions you do nof wish to and you may pause or stop the interdiew at any
time.

What will happen if | do not want to carmy on with the study?
If you change your mind about taking part you can stop at any time. Youw don't have
to give a reason. If you decide to stop taking part, we will use the information

already collected from you unless you ask us not to.

What will happen to the results of the study?

Ve hope to publish the resulis of this study in an academic journal. If you would like
a copy of the report, vou can request one from the Chief Investigator at the address
below or visit our website using the following address:
https:/medhealth_leeds. ac ukinfo/G46/eldery_care_and_rehabilitation. We will share
the resulis with other researchers at conferences and meetings, and through
newsletiers and academic journals. We may use gnonymised quotations from the

imterviews but you will not be identified in any report’ publication.

Who has reviewed the study?

All research in the NHS iz looked at by an independent group of people, called a
Research Ethics Commitiee. & favourable ethical opinion has been obtained from
YWorkshire & The Humber — Bradford-Leeds Research Ethics Committee. The ethics
committee will check that the research iz done properly and that you are kept
safe.

When do | need to decide?

“ou don't need to decide now. We will contact yvou and answer any guestions. “ou
can read the infermation again. You can talk to yvour family to help you decide.

If you decide to take part you will need to sign a consent form. I says that you
understand the research and have decided to take part.

Stroke survivor information sheet, Observafions and interviews Version 1.2, 05.02.2018
Study title: Talking about recovery afier stroke: A qualitatve study of current practice and exploration
of the views of stroke sunors, caregivers and staff.

RAS Project I0: 255187 n

3 LUMIVERSITY OF LEEDS
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What if there i=s a problem?

If you would like to discuss this study with someone independent of the study team
please contact: Clare Skinner, Faculty Research Office, Room 929, Level 9

Worsley Building, Clarendon Way, Leeds, LS2 9ML. Tel: 0113 343 4397 or email:
govemance-ethics@leeds.ac.uk. Please quote study title: Talking about recovery

after stroke.

Sources of support:

In England the Patient Advice and Liaison Service (PALS) provides a confidential
semvice, helping you fo zort out any concerns you may have about the care provide in
an MHS service and advizing vou of support agencies and other organisations that
can help, for example the Stroke Association. PALS can be contacted on [felephone
number] or by e-mail: [e-mail addresz].

Claims/insurance

In the unlikely event that something goes wrong and you are harmed during the
rezearch and this is due to someone’s negligence then you may have grounds for a
legal action for compensation against [the MHS Trusf] but yvou may have to pay your
legal costs. The normal Mational Health Service complaints mechanisms will still be
available to vou (if appropriate].

For more information please contact:

Lowisa Burfan — PhD Student

Academic Unit of Elderly Care and Rehabilitation
Temple Bank House, Bradford Royal Infirmary
Duckworth Lane

Bradford

BDS 6RJ

Tel: 01274 3830 E-mail: [e-mail address]

Stroke sureivor information sheet, Observations and inferviews Version 1.2, 05.02.2019

Study titke: Talking about recovery afier stroke: A qualifatve study of current pracfice and exploration
of the views of stroke survivors, caregivers and staff.

RAS Project ID: 255187 n
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Supervisor:  Or Dawvid Clarke (Chief Investigator) — Associate Professor in Stroke

Care {address as above)

Tel: 01274 38300 E-mail: [e-mzil address]

Thank you for taking the time to read this information.

This study & oraanized ardd run by the Academic Unitof Ederty Came and Rehabifiation, a depariment of the University of
Leeds. based ot Eradiond Teaching Hospitaks NHE Foundaton Trsl This study (S Tunded by The Biroke Association. The
Spondor for Bl rmsearch is The Univarsity of Losds. The sludy has Déen approved oy @ MHE Reseanch Ethics Commiflee, ned
18NYHMD0S.

Siroke survivor information sheet, Observations and infendews Version 1.2, 05.02.2018
Study title: Talking about recovery after stroke: A qualitative study of curment praciice and exploration
of the views of stroke sunfors, caregivers and staff.

IRAS Project ID: 255187 n

7 UNIVERSITY OF LEEDS
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Appendix D

Consent form for stroke survivors

i UNIVERSITY OF LEEDS

Farticipant ID: Initials:

Date of Birth:

Participant’'s carer/significant other 1D:

Study Title: Talking about recovery after a stroke

Observations and interviews
A large-print version of this sheet is available on request
STROKE SURVIVOR CONSENT FORM
Version 1.2 05/02/2019

Flease
initial the
boxes

| confirm that | have read and understood the Information Sheet dated
05.02 2019 (Version 1.2) for the above study. | have had the opporiunity
to ask questions.

| understand that my participation is voluntary and that | am free to
withdraw at any time without giving a reason and without my medical
care or legal rights being affected.

| agree to be observed when taking part in routine care and therapy
activities, including meetings with staff. | understand that some of these
sessions may be audio-recorded.

| agree for the researcher to access my medical notes to review the
records made by stroke unit staff about the care | have received.

| agree to take part in an interview and for my interview to be audio
recorded.

| undersiand that anonymised guotations from my interview may be
used in study reports but | will not be identified.

| understand that my data will be collected for this study and may be
used to help develop new research. | understand that Data Protection
regulations will be observed.

| understand that confidentiality will be maintained unless there are
concerns that |, or someone else, is at risk of harm.

IT | become unwell for any reason after providing consent to paricipate
in the study and am no longer able to make decisions, | understand that
the researcher will consult with someone close to me about whether |
carry on with the research.




292

i UNIVERSITY OF LEEDS

10. | understand that even if | withdraw consent to take part in the study, the
data already collected will contribute to the study unless | specifically
withdraw consent for this.

11. | give permission for my details, which will include name, address, date
aof birth, telephone number, NHS number and consent form, to be
passed to the Academic Unit for Elderly Care and Rehabilitation for the

administration of the study.

12. | understand that a copy of this Consent Form will be stored at the
Academic Unit for Elderly Care and Rehabilitation.

13. | agree to take part in the above study.

PARTICIPANT:

MWAME (CAFITALS) DATE SIGNATURE

WITNESS (if required):

MAME (CAPITALS) DATE SIGNATURE
RESEARCHER:
NAME (CAPITALS) DATE SIGNATURE

{1 copy for the participant and 1 copy for the ALI'ECF'.}I
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Example poster — patient areas

(WY 1Y 72078 A

UNIVERSITY OF LEEDS

TRUST LOGO HERE

This stroke unit is taking part in a research study which aims to understand
the ways that stroke unit team members talk with stroke survivors and their
families about what has happened to them and their recovery.

The study involves researchers being present on the unit on some
weekdays and weekend days, so you may see someone walking around
the ward, making notes and talking to staff. They may also observe activity
in different areas of the unit, for example the therapy rooms, the bays, the
dining room and day room.

Unless you have agreed to participate in the research project, the
researcher will not record any personal information relating to you or your
care. For example they will not record your name.

When the researchers are on the unit they will introduce themselves and
ask if their presence is acceptable to you. Please let them or the unit staff
know if you have any concerns.

The lead researcher would be happy to provide more information if you
wish.

Thank you

For more information, please contact Louisa Burton, telephone: 01274
383426 or 07503727990 or write to: Academic Unit of Elderly Care, Temple
Bank House, Bradford Royal Infirmary, Duckworth Lane, Bradford, BD9
6RJ

The research is funded by The Stroke Association’s Postgraduate
Fellowship programme
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Appendix F

Extract from observational framework

Date, unit identifier, visit number, case identifier (patient-specific observations

only)

Duration of non-participant observation

Locations for observations (including time spent): To include: therapy rooms,
shared workspaces or areas where stroke unit professionals routinely congregate to
discuss patient activity or meet with patients/ carers; staff meeting rooms (including
attending board round/ MDT meetings); therapy areas (gyms, therapy kitchens); patient

dining areas, day rooms or other communal areas; bed areas.
Focus of general non-participant observation: To include description of:

e General activities routinely involving interaction between professionals, patients
and carers (where appropriate)

o What appears to be important and meaningful for professionals and patients in
discussing recovery, e.g., beliefs, feelings, and worries where verbalised

e Specific activities focusing on discussing recovery, including planning or feeding
back information to colleagues

e The conditions under which patients, carers and professionals interact,
including perceived barriers and facilitators

e Staff interactions

¢ Informal, unplanned activity, which appears to contribute to or reinforce

information about recovery, e.g., corridor conversations.

Record summaries of dialogue where appropriate; verbatim recording will require

written informed consent.

Focus of patient-specific observations (therapy sessions, ward rounds, family
meetings, informal interactions between professionals, patients, and carers):
Includes the above, but with increased detail to facilitate description and explanation

and understanding. To include description of:

e The context of the interaction

e Who is participating

e The nature and purpose of the interaction as articulated by professionals

¢ How the participants appear to respond to, participate in, feel about, describe,

explain and make sense of the interaction
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e The researcher’s perceptions of the relationship of the interaction to the study

aims

Documents reviewed (aims to capture any textual information to facilitate
understanding of how, when and why recovery information is provided): To

include:

¢ Individual patient records in which professionals may record discussions about
or predictions for recovery (e.g., individual therapy sessions records and
meeting records) — patient-specific with written informed consent only

e Written information, e.g., leaflets, provided to patients and carers about
recovery

¢ Policies or guidance for professionals (e.g., local, national) to guide

conversations about recovery

Expanded fieldnote record: To be completed as soon after observation as possible.

Linked memo number: Memos will include ideas (and links between them),
hypotheses, recurring themes, reflections, and key quotations upon which to base

formulation and revisions of explanations and understanding.
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Topic guide for stroke survivor interviews

Personal context
+ Tell me a little about your home life.

How long is it since you had your stroke? How is your general health?
How has your life changed since your stroke?

Stroke unit experiences

Could you tell me about when you had your stroke?
How did you find out you had had a stroke?

Did any of the staff members in the stroke unit give you information about your stroke?
o Ifso, who? (Prompt: doctors, nursing staff, therapy staff, psychologist)
o How was this information provided? (Prompt: spoken, written, once only or repeated)

Did anyone speak to you about how long it might take for you to recover or what how much recovery

you might expect to make?

o Ifso, who? (Prompt: doctors, nursing staff, therapy staff, psychologist)

o How was this information provided? (Prompt: spoken, written, once only or repeated)

o Were your family members/ friends given information? (Prompt: at the same fime,
separately)

o How did you feel about the information you received and the way it was communicated to
you?

o Can you think of any ways this could have been better?

Did you ask any questions about whether or how you might improve after your stroke?

o If so, who did you ask?
o Were you satisfied with the answers to these questions? If no, how could these have been
improved?

Did you have any meetings with staff on the stroke unit, to talk about your recovery and progress or

your plans for discharge?
o If s0, can you tell me about these meetings? (Prompts: how many, who attended, what types

of information were provided?)
o How did you find these expenences?

Is there anything you wanted to know about your recovery when you were in hospital that you weren't
told?

Coming home

Has your progress continued since leaving hospital? Have you continued to have therapy?
= If s0, has anyone spoken to you about your recovery since you've been at home?

Is there anything you know now that you would have wanted to know about your recovery when you
were in hospital?

Is there anything else you'd like to tell me about your experiences of receiving information about your
recovery from your stroke?
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Topic guide for interviews with professionals

Personal context! role

» Tell me about vour role on the stroke unit ... {Profession, banding, hours worked)

« How long have you worked in strokef on this stroke unit?

« What does recovery after stroke mean to you? (Prompt: What does good patient
recovery after stroke look like? How do you know when a patient has had a good
recovery, what things change?)

« What do you think stroke survivors and their families want to know about their
recovery? (Prompt: initial diagnosis, how the stroke has affected them, how fong
they might be in hospital for, how long thelr recovery might take, how much recovery
they might make (in hospital! longer-term). general vs personalised information)

« Could you tell me about your role in providing information about recovery to stroke
survivors and their families?

Identifying current practice

« |5 information about recovery is routinely provided to stroke surnvivors and their
families in thiz stroke service?

o ITs0, what kinds of information are provided? [(Frompt. general or
individualised)

« Who provides information about recovery to stroke survivors and their families in this
stroke semvice? In what format is it provided? (Frompt: verbal, wiffen, repeated,
family meefings)

« When is information about recovery provided to stroke survivars and their caregivers
in thiz sfroke service?

Predicting recovery

+« Do you get a hunch or gut feeling about how much recovery a stroke survivor might
make?

« What information do you use to predict how much recovery a stroke survivor might
make and how long this could take? (Prompt professional guidelines, research
literature (evidence surrounding optimum fime periods for recovery), previous
expenence, adwice from other staff, azsessment results, lesion location)

« Are these predictions communicated to patients/ families? How?

« Are these predictions communicated between staff members/ staif groups? How?
(Frompt: MDT meetings, family meeting, pafient records)

« Do you feel you have enough information/ expertise to predict recovery?

Effects of providing information, including benefits and barriers

« Do you think there are any benefits to providing information about recovery to stroke
survivors and their families? What do you think they are? (Frompt: Impact on
patients, families, staff)

« Do you think there are any negative effects of providing information to stroke
survivors and their families? What do you think they are? (Frompt: Impact on
patients, families, staff)

« What facilitates provision of information about recovery?

« What do you think are the barmiers to providing information about recovery to stroke
survivors and their families? (Frompt: Environmenial {e.g., quiet room space). patient
factors {e.g., patient impaimernts, shock, don't want fo knowl, staff-related factors
(e.qg., time, staffing levels, insufficient training/ support, organisation of who will
provide information, inahiiity fo predict recovery))
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Support and training for staff

Have you received any training about providing information about recovery to stroke
survivors and their families? This might include general training in breaking bad
news.

o ITyes, who provided training and what did it entail?

a [T no, would training be helpful?
What suppaort (if any) do you receive to provide information about recovery to stroke
survivors and their families? (Frompt: psychological, peer support, managenal
Support?)
How do you feel about the amount of support provided?

Improving practice

Is there anything you think could be improved about the way that information about
recovery is provided to stroke survivors and their families?

Can you identify any opportunities for provision of information about recovery in this
siroke service?

Who do yvou think is best placed to provide information about recovery to stroke
survivors and their families? (Frompt: consultant, nurses, therapists, other staff,
families)

In what format should it be provided? (Prompt: verbal, wiiften, repeated)

In relation to the stroke survivor's experience of the stroke care pathway, when do
you think is the optimal time for provision of information about recovery? (Frompt: on
aamizsian, in acute care, during rehabilitation, at discharge, in the community)

Is there anything else you'd like to tell me about your experiences of providing
information about recovery after a stroke?
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Extract from Framework matrix

HCPs try to manage patient and carer expectations about recovery

Summary

1:81522.10.19

Age range = 18-30 years
Banding = Band &
Profession = Physiotherapist
Site = Brownside

| think patients expect to return to normal. And | think a lot of patients, a lot of challenges and difficult conversations that
| have with patients is around where their expectations, the expectations of family. | think a lot of people think that a
stroke iz something that can be reversed and they don't necessarily always recognise the amount of damage that's
been done. A Iot of my patients say *f'm enly geing to leave hospital when | can walk again® and actually we might be
looking at they might potentially never walk again and it's how do you have, how do you set that expectation with them
as well?

Unless | know that they're completely cognitively intact | will normally always try and have a conversation with them but
their family being there because sometimes you have to be really careful what you say, there's certain words just get
picked out and you have to be, | sort of explain to the rotational Band Ss that you want te be positive, as a therapist you
realty want to say that somebody’s getting, you really want to tell someone theyre getting better, you want to tell them
it's all going to be alright but actualty vou have to be really realistic and if we're not seeing that they're making potential
we need to be really honest with them and the family because if not it just makes the conversation that we're going to
have in a couple of weeks or in a month’s time even harder.

| think you can, there are definitely signs and especialy when a lot of cur patients, if somebody’s impaired from a
speech and language point of view, an occupatienal therapy and a physiotherapy point of view we're kind of getting
no =igns that they're actually probably likely going to be long-term dizabled or heavity reliant on others, and that's
something that's realty difficult to come to terms with and a lot of times you want someone to carry on getting better but
coming to that realisation is probably the best because then you can be really realistic with the patient but more so with
patient’s family. Because patients who are probably impaired from all those point of views, they might be non-verbal,
they might not actualty have, might be expressive or receptive dysphasic, and so we don't, we can't necessarily have
those conversations with that patient. So it's more about how do we handle that information with the family and how
do we =sort of, semetimes thoze converzations can be guite easy because patient’s relatives recognise that they are
quite impaired but it usually takes sort of a week, couple of weeks for us to netice that someone is, we're not really
achieving goals or potentially they are, we're just achieving things that are so slow it's probably not geing to make any
functional difference overall.

Usually arcund, | wil try and have a conversation with the patient with the family before the first time we meet them but
the first time we're meeting fm just trying to be as realistic as possible.

515 describes how she thinks pts expect to return to
normal - she has lots of difficult conversations with
pts and families arcund managing expectations. Lots
of ppl expect damage can be reversed - need to set
expectation, e.g., that they might not walk again.
Describes how its important to be realistic and honest
with pts and families if not seeing progress, even
though itz hard and would be easier to tell them
they're getting better - if don't set expectations early,
makes later conversations more difficult. Tries to be
as realistic as pessible in the first FM - try to speak
with pt and family first.

2:508 22.08.19

Age range = 18-30 years

Banding = Band 6

Profession = Speech &
Language Therapist

Site = Summerfield

I think probably being open and honest from the get-go is definitely a benefit because you get these families with high
and unrealistic expectations and it's about setting their expectations of recovery so | think having those discussions, it
is better, it's much better.

Well, if familiez are thinking that the patient's geing to make a full recovery and they're going to walk out of the hospital
the person that they walked in then you have to set expectations because it just, it impacts on their life 0 much that it's
not fair is it for them te be under a falze iluzion.

508 describes how it's impertant to be open and
honest fram the start as some families have
unrealistically high expectations about recovery. lsn't
fair to let families maintain high hopes for recovery if
not possible - have to manage expectations.
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University ethical approval e-mail

MREC 21-013 - Study Approval Confirmation

Medicine and Health Univ Ethics Review <FMHUniEthics@leeds.ac.uk:»
Wed 09/02/2022 02:33

To: Louisa-Jane Burton <umljbi@leeds.acuk=

Cc Anne Forster <A.Forster@leeds.ac.uk=

Dear Louisa-lane

MREC 21-013 - Developing strategies to improve talking about recovery on the stroke unit

NE: All approvals/comments are subject to compliance with current University of Leeds and UK Government
advice regarding the Covid-19 pandemic.

| am pleased to inform you that the above research ethics application has been reviewed by the School of
Medicine Ethics Committee and | can confirm a favourable ethical opinion based on the documentation
received at date of this email.

Please retain this email as evidence of approval in your study file.

Please notify the committee if you intend to make any amendments to the research as submitted and

approved to date. This includes recruitment methodology; all changes must receive ethical approval prior to
implementation. Please see https://ris |eeds.ac.uk/research-ethics-and-integrity /applying-for-an-amendment,
or contact the Research Ethics & Governance Administrator for further information

fmhuniethics@®leeds ac yk if required.

Ethics approval does not infer you have the right of access to any member of staff or student or documents
and the premises of the University of Leeds. Nor does it imply any right of access to the premises of any other
organisation, including clinical areas. The committes takes no responsibility for you gaining access to staff,
students andfor premises prior to, during or following your research activities.

Please note: You are expected to keep a record of all your approved documentation, as well as documents
such as sample consent forms, risk assessments and other documents relating to the study. This should be
kept in your study file, which should be readily available for audit purposes. You will be given a two week
notice period if your project is to be audited.

It is our policy to remind everyone that it is your responsibility to comply with Health and Safety, Data
Protection and any other legal andfor professional guidelines there may be.

| hope the study continues to go well.

Best wishes
Sou Chung
On behalf of Dr Naomi Quinton, CHAIR, SoMREC

Sou 5it Chung, Research Ethics Administrator, The Secretariat, University of Leeds, 132 SNL, zchupsi@leeds acuk
Please note mvy working hours are Monday to Friday S5am — 12_30pm
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Appendix L

Survey study Participant Information Sheet

Academic Unit for
Ageing and Stroke Reiearch

Information Sheet for Survey Participants (version 1.1 30/12/2021)

Study title: Developing strategies to improve talking about recovery on
the stroke unit

You are being invited to take part in a research study. Participation is entirely voluntary.
Before you decide whether io take par, it is important for you to understand why the
research is being done and what it will involve. This information sheet tells you about the
study, what we would like to do and how we would manage the information. Please read this
carefully and ask us if anything is not clear or if you would like more information. Talk to
other people about the study if you wish.

Why me?

We are inviting vou to take part because you are a professional providing care and/ or
therapy for stroke survivars in a stroke unit. 'We are interested in your views about some
strategies we have developed for inclusion in an intervention to improve conversations about
recovery between healthcare professionals and stroke survivors and families in stroke units.

Who is organising and funding this study?

The Chief Investigator of this research is Louisa Burton from the Academic Unit for Ageing
and Stroke Research in Bradford, who is responsible for the study. The research is funded
by The Stroke Association, as part of the Postagraduate Fellowship Programme. The study
Sponsor is the University of Leeds.

Why are we doing the research?

Research has shown that stroke survivors and their family members would like more
information about their recovery when they are on a stroke unit, including how much
recovery will take place, how long it might take and what they can do to help. Our research
aims to develop an intervention to help stroke professionals discuss recovery more
effectively, and we would like your feedback on some of the approaches we are considering.

What will | have to do?
If you agree, we will ask you to complete an online survey. In the survey, we will present
some bamiers to discussing recovery with stroke survivors and their families, which have
been reporied by healthcare professionals in our previous research. We will ask you:
+ How important you feel it is to address each bamer in an intervention designed to
help stroke professionals discuss recovery more effectively.
Survey participant information sheet, Version 1.1, 30.12.2021

Study fitle: Developing strategies to improve talking about recovery on the stroke unit
Ethical approval ref number: MREC 21-013 n
m

UNIVERSITY OF LEEDS
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Academic Unit for
Agelng and Stroke Research

« Whether you think it would be feasible to deliver the proposed approaches to address
these bamiers in a stroke unit.
« Whether you think the proposed approaches would be useful in addressing the
identified bamiers.
The questionnaire will take up to 20 minutes to complete.

Do | have to take part?
Mo, it is up to you. You do not have fo give a reason if you decide not to take pari.

How will we use information about you?

We will ask for information about you for this research project. This information will include
your age group, gender identity, profession and years of experience in stroke care. We will
not however ask for information, which could directly identify you, e.g., your name or date of
birth. When completing the survey, we ask that you do not provide personal information,
e.q., names or contact details, from which you could be identified. We will keep all
information about you safe and secure. We will write our reports in a way that no-one can
work out that you took part in the study. The supplementary information sheet tells you more
about this.

What are the possible benefits of taking part?
Being involved is unlikely to benefit you directly. However, it may help improve future
sernvices and support for people who have had a stroke and their families.

Are there any risks from taking part?

We do not anticipate that there will be any disadvantages or risks if you agree o be involved.

What are my choices about how my information is used?

« You can stop being part of the study at any time, without giving a reason.

« |fyou wish to withdraw your survey responses after you have submitted them, you
may do this by contacting the research team within 14 days of submission and
quoting the number on your completion receipt.

« We need to manage your records in specific ways for the research fo be reliable.
This means that we waon't be able to let you see or change the data we hold about
yiou.

Survey participant information sheet, Version 1.1, 30.12.2021

Study title: Developing strategies to improve talking about recovery on the stroke unit

Ethical approval ref number: MREC 21-013 n
|1l

UNIVERSITY OF LEEDS
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Academic Unit for
Agelng and Strake Research

Where can | find out more about how my data is used?
You can find out more about how we use your information:
= from our leaflet available from hitps {idataprotection.leeds. ac. ukiwp-
content’uploads/sites/48/2020/08/My data and research.pdf
« by asking one of the ressarch team (see contact details below)
= by sending an email to the University data protection officer at dpo@leeds.ac.uk
« University of Leeds Privacy Notice is available to read at
https:/idataprotection. leeds.ac. ukfiwp-content/uploads/sites/4 8/201902/Research-
Privacy-Motice pdf

What will happen to the results of the study?

The results of the study will be written up as part of a PhD. We hope to publish the results of
this study in an academic joumal. If you would like a copy of the report, you can request one
from the Research Team at the address below or visit our website using the following
address:

hitps:/fwww bradfordressarch.nhs ukfour-research-teams/academic-unit-for-ageing-and-
stroke-research/. We will share the results with other researchers at conferences and
meetings, and through academic joumnals. We may use anonymised quotations from the
questionnaire, but it will not be possible to identify you from them.

Who has reviewed the study?

All research is looked at by an independent group of people, called a Research Ethics
Committee. A favourable ethical opinion has been obtained from the University of Leeds
Medicine & Health Research Ethics Committee. The ethics committee will check that the
research is done properly and that you are kept safe.

For more information please contact:

I owisa Burton — Chief Investigator’ PhD Student

Academic Unit for Ageing and Stroke Research

Temple Bank House, Bradford Royal Infirmary

Duckworth Lane

Bradford

BDS 6RJ

Tel: 07436 020 488 E-mail: louisa.burton@bthfi nhs.uk

Survey participant information sheet, Yersion 1.1, 30122021

Study title: Developing strategies to improve talking about recovery on the stroke unit

Ethical approval ref number: MREC 21-013 n
|uii

UNIVERSITY OF LEEDS
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\jJ Academic Unit for
Agelng and Strake Research

Lead Supervisor: Professor Anne Forster (Professor of Stroke Rehabiltation and Head of
the Academic Unit for Ageing and Stroke Research) - address as above
Tel: 01274 383446 E-mail: a forsteri@lesds. ac.uk

Supervisor: Dr Tom Crocker (Senior Research Fellow, Academic Unit for Ageing and
Stroke Ressarch)
Tel: 01274 366 615 E-mail: tom.crocker@bthft nhs.uk

Supervisor: Dr Judith Johnson (Lecturer, School of Psychology, University of Leeds)
Tel: 0113 343 0510 E-mail: jjohnson@leeds.ac.uk

Thank you for taking the time to read this information

This shudy is onganised and run by the Academic Unit for Ageing and Stroke Research, a depariment of the University of Leeds,
based at Bradiord Teaching Hospitals MNHS Foundation Trust. This study is funded by The Stroke Association’s Postgraduate
Fellowship programme. The Sponsor for the research is The University of Leeds. The shudy has been approved by a University
Research Ethics Committes.

Survey paricipant information sheet, Version 1.1, 30.12.2021

Study fitle: Dewveloping strategies to improve talking about recovery on the siroke unit

Ethical approval ref number MREC 21-013 n
Juii

UNIVERSITY OF LEED5S
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Appendix M

Survey front page and consent form

UNIVERSITY OF LEEDS

Developing strategies to improve talking about
recovery on the stroke unit

Page 1: Participant Information

Are you a healthcare professional working in a stroke unit? If so,
please read on:

Many thanks for your interest in this research study. This study aims to identify strategies, which could be
included in an intervention designed o help stroke unit professionals discuss recovery with patients and their
families more effectively.

In brief, the study involves completion of a one-off online survey, which will take up to 20 minutes to
complete.

Please read the participant information sheet below, which provides more information about the study. You
may download a copy for your records if you wish. I you would like more information or have any questions,
please contact Louisa Burton (e-mail: louisa burton@bthitnhs.uk, or ielephone: 07436 020 488). Supervisors:
Prof Anne Forster (Professor of Stroke Rehabilitation and Head of the Academic Unit for Ageing and Stroke
Research), e-mail: a.forster@leeds.ac.uk, telephone: 01274 383446, Dr Tom Crocker (Senior research fellow,
Academic Unit for Ageing £ Stroke Research), e-mail: tom.crocker@bthft.nhs.uk, telephone: 01274 366 615; Dr
Judith Johnson (Lecturer, School of Psychology, University of Leeds), e-mail: j.johnson@leeds.ac.uk,
telephone: 0113 343 0510.

Participant Information Sheet
(v1.130/12/21): https: ic.onli

Our Privacy Motice for Research is available
here: s-/fstatic. onlinesurveys ac ukimedia/account/1 33/survey/7TBETS/guestion/research-privacy-notice.

This survey has been granted ethical approval from the University of Leeds (MREC 21-013). If you decide to
participate, please answer the guestions as honeslly as possible as all responses are confidential. To further
guaraniee confidentiality please do not provide any personal information from which you could be identified.

If you wish to participate, please continue to the next page, where we will ask for your consent.
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Page 2: Consent form
Flease tick to indicate that you agree with each of the following statements:

Please select at l2ast 6 answer(s).

™ 1 confirm that | have read and understood the Information Sheet dated 30/12/2021 (Version 1.1) for this
study.

™ lunderstand that my participation is voluntary and that | am free to withdraw at any time without giving a
reason and without my legal rights being affected.

™ tunderstand that my data will be collected for this study and may be used to help develop new research, |
understand that Data Protection regulations will be observed.

I understand that | may withdraw my submitted survey responses by contacting the researcher within 14
days of submission

™ lunderstand that anonymised guotations from the survey | complete may be used in study reports, but |
will not be identified.

™ | agree to take part in the above study.

If you do not agree with all of the above statements, you will be unable to proceed with the survey. Thank you
very much for your time and consideration.
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Appendix N

Example question from survey study

Barrier 3: Some professionals describe feeling unable to predict

recovery

How important do you feel itis 1o address this bamer in an interention?

 Not (at all) important
 Slightly important

~ Moderately imporant
™ Very important

™~ Extremely imponant

How feasible do you think the following approach would be to address this bamier?

Please don't select more than 1 answer(s) per row.

Please select at least 1 answer(s).

Very unlikely | Unlikely tobe | Likely lo be
1o be feasible feasible feasible

Receive inlormation on (evidence-based)
lactors to consider, which may impact r r ™~
recovery after stroke

How useful do you think the following approach would be o address this bamer?

Please don't select mode than 1 answen(s) per row.

Please select at leas! 1 angwer(s).

Very unlikely | Unlikely o be  Likely o be
10 be useful useful usedul
Receive information on (evidence-based)
faciors 10 consider, which may impact r r r
recovery afler stroke

Wary likely o
be feasible

r

Wery likely 1o
be useful

"

Please tell us wivy you think using this approach to address this bamier would be: - Feasible/ unlikely o be

feasible - Uselull unlikely 1o be useful.

Do you have any other ideas about how this barrier might be addressed?




