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Thesis Portfolio Abstract
Background: Anxiety, depression, and emotionalism frequently arise following a stroke.
Often, demographic and social factors can impact the accessibility and the helpfulness of
interventions to support those with post-stroke mood conditions.
Aim: This thesis aimed to explore the reporting of protected characteristics known to impact
health equity in non-pharmacological intervention research for post-stroke anxiety and/or
depression to understand what characteristics are considered and analysed in research.
Additionally, the thesis aimed to explore the contextual factors which can impact the
accessibility and utility (helpfulness) of non-pharmacological interventions for post-stroke
anxiety, depression, and/or emotionalism.
Method: Firstly, a systematic scoping review was conducted to investigate the reporting of
protected characteristics in randomised controlled trials exploring the effectiveness of non-
pharmacological interventions for post-stroke anxiety and/or depression. The review also
aimed to highlight any studies which explored whether any differences in outcomes were
identified based on participant’s protected characteristics. Secondly, an empirical paper
aimed to identify the opinions of healthcare professionals and researchers on the helpfulness
of post-stroke emotionalism (PSE) non-pharmacological interventions and understand the
contextual factors that can impact the accessibility of interventions. The study aimed to reach
a consensus regarding the helpfulness of these interventions using the Delphi Method and to
explore the context regarding the barriers to accessibility by running mini-focus groups.
Results: The systematic scoping review identified that many protected characteristics are not
included in RCTs focusing on post-stroke anxiety and/or depression. Furthermore, there is
not enough research to suggest whether certain interventions may be accessible or helpful to
certain groups based on their protected characteristics. In the empirical paper, providing

education to the patient and family were found to be the most helpful interventions, whilst



offering reassurance, asking the patient to take a deep breath, and acknowledging the PSE
and then continuing with their current activity were identified as the most accessible. A
content analysis of the mini-focus groups’ transcripts revealed two themes: “barriers to the
accessibility of PSE non-pharmacological interventions” and “suggestions to manage
barriers”.

Conclusion: This thesis portfolio highlights the need for research to consider reporting the
protected characteristics of participants to support clinicians in their decision-making
regarding use of non-pharmacological interventions to support people with post-stroke
anxiety and depression. Furthermore, services should consider applying a person-centred
approach when supporting those with PSE and consider whether a protocol needs to be

created to identify who should be supporting those with PSE across the stroke pathway.
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Introduction to Thesis Portfolio

More than 15 million people in the United Kingdom live with long-term health
conditions, of which more than 4 million also have mental health conditions (Naylor et al.,
2012). Furthermore, in England, a 19-year gap in healthy life expectancy exists between the
most affluent and least affluent areas, with people in the most deprived neighbourhoods,
certain ethnic minority groups, and certain health groups developing multiple long-term
health conditions 10-15 years earlier than those in the least deprived communities (Barnett et
al., 2012). Before COVID-19, health inequalities cost the National Health Service (NHS)
£4.8 billion a year (Public Health England, 2021). The impact demographic and social factors
can have on health outcomes have been mirrored in global studies on the prevalence and
burden of stroke (Feigin et al., 2021).

Where health inequity has been acknowledged by health services and governments,
an understanding of what characteristics can impact health equity have been investigated
(World Health Organisation; WHO, 2022). The United Kingdom (UK) government set out a
list of characteristics in the Equality Act (2010) which are considered to impact various areas
of one’s life such as health and vocation (Equality Act, 2010). These demographic and social
factors, referred to as protected characteristics, include age, sex, race, sexual orientation,
marital or civil partnership, pregnancy and maternity, gender reassignment, religion or
spiritual belief, and disability (Equality Act, 2010). Furthermore, Cochrane have identified
demographic and social factors that are known to impact health equity and created the
PROGRESS- Plus framework for researchers to consider when reporting their research
findings (place of residence/housing, race/ethnicity/culture/language, occupation, gender/sex,
religion, education, socioeconomic status, social capital, personal characteristics associated
with discrimination, features of relationships, and time-dependent relationships; O’Neill et

al., 2014).
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Stroke Prevalence and epidemiology

Stroke is the second leading cause of death globally and the third leading cause of
death and disability combined globally (Feigin et al., 2021). Around 100,000 people in the
UK experience a stroke each year (Stroke Statistics, 2021) and in 2019 there were an
estimated 12.2 million people expected to have experienced a stroke globally (Feigin et al.,
2021). Prospective studies have evaluated the risk factors associated with stroke and have
found that age, gender/sex, socio-economic status, living alone, prior health conditions, and
level of education are all known risk factors (Addo et al., 2012; Hosseinzadeh et al., 2022;
Lindenstrem et al., 1993; Peters et al., 2014). Older adults, those coming from a lower socio-
economic status or country, those who live alone, those with a lower level of education, and
those having experienced other physical health conditions, such as diabetes, are also more
likely to experience a stroke in their lifetime (Addo et al., 2012; Hosseinzadeh et al., 2022;
Lindenstrem et al., 1993; Peters et al., 2014).
Emotional consequences and evidence base post-stroke

Following a stroke, survivors often experience physical disabilities, cognitive
impairment, and disorders of mood and emotion (Sackley et al., 2008). Research has reported
that up to 31% of stroke survivors experience depression within five years of their stroke
(Hackett et al., 2014; Kim, 2017), and 50% experience depression during the acute phase
(Hackett et al., 2014; Robinson & Spalletta, 2010). Furthermore, a systematic review showed
that 24% of stroke survivors experience anxiety symptoms following a stroke (Knapp et al.,
2017) and 20% experience post-stroke emotionalism (Gillespie et al., 2016). Therefore, it is
apparent that anxiety, depression, and emotionalism are all common following a stroke
(Gillespie et al., 2016; Medeiros et al., 2020; Rafsten et al., 2018). Furthermore, research
suggests that anxiety following a stroke is associated with increased severity of depression

and that anxiety and depression are more prevalent in women and younger adults (Burvill et
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al., 1995; Schultz et al., 1997). Additionally, post-stroke emotionalism (PSE; pseudobulbar
affect, emotional incontinence) symptoms are linked to increased levels of anxiety and
depression (Andersen et al., 1995). UK stroke guidance featured assessing mood as part of
the advised matched care model (NICE, 2016). Therefore, as anxiety and depression are also
known to impact cognition, rehabilitation and quality of life (Cheong & Kang, 2021; Kim,
2017; Rafsten et al., 2018), it is imperative that following a stroke, an assessment for anxiety
and/or depression takes place to ensure stroke survivors are provided with the opportunity to
engage in interventions to support their mood (Kim, 2017).
Interventions for Mood conditions following a stroke

Pharmacological interventions, such as various forms of anti-anxiety medication or
antidepressants, have been found to have a positive impact on mood following a stroke
(Castilla-Guerra et al., 2020; Knapp et al., 2017). Furthermore, research into non-
pharmacological interventions for anxiety and/or depression following a stroke have
identified the benefits of various interventions in managing mood, such as cognitive
behavioural therapy, psychoeducation, and physical exercise (Allida et al., 2020; Gillespie et
al., 2020; Hadidi et al., 2017; Knapp et al., 2017; Melin et al., 2018). Additionally, there is
low quality evidence of the use of antidepressants for PSE symptoms (Allida et al., 2019;
Platz, 2020). Despite PSE being common following stroke (Gillespie et al., 2016; House et
al., 1989), very few studies of non-pharmacological interventions have been undertaken
(Gillespie et al., 2020), with currently no evidence-based approaches.
The potential for health inequalities regarding stroke interventions

Despite the understanding that healthcare services and researchers have regarding the
impact social circumstances can have on the ability to access or engage with healthcare
services and/or interventions (NHS, 2019), there is limited research regarding the impact

protected characteristics have on the accessibility and effectiveness of interventions for mood
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or emotion disorders following a stroke, particularly for non-pharmacological interventions.
Systematic reviews regarding the outcome of post-stroke anxiety and/or depression in
relation to certain health inequalities, such as experiencing aphasia (which is considered a
disability and known to impact health equity), have previously been undertaken (Ahrens et
al., 2022). Some reviews identified differences in access to stroke services based on ethnicity,
socioeconomic status, and place of residence (Bhaskar et al., 2019; Sandel et al., 2009) and
the effectiveness of cognitive behavioural therapy for post-stroke depression and non-
pharmacological interventions for post-stroke anxiety (Knapp et al., 2017; Wang et al., 2018).
However, scoping reviews identifying what protected characteristics are included in the
reporting globally of outcome data in non-pharmacological interventions post-stroke, such as
those from randomised controlled trials, have not been undertaken. Therefore, it is uncertain
how representative stroke research has been when suggesting appropriate non-
pharmacological interventions to use in healthcare services to support mood or emotion
disorders following a stroke.
Presented Work

The work described in this thesis portfolio focuses on the context surrounding non-
pharmacological interventions for mood and emotion disorders following stroke. The
systematic scoping review investigated what protected characteristics were collected and
reported in randomised controlled trials of non-pharmacological interventions for post-stroke
anxiety and/or depression using the PROGRESS-Plus framework as a rating of the quality of
the paper’s reporting of demographic data (O’Neill et al., 2014). The empirical study used the
Delphi Method and mini-focus groups to better understand experts’ views on the accessibility
and helpfulness of non-pharmacological interventions used within research and healthcare
services for post-stroke emotionalism (Gillespie et al., 2016). The empirical study also used

the protected groups from the UK government’s Equality Act (Equality ACT, 2010), to
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explore healthcare professionals’ opinions on the impact demographic and sociocultural
factors can have on the accessibility (the ability to engage with and use) and helpfulness (the
impact on supporting individuals to cope with PSE symptoms) of PSE interventions. The
portfolio also includes a bridging chapter, an extended methods chapter, and a critical
evaluation and discussion chapter.

Both the systematic review and empirical paper were prepared for submission to the

journal Disability & Rehabilitation (Appendix A).



Chapter Two: Systematic Review
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Author Guidelines are available in Appendix A
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Abstract
Purpose: The systematic scoping review aims to identify what characteristics are reported in
randomised controlled trials for the non-pharmacological management of post-stroke anxiety
and/or depression and if there is evidence about outcomes for such groups.
Methods: A comprehensive systematic search was completed of five databases: CINAHL,
Medline, Psychinfo, Web of Science, and The World Health Organisation. Google Scholar
was also accessed. The reporting of participant characteristics was assessed by adapting the
PROGRESS-Plus framework.
Results: 19 papers (participants n = 2187) were included. Across all studies, there was
generally poor reporting of certain characteristics associated with an increased likelihood of
post-stroke anxiety and/or depression. All studies reported the gender/sex, most reported the
age of participants, and 11 studies reported the lesion location. However, none of the studies
reported any pre-existing disabilities participants experienced or participants’ sexual
orientations.
Conclusion: There was variation in the reporting of protected characteristics. Future research
should follow a health equity framework to ensure that they are reporting protected
characteristics to support clinicians in identifying whether the proposed interventions are
relevant to their stroke population. Research should consider sub-group analyses where
appropriate regarding the effectiveness of post-stroke anxiety and/or depression non-
pharmacological interventions.
Keywords: anxiety; depression; mood; stroke; systematic review; health equity
Data availability statement: The data that supports the findings of this study are available

from the corresponding author upon reasonable request.
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Impact for rehabilitation:
e Supporting the understanding of the effectiveness of non-pharmacological
interventions for post-stroke anxiety and/or depression across subgroups
e Identification of which characteristics should be reported in services and in stroke
rehabilitation research.

e Furthering the consideration of health equity in stroke rehabilitation research
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Introduction

Stroke remains the third-leading cause of death and disability in the world with one in
four people experiencing a stroke in their lifetime (Feigin et al., 2021). Whilst the incidence
of stroke increases significantly with age, over 60% of strokes happen to people under the
age of 70 and 16% to those under 50 years (World Stroke Organisation; WSO, 2023). Along
with physical difficulties that stroke survivors can face (Cheng et al., 2018), mood and
emotional conditions, such as anxiety and depression, are common (Schéttke & Giabbiconi,
2015).

Anxiety is one of the most common emotional consequences of stroke (Knapp et al.,
2020). A study found that 51.3% of their participants experienced anxiety three months
following their stroke (Khazaal et al., 2021), whereas other studies have found that around
8% of stroke survivors continue to experience clinical levels of anxiety post-stroke (Rafsten
et al., 2018). Factors such as gender, marital status, and place of residence (e.g., living at
home vs in a care home) increase the likelihood of a stroke survivor experiencing post-stroke
anxiety (Sanner et al., 2019), with women, those who live alone or are single, divorced, or
widowed being more likely to experience anxiety following their stroke (Sanner et al., 2019).
Furthermore, left hemisphere lesions and levels of physical and cognitive impairment can all
impact whether a stroke survivor is more likely to experience anxiety, with those
experiencing a higher level of disability being more likely to experience anxiety (Barker-
Collo, 2007).

Additionally, a high prevalence of depression has been found in people with stroke
(Medeiros et al., 2020), with 76.1% of the participants experiencing depression three months
following their stroke (Khazaal et al., 2021) and 31% experiencing depression one year
following their stroke (Hackett et al., 2014). Factors such as stroke severity and lesion

location have been linked with post-stroke depression (Guo et al., 2022), with research
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suggesting that those who have experienced a lesion in their left hemisphere are more likely
to experience post-stroke depression, even a year following their stroke (Robinson & Price,
1982; Robinson et al., 1984). However, other reviews have countered this and have either
found links to post-stroke depression with right hemisphere lesions (Wei et al., 2015), or
have identified no increased likelihood based on lesion location (Carson et al., 2000).
Therefore, there appears to be some uncertainty regarding the link between post-stroke
depression and lesion location.

Social and demographic factors associated with the risk of depression following a
stroke have been investigated. There seems to be conflicting findings regarding the impact of
age with some systematic reviews concluding older adults are more likely to experience
post-stroke depression (Cheng et al., 2018), and others concluding younger adults are more
susceptible to post-stroke depression (Barker-Collo, 2007). Although some research has
suggested that women are more likely to experience post-stroke depression (Cheng et al.,
2018), a systematic review concluded that there is still an ongoing debate due to the number
of studies which have not identified any significant gender differences in post-stroke
depression risk (De Ryck et al., 2014). Stroke severity and level of disability following a
stroke have also been identified in systematic reviews as risk factors for post-stroke
depression (Guo et al., 2022; Hackett et al., 2014). Being single, divorced or widowed, living
alone, social isolation, and having a lower level of education have also been identified as risk
factors for depression following a stroke (Backhouse et al., 2018; Liu et al., 2017; Northcott
etal., 2016; Shi et al., 2017).

Furthermore, it is apparent that the prevalence of post-stroke anxiety and/or
depression differs based on various demographic and social factors, such as age and gender
(Northcott et al., 2016). Additionally, research has also identified that stroke incidence,

service access, and outcomes have been linked to age, ethnicity, education, gender, location,
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marital status, prior disability, and/or socioeconomic status (Bhaskar et al., 2019;
Reshetnyak et al., 2020; Sandel et al., 2009; Wang & Langhammer, 2018). Additionally,
mental health research has shown that the beliefs around mental health conditions are
influenced by one’s demographic and social factors, such as gender and ethnicity, and the
accessibility and engagement of psychological interventions related to mood (Leis et al.,
2011; Liddon et al., 2017; Ward et al., 2009; World Health Organisation, 2022).

Due to the impact personal characteristics can have on the accessibility of stroke
services and non-pharmacological interventions for post-stroke anxiety and/or depression, it
is important to better understand whether research has reported and considered participant
characteristics when reflecting on the clinical implications. Especially considering the
impact anxiety and depression can have on the quality of life of stroke survivors and their
level of engagement in rehabilitation (Cheong & Kang, 2022; Khazaal et al., 2021; Rafsten
et al., 2018), which in turn can impact mood (Carod-Artal & Egido, 2009). Therefore,
research has focused on identifying helpful pharmacological and non-pharmacological
interventions to support those with anxiety and/or depression following a stroke (Kim,
2017).

Whilst it is known that demographic and social factors can increase the likelihood of
experiencing post-stroke anxiety and/or depression, what is not known is the extent to which

these characteristics are reported in randomised control trials (RCT) for the non-
pharmacological management of post-stroke anxiety and/or depression. The present review
therefore scopes stroke literature to summarise what demographic and sociocultural factors
are being reported in non-pharmacological RCTs for post-stroke anxiety and/or depression
and to summarise potential differences in outcomes across characteristics. The secondary

aims of the review were to establish what recruitment strategies were used, what outcome



22

measures were used, and what non-pharmacological interventions were found to be effective

in reducing anxiety/depression after considering the protected characteristics mentioned.
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Methods
Study Design

A systematic scoping review was conducted. The review conforms to the Preferred
Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA SCr) extension for
scoping reviews guidelines (Tricco et al., 2018; Appendix B).

Literature Search

A reference librarian at the University of East Anglia was consulted to develop the
search strategy. Search terms were compiled and tested repeatedly to produce sensitive
searches and capture potentially relevant publications. The search was conducted on the
following databases, CINAHL, Medline, PsychInfo, Web of Science, and The World Health
Organisation (WHO). Google Scholar was also used as a supplement to the main search.
Further, the reference lists of retrieved reviews and RCTs were manually searched for trials
that may have been previously missed. Searches were conducted on the 20" of December
2022 and refreshed on the 24" of February 2023. There were no date constraints on searches
for studies to include in the review.

Keywords used in the literature search to retrieve articles included: stroke, mood
disorders, randomised control trials, and psychological therapy (see Appendix C for a list of
specific keywords and exact search strategies).

Eligibility Criteria
Participants and Classification of Characteristics

Studies of adults, aged 18 years and older, with stroke and without significant
neurological co-morbidities, such as dementia, were included. Additionally, studies which
recruited participants who were considered to experience any form of anxiety and or
depression post-stroke, regardless of whether it reached the clinical threshold were included.

Participants who presented with cognitive impairment alongside mood disorder following a
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stroke were included. Studies focusing on interventions where carers and/or family members
were the participants were not included.
Interventions

Studies were included if they reported on non-pharmacological interventions that
targeted the management of anxiety and/or depression symptoms or disorders as a primary
aim. Preventative studies, as well as medical and drug interventions (which included
medication, traditional medicines, transcranial magnetic stimulation, etc.) were excluded.
Outcomes

Studies with original data and anxiety and/or depression as primary outcomes, as
measured using a validated tool(s), were included.
Design

RCTs were included in the review including pilot RCTs and feasibility RCTs.
Study Characteristics

Studies originally published in English or translated into the English language and
peer-reviewed were included.
Data Extraction, Summarising and Reporting Findings

Data extracted included: participants (sample size, place of residence/housing,
race/ethnicity/culture/language, occupation, gender/sex, religion, education, socioeconomic
status, social capital, age, disability, relationships, diagnosis), interventions (type),
anxiety/depression outcome measures (valid measures used), recruitment methods, and
results. The primary researcher was responsible for identifying whether published studies met
the eligibility criteria for the scoping review and for the data extraction, summarising, and
reporting of findings.
Quality Assessment

Although not viewed as essential to a scoping review (Arksey & O’Malley, 2005;
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Tricco et al., 2018), the methodological quality of the papers included in the review were
assessed using the Critical Appraisal Skills Programme (CASP; CASP, 2020) tool to
determine any risk of bias and to ensure appropriate statistical analyses were used. A quality
assessment took place using the CASP for RCT’s to identify how robust results were if
studies differentiated outcomes according to participant subgroups. The CASP RCT checklist
has been updated to consider the Consolidated Standards of Reporting Trials (CONSORT
2010; Schulz et al., 2010) guideline which applies a health equity lens in assessing the quality
of RCTs and includes 11 items (see Appendix E; CASP, 2020). The primary researcher
assessed the quality of all the studies included in the review and randomly selected 12 of the
19 studies to be assessed independently by an external reviewer. Where there were
differences in responses, a discussion was held until a consensus was reached to
appropriately respond to the item. While developers of the CASP checklist do not suggest a
scoring system, as it is suggested to be a tool to make researchers think about aspects of
studies systematically, an arbitrary scoring system was used for this review to analyse the
inter-rater reliability (Yes =2, No = 1, and Can't tell = 0).
Assessing the Reporting of Protected Characteristics

To evaluate the evidence of demographic and sociocultural factors reported in
published papers, the primary researcher extracted the data in line with the protected
characteristics which are known to impact health equity and are included within the
PROGRESS-Plus framework (O’Neill et al., 2014). PROGRESS-Plus is a framework that
captures several socially stratifying factors understood to influence health opportunities
(O’Neill et al., 2014). The framework includes place of residence (housing),
race/ethnicity/culture/language, occupation, gender/sex, religion, education, socioeconomic

status, social capital (living arrangements and marital status), and plus refers to additional
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factors associated with discrimination, (such as age, disability, and sexual orientation;
O’Neill et al., 2014).

Definition of all PROGRESS-Plus protected characteristics (such as,
race/ethnicity/culture/language) were based on the definition and interpretations by the
authors of the included studies in their measure of demographic and sociocultural
characteristics. This was to ensure that studies were included based on their own
interpretation of reporting demographic and sociocultural factors and to prevent the primary
researchers own definitions and/or potential biases from influencing the decision.

This study followed the guidance from Campbell and Cochrane Equity Methods
Group (O’Neill et al., 2014) and adapted the PROGRESS-Plus framework to better represent
the papers published globally and the topic area in which it is being used, as seen in Plastow
etal.’s (2021) review on the reported protected characteristics in research for post-stroke
mood conditions in Africa. Therefore, along with the previously mentioned characteristics
from the PROGRESS-Plus framework, the adapted framework for this review also includes
stroke characteristics (location, time since stroke, and type of stroke; Plastow et al., 2021).
Papers were given a score of 1 for each participant characteristic reported by the authors,
based on the adapted PROGRESS-Plus framework and the guidance from the mentioned
systematic review, with a total score of 15 being possible (O’Neill et al., 2014; Plastow et al.,
2021).

Synthesis of results

Systematic scoping reviews do not typically present syntheses relating to the results,
therefore the results from this review are descriptively summarised in line with the PRISMA
SCr guidelines (Tricco et al., 2018). The results were summarised regarding which

participant characteristics were reported in research, the results of trials across participant
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characteristics, the recruitment strategies used by researchers, the location of the research
projects, the interventions investigated by researchers, and the outcome measures used.
Results
The number of records that were included/excluded at each stage of the systematic
review process is detailed in the PRISMA flow diagram (Figure 1). 1603 records were
initially identified, and 62 records reviewed at the full-text stage with 19 being retained for

review.
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Figure 1

PRISMA Flow Chart
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PRISMA Statement. PLoS Med 6(7): €1000097. doi:10.1371/journal.pmed1000097

For more information, visit www.prisma-statement.org.
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Study characteristics

Key characteristics of the studies are presented in the study characteristics table
(Table 1).
Design

All studies employed a RCT design, with three of these being pilot RCTs (Chan et al.,
2012; Golding et al., 2016, 2018; Hoffman et al., 2015).
Sample size and Recruitment

Across all studies, a total of 2187 participants were recruited into either an
intervention or control condition. Twelve projects recruited participants from Hospitals
(Bragstad et al., 2020; Chen et al., 2019; Choi & Kim, 2022; Hoffman et al., 2007; Hoffman
et al., 2015; Ihle-Hansen et al., 2014; Kongkasuwan et al., 2015; Lincoln & Flannaghan,
2003; Lin et al., 2020; Peng et al., 2015; Raglio et al., 2017; Thomas et al., 2012; Watkins et
al., 2007; Wang et al., 2020). One project recruited participants via an advertisement in stroke
survivor groups, in national stroke survivor publications, and stroke rehabilitation centres
(Golding et al., 2016, 2018). One project advertised their project but did not disclose where
(Kootker et al., 2017), and another did not disclose how they recruited participants (Lin et al.,
2019). The smallest sample size was 15 participants (Chan et al., 2012) and the largest was
411 (Watkins et al., 2007).
Location of Research

Four studies took part in the United Kingdom (Golding et al., 2016, 2018; Lincoln &
Flannaghan, 2003; Thomas et al., 2012; Watkins et al., 2007), two in Taiwan (Chen et al.,
2019; Lin et al., 2020), three in Australia (Chan et al., 2012; Hoffman et al., 2007; Hoffman
et al., 2015), two in Norway (Bragstad et al.,2020; Ihle-Hansen et al., 2014), two in South
Korea (Choi & Kim, 2022; Lin et al., 2019), two in China (Peng et al., 2015; Wang et al.,

2020), one in Bangkok (Kongkasuwan et al., 2015), one in Italy (Raglio et al., 2017), one in
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the Netherlands (Kootker et al., 2017), and one in Nigeria (Olukolade & Osinowo, 2017).
Funding

Five studies did not disclose whether they received funding (Choi & Kim, 2022; lhle-
Hansen et al., 2014; Kootker et al., 2017; Lin et al., 2020; Olukowade & Osinowo, 2017).
Four studies explicitly stated they received no funding for their studies (Chen et al., 2019;
Golding et al., 2016; Lin et al., 2019; Raglio et al., 2017). All other studies reported that they
received funding from government bodies, healthcare services, universities, and/or charities
(Bragstad et al., 2020; Hoffman et al., 2007; Hoffman et al., 2015; Kongkasuwan et al.,
2015).
Interventions

Studies included the following interventions: active music therapy (Raglio et al.,
2017), augmented CBT (Kootker et al., 2017), behavioural therapy (Thomas et al., 2012),
CBT (Hoffman et al., 2015; Lincoln & Flannaghan, 2003), CBT with bilateral limb training
(Choi & Kim, 2022), cognitive rehabilitation therapy (Olukolade & Osinowo, 2017), a
computer-generated tailored written education programme (Hoffman et al., 2007), creative art
therapy (Kongkasuwan et al., 2015), dialogue based therapy (Bragstad et al., 2020), early
rehabilitation combined with virtual reality training on muscle strength, mood state, and
functional status (Lin et al., 2020), mind-body interactive gigong (Chen et al., 2019),
mindful-based CBT (Wang et al., 2020), motivational interviewing (Watkins et al., 2007),
multifactorial risk factor intervention program (lhle-Hansen et al., 2014), neuro-linguistic
programming brief therapy (Peng et al., 2015), psychoeducation (Olukolade & Osinowo,
2017), virtual reality training (Lin et al., 2020), Yoga and exercise (Chan et al., 2012), self-
help relaxation training (Golding et al., 2016, 2018), and social support & health education

(Linetal., 2019).
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Outcome Measures

The most frequently used primary outcome measure was the Hospital Anxiety and
Depression Scale (HADS) which was used in eight of the studies (Chen et al., 2019; Golding
etal., 2016, 2018; Hoffman et al., 2007; Ihle-Hansen et al., 2014; Kootker et al., 2017
Kongkasuwan et al., 2015; Lin et al., 2020; Raglio et al., 2017). In addition to the HADS,
studies included as measures of anxiety the State-Trait Anxiety Inventory-Korean YZ (STAI-
KYZ; Choi & Kim, 2022) and the State Trait Anxiety Inventory (STAI: Chan et al., 2012),
and for depression, Beck’s Depression Inventory scale (BDI; Olukolade & Osinowo, 2017;
Lincoln & Flannaghan, 2003) and the Center for Epidemiologic Studies Depression Scale
(CES-D; Wang et al., 2020), or general mental health or quality of life measures, such as the
McGill Quality of Life Questionnaire (Raglio et al., 2017) and the General Health
Questionnaire-28 (GHQ-28; Bragstad et al., 2020; Watkins et al., 2007). One of the studies
included three measures of mood for people affected by aphasia, the Stroke Aphaisic
Depression Questionnaire, the Visual Analog Mood Scales 'sad’ item, and the Visual Analog

self-esteem scale (Thomas et al., 2012).
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Author (Year)  Country Recruitment ~ Sample Intervention Control Outcome Main findings Analyses
strategy size measures regarding
(N) differences in
outcomes
based on
demographics
Bragstad et Norway Internally 322 Dialogue based  Usual care General No statistical difference Not reported
al., (2020) from hospital intervention (n=166) Health between groups in
wards (n=166) Questionnaire  psychosocial wellbeing
-28 (GHQ-28) at 12 months (p>0.05)
Chanetal., Australia  Database of 15 Yoga and Exercise only  Geriatric Significant difference Not reported
(2012) stroke exercise (n=9) (n=6) Depression within groups on pre
participants Scale and post outcome
(Centre for (GDS15) and  measure scores
Physical State Trait (p<0.05). No
Activity in Anxiety significant difference in
Ageing) Inventory scores between groups.

(STAI)
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Author (Year) Recruitment Intervention Control Outcome Main findings Analyses
strategy measures regarding
differences in
outcomes
based on
demographics
Chenetal., Recruited Mind-body Standard Hospital Significant difference Not reported
from medical interactive Care (n=36)  Anxiety and between groups
and gigong (physical Depression regarding anxiety
rehabilitation exercises and Scale (HADS) (p=0.04) but not
wards, meditation; n depression (p>0.05)
Taiwan =36)
Choi & Kim, Recruited CBT with 30-min The State Significant decrease Not reported
internally Bilateral limb conventional  Trait Anxiety  between groups
from hospital training (n=10)  occupational  Inventory- (p<0.01) for anxiety
therapy and Korean YZ and depression.
bilateral limb  (STAI-KYZ), Statistically significant
training Korean differences within
(n=10) Depression groups regarding
Scale (KDS)  anxiety and depression

(p<0.001)
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Author (Year)  Country Recruitment ~ Sample Intervention Control Outcome Main findings Analyses
strategy size measures regarding
(N) differences in
outcomes
based on
demographics
Golding et al., United Advert 21 Self-help CD given 3 HADS Significantly more Not reported
(2016, 2018)  Kingdom circulated on relaxation months after likely to report reduced
stroke training (n=11)  (n=10) anxiety since screening
survivor (month 1, 2, & 3),
groups in the compared to those in
UK and in the control group
national (p=0.001)
stroke
survivor
publication
Hoffman et Australia  Recruitedon 133 Computer- Provided with  HADS Anxiety scores Not reported
al., (2007) admission to Generated Stroke Fact improved slightly more
stroke unit. tailored written  Sheets in favour of the control
education produced by group (no significant
programme Stroke differences)
(n=67) Association
Queensland

(n=66)
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Author (Year)  Country Recruitment Intervention Control Outcome Main findings Analyses
strategy measures regarding
differences in
outcomes
based on
demographics
Hoffman et Australia  Recruited on a Coping skills (n Usual care Montgomery  No significant Not reported
al., (2015) consecutive =11) (n=10) and Asberg difference found
admission Self- Depression between or within
basis from the management rating scale groups for
stroke unit of (n=12) (MADRS), anxiety/depression
a large ter- HADS, Self-
tiary hospital efficacy
in Brisbane, guestionnaire,
Australia the stroke
knowledge

questionnaire
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Author (Year)  Country Recruitment ~ Sample Intervention Control Outcome Main findings Analyses
strategy size measures regarding
(N) differences in
outcomes
based on
demographics
Ihle-Hansen ~ Norway Recruited 195 Multifactorial Usual Care HADS Significant between Not reported
etal., (2014) from Hospital risk factor (n=97) group differences in
intervention anxiety and depression
program (n=98) (p=0.044) in favour of
intervention group.
Kongkasuwan Bangkok  Recruited 118 Creative art Conventional HADS Significant difference Not reported
etal., (2015) from stroke therapy (n=59)  physical between groups in
rehabilitation therapy only depression scores
ward, (n=59) (p<0.001) in favour of
Bangkok the intervention group
not between anxiety
(p=0.123).
Kootker et al., Netherlan Recruited 61 Augmented Computer HADS Mixed model analyses  Not reported
(2017) ds from CBT (n=31) Cognitive showed a significant
rehabilitation Training and persistent time
centers (n=30) effect for HADS-D

(p<0.001)
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Author (Year)  Country Recruitment ~ Sample Intervention Control Outcome Main findings Analyses
strategy size measures regarding
(N) differences in
outcomes
based on
demographics
Lincoln & United Hospital 123 CBT (n= 39) No BDI, No significant Not reported
Flannaghan,  Kingdom register Intervention  Wakefield difference between
(2003) (n=41) Depression groups
Attention Inventory
Placebo

(n=43)
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Author (Year)  Country Recruitment ~ Sample Intervention Control Outcome Main findings Analyses
strategy size measures regarding
(N) differences in
outcomes
based on
demographics
Linetal., South N/A 62 Social Support  Routine Depression A significant difference There was a
(2019) Korea & Health Rehabilitatio  scale (from was found between significant
Education n (n=31) the "Taiwan groups after social correlation
(n=31) Longitudinal  support for 8 weeks, in  between
Study on favour of the depression
Aging” intervention group and the
economic

status of the
patients with
chronic
stroke,
satisfaction in
leisure, the
presence or
absence of
caregivers,
and the
duration of
stroke.
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Author (Year)  Country Recruitment ~ Sample Intervention Control Outcome Main findings Analyses
strategy size measures regarding
(N) differences in
outcomes
based on
demographics
Linetal., Taiwan Recruited 143 Early Conventional HADS significant decrease in ~ Not reported
(2020) from Rehabilitation physical anxiety and depression
neurological combined with  therapy only compared to control
care ward, virtual reality (n=114) group (p=0.047)
Taiwan training on

muscle strength,
mood state, and
functional status

(n=38)
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Author (Year)  Country Recruitment ~ Sample Intervention Control Outcome Main findings Analyses
strategy size measures regarding
(N) differences in
outcomes
based on
demographics
Olukolade &  Nigeria Health Care 20 Cognitive Usual care Beck’s Significant differences  Not reported
Osinowo, Centre rehabilitation (n=10) Depression in depression scores
(2017) (University therapy (CRT; n Inventory within intervention
Hospitall =10) (BDI) groups and control.
Psychoeducation Significant difference
(n=10) between groups in

depression scores (CRT
difference and control
being the greatest).
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Author (Year) Recruitment ~ Sample Intervention Control Outcome Main findings Analyses
strategy size measures regarding
(N) differences in
outcomes
based on
demographics
Peng et al., Recruited 180 Neuro- Usual care Hamilton-17  Significant difference Not reported
(2015) from Hospital Linguistic (n=90) Depression between groups in the
Programming Scale and prevalence of anxiety
(NPL) brief Hamilton (p=0.016) depression
therapy (n=90) Anxiety Scale and (p=0.003) after
intervention. Not after
6-month follow-up
(p>0.05).
Raglio et al., Recruited 38 Active Music Standard HADS, Italian  No significant Not reported
(2017) from hospital Therapy (n=19)  Care (n=19)  version of the  difference between

rehabilitation
ward
following
stroke

McGill
Quality of
Life
Questionnaire

control and music
therapy. Significant
decrease in anxiety and
depression scores
within experimental
group (p=0.016)
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Author (Year)  Country Recruitment ~ Sample Intervention Control Outcome Main findings Analyses
strategy size measures regarding
(N) differences in
outcomes
based on
demographics
Thomas et al., United Recruited 105 Behavioural Usual Care Stroke significant difference at Not reported
(2012) Kingdom  from hospital therapy (n=54)  (n=51) Aphaisic 6 months between
wards Depression control and

Questionnaire, intervention group

Visual Analog (p=0.02)

Mood Scales

'sad" item, and

Visual Analog

self-esteem

scale
Wang et al., China Recruited 134 Mindful based Stress Center for Significant differences  Not reported
(2020) from Hospital CBT (n=67) management  epidemiologic  in depression score in

education studies intervention group.
(n=67) depression

scale (CES-D)
Watkins et United Recruited 411 Motivational Usual Care GHQ- 28 Significant difference Not reported
al., (2007) Kingdom  from hospital Interviewing (n=207) between groups

wards

(n=204)

(p=0.03).
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Appraisal of Quality of RCTs

Overall, we found that all RCT studies included in the analysis had a focused
objective and appropriate steps were taken to reduce bias through randomisation during
group allocation (CAPS-2020). Furthermore, all studies used appropriate statistical tests to
analyse their data. From the 12 studies assessed by the primary researcher and external
researcher, 100% agreement was met on 7 items of the CASP RCT (items 1, 2, 3, 4, 5, 10 and
11), there was 96% agreement on 2 items (items 6 and 7), 88.89% on item 8, and 80% on

item 9. The overall agreement rate for the quality assessments between researchers was 97%

(n=12) and the inter-rater reliability (Cohen’s kappa) for overall quality was substantial, k =

0.94.
Appraisal of the Reporting of Protected Characteristics

Using the augmented PROGRESS-Plus framework (O’Neill., 2014; Plastow et al.,
2021) to assess the reporting of protected characteristics, the highest rating given to the
included studies was 9/15 (Peng et al., 2015) and the lowest rating given was 2/15 (Olukolade
& Osinowo, 2017), see table 2. Age and Gender were the most reported and Sexual
Orientation was the least reported, see figure 2. Despite the potential links to post-stroke
anxiety and/or depression, less than half the studies reported the marital status of participants
(Bragstad et al., 2020; Chen et al., 2019; Hoffman et al., 2015; Lin et al., 2020; Peng et al.,
2015; Thomas et al., 2012; Wang et al., 2020). None of the studies reported whether
participants experienced any pre-morbid disability. However, five studies reported the
inclusion of participants with aphasia (Bragstad et al., 2020; Hoffman et al., 2007; Hoffman
etal., 2015; Raglio et al., 2017; Thomas et al., 2012). Of these, four reported the number of
participants with aphasia who took part in their studies (Hoffman et al., 2007; Hoffman et al.,
2015; Raglio et al., 2017), with one study including aphasia as an inclusion criterion (Thomas

et al., 2012). Two studies reported the number of participants with a physical impairment
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(Chenetal., 2019; Lin et al., 2020) and two studies reported the number of participants with
vision and visual perception impairments (Hoffman et al., 2007; Hoffman et al., 2015).
What protected characteristics have been reported in non-pharmacological intervention
studies in stroke research?
Place of residence

Two studies reported the place of residence (e.g., care home vs home) of the
participants (Lincoln & Flannaghan, 2003; Thomas et al., 2012; See Table 3), with most
participants residing at home. However, within-group differences were not explored in
relation to the participant's place of residence.
Race/ethnicity/culture/language

Two of the 18 studies included demographic information regarding ethnicity and/or
language (Chen et al., 2019; Wang et al., 2020). Chen et al. (2019) reported that most of their
participants’ primary language was Mandarin (compared with Taiwanese and Hakka). Wang
et al. (2020) reported that the majority of their participant’s ethnicities were Han.
Additionally, none of the authors reported information regarding the cultural background of
the participants, other than the location of where the study took place.
Occupation

Five studies included information as to whether participants who took part in the
project were employed (Chen et al., 2019; Kootker et al., 2017; Lin et al., 2019; Peng et al.,
2015; Wang et al., 2020). Across these studies, most participants were unemployed. Again,
the number of individuals in the control group and intervention group who were
employed/unemployed was shown in the study characteristics table in these studies, but any

differences within groups were not explored by any of the authors.
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Gender/sex

All 19 studies included information regarding the gender of participants who took part
in their study. The number of males and females in each intervention and control group were
expressed in tables. However, no studies explored the differences between gender and
primary or secondary outcomes. Furthermore, there was no description of whether sex was
equated with gender or whether any participants identified as non-binary or transgender or if
participants were provided with these options to choose from. All studies reported a mix of
male and female participants.
Religion

One study reported the preferred religion of the participants who took part in their
study (Chen et al., 2019). With most participants being reported as having an “Other” religion
(compared to Buddhism or Taoism). However, within-group differences were not explored
based on religion and mood measure outcomes.
Education

Ten studies included information regarding the participant’s level of education (Chen
et al., 2019; Hoffman et al., 2015; lhle-Hansen et al., 2014; Kongkasuwan et al., 2015; Lin et
al., 2019; Lin et al., 2020; Olukolade & Osinowo, 2017; Peng et al., 2015; Raglio et al., 2017;
Wang et al., 2020) but did not explore within-group differences on outcome measure scores.
The majority of participants had at least attended elementary (primary) school, with a
minority of participants having completed degree level education.
Socioeconomic status

Two projects reported the economic status of participants (Lin et al., 2019; Peng et
al., 2015). The studies appeared to have a mix of participant from different socioeconomic
backgrounds or perceived sufficiency of financial satisfaction. However, only one project

explored within group differences in the intervention group regarding the economic status
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and outcome measure scores (Lin et al., 2019). The researchers found that those from a lower
socioeconomic status were less likely to experience a significant change in mood following
taking part in the intervention group.

Social Capital (marital status, living arrangements including caregivers, networks and
engagement in the community)

Only one study reported information regarding engagement in the community, with
the researchers reporting participants’ perceived level of satisfaction within a community
(Lin etal., 2019). Marital status and living arrangements are considered a feature of a
relationship (O’Neill et al., 2014) and the review found that seven studies reported data
regarding whether participants were married and/or reported on living arrangements
(Bragstad et al., 2020; Chen et al., 2019; Hoffman et al., 2015; Lin et al., 2020; Peng et al.,
2015; Thomas et al., 2012; Wang et al., 2020). Most participants across all studies were
married, lived with another person, and/or lived in independent housing. One study reported
whether participants had caregivers (Lin et al., 2019). It was uncertain whether Chen et al.
(2019) reported whether participants were primary caregivers or had primary caregivers.
Projects were not given additional scores for including both marital status and living
arrangements.

The only study which explored subgroup differences relating to caregivers and social
capital, was Lin et al.’s (2019) study. Social factors such as whether participants had
caregivers were found to have an impact on the likelihood of experiencing depression
following stroke at different points of the project (Lin et al., 2019). Additionally, Lin et al.
(2019) found that in the intervention group who received social support, there was a
significant difference in mean depression scores in favour of those with social support.
However, no other studies explored the impact social capital can have on the

accessibility/effectiveness of post-stroke anxiety/depression interventions.
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Plus (additional factors associated with discrimination)

Age. 18 studies included the mean age of the participants in the data analysis.
However, no exploration regarding differences in age and outcome measure scores on the
targeted intervention took place in any of the studies. The mean (M) age of participants
across all these studies were over 60 and under 76 years of age. One study did not include the
age of participants (Olukolade & Osinowo, 2017).

Disability/Stroke Characteristics. None of the 19 studies reported whether
participants experienced any pre-stroke disability. Five studies explicitly stated that they
included participants with a form of aphasia/language impairment (Bragstad et al., 2020;
Hoffman et al., 2007; Hoffman et al., 2015; Raglio et al., 2017; Thomas et al., 2012).
However, those with severe expressive aphasia were not included in most of these studies
(Bragstad et al., 2020; Hoffman et al., 2007; Hoffman et al., 2015; Raglio et al., 2017). Of
these, three reported the number of participants with Aphasia (Hoffman et al., 2007; Hoffman
et al., 2015; Raglio et al., 2017). Only one study included participants with severe
communication difficulties and set communication difficulties as an inclusion criterion
(Thomas et al., 2012). All other studies included in the review cited the ability to verbally
communicate as being an inclusion criterion to take part in their study.

Two studies reported the level of physical disability required to take part in their studies
(Chen et al., 2019; Lin et al., 2020) and two studies reported the number of participants with
vision and visual perception impairments (Hoffman et al., 2007; Hoffman et al., 2015).

None of the studies reported the number of participants with cognitive impairment
included in their studies.

Eleven of the 19 studies reported the location of participants’ strokes (Bragstad et al.,
2020; Chan et al., 2012; Choi & Kim, 2022; Hoffman et al., 2007; Hoffman et al., 2015; lhle-

Hansen et al., 2014; Kongkasuwan et al., 2016; Kootker et al., 2017; Peng et al., 2015; Raglio
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etal., 2017; Thomas et al., 2012). Five studies reported the time since participants had had a
stroke (Chan et al., 2012; Golding et al., 2016, 2018; Lincoln & Flannaghan, 2003; Peng et
al., 2015; Thomas et al., 2012), and 10 reported the type of stroke participants had
experienced (Bragstad et al., 2020; Choi & Kim, 2022; Hoffman et al., 2007; Hoffman et al.,
2015; Ihle-Hansen et al., 2014; Kongkasuwan et al., 2016; Kootker et al., 2017; Peng et al.,
2015; Raglio et al., 2017; Watkins et al.,2007).

Sexual Orientation. None of the 19 studies reported the sexual orientation of those

who took part in their research.

Figure 2
The number of included papers per country which reported protected characteristics across

adapted PROGRESS-Plus items
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Table 2

Appraisal of reporting adapted PROGRESS-Pluss characteristics

Author

Demographic Personal
Characteristics characteristics
reported in project reported in project

Features of
relationships

reported in project

Stroke
Characteristics

reported in study

Total Score (n/15)

Bragstad et al.,
(2020)

Chan et al., (2012)

Chen et al., (2019)

Choi & Kim, (2022)

Gender/Sex, Disability Age

Gender/Sex Age

Race or ethnicity or Age
culture or language,
Occupation,

Gender/Sex, Religion,
Education, Disability

Gender/Sex Age

Marital Status or
living arrangements

Not reported

Marital Status or

living arrangements,

Not reported

Location, Type of
Stroke

Location, Time
since stroke

Not reported

Location, Type of

Stroke
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Demographic Personal Features of Stroke
Author Characteristics characteristics relationships Characteristics Total Score (n/15)
reported in project reported in project reported in project reported in study
Golding et al., Gender/Sex Age Not reported Time since stroke

(2016, 2018)
Hoffman et al.,
(2007)

Hoffman et al.,
(2015)
Ihle-Hansen et al.,

(2014)

Kongkasuwan et al.,

(2016)
Kootker et al.,

(2017)

Gender/Sex, Disability Age

Gender/Sex, Age
Education, Disability
Gender/Sex, Age
Education,

Gender/Sex, Education Age

Occupation, Age

Gender/Sex

Not reported

Marital status or

living arrangements

Not reported

Not reported

Not reported

Location, Type of
stroke
Location, Type of
stroke
Location, Type of
stroke
Location, Type of
stroke
Location, Type of

stroke
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Demographic

Personal

Features of

Stroke

Author Characteristics characteristics relationships Characteristics Total Score (n/15)
reported in project reported in project reported in project reported in study

Lincoln & Place of residence, Age Not reported Time since stroke

Flannaghan, (2003)  Gender/Sex

Linetal., (2019) Occupation, Age Satisfaction in Not reported
Gender/Sex, community
Education, Socio-
economic status

Lin et al., (2020) Gender/Sex, Age Marital Status or Not reported
Education, Disability living arrangement

Olukolade & Gender/Sex, Education  Not reported Not reported Not reported

Osinowo, (2017)

Peng et al., (2015) Occupation, Age Marital Status or Time since stroke,
Gender/Sex, living arrangements, Location, Type of

stroke
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Author

Demographic
Characteristics

reported in project

characteristics

reported in project

Features of
relationships

reported in project

Stroke
Characteristics

reported in study

Total Score (n/15)

Raglio et al., (2017)

Thomas et al (2012)

Wang et al., (2020)

Watkins et al., 2007

Education, Socio-
economic status
Gender/Sex,
Education, Disability
Place of residence,
Gender/Sex, Disability
Race or ethnicity or
culture or language,
Occupation,
Gender/Sex, Education

Gender/Sex

Age

Age

Age

Age

Not reported

Marital Status or
living arrangements
Marital Status or

living arrangements

Not reported

Location, Type of
stroke

Time since stroke,
Location

Not reported

Type of stroke
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Discussion

This systematic review scoped the reporting of protected characteristics in non-
pharmacological intervention studies for post-stroke anxiety and/or depression. The pooled
analysis of the 19 studies revealed a range of differences in the reporting of demographic
information of participants in stroke research.

Using the augmented PROGRESS-Plus framework (O’Neill., 2014; Plastow et al.,
2021) to assess the reporting of protected characteristics, the highest rating given to the
included studies was 9/15 (Peng et al., 2015) and the lowest rating given was 2/15 (Olukolade
& Osinowo, 2017). Age was the most reported protected characteristics and Sexual
Orientation was the least reported (see Table 2).

The majority of the studies reported the recruitment process for those taking part in
their research, with one study being more ambiguous as to where the project was advertised
(Kootker et al., 2017). Furthermore, the projects were transparent regarding the outcome
measures used, at what time points participants were asked to complete the measures, and
what interventions were used to support post-stroke anxiety/depression.

Despite the understanding that protected characteristic can impact the accessibility of
healthcare services and research (WHO, 2022), many papers in the present systematic
scoping review reported few protected characteristics regarding the participants who took
part in their research. Other reviews analysing the consideration of the exploration of
protected characteristics in health-related research also reported similar findings (Madani et
al., 2022; Plastow et al.,2021). Several studies reported as little as three or four protected
characteristics of their participants with none including information regarding the sexual
orientation of their participants (Choi & Kin, 2022; Golding et al., 2016, 2018; Kongkasuwan
etal., 2016).

Although, understandably, all papers may not feel the need to disclose all the
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characteristics outlined in PROGRESS-Plus (Attwood et al., 2016), it was worrying to notice
that key clinical characteristics relating to stroke and health inequity were missed by some
papers, such as the location, type of stroke, and time since the stroke had occurred.
Furthermore, considering that along with age and gender, ethnicity, health history, living
alone, marital status, place of residence, and socioeconomic status are all known to impact
the likelihood of stroke (Addo et al., 2012; Bhaskar et al., 2019; Hosseinzadeh et al., 2022;
Lindenstrgm et al., 1993), accessibility to services (Bhaskar et al., 20019; Sandel et al.,
2009), and perceived quality of life of stroke survivors (Wang & Langhammer, 2018), it is
surprising that these demographic and social factors are not reported in many of the reviewed
studies. Most papers in their inclusion/exclusion criteria did disclose the time frame in which
participants sustained their stroke and whether those with cognitive impairment, language
deficits, or physical disabilities were eligible to take part. However, it would have been
beneficial to gain a better understanding of specific stroke characteristics, such as lesion
location, of those taking part as well as any other disabilities or mental health conditions
(outside of anxiety/depression) as these are known to impact the likelihood of experiencing
anxiety or depression following a stroke (Medeiros et al., 2020; Rafsten et al., 2018).
Furthermore, only eight studies reported the marital status or living arrangements of
stroke participants (Bragstad et al., 2020; Chen et al., 2019; Hoffman et al., 2015; Lin et al.,
2019; Lin et al., 2020; Peng et al., 2015; Thomas et al., 2012; Wang et al., 2020) and only 9
of the studies reported the level of education of the participants (Chen et al., 2019; Hoffman
et al., 2015; Kongkasuwan et al., 2015; Lin et al., 2019; Lin et al., 2020; Olukolade &
Osinowo, 2017; Peng et al., 2015; Raglio et al., 2017; Wang et al., 2020). As some research
suggests that marital status, living arrangements, and level of education have a great impact
on post-stroke anxiety and/or depression (Northcott et al., 2015) and on adherence to post-

acute rehabilitation (Duncan et al., 2002), this would seem like an important characteristic to
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include when reporting the characteristics of participants and when assessing the
effectiveness of interventions.

By reporting the context of who is taking part in post-stroke anxiety/depression non-
pharmacological research, services and clinicians can gain a better understanding of what
interventions may be accessible for those in their care (Attwood et al., 2016). Here, only one
non-pharmacological intervention paper investigated subgroup differences in outcome
measures (Lin et al., 2019). The researchers found that those from a lower socioeconomic
status or without social support were less likely to experience a positive outcome following
the intervention (Lin et al., 2019). As there are many factors which can impact an
individual’s ability or willingness to engage in an intervention (National Healthcare Service,
2019; WHO, 2022), by providing these additional analyses, fellow researchers and clinicians
would be provided with a greater understanding of the context in which the intervention may
be more or less accessible.

A strength of this systematic review is that it is the first to examine the reporting of
protected characteristics in non-pharmacological stroke research for post-stroke anxiety
and/or depression, globally. Further strengths of the review include the use of a quality tool
(CASP, 2020) in order to assess the robustness of findings, despite Scoping reviews not being
required to check for quality. Furthermore, the use of a protected characteristics framework
(PROGRESS-PIlus; O’Neill et al., 2014), which incorporates the demographic and social
factors considered to impact stroke likelihood, access to services, and outcomes, adds to the
strength of the review.

Limitations include that the search for papers was limited to those written in English.
Several RCT papers investigating the effectiveness of CBT interventions for post-stroke
anxiety and/or depression identified in Wang and Langhammer’s (2018) review were thus not

included, and others not known to the authors may also have been missed. Furthermore, only
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studies which investigated post-stroke anxiety/depression as a primary goal were
investigated, therefore, other non-pharmacological RCT studies investigating the impact of
interventions on anxiety/depression as secondary outcomes were not included. Additionally,
the review solely focused on the reporting of demographic and social factors in RCTs, which
could be a potential source of bias. A further limitation to the current review is that it is not
known what characteristics researchers gathered for their studies but did not report, or
whether subgroup analyses was originally planned in their protocol. Therefore, the review is
unable to reflect on whether the intentions of reporting and analysing subgroup data by the
researchers differed to what was then reported.

Despite attempting to extract data, due to the limited number of studies exploring sub-
group differences on outcome measure scores, we have not been able to advance our
understanding of what non-pharmacological interventions may be more effective to whom.
To reduce health disparities, we must better understand what may work and what may not
work for different subgroups, based on researchers’ analyses and explanations of their results.
Future studies focusing on the use of non-pharmacological for post-stroke anxiety and/or
depression should consider using the PROGRESS-Plus framework when reporting participant
characteristics (O’Neill et al., 2014). This would allow researchers and healthcare
professionals to know who is currently taking part in stroke research, whether stroke research
is representative of the population being treated, and how effective the various non-
pharmacological interventions are, across subgroups (Madani et al., 2022). It is
understandable that subgroup analysis may only sometimes be possible. Barriers to
performing such analysis may be restricted to the data itself. If the study becomes
underpowered when analysing subgroup data, the data analysis may no longer be of interest
to other researchers and will be considered to have weak methods (Petticrew et al., 2012).

However, regardless of this, demographic and social factors known to impact the likelihood
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of stroke, access to stroke services, and stroke outcomes, should be reported in relevant
research.
Conclusion

In summary, the majority of the RCTs included in the study reported some of the
protected characteristics most relevant to the non-pharmacological management of post-
stroke anxiety and/or depression. However, only one of the included studies detailed relevant
analyses to enable us to determine which population subgroups may find the specified non-
pharmacological interventions to be more accessible and/or beneficial. Future research should
focus on including the relevant protected characteristics of their participants and analyse any
sub-group differences in anxiety and/or depression measures where sample size allows.
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Bridging Chapter

This chapter outlines the connection between the systematic review and the empirical
paper and presents a rationale for how the research questions for the empirical paper were
developed.

The systematic review investigated the reporting of relevant demographic and social
factors known to impact health equity, the likelihood of stroke, access to stroke services, and
post-stroke outcomes, using the PROGRESS-Plus framework (O’ Neill et al., 2014) in the
non-pharmacological management of post-stroke anxiety and/or depression. The review
highlighted the variation of protected characteristics reported in randomised controlled trials
(RCTs) globally. Furthermore, the review highlighted how studies did not explore the
effectiveness of non-pharmacological interventions within-groups, such as whether there
were differences in outcomes based on age, gender, ethnicity, etc. The review emphasised the
need for future research to report the protected characteristics of participants to support
healthcare professionals in identifying whether there may be variations in the accessibility
and helpfulness of interventions based on the characteristics of their stroke population.
Furthermore, it limits our ability to understand whether the findings from RCTs are
implementable across diverse populations.

Another common sequela of stroke pertaining to mood and emotional functioning, is
post-stroke emotionalism (PSE; Gillespie et al., 2016). PSE, often referred to as pseudobulbar
affect or emotional incontinence, refers to sudden and uncontrollable outbursts of crying or
laughing (House et al., 1989). Often, those with PSE find the symptoms of PSE to be
distressing, with studies citing those with PSE experiencing anxiety, depression, and at times
post-traumatic stress disorder (Andersen et al., 1995; Eccles et al., 1999). Despite the

prevalence of PSE, there remains little data regarding its non-pharmacological treatment.
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Studies have shown that non-pharmacological intervention strategies are being used by
healthcare professionals and by stroke survivors (Fitzgerald et al., 2022; Gillespie et al.,
2020). However, the perceived helpfulness and accessibility of such interventions from the
perspective of stroke healthcare professionals and PSE researchers is not well understood.
Moreover, it remains unclear as to how and in what ways demographic and social factors
might impact the perceived helpfulness and accessibility of such non-pharmacological
interventions.

The empirical study was inspired by Gillespie et al.’s (2020) earlier work which
explored healthcare professionals’ and researchers' perspectives of the effectiveness of post-
stroke emotionalism interventions in the UK. The current study aimed to better understand
the ratings of the perceived level of helpfulness and accessibility to PSE interventions
globally, by healthcare professionals and researchers. To support the consideration of the
impact health inequalities can have on PSE interventions, the study also included questions
regarding the impact that demographic and social factors, described as protected
characteristics from the UK government’s Equality Act (2010), may have on the accessibility
(either access or engagement) to PSE interventions. Questions regarding service impacts,
such as waiting list times or staff numbers, on the accessibility of PSE interventions were also
investigated.

The original design of the study followed Delphi methodology. Participants were
recruited through social media, email advertisements to specialist interest groups, and direct
email, to complete a first round of a questionnaire and then an adapted and personalised
second questionnaire based on data from the first questionnaire. To gain a better
understanding of contextual information regarding the decisions around the scores given by
participants from the Delphi method, a focus group was added to the procedure of the study.

Therefore, participants who took part in the second round of the Delphi study were also



invited to take part in a focus group.
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Abstract
Purpose: To identify the opinions of healthcare staff and researchers globally regarding the
helpfulness and accessibility of non-pharmacological post-stroke emotionalism (PSE)
interventions.
Method: Thirty-eight healthcare professionals, including clinical
psychologists/neuropsychologists (n=24), medical professionals (n = 1), and allied healthcare
professionals (n = 4), and/or clinical academics/researchers (n = 9) completed the first round
of the Delphi method, 19 the second round. Eight participants then completed one of three
mini-focus groups. Data were summarised in line with Delphi methods with content analysis
of the mini-focus group data.
Results: “Ask the patient to take a deep breath”, “Provide education for patient”,
“Acknowledge the PSE and then continue current activity”, and “Teach distraction
techniques” were rated as the most helpful and accessible interventions, and with the highest
level of consensus reached. Content analysis revealed uncertainties about assessment and
diagnosis, the roles of multidisciplinary team members, and factors impacting the delivery of
PSE interventions as barriers to interventions. Sensitivity to context and maximising support
provided to the changing nature of PSE over time were expected to maximise the
accessibility and helpfulness of interventions.
Conclusion: Clinical services should consider the most appropriate ways of identifying and
responding to PSE depending on service context. This could include developing a PSE
assessment protocol, developing a range of non-pharmacological interventions and
consideration of case complexity/time since stroke and the appropriate staffing/skill mix to
deliver these.
Keywords: post-stroke emotionalism, stroke, non-pharmacological interventions, mood

changes, Delphi-method, mini-focus groups.
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Data availability statement: The data that supports the findings of this study are available

from the corresponding author upon reasonable request.

Impact for rehabilitation:
e Supporting the understanding of the perceived helpfulness of non-pharmacological
interventions for post-stroke emotionalism
e The study identified barriers for PSE individuals in accessing support for PSE
symptoms.
e The development of a suggested pathway for PSE individuals in stroke services.
e Considerations of demographic and social factors which can impact the accessibility

of non-pharmacological interventions for PSE.
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Introduction

Post-stroke emotionalism (PSE) is an under-researched neurological disorder of
emotional expression characterised by sudden, involuntary, uncontrollable episodes of
crying or laughing, representing a change from pre-stroke functioning (House et al.,
1989). PSE occurs in around 17-20% of post-acute stroke cases (Gillespie et al., 2016;
House et al., 1989). Emotional episodes may be congruent to an individual’s underlying
emotional state, such as crying after a distressing event, or incongruent such as laughing
at an inappropriate time (McAleese et al., 2019). Although tearful emotionalism is often
confused with depression, it is a separate disorder (Allman, 1991).

The understanding that there is a high prevalence of PSE and that the symptoms
can negatively impact an individual’s mood led to the development of validated
measures to identify PSE, such as the Testing Emotionalism After Recent Stroke-
Questionnaire (TEARS-Q; Broomfield et al., 2020). This is the first reliable and valid
measure of emotionalism after a stroke (Broomfield et al., 2020; Broomfield et al.,
2021). Often, post-stroke survivors diagnosed with PSE experience anxiety,
embarrassment, or shame concerning their sudden outbursts of crying and/or laughter
(McAleese et al., 2019). Moreover, there is evidence that people with PSE may be left
with symptoms similar to post-traumatic stress disorder, most notably intrusive thoughts
regarding their stroke (Eccles et al., 1999). All these emotions can negatively impact
mood and lead to behaviour changes, such as social avoidance and social isolation
(Fitzgerald et al., 2022).

If taking a cognitive behavioural therapy approach, we can suggest that this
might lead to symptoms of anxiety/depression associated with PSE being maintained
over time (Johnstone & Dallos, 2014). Research has identified for example that

participants with a negative emotionalism experience describe more significant social
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avoidance and mood problems (McAleese et al., 2019).

Although research has identified pharmacological interventions for managing
PSE (e.g., Selective Serotonin Reuptake Inhibitor anti-depressant medicines), Cochrane
review of the evidence base for these interventions reported that it was of low quality,
with just a small number of low-quality clinical trials (Allida et al., 2019). Additionally,
people with PSE may not wish to rely on medication to improve symptoms due to
potential side effect risks, or they may wish to find alternative, non-pharmaceutical
support methods to manage their condition.

To improve stroke survivors’ experience of emotionalism and longer-term
outcomes, we therefore need to better understand the non-pharmacological interventions
currently offered through the United Kingdom’s National Health Service (NHS).
Besides the low-quality findings for pharmacological interventions relating to the
management of PSE, there are particular gaps in research regarding non-
pharmacological interventions to support people with PSE. Currently, there are no
evidence-based non-pharmacological treatments, which is problematic for a condition
common among the stroke population (Allida et al., 2019).

Gillespie et al. (2020) completed a survey investigating stroke health
professionals’ usual practice regarding non-pharmacological interventions currently
offered to people with PSE. Their paper consulted data from journals, PSE-related focus
groups, stroke-related textbooks, and online training resources to construct a
comprehensive list of non-pharmacological PSE interventions routinely offered.
Healthcare professionals then rated how often the interventions were used and how
effective they felt they were. Offering reassurance, talking to the patient about their
goals, acknowledging the PSE and then continuing with the current activity, and

providing education for the patient and family were considered the most effective non-



pharmacological treatments by healthcare staff.

Whilst from Gillespie et al. (2020) it appears that non-pharmacological
interventions are being deployed to support people with PSE, it is not yet known how
experts in the field and stroke health professionals view these interventions and their
levels of helpfulness beyond providing ratings. The current study’s first aim was to
establish expert consensus on the helpfulness and accessibility of non-pharmacological
interventions to support people who experience emotionalism after a stroke.

Additionally, whilst numerous factors can impact stroke survivors’ access to
interventions within healthcare services, such as ethnicity and socioeconomic status
(Bhaskar et al., 2019) it is unclear whether current non-pharmacological interventions
for PSE consider the preferences of people from various demographic and socio-cultural
groups and whether particular non-pharmacological PSE interventions are deemed more
acceptable to people from these groups.

To the best of our knowledge, no research to date has focused on the impact PSE
has on stroke survivors based on demographic and sociocultural factors, such as age,
ethnicity, gender, and/or socioeconomic status, or the association of these factors to PSE
treatment accessibility and preference. There is an understanding that demographic and
sociocultural factors can impact the accessibility of services and the sensitivity of
interventions in the broader stroke context. Tjokrowijoto et al. (2021), for example,
identified that age, isolation, and previous mental health history all impacted stroke
survivors’ access to mental health services for post-stroke anxiety and/or depression.
Furthermore, research has found that factors such as disability can impact help-seeking
behaviour, impacting stroke survivor ability to access support for anxiety and depression

(aphasia; Ryan et al., 2022).

78



79

Due to criticism regarding the lack of consideration of demographic and social
factors in contemporary psychology and psychotherapy, policy changes regarding
adapting interventions have been developed across countries (Bernal & Rodriguez,
2012), with a focus on considering the individual and their own personal and social
context (Rathod et al., 2019). Research has identified that personal factors like age,
gender, ethnicity, and socioeconomic status can impact how service users think about
mental health conditions and intervention styles (Leis et al.,2010; Liddon et al., 2017;
Ward et al., 2009). Stroke incidence has been linked to ethnicity, education,
socioeconomic status, and prior disability (Bhaskar et al., 2019; Reshetnyak et al., 2020),
stroke service access to ethnicity, gender, and location (Bhaskar et al., 2019; Sandel et
al., 2009) and post-stroke outcome and quality of life to age, gender, marital status,
education level, and socioeconomic status (Wang & Langhammer, 2018). Therefore, it is
important to consider how these factors may impact stroke survivors’ accessibility,
engagement, and opinions of interventions regarding PSE (and potentially their outcome
in coping with emotionalism). This was a second aim of the present study.

Aims and Research Questions

The present study aimed to reach a consensus amongst stroke healthcare workers
and researchers regarding expert opinion of PSE non-pharmacological interventions in
terms of helpfulness (the interventions impact on supporting individuals to cope with
PSE symptoms) and accessibility (PSE patients’ ability to engage with and use the
interventions). The study further aimed to understand any nuances or variations in the
consensus in relation to variations in demographic and social contexts through mini-

focus groups with the participants.

» What are the opinions of experts regarding the helpfulness and accessibility of

current non-pharmacological interventions for PSE?
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» What contextual factors may impact the accessibility and helpfulness of non-
pharmacological interventions for PSE?
Methodology
Design

The project used a mixed-methods concurrent design, and a critical realist approach
was taken to apply a contextual lens to the opinions of participants (Bhaskar, 2020).
Quantitative and qualitative data were analysed simultaneously throughout each stage of the
project. The project used the Delphi method (Linstone & Turoff, 1975) to identify whether
consensus could be reached in identifying helpful and accessible non-pharmacological
interventions for PSE. The Delphi method involves a set of structured communication
techniques to facilitate a consensus of opinion among experts, or an “expert panel”, on
specified content areas, developed by the researchers, through a series of
questionnaires/meetings combined with controlled feedback (Dalkey, 1969).

The Delphi Method has been applied in various stroke research studies previously,
including the development of a list of effective motivational strategies based on consensus
among rehabilitation experts (Fisher et al., 2013; Hepworth & Rowe, 2018; Oyake et al.,
2020; Philp et al., 2013). It is considered to be an effective method to develop a consensus
among panellists, including the development of guidelines with healthcare professionals
(Nasa et al., 2021). Delphi method was chosen rather than the nominal group method, which
requires face-to-face group rounds, as it is less time-consuming and includes a higher number
of panellists (McMillan et al., 2016). Thus, the Delphi method was used to gain an
understanding of the opinions of a wider range of healthcare professionals regarding PSE
interventions (McMillan et al., 2016). Furthermore, three mini-focus groups were run to
gather additional in-depth data and insight regarding the context and nuances surrounding the

helpfulness and accessibility of PSE interventions.



Participants

Researchers suggest that at least 15 panellists should take part in Delphi studies,
however larger panels are often used (McMillan et al., 2016; Witkin & Altschuld, 1995).
Following the first round of surveys, researchers suggest that it is essential for the expert
panel to include a minimum of three knowledgeable participants involved in the previous
round (Ogbeifun et al., 2016).

Healthcare professionals who work/have worked within stroke services and
researchers involved in clinical research into PSE with stroke survivors were invited to
take part in the project as study panellists. To recruit as many appropriate individuals as
possible globally to take part, the study was advertised on social media (Twitter,
Facebook, LinkedIn, and Research Gate; Appendix F) and advertised by Specialist
Interest Groups to their members (OPSYRIS, Division of Neuropsychology British
Psychological Society, South Thames specialist interest group in Neuropsychology,
Neuropsychologists in Australia, and BRAINSPan; multi-disciplinary community of
practice for clinicians/researchers in the brain impairment field). Furthermore, clinicians
and researchers known via professional networks were invited via email to take part in
the study.

Ethical Considerations

The study was approved by the Faculty of Medicine and Health at the University
of East Anglia (ETH2223-0913; Appendix G). Participants were provided with
Information Sheets and Consent forms (Appendix H & 1) at the start of each stage of the
project and informed consent was obtained from all participants at each stage.

Measures
Surveys were developed for the initial stage of the project and hosted on an

online platform “Online Surveys”. Non-pharmacological PSE interventions were



82

identified from the Gillespie et al. (2020) paper (see Appendix J). As all interventions
were rated as having been used by healthcare professionals, they were all included in the
current project as interventions to be rated. Demographic and social factors, which are
defined as protected characteristics in the UK government’s Equality Act (2010), were
used to investigate the accessibility of accessing post-stroke emotionalism interventions.
Furthermore, a topic guide for the mini-focus groups following the second round was

developed and can be seen in the Appendix K.

Procedure
Delphi method

Junger et al. (2017) highlights how varied the literature regarding Delphi
Methodology procedures is. However, what is clear is that some form of feedback is provided
to panellists through statistical means, for example by providing the median score, and/or
through a summary of qualitative comments (Jinger et al., 2017). By providing panellists
with the statistical aspects of the previous round as well as summarised comments to provide
context towards the ratings of interventions/demographic groups, they are supported in
gaining a better understanding of the wider group reasoning behind the scores (McMillan et
al., 2016). McMillan et al. (2016) provide detailed and helpful guidance in their in-depth
narrative of Delphi methodology including a proposed structure in how feedback should be
presented, commentary on the usefulness of feedback on descriptive statistics from round 2
and providing a summary of qualitative comments. In the current study we opted to closely
follow their guidance on how to structure and run Delphi rounds.

For the present study, the Delphi method was conducted between July 2022 and
January 2023. In the first round, panellists were asked questions regarding their
demographics, educational and professional background. They were then presented with the

list of non-pharmacological PSE interventions per Gillespie et al. (2020) and asked to identify
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which ones they had previously used and then rank them based on their preference of use.
Furthermore, they were asked to rate each intervention's level of both helpfulness and
accessibility using a 7-point Likert scale, as well as the impact demographic and social
factors may have on the accessibility of PSE interventions, also using a 7-point Likert scale
(Cantrill et al., 1998; see Appendix L for example questions).

The second round of the questionnaire was sent to all panellists who completed the
first round. Panellists were provided with their previous rating on each question, the group’s
median scores, and a summary of the comments previously left by all (see Appendix M for
example; Aljamal et al., 2016). After reviewing the results of the previous round, all
panellists were asked to reconsider their previous ratings and to rate each item again to
establish a consensus with other participants. Questions regarding whether participants
changed their ratings, and why, were included as part of the second round.

Being a critical realist and driven to understand the nuances and variations
surrounding what the findings of the Delphi method could bring, it felt appropriate to then
run a focus group to explore the context around the helpfulness and accessibility of PSE
interventions (Canessa et al., 2022).

Mini-focus Groups

Following completion of the second round of questionnaires, three mini-focus groups
were scheduled. We had intended to run one, but due to difficulties of managing a time for all
participants to attend a group, three were set up (Morgan, 2012; Sewpaul et al., 2021).
Participants who agreed to be invited to take part in the online focus group were contacted to
attend one of three mini-focus groups in January 2023. Participants were sent an email giving
them the option to choose which date to attend. On entering the online focus group meeting,
participants were welcomed with consent obtained regarding the recording of the group and

the creation of a transcript. Collaborative ground rules were developed (agreement to respect
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each other’s opinions and the process if a participant needs to leave early or suddenly leaves
the call), and participants introduced themselves to the group. Participants were asked again
to give verbal consent for recording and transcript to take place. Pre-developed questions
were then delivered by the primary researcher regarding the assessment of PSE and the
accessibility and helpfulness of the PSE interventions uncovered in the Delphi round of
questionnaires (see Topic Guide in Appendix K). Discussions were guided by the primary
researcher and the secondary supervisor of the project. The secondary supervisor attended the
mini-focus groups to moderate the impact of researcher bias (Noble & Smith, 2015).
Although the questions in the topic guide were addressed in each group, as a critical
realist where there is an understanding that there are multiple perspectives to the observable
world (Stutchbury, 2021), it felt appropriate to be flexible in the sequence of questioning and
exploration of additional related topics raised in the focus groups. Therefore, the time spent
on each question in the topic guide and the surrounding discussion differed across groups.
Once the group concluded, the participants were thanked and encouraged to contact the
researcher should they wish to learn about the results of the project (see Figure 1 for

procedure).
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Figure 1

Diagram of the procedure

Advertisement of study goes live (shared via Specialist interest groups
and on Social Media platforms)
Participants include: Healthcare professionals and Researchers

L 2

Round 1
Participants access Survey 1 link and complete
questionnaire

L 2

Survey 1 responses are gathered and data is
anonymised and analysed

2

Round 2
Participants are provided with feedback from round 1 (including their individual scores, the
group median scores, and summaries of the comments) and are asked to complete adapted
survey (Questionnaire 2)
Participants included: Healthcare professionals and Researchers

¥

Survey 2 responses are gathered and data is
anonymised and analysed

$

Mini-focus Groups
Round 2 Participants are contacted via email and are requested to take part in a focus
group (if they consented to be invited to the focus group).
Participants attend one of the mini-focus groups (online) and are asked questions
around responses from survey 2 as well as other relevant themes.
Participants include: Healthcare professionals and Researchers

Data Analysis.
Delphi Method. Descriptive statistics were used to calculate responses about the

participants' demographics, assessments used to identify PSE, interventions previously used
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for PSE, and areas where barriers to accessing PSE interventions have been identified. A
careful review of the Delphi Methodology literature guided decision making around the level
of question agreement required for ‘consensus’ to have been reached. Whilst researchers
typically set a consensus level of between 50% - 97% using the Delphi method (Diamond et
al., 2013; Fisher et al., 2011; McGrath et al., 2019; Setkowski et al., 2020), systematic review
indicates that most studies set a consensus level of between 75% or 80% (Junger et al., 2017),
with studies that set a higher level generating a stronger consensus (Linstone & Turoff,
1975). Accordingly, it was agreed that consensus for helpfulness study questions would be
reached if 80% of participants or more responded within one of three categories on the 7-
point Likert scale (Very Unhelpful to Slightly Unhelpful, Neither Helpful or Unhelpful, or
Slightly Helpful to Very Helpful). With the same 80% threshold relied upon for treatment
accessibility (Very Inaccessible to Slightly Inaccessible, Neither Accessible or Inaccessible,
or Slightly Accessible to Very Accessible).

As the topic of consensus is mixed throughout Delphi methodology, it felt appropriate
to use an additional form of identifying consensus to strengthen the validity of any consensus
findings. Therefore, for round 2, if 80% of participants responded within one of the three
categories, and the interquartile range (IQR) was found to be 1, the consensus was deemed to
be “strong”, as demonstrated in other Delphi-methodology studies (De Vet et al., 2005; Von
det Gracht, 2012).

All data from the surveys were transferred and analysed using Excel.

Mini-Focus Groups. A conventional inductive content analysis was completed for
the qualitative data from the mini-focus groups (Erlingsson & Brysiewicz, 2017; Leung &
Chung, 2019). For the coding process, Excel spreadsheets were used to structure all steps of
the content analysis. The number of codes were not analysed. The focus lay on aggregating

information or meaning of units from the transcripts (e.g., short phrases), assigning codes to
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label the key thoughts/ideas of the participants, grouping the codes into sub-categories,
grouping the sub-categories into categories, and grouping the categories into meaningful
themes (Hsieh & Shannon, 2005). All three transcripts were analysed by the primary
researcher. However, to attempt to counter inter-rater reliability issues, an independent
researcher reviewed a randomised part of 33% of the codes created by the primary researcher
(Elliot et al., 1999). The independent researcher also sub-categorised, categorised, and
themed the randomised part of the data using the concept developed by the primary
researcher. Any differences in opinion regarding the coding and categorising of data were
discussed and a consensus was reached.
Results

Participants

The demographics of the panellists that participated in the project are described below
(Table 1). In the first round, 38 individuals completed the Delphi survey. Nineteen
participants took part in the second round, and eight in total took part in the three mini-focus

groups (two groups of three participants and one group of two).

Table 1

Study characteristics

Demographics Round1(n= Round2 (n= Focus Group

38) (n (%)  19) (n (%) (n=8) (n (%))

Age

21-30 6 (15.9) 3(15.8) 0(0)
31-40 15(39.5) 6 (31.6) 3(37.5)
41-50 13(342)  6(31.6) 3(37.5)

51-60 1(2.6) 1(5.3) 1(12.5)
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Demographics Round1(n= Round 2 (n= Focus Group

38)(n (%)) 19)(n(%)) (n=8) (n (%))

61-70 2(5.2) 2 (10.5) 0 (0)
Unknown 1(2.6) 1(5.3) 1(12.5)
Gender

Female 23 (60.5) 10 (52.6) 3(37.5)
Male 15 (39.5) 9 (47.4) 5(62.5)
Ethnicity

Asian 2 (5.3 1(5.3) 0 (0)
White 34 (89.5) 18 (94.7) 8 (100)
Mixed/Multiple ethnic groups 2 (5.3 0 (0) 0 (100)
Religion

Christian 7 (18.4) 2 (10.5) 0 (0)
Buddhist 2(5.3) 1(5.3) 0 (0)
No religion 28 (73.3) 15 (78.9) 7 (87.5)
Prefer not to say 1(2.6) 1(5.3) 1(12.5)

Continent of where participants studied

Australia/Oceania 6 (15.8) 1(5.3) 0 (0)
Europe 30 (78.9) 17 (89.5) 7 (87.5)
North America 1(2.6) 1(5.3) 1(12.5)
South America 1(2.6) 0 (0) 0 (0)

Level of Education
Bachelor’s degree (e.g., BA, BSc) 4 (10.5) 1(5.3) 0 (0)
Master’s degree (e.g., MA, MSc, MEd) 3(7.9) 1(5.3) 0 (0)

Doctorate (e.g., PhD, EdD) 30 (78.9) 16 (84.2) 7 (87.5)
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Demographics Round1(n= Round 2 (n= Focus Group

38)(n (%)) 19)(n(%)) (n=8) (n (%))

Other from comments (Psychiatrist) 1 1 1
Continent where most experienced

gained working with PSE

Asia 1(2.6) 1(5.3) 0 (0)
Australia/Oceania 6 (15.8) 1(5.3) 0 (0)
Europe 30 (78.9) 17 (89.5) 8 (100)
South America 1(2.6) 0 (0) 0 (0)
Occupation

Clinical Academic/Researcher 9 (23.7) 6 (31.6) 2 (12.5)
Medical 1(2.6) 1(5.3) 1(12.5)

Clinical Psychologist/Neuropsychologist 24 (63.2) 10 (52.6) 5 (62.5)

Allied Healthcare Professional 4 (10.5) 2 (10.5) 0 (0)

Which non-pharmacological PSE interventions did experts consider helpful to support
stroke survivors?

The results of the Delphi surveys on the helpfulness of each non-pharmacological
PSE intervention are shown in Table 2., In the first round, consensus was reached regarding
four of the interventions. “Provide education for the family”, “Acknowledge the PSE then
continue the current activity”, “Provide education for the patient”, and “Instruct how to tense

facial muscles”, were all rated within the “Helpful” category.



Table 2

The rated helpfulness of non-pharmacological PSE interventions by Healthcare

Professionals during the Delphi method

90

Median (IQR) Median (IQR) %
Type of PSE Intervention round 1 round 2

Provide education for patient 6 (1)* 7 (1)** 100
Acknowledge the PSE then continue 6 (1)* 5 (0)** 94.7
current activity
Talk to the patient about their goals in 5(2) 6 (1)** 94.4
relation to PSE
Teach distraction techniques 5(2) 5(1)** 94.4
Provide education for family 6 (1)* 6 (1)** 90
Normalise the condition 6 (2) 6 (2)* 88.2
Ask the patient to take a deep breath 5(2) 5(1)** 82.4
Modify beliefs about the PSE 5(1) 5(1) 78.9
Teach relaxation techniques 5(2) 5(2) 72.2
Offer Reassurance 5(1) 5(1) 68.4
Distract the patient during a PSE episode 4 (1) 5(1) 68.4
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Median (IQR) Median (IQR) %
Type of PSE Intervention round 1 round 2

Identify the triggers for PSE (so they can 5(2) 5(3) 55.6
be avoided)
Ignore the PSE and continue with current 3(3) 4(3) 29.4
activity
Move the patient to another 4 (1) 4 (1) 27.8
setting/location
Encourage patient to use a diary to record 4 (0) 3(1) 21.1
feelings
Suggest altered posture (e.g., shoulder 4 (0) 4 (0) 111
back)
Instruct how to tense facial muscles 4 (0)* 4 (0) 5.6

Note. Values are presented as the group median (IQR) on the 7-point Likert scale. The 7-

point Likert scale ranges from 1-7, from very unhelpful to very helpful, respectively. The

percent column denotes the percentage of panellists who scored the PSE intervention within

the “Helpful” category in round 2.

Key: *signifies consensus was reached, **signifies that a “strong” consensus was reached in

round 2.

In the second round, a strong consensus (where it reached 80% consensus level and

IQR was 1 or below) was reached for three of the four interventions where consensus was

reached in round 1, “Teach distraction techniques” and “Ask the patient to take a deep

breath”. A consensus (where 80% consensus level was reached but IQR was above 1) was
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also reached for “Normalise condition”. For the six interventions where any level of
consensus was reached, panellists rated the interventions within the “helpful” category. A
consensus was no longer reached for “Instruct how to tense facial muscles”.
Which non-pharmacological PSE interventions did experts consider accessible to
support stroke survivors?

The results of the Delphi surveys on the accessibility of each non-pharmacological
PSE intervention are shown in Table 3.

In the first round, consensus was achieved regarding six of the interventions. “Offer
reassurance”, “Provide education for the family”, “Acknowledge the PSE then continue the
current activity”, “Normalise the condition”, “Provide education for the patient”, and “Ask

the patient to take a deep breath” were all rated within the “Accessible” category.

Table 3
The rated accessibility of non-pharmacological PSE interventions by Healthcare

Professionals during the Delphi method

Type of PSE Intervention Median (IQR) Median (IQR) %
round 1 round 2
Offer Reassurance 6 (2)* 7 (1)** 100
Ask the patient to take a deep breath 6 (2)* 6.5 (1)** 100
Acknowledge the PSE then continue 6 (2)* 6 (1)** 94.4

current activity

Provide education for patient 6 (2)* 6 (1)** 94.4

Normalise the condition 6 (2)* 6 (1)** 88.9
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Type of PSE Intervention Median (IQR) Median (IQR) %
round 1 round 2

Provide education for family 6 (1)* 6 (1)** 88.9
Talk to the patient about their goals in 5(1.25) 6 (1.25)* 83.3
relation to PSE
Teach distraction techniques 5(2) 5(1)** 83.3
Identify the triggers for PSE (so they can 5(2) 5 (0.25)** 83.3
be avoided)
Teach relaxation techniques 5(2) 5(2) 78.9
Distract the patient during a PSE episode 6 (1) 5(2) 72.2
Ignore the PSE and continue with current 5 (3) 5(2) 61.1
activity
Suggest altered posture (e.g., shoulder 4 (1) 5(2) 52.9
back)
Modify beliefs about the PSE 4 (3) 4 (1.25) 50
Instruct how to tense facial muscles 4 (0.5) 4 (0.25) 22.2
Move the patient to another 3(2) 3(1) 16.7
setting/location
Encourage patient to use a diary to record 3 (2) 3(0) 11.1

feelings

Note. Values are presented as the group median (IQR) on the 7-point Likert scale. The 7-

point Likert scale ranges from 1-7, from very inaccessible to very accessible, respectively.
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The percent column denotes the percentage of panellists who scored the PSE intervention
within the “Accessible” category in round 2.
Key: *signifies consensus was reached, **signifies that a “strong” consensus was reached in

round 2

In the second round, a “strong” level of consensus was reached for all six
interventions where consensus was reached in the first round and for “Teach distraction
techniques” and “ldentify the triggers for PSE (so they can be avoided)”. A consensus (where
80% consensus level was reached but IQR was above 1) was also reached for “Talk to the
patient about their goals in relation to PSE”.

Panellists rated all interventions where consensus was reached at round 2 within the
“accessible” category.
Most helpful and accessible non-pharmacological PSE interventions

A “strong” level of consensus where interventions were rated both within the helpful
category and accessible category were “Ask the patient to take a deep breath”, “Provide
education for patient”, “Acknowledge the PSE and the continue current activity”, and “Teach
distraction techniques”. Moreover, consensus (where 80% consensus level was reached but
IQR was above 1) was also reached where interventions were rated within the helpful
category and accessible category for “Talk to the patient about their goals in relation to PSE”
and “Normalise the condition”.

Which demographic factors did experts deem to influence the accessibility of non-
pharmacological PSE interventions?

The results of the Delphi surveys on whether PSE interventions are accessible to all
groups based on demographic factors suggest that a consensus was only reached with

“Gender Reassignment” where participants rated the accessibility of PSE interventions as
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being neither accessible nor inaccessible, see Table 4. Participants reached a consensus that
regardless of whether an individual has gender reassignment, the PSE interventions should
not be more or less accessible to them. In other words, most demographic factors were
viewed as not having an impact on the accessibility of PSE interventions, apart from
Disability. The results suggest that the level of accessibility of PSE interventions could be
impacted if an individual with PSE also has a disability as the median score (3) rated by

participants falls under the “inaccessible” category.

Table 4
The accessibility ratings of Demographic factors by healthcare professionals and researchers

during the Delphi method

Demographic Factor Median (IQR) round 1 Median (IQR) round2 %

Age 4 (2) 4.5 (1) 44.4
Relationship status 4(1) 4 (1) 43.8
Ethnicity 4(2) 4 (1) 41.2
Religion/Belief 4 (2) 4 (1) 35.3
Gender 4 (1.75) 4 (1) 35.3
Socio-economic status 4 (1) 4 (1) 35.3
Pregnancy 4(2) 4 (0.25) 23.5
Sexual Orientation 4 (1.25) 4 (0.25) 23.5
Gender Reassignment 4 (1.25) 4 (0)** 20.0
Disability 3(1) 3(1) 16.7

Note. Values are presented as the group median (IQR) on the 7-point Likert scale. The 7-

point Likert scale ranges from 1-7, from very inaccessible to very accessible, respectively.
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The percent column denotes the percentage of panellists who scored the PSE intervention
within the “Accessible” category, scores between 5-7, in round 2.
Key: *signifies consensus was reached, **signifies that a “strong” consensus was reached in

round 2.

Which service factors did experts consider impact the accessibility of non-
pharmacological PSE interventions?

The results of the Delphi surveys found that staff numbers and waiting times could
impact the accessibility of PSE interventions, with participants rating service factors making
PSE interventions inaccessible, see Table 5. Therefore, suggesting that the staff numbers and
waiting times can lead to PSE interventions being inaccessible. However, a consensus was

not reached for this.

Table 5
Service factor ratings of accessibility by healthcare professionals and researchers during the

Delphi method

Service Factor Median (IQR) round 1 Median (IQR) round 2 %

Staff Numbers 3 (2) 3(1.25) 12.5

Waiting times 3 (1) 3(2) 5.9

Note. Values are presented as the group median (IQR) on the 7-point Likert scale. The 7-
point Likert scale ranges from 1-7, from very inaccessible to very accessible, respectively.
The percent column denotes the percentage of panellists who scored the PSE intervention

within the “Accessible” category, scores between 5-7, in round 2.
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Qualitative Data from Mini-focus groups

A total of eight participants were involved in the mini-focus groups, including five
males and three females. Five of those who took part in the groups were clinical
psychologists, two were clinical academics/researchers, and one was a medical doctor. Seven
of the participants were known professionally to the primary researcher and/or supervisors.
Data was themed according to general domains covered in the topic guide upon analysing the
data, with the specific content being categorised inductively within each domain (see
Appendix N). Uncertainties about assessment and diagnosis, the roles of multidisciplinary
team members, and factors impacting the delivery of PSE interventions were raised
inductively regarding the barriers in accessing PSE interventions. Whereas sensitivity to
context and maximising support provided to the changing nature of PSE over time were
raised regarding maximising the accessibility and helpfulness of PSE interventions.

Barriers in accessing PSE interventions
Uncertainties about Assessment and Diagnosis

Participants discussed the barriers in assessing and diagnosing patients with PSE.
Assessing for PSE was considered to be a complex process, due to the potential for
misdiagnosis, the diagnostic overlap with depression, and the limitations of outcome
measures to assess the impact PSE has on patients’ daily lives.

The existing knowledge of staff, those with PSE, and their family members, were also
discussed as having an impact on the assessment and diagnosis of PSE. Whether individuals
can identify PSE symptoms and differentiate PSE symptoms from a normal response
following a stroke, were all perceived as impacting the likelihood of people with PSE being
assessed. Participants cited that PSE is often addressed if the patient, family, or other staff

members explicitly raise and state their concerns about it.
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Additionally, staff’s professional background, their experience of assessing and
diagnosing PSE, whether their service assessed or diagnosed PSE, and whether it was
deemed appropriate to assess or diagnose patients for PSE were all reported as barriers. A
particular point was made regarding staff that, especially in the acute setting where PSE
symptoms are more prevalent, being uncertain as to the need to diagnose PSE patients or
provide an intervention beyond “normalising” or “providing education” as “we'll just kind of
wait this out it might...it might kind of resolve itself” would act as barriers.

Participants also discussed how there were not always opportunities to diagnose those
with PSE due to the time-limited nature of sessions, with some staff being limited to “10-
minutes” to complete a full (medical) assessment of stroke survivors. Furthermore, reliance to
identify PSE symptoms as being placed on the patient, family, or other staff members stating
their concerns around PSE was considered a further barrier.

The age, gender, and cultural background of patients and their family members was
also considered by participants to impact help-seeking behaviours based on perception of
mental health conditions “I guess most challenging in a way is kind of working with family
members where there's not a lot of emotional literacy in the family anyway.” There were also
discussions around how some patients may struggle to seek help due to their own perceptions
and biases around seeking support.

Roles of multidisciplinary team members

During the mini-focus groups, participants discussed the confusion amongst some
staff regarding who was responsible for assessing and diagnosing PSE and who was
responsible for supporting and intervening. One example thus read: “I certainly think that
most stroke [professionals] would think it's not their responsibility.” Similarly, one
participant commented how people with PSE “do fall through the cracks a bit” as various

professions would see it not as their responsibility to support the individual regarding their
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PSE. Furthermore, it was noted if PSE is noticed too late in the stroke pathway, then there
was a risk of patients being missed in primary care or other services, such as Improving
Access to Psychological Therapies (IAPT), due to the general lack of knowledge around PSE.
In addition, staff’s ability to manage distress and uncertainty were found as barriers to the
accessibility of PSE interventions, as staff can feel overwhelmed when faced with PSE
symptoms.

Factors impacting the delivery of PSE interventions

Participants explored at what point PSE should be managed and whether it needed to
be managed or whether appropriate initial responses to PSE should simply be a caring
response rather than an “intervention”, especially due to its prevalence in the acute stage.
Therefore, participants were uncertain whether they should label certain strategies such as
“normalising PSE symptoms” or “provide education to patient” as interventions.

The importance of prioritising support, in relation to their PSE symptoms, increased if
the PSE symptoms were perceived as complex by staff if they were impacting the patient’s
rehabilitation and/or functioning and based on the length of time the patient had experienced
symptoms. Regarding relationships, PSE symptoms were perceived as complex if they
impacted on individual’s their relationships, if relatives’ behaviours were unhelpful, or if the
family raised concerns. Where family members raised concerns of PSE, patients were more
likely to receive support in relation to their symptoms: “I have tended to find that the actual
patient is less bothered by them, by it, than say a family member”. However, the helpfulness
and accessibility of interventions, such as “provide education for family” was dependent on
the family context, such as whether the family were involved, or based on the family
member’s perception of emotion with one participant citing. Additionally, the perceived
severity of PSE was impacted based on what was competing with the symptoms “Well,

what's it competing with? In turn, it sounds a bit brutal this, but it's the matter, isn't it?”” and
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“If PSE symptoms were competing with other conditions which are prioritised, then PSE are
not considered essential to focus on.”

Furthermore, participants discussed how people with disabilities in the context of PSE,
such as language or cognitive impairments, may also struggle to engage in helpful or
accessible interventions, with one participant citing “if somebody has aphasia or
communication difficulties” as a factor impacting the accessibility of PSE interventions.
Furthermore, the reliance on family members for support in implementing PSE interventions
was noted, with one participant stating, “they may need to rely upon the family member, a
family member, to be able to implement some of these interventions”. Focus group
participants also mentioned how due to having had limited experience of working with
diverse populations, there was a level of uncertainty as to the impact personal characteristics
can have on accessibility and helpfulness of interventions.

Maximising the accessibility and helpfulness of PSE interventions
Sensitivity to Context

Participants also discussed what considerations they make when supporting people
with PSE. Reference to Royal College of Physicians (RCP; 2016) stroke guidelines for
supporting people with post-stroke anxiety/depression, in relation to using distraction
techniques, were briefly discussed. There was a disagreement regarding the helpfulness of
distraction as an intervention as it was viewed by some participants as maintaining anxiety
and/or depression under some contexts. However, it was named by a participant as the only
intervention mentioned in the RCP guideline.

Participants also kept bringing back to the conversation the importance of applying a
person-centred approach. As PSE management is context specific, participants mentioned
that there is “always a need to adapt interventions”, and to consider “cultural backgrounds”

when working with stroke survivors.
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Additionally, participants discussed the resources used to inform stroke survivors
about PSE and to support implementation of interventions. For patients and their families,
they were: provide education, provide materials, support family involvement, provide a
variety of “tools” for a patient to develop a toolkit, and use pharmacological approaches. The
discussion around providing education was recurrent throughout the focus group, in line with
the consensus ratings regarding perceived level of helpfulness and accessibility.

From the discussions, it appeared essential to provide education to the patient and that
this should occur when symptoms appear. Additionally, participants spoke about how helpful
providing a variety of tools/interventions is, as not often does one intervention fit for all
patients based on their own context. Therefore, despite some items appearing as highly
helpful or accessible, there were some which although rated as “neither helpful or unhelpful”,
such as “take a deep breath”, participants felt could be helpful to some patients in some
contexts. Additionally, participants discussed how staff should be supported via provision of
education around PSE, using pre-prepared leaflets and other materials to educate patients and
their families. In this regard, it was felt that staff should hold responsibility in supporting
those with PSE in the acute stage where PSE symptoms are more common (Gillespie et al.,
2016).

Matching support provided to the changing nature of PSE over time

When exploring pathways for supporting people with PSE, participants discussed
steps to ensure involvement of key staff, when psychological support is needed, and what
interventions are most helpful depending on the time point in the stroke pathway, “where the
things we have been talking about, maybe the complexity of the emotionalism, how far down
the the, the line it it is”.

Step one would include all MDT staff providing patient and family with education

regarding PSE, normalising the condition, and offering a human response to distress as
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“normal human beings acknowledge when somebody starts crying in front of them™.
Furthermore, it was thought that all staff could be involved in supporting individuals with
PSE during this step. With one participant stating, “Step one is something that everybody
who works in clinical practice ought to be able to do”. Participants reflected that potentially,
step one could take place during the acute or post-acute stage of a patient’s pathway.

Step two would include more specialised staff exploring the impact PSE is having on
the individual’s rehabilitation, socialising, and relationships although without an intervention
but including assessment of whether an onward referral to psychology would be necessary.
One participant cited “Step 2... Yeah, you might... I certainly, I'm still not in intervention
frame of mind here” and “Only the patient can tell you if it is affecting their function. It's our
job to ask the right questions and to get them to consider it”. Where “if it comes up in a way
that it's there's a bit of time and it seems really important, we have haven't got on to how you
decide when it's so important that you've got to find time to do it and think about referral”.

Step three occurs when the PSE is more complex, severe, occurring at a later stage in
the stroke recovery pathway, “it might be more of a problem if you're seeing someone sort of
six months and beyond that sort of a year and emotionalism is still a real problem” or having
a higher impact on the patient’s life. Additionally, this might be where psychologists would
be expected to be involved in supporting people with PSE “if there is distress as a result of
the PSE that is difficult to manage and that's having an impact on rehabilitation that might be
a clearer pathway for a psychologist to become more involved”. One participant cited step
three as “stage three would be, ok, now we're starting to think more formally about whether
there's something to formulate and try as a more specific intervention”.

Discussion
In summary, this study took the first step towards suggesting recommended, helpful,

and accessible non-pharmacological interventions for people with PSE. We gathered data
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from PSE clinical experts working in stroke services and academic experts by research
regarding perceived levels of helpfulness and accessibility of current non-pharmacological
interventions for PSE. We also identified whether demographic or sociocultural factors might
influence healthcare professionals’ and researchers’ opinions of the interventions they may
have encountered. We then reached data consensus using the Delphi method on the most
helpful and accessible intervention options which are/can be offered within stroke services,
both publicly (e.g., in the UK National Healthcare Service; NHS) and privately (Dalkey,
1969) and on what factors may impact access to healthcare services/interventions for these
interventions. Finally, we used mini-focus groups comprising the same clinicians and
researchers to gather in-depth data regarding the context surrounding the helpfulness and
accessibility of PSE interventions.

The present study found that the interventions considered most helpful and accessible
and where the consensus was also deemed “strong”, were “Ask the patient to take a deep
breath”, “Provide education for patient”, “Acknowledge the PSE and then continue current
activity”, and “Teach distraction techniques”. Content analysis of the transcript revealed the
emergence of two themes. These were barriers to accessing PSE interventions and
maximising the accessibility and helpfulness of PSE interventions.

To the best of our knowledge, this is the first study which draws upon the variations
and nuances of the accessibility and helpfulness of non-pharmacological interventions.
Furthermore, it is believed to be the first study focusing on the impact of demographic and
social factors on the helpfulness and accessibility of PSE interventions. The study used the
Delphi method and followed guidance to ensure robust findings (McMillan et al., 2016).
Additionally, the study’s sample size was within the recommended range of over 15 and

under 50 participants (McMillan et al., 2016).
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Interestingly, most PSE interventions were rated as neither accessible nor inaccessible
when considering demographic or social factors. However, age, gender, ethnicity and socio-
economic status can influence an individual’s perception of mental health conditions and
impact their access to treatment (Leis et al., 2011; Liddon et al., 2017; Ward et al., 2009;
WHO, 2022). Therefore, it was surprising that this was not found in the results of the Delphi
method. However, upon discussion in the mini-focus groups, participants identified how age,
disability, gender, and cultural background could impact the accessibility and helpfulness of
PSE interventions. Specifically, they noted that adaptations to interventions based on the
context of the individual are essential. Accordingly, in clinical practice in the UK
frameworks, such as the Stroke-Specific Education Framework (SSEF; Department of
Health, 2007; Watkins et al., 2009), the need to adapt assessments and interventions to fit the
understanding and needs of patients is prominent. UK clinical guidance and research findings
advise clinicians to consider the contextual factors surrounding a patient when assessing and
implementing interventions for mood and emotion changes post-stroke (NICE, 2013; RCP,
2016; Watkins et al., 2009). The findings from the study support current guidance concerning
best practices when supporting stroke survivors.

Issues regarding the complexity of the assessment and diagnosis of PSE by patients,
family members, and staff also mirror previous Care Quality Commission stroke review’s
(2011) findings detailing similar issues relating to post-stroke depression. Staff’s professional
background and experience in assessing and diagnosing PSE were identified as barriers in the
UK national project for improving access to psychological care after stroke (NICE, 2012),
along with the perceived levels of importance staff place on PSE symptoms. This raises a
concern that some stroke survivors may fall through the gaps if they do not ask staff for

support (Sauvé, 2016).
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It was felt by participants in the current study that the responsibility of assessing and
supporting those with PSE should be shared, which is supported by research (Clarke &
Forster, 2015). If it is complex or severe PSE, responsibility should fall under psychology.
These findings align with the recommendations from NICE (2013) guidelines and the SSEF
(Department of Health, 2007; Watkins et al., 2009). Although these recommendations have
been suggested across UK services, based on participants’ discussions in the mini-focus
groups, shared responsibility may not currently occur across all stroke services.

During the Delphi-Method, healthcare professionals and researchers outside of Europe
also completed the questionnaire, which provides valuable insight into the perceived
helpfulness and accessibility of non-pharmacological interventions globally. Additionally, the
trustworthiness of the data following content analysis was managed by including an external
researcher (Elliot et al., 1999). Whilst there is no formal model to rate the quality of Delphi
method research, the “stepwise” model has been recommended in healthcare (Nasa et al.,
2021). To improve the quality of the Delphi method, some researchers suggest keeping
rounds open to allow the stability of results (Linstone & Turoff, 1975; Nasa et al., 2021). Due
to time limitations for the project, this was not possible. However, there appears to be some
stability in the results as most of the ratings did not shift from one category to another
between the first and the second round.

It is common to have under 50 participants in the Delphi method research. However,
the sample size of the present study is a potential limitation as it would have been beneficial
to gather information from a broader scope of professionals globally. Most of the participants
who took part in the Delphi method were psychologists, meaning we mostly gathered
opinions from individuals more likely to have encountered emotionalism in their clinical
practice. Furthermore, there was not a variety of participants across different ethnic or

religious groups, with most participants ethnicities being white and considering themselves
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non-religious. Neither was there a large range of participants from a range of continents, with
most having studied and worked in Europe, and having had little experience of working with
diverse populations. Moreover, a relatively small number of participants attended the mini-
focus groups, eight in total. Therefore, the contextual information gathered from the mini-
focus groups is limited as all participants worked in the UK and a limited number of
demographic and social groups were represented, with all members of the mini-focus groups
being white and over the age of 30 and with some having mentioned their own inexperience
of working with diverse populations in stroke services. Research suggests that the
demographic and sociocultural factors of healthcare professionals and that of their patients
can influence healthcare professionals’ clinical decision making (Boissoneault et al., 2016).
Thus, critical contextual factors impacting patients and services around and outside of the UK
may not have been addressed in this study as participants own demographic and social
characteristics may have influenced the results (Conforti et al., 2018). This may explain why
“disability” was the only demographic factor considered to have an impact on the
accessibility of PSE interventions during the Delphi method as the participants own biases
and experiences may have influenced whether they saw other demographic and social factors,
such as ethnicity, as influencing it. Finally, seven of the eight focus group attendees were
known to the primary researcher and/or supervisor, which may have potentially introduced
bias. Further research attempting to replicate the study on a wider scale or aiming to gather
the opinions of those with lived experience of PSE and/or their family members/carers, could
mitigate these limitations by using different recruiting channels and reaching different groups
(e.g., charities) where there may be a greater representation of different demographic and
social groups. Furthermore, collaborating with different Universities globally could also

support the recruitment of a more diverse participant sample.
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The findings from the study are in line with the Gillespie et al. (2020) study, which
reported that “educate patient” and “educate family” were considered the most effective
interventions. However, the study adds the strength of consensus having been reached by
professionals and researchers in the field, in addition to considering the accessibility of the
interventions and the contextual information around the quantitative results from the mini-
focus groups (Canessa et al., 2022; Sewpaul et al.,2021). Furthermore, the study
complements research investigating the opinions of individuals regarding their PSE
symptoms (Fitzgerald et al., 2022; McAleese et al., 2019). The findings from the current
study also propose a stepped/mapped care model, which considers who may support the use
of PSE interventions and what interventions are provided at each stage, which can
incorporate considerations for the use of interventions “in the moment”, their general
“coping”, and for the long term “impact” of their PSE symptoms (Fitzgerald et al., 2022).
Furthermore, the present study supports the importance of education regarding PSE
symptoms early in a stroke patient’s pathway (McAleese et al., 2019).

It is appropriate to suggest that education about PSE to staff is essential to support the
assessment and diagnosis of PSE. Especially as research and national guidance have
highlighted how vital providing education is concerning supporting individuals with other
mental health conditions, such as anxiety or depression (Butow et al., 2015; Melin et al.,
2018; NICE, 2012). Participants in this study reported a gap in knowledge regarding PSE in
healthcare services and primary care, which could be due to the relatively small amount of
research regarding PSE (Fitzgerald et al., 2022; McAleese et al., 2019). However, a
suggestion by participants was to manage barriers to PSE interventions by providing
education regarding PSE to staff, patients, and family members. Participants also perceived
non-psychology staff as having difficulties managing the perceived levels of distress by

patients and being uncertain regarding what to do when someone presented with PSE
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symptoms. Similar findings were reported in the previously mentioned UK national project
regarding improving access to psychological care for stroke patients concerning distress
(NICE, 2012). Therefore, acute and post-acute stroke services could consider whether
specialised staff, such as clinical psychologists/neuropsychologists, with experience and
knowledge regarding PSE need to provide training to MDT staff when new staff take-up their
role or if any gaps in knowledge within the team are found regarding PSE, the non-
pharmacological interventions to manage PSE, and the services’ PSE pathway.

Furthermore, it has been found across studies that adapting the implementation of
interventions, rather than the content, for depression can result in effective changes in mood
(Chowdhary et al., 2013). As it is common to experience cognitive impairment, language
difficulties, and physical disabilities following a stroke, considering adaptations based on
these deficits is in line with NICE guidelines relating to mood conditions following a stroke
and should be part of usual practice (NICE, 2013). In turn therefore, considering patients’
demographic and social factors is essential when assessing and supporting those with PSE.
This is especially the case when also considering the impact demographic and social factors
have on the incidence rate of stroke, patients’ access to health services, and the perceived
quality of life post-stroke (Bhaskar et al., 2019; Reshetnyak et al., 2020; Wang &
Langhammer, 2018, Sandel et al., 2009). Common considerations of what healthcare
professionals should be involved in across a PSE patient’s pathway and the complexity and
severity of symptoms led to the creation of a proposed pathway in this study. Participants
detailed the importance of, (i) including all staff in the assessment of PSE, normalising PSE,
and providing PSE patients and their families with education regarding PSE, (ii) having more
specialised staff supporting those with PSE, and (iii) a referral to psychology occurring due to
the complexity and severity of PSE symptoms, where the patient is in the stroke pathway, and

where more formalised interventions are suggested.
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Such a stepped-care model for supporting stroke survivors concerning anxiety and
depression has been developed in the NHS (NICE, 2011). Therefore, services could follow
the proposed model from the NHS to guide how they develop a PSE pathway. Furthermore,
educating participants on a variety of PSE interventions so that they may develop a “tool kit”
allows patients to access interventions based on their current need, as seen in
anxiety/depression studies (Becker-Haimes et al., 2017).

By raising awareness of PSE in services, stroke health professionals should be better
placed to understand their responsibility in assessing and supporting those with PSE, as seen
in the project conducted by NICE (2012) focusing on psychological care. Furthermore,
providing education to staff and developing a pathway for services should decrease
uncertainty in managing those with PSE. It is known that providing education to staff has
reduced uncertainty in other healthcare settings (Dodd-McCue et al., 2005). Therefore, stroke
services should consider developing a stepped-care pathway for assessing and supporting
PSE patients, which can reduce levels of stress and uncertainty in team members and ensure
those who seek or require support can access it (Dodd-McCue et al., 2005).

Conclusion

The interventions which were considered most helpful and accessible were “Ask the
patient to take a deep breath”, “Provide education for patient”, “Acknowledge the PSE and
then continue current activity”, and “Teach distraction techniques”. Stroke services should
consider how best to support patients with PSE and interventions might differ according to
where the person with PSE is in the stroke pathway. Furthermore, services should consider
developing a protocol for how they assess and support those with PSE, including which staff
are involved and what interventions are appropriate based on the complexity and severity of

PSE symptoms and the time since experiencing a stroke.
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Extended Methodology

This chapter provides further details in relation to the methodology of the empirical paper
which could not be included due to the suggested submission word count for empirical
papers. The rationale for using the Delphi method, the description, the rationale for the
qualitative methodology used, and the transcription process are considered.
Rationale for the use of Delphi Method

The Delphi method is considered a consensus method used in research to problem-
solve or determine priorities (Delbecq et al., 1976). The Delphi method is a highly structured
interaction between group (panel) members via questionnaires rather than in-person
communication (McMillan et al., 2016). Where a nominal group technique (face-to-face
group meetings) or focus group rely on the facilitator to control participation by group
members, the Delphi method is a more balanced approach as it allows responses from all
participants (McMillan et al., 2016). Therefore, there were many benefits of using the Delphi
method as the initial method to gather participant opinions on the helpfulness and
accessibility of non-pharmacological PSE interventions, as it allowed for a greater sample
size and representation of the sample. Whereas, if we used the nominal group technique, a
smaller sample size would have been used due to the format of running rounds of focus
groups and there would have been constraints on participants engaging in the study, such as
due to time differences. By completing the Delphi method online, we gathered the responses
from experts in other continents, where time zone differences would have made face-to-face
or video call meetings difficult (McMillan et al., 2016). However, a limitation of the Delphi
method was the work and time needed to conduct such a project, especially as multiple
rounds could be completed (McMillan et al., 2016). Considering the benefits of reaching a
wider number of individuals regardless of location, the Delphi method was still considered

the preferred method to reach a consensus regarding the preferred non-pharmacological
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interventions for PSE. However, one thing which the Delphi method does not necessarily
provide is the contextual information around the responses, which is where the use of
qualitative elements, such as a focus group, can be added as an additional part of the study
outside of the Delphi method (Linstone & Turoff, 1975) or following the rounds of
questionnaires (Canessa et al., 2022).

Currently, there are no reported quality frameworks for Delphi method projects (Nasa
et al., 2021). However, researchers have recommended the stepwise quality assessment of
Delphi studies in healthcare research (Nasa et al., 2021; see figure 1). Following the
approach, the empirical paper addresses each point on the stepwise model. Researchers have
argued against having a set number of rounds due to the impact this can have on the stability
of results (Linstone & Turoff, 1975), where a set shift can occur between one round and the
next (Dajani et al., 1979). However, due to the time limitations of the project, it was not
feasible to open the rounds. Upon examination of the Delphi results, there appears to be a
level of stability among the ratings as most PSE interventions were rated within the same
category (e.g., unhelpful, neither helpful or unhelpful, or helpful) across both rounds.
Furthermore, a major part of the study was on the contextual information surrounding the
results from the Delphi method, resulting in time needing to be allocated to run the focus

groups.
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Figure 1

Step wise quality assessment of Delphi studies (Nasa et al., 2021)

V Systematic identification
of problem area

Panel V Selection based on objective
members and a predefined criteria
v Anonymity of panellists and responses
Delphi rounds V Controlled feedback
V Iterative rounds
V Consensus criteria
Closing V Analysis of consensus
criteria V Closing criteria defined a priori
V Stability of results

Approach to qualitative methodology

As philosophical approaches influence the research process, including the methodology
and interpretation of results, it is viewed as essential for researchers to identify early on what
ontological and epistemological approach they align with (Jackson, 2013; Ramazanoglu &
Holland, 2002). Ontology positions relate to the interactions between the world and our
human interpretations and practices (Braun & Clarke, 2013). Epistemology refers to the
theory of knowledge (Ramazanoglu & Holland, 2002). There are different continua of
ontologies from realism to relativism, as there are for epistemology from constructivism to
empiricism (Braun & Clarke, 2013). Where realism (realists) assumes a knowable world
made sense of through empirical research, relativism argues there are many realities (Braun
& Clarke, 2013; Nightingale & Cromby, 1999).

Furthermore, where positivism assumes an easy and understandable relationship
between our perception of the world and the world itself, constructionism approaches
question whether knowledge is a reflection of reality, but instead, that how we make sense of
the world is tied to our social world (Braun & Clarke, 2013). Critical realists sit in the middle,

distinguishing between the ‘real’ world and the ‘observable” world (Braun & Clarke, 2013)
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and combine a realist ontology (that there is a knowable world) with a relativistic
epistemology (social context will influence our knowledge and how we make sense of the
world; Stutchbury, 2021).

At the initial stage of the project, I (the primary researcher) identified that my
ontological and epistemological perspective aligns with a critical realist approach, where the
exploration of underlying mechanisms to seek explanations was deemed essential; in this case
the context around the results of the second round of the Delphi method (Vincent &
Mahoney, 2018). My position of following a critical realist approach shaped the research
questions for the project. One of the main aims was to explore the context around non-
pharmacological PSE interventions. In line with critical realism, the aim was explored whilst
acknowledging that explanations are subjective and up to interpretation from others (Leung &
Chung, 2019).

Rationale for content analysis

A mixed methodology was adopted for the empirical paper to gather varying layers of
data to make sense of the opinions of experts regarding the accessibility and helpfulness of
non-pharmacological PSE interventions (Maxwell., 2012). Research has found that following
a critical realist approach whilst conducting content analysis for qualitative data can have
many benefits, it can extend interpretation from the surface level of information to a deeper
level of understanding (Leung & Chung, 2019). Therefore, based on the critical realist
approach | was taking with the project, it seemed appropriate to use content analysis to
analyse the data as | was able to investigate the differences in opinions among participants
(Hsieh & Shannon, 2005).

There are three main types of content analysis, these include summative, directed, and
conventional (Hsieh & Shannon, 2005). Conventional content analysis is considered by

researchers to provide a comprehensive picture of a “phenomenon”, through new insight
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exclusively grounded in the data (Hsieh & Shannon, 2005). Although the frequency of codes
and themes can be explored through content analysis, such as by using a summative
approach, it felt useful to focus on what themes, categories, and codes were spontaneously
identified (Hisieh & Shannon, 2005). Furthermore, by focusing on what is brought up rather
than the frequency, the importance of all participants’ opinions during the mini-focus group
could be shared. Additionally, rather than following a directed content analysis approach,
where themes are already identified, | was able to immerse myself in the data to allow new
insights to emerge (Kondracki & Wellman, 2002). This meant | gained direct information
from the participants without any pre-conceived themes impacting the analysis of results
(Hsieh & Shannon, 2005). Thus, allowing for relevant theories to be addressed in the
discussion section (Hsieh & Shannon, 2005).

Researchers have referred to the quality of qualitative data as the level of
trustworthiness it holds (Stenfors et al., 2020). Five broad domains are considered important
to consider regarding the rigor of qualitative research, these include credibility, dependability,
conformability, and transferability (truth value, applicability, consistency), and neutrality
(Lincoln & Guba, 1994). The credibility relates to the openness of the researcher in
describing the data and participants who took part in the paper whilst the dependability refers
to the stability of data over time and with different participants (Elo et al., 2014). The current
study reported the participant characteristics of all participants who took part in all stages of
the empirical project. Lincoln & Guba (1985) stated the importance of describing the
inclusion and exclusion criteria as well as the participant characteristics to strengthen the
credibility and dependability of one’s study. Furthermore, techniques, such as taking notes in
the mini-focus groups, recording the groups, peer debriefing, and focusing on the topic of

study (in this case through the topic guide), are considered techniques to increase the
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credibility of the research (Elo et al., 2014). Confirmability refers to there being congruence
amongst researchers regarding the data.

To support the trustworthiness of the data to present congruent data, an external
researcher was brought in to reduce researcher bias when handling the data. They were asked
to code, sub-categorise, categorise, and identify themes from one third of randomly selected
quotes from the transcripts. The independent researcher followed the process outline by the
researcher for 33% of randomly allocated data to determine whether they arrived at similar
findings and any disagreements were discussed until a consensus was reached. Transferability
refers to whether the findings can be applied to other contexts, settings, or groups (Noble &
Smith, 2015). Where the empirical paper focused on understanding the contextual factors
around PSE interventions, a theme throughout the paper was holding the opinion that the
helpfulness and accessibility of PSE interventions would depend on demographic, social,
service, and organisational factors. Therefore, the applicability of the study may not be
relevant as a criteria, as there is an understanding that the experiences across services
globally will be different (Stenforths et al., 2020).

Analytic Process of the mini-groups

The mini-group transcripts were originally developed from the Microsoft Teams
recordings. A transcript is provided once the recording stops. However, following this, the
transcript was anonymised, and the content was cross checked and altered based on what was
discussed in the recording. Following this, quotes from the transcript were placed in an excel
document. Sentences relating to the assessment and diagnosis, helpfulness of interventions,
and accessibility of PSE interventions were considered text to include in the excel document.
To move towards identifying themes, | worked across the excel columns, following

Erlingsson & Brysiewicz (2017) guide to content analysis, where “condensed meaning units”,
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“codes”, “sub-categories”, and “categories” were developed (see Appendix Q for an
example).

Condensed meaning units refer to shortening the text derived from the transcript to
preserve the core meaning. Following this, a code can be created as a label for the condensed
meaning unit. Following completion of all the codes for the condensed meaning units, the
codes were then sorted in alphabetical order to analyse whether any sub-categories or
categories began to emerge. Codes were then grouped together based on how they related to
each other through their content or context (Erlingsson & Brysiewicz, 2017). From this, | was
able to work towards the developments of sub-categories. The same step was then taken in
relation to developing categories and themes (Erlingsson & Brysiewicz, 2017). However,
content analysis is a reflective process, which means that the steps towards themes occur
multiple times, with researchers being required to go back to the transcripts, condensed
meaning units, codes, sub-categories, categories, and themes to reflect on the initial analysis.

Where the approach followed an “inductive” analysis, allowing for spontaneous data
to emerge from the transcripts, it is important to note that my understanding, previous
knowledge, and the set questions asked in the Topic guide would have influenced my
analyses. For example, the emergence of the category “Uncertainties about Assessment &
Diagnosis” within the theme of barriers to accessing PSE interventions was appropriate as a
question surrounding assessment and diagnosis was asked. However, as previously stated,
content analysis is a reflective process where the researcher must continue to reflect on their
assumptions, opinions, and personal beliefs to prevent them unconsciously steering the
analysis process (Erlingsson & Brysiewicz, 2017). In argument, as a critical realist, where it
is known that contextual factors will impact the direction of the research process and
analysis, being aware of this and reflecting on this during content analysis may simply be

enough.
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Extended Discussion and Critical Evaluation

This chapter summarises findings from the systematic review and empirical paper. Findings
of each are summarised and discussed in relation to previous research and literature in the
field. Additionally, the strengths and limitations of the thesis portfolio, the theoretical and
clinical implications, and suggestions for future research are outlined.
Overview of results

The thesis portfolio explored the contextual factors impacting the accessibility (ability
to engage with and use) and utility (the helpfulness to support coping with symptoms) of non-
pharmacological interventions for mood and emotion disorders following a stroke. The
systematic review investigated the reporting of protected characteristics in non-
pharmacological interventions for post-stroke anxiety and depression. The empirical paper
explored the opinions of healthcare professionals and researchers on non-pharmacological
interventions to support those with post-stroke emotionalism (PSE) using the Delphi method
and mini-focus groups.
Systematic review

The review identified what protected characteristics have been reported in non-
pharmacological RCT intervention studies for post-stroke anxiety and depression globally
using the framework PROGRESS-Plus (O’Neill et al., 2014). All papers reported the gender
of their participants, with none including information regarding the sexual orientation of their
participants. Furthermore, most studies did not include stroke characteristics (e.g., the type
and location of the stroke, and time since the stroke occurred). Only one study investigated
within-group differences regarding education, living circumstances, and whether caregivers
were at home. Currently, it is difficult to analyse who has taken part in research due to studies
not reporting the range of demographic and social characteristics of their participants. Taken

together the findings from the review suggest that studies should consider what
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characteristics are reported as this information is critically relevant for healthcare services
and clinicians when considering what non-pharmacological interventions may be accessible
to their population. From this, researchers and clinicians will be better informed as to who
has been included in non-pharmacological intervention research for post-stroke anxiety
and/or depression. Furthermore, future research should also consider whether exploring
within-group differences in outcomes is appropriate to understand better what contextual
factors may impact the accessibility and utility of non-pharmacological interventions for
those with post-stroke anxiety and/or depression.

Empirical paper

The quantitative aspect of the project (the Delphi method) aimed to reach a consensus
regarding the ratings of the accessibility and helpfulness of known PSE non-pharmacological
interventions by stroke healthcare professionals and researchers. The qualitative aspect of the
project explored the contextual factors which can impact the helpfulness and accessibility of
non-pharmacological PSE interventions. The project found that “providing education for
patient”, “talking to the patient about their goals concerning PSE”, and “providing education
for family” were rated as the most helpful interventions. Whereas “offering reassurance”,
“asking the patient to take a deep breath”, and “acknowledging the PSE and then continuing
current activity” were rated as the most accessible.

The mini-focus groups provided much-needed additional context surrounding the
implementation of these interventions, such as considering the barriers that can impact the
accessibility and helpfulness of PSE interventions. These included the demographic and
social factors of patients and the staff’s understanding of their roles in supporting the use of
PSE interventions. Similar concerns have previously been identified concerning supporting
stroke survivors in accessing psychological care (NICE, 2012). Frameworks in the UK have

been created to help staff in better understanding their roles and responsibilities in assessing
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and supporting those with emotional or mood conditions following a stroke (Department of
Health, 2007; Watkins et al., 2009). However, the experiences of the focus group members
suggest uncertainty regarding the use of these frameworks across all services.

Furthermore, certain interventions, such as “normalise the condition” and “provide
education” were considered caring or human responses to PSE symptoms rather than
interventions. This leads to the consideration that perhaps, based on where the stroke survivor
is in their pathway, they may be more likely to have specific interventions suggested to them.
Thus, the development of a stepped/mapped approach could be beneficial. Initially, in the
acute stage, a caring/human response appears to be more likely to be shown to those with
PSE, and then later in the pathway, they may be introduced to other strategies where the PSE
may be more severe, complex, or impacting their rehabilitation and/or relationships. Possibly
including some form of educational intervention, as suggested by participants, early on in a
stroke pathway could also be beneficial to patients and perhaps prevent distress regarding
PSE symptoms. Participants identified uncertainties about assessment and diagnosis, the
appropriateness of managing PSE symptoms, and the perceived importance of PSE (e.g.,
based on time since stroke and the severity of symptoms) as essential factors acting as
barriers to PSE interventions. Applying a person-centred approach, adapting interventions to
the individual, and developing a matched/stepped PSE service pathway, based on identifying
which staff are involved in assessing and supporting those with PSE and at what stage of a
stroke patients’ pathway they are supported, were all highlighted.

Interpretation of thesis portfolio findings in relation to previous research and findings
Overall, the systematic review supports findings from previous research that a

relatively low number of protected characteristics are reported in health-related research

(Attwood et al., 2016; Madani et al., 2022; Plastow et al., 2021). For example, the

conclusions from the systematic review are mirrored in Attwood et al.’s (2016) study which
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identified the difficulty of assessing within group differences in intervention studies due to
the impact this can have on statistical power (Petticrew et al., 2012). However, to support
health equity, researchers should be reporting the characteristics of their participants, which
does not come at the cost of statistical power, as this provides healthcare professionals and
services with a higher level of understanding as to the appropriateness of clinical
interventions based on the specific and individual characteristics of their stroke population.

There are very few studies exploring the non-pharmacological treatment of PSE
symptoms (Fitzgerald et al., 2022). However, the empirical paper supports findings
from Gillespie et al.’s (2020) study which identified that offering reassurance, talking to
the patient about their goals, acknowledging the PSE and then continuing with the
current activity, and providing education for the patient and family were considered the
most effective treatments by healthcare staff. Where the Gillespie et al. (2020) study was
able to recruit a large number of participants in the United Kingdom (n =220), the
current paper brings strength to its findings by aiming to achieve consensus globally
regarding the helpfulness of non-pharmacological PSE interventions, whilst also
working towards a consensus regarding the accessibility of the interventions.

There is currently limited research on non-pharmacological interventions of PSE.
However, a recent study investigated the experiences of individuals’ PSE symptoms in
order to develop a framework to shape non-pharmacological interventions (Fitzgerald et
al., 2022). The proposed model/framework includes themes regarding “in the moment”,
“ways of coping”, and “longer term impact”. Participants in this study cited strategies
they have used to cope with their symptoms including taking deep breaths, using
distraction, avoiding triggers, accepting their symptoms, and seeking support from
others (Fitzgerald et al., 2022). Most of these strategies, apart from acceptance and

seeking support, were included as interventions within the empirical paper.
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The need for discussions around emotionalism to take place early was highlighted
in the focus group and in other PSE research (McAleese et al., 2019). McAleese et al.
(2019) conducted a qualitative study to explore participant’s experiences of
emotionalism and how they managed their symptoms. The researchers discussed how
early education around PSE symptoms was expected to reduce the likelihood of the
development of negative beliefs and unhelpful coping responses to PSE symptoms
(McAleese et al., 2019). Considering the findings from this study and from Fitzgerald et
al. (2022), it could fit well with the suggested stepped/mapped care model from the
empirical paper. Where healthcare professionals consider what type of PSE interventions
might be more suited for different stages in the pathway, such as providing education in
step one, whilst providing interventions which are in the moment, to support their ways
of coping, or to support the long-term impact of PSE (Fitzgerald et al., 2022).

Where the empirical paper identified the impact age, gender, ethnicity, disability, and
cultural background have on the accessibility or implementation of PSE interventions, similar
findings have been acknowledged in psychological research into mood conditions (D’cruz et
al., 2021; Liddon et al., 2017; Ward et al., 2009). These findings support the
recommendations for services to consider the personal characteristics of PSE patients when
assessing and supporting their symptoms, in line with NICE guidelines relating to mood
conditions post-stroke (NICE, 2013). Where it is known that demographic and social factors
can impact health equity (WHO; 2022) and stroke outcomes (Reshetnyak et al., 2020),
healthcare professionals need to consider the roles they play in supporting access in groups.
Although a main aim of the paper was focusing on the demographic and social factors and
their interplay with treatment helpfulness and accessibility, the service and clinical contexts
of PSE non-pharmacological interventions was raised in the mini-focus groups. Points raised

regarding the lack of understanding of roles and responsibilities in relation to the
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management of PSE by healthcare staff parallel similar findings in the UK’s Stroke-Specific
Education Framework (SSEF; Department of Health, 2007; Watkins et al., 2009). Literature
regarding the implementation of evidence-based practice identifies the need to take into
consideration the service context and organisational and team structure in relation to
supporting stroke rehabilitation (Fisher et al., 2019; Horton et al., 2015). Therefore, the
empirical paper’s findings further support the need for services to consider service context
when assessing and providing non-pharmacological support for PSE.

Strengths and limitations

The thesis portfolio presented two novel main papers, which provide insight into the
demographic and social factors reported in post-stroke anxiety and depression non-
pharmacological intervention research and the recommendations for services in assessing and
supporting strove survivors with emotionalism.

In the systematic scoping review paper, PRISMA Scr (Tricco et al., 2018) guidelines
were adhered to, ensuring a robust approach and good reporting of research findings (Tricco
et al., 2018). Furthermore, the review is the first systematic scoping review to identify what
protected characteristics are being reported in RCTs for the non-pharmacological
management of post-stroke anxiety and/or depression. Additionally, it presented an important
finding, that there is limited research investigating the impact demographic and social factors
can have on the effectiveness of non-pharmacological interventions for post-stroke anxiety
and/or depression.

A limitation of the systematic scoping review was that the papers included had to
have been originally written in, or translated into, English. Therefore, inevitably, some papers
would have been missed. As the review focused on the global reporting of protected
characteristics in research examining the effectiveness of non-pharmacological interventions

for post-stroke anxiety and/or depression, it is a limitation that studies such as several
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identified from Wang et al.’s (2018) systematic review, were not included. Had the required
resources been available, it would have been beneficial to further explore the databases set in
non-English speaking countries. Linking with other researchers who can access such sites and
read different languages could have enabled this, given our focus on reporting demographic
and social factors globally (described as protected characteristics in the PROGRESS-Plus
framework; O’Neill et al., 2014). However, systematic scoping reviews can be used as an
approach to identify whether there is enough literature to consider completing a full
systematic review of data (e.g., if there is enough data to investigate outcome differences
between subgroups following the implementation of non-pharmacological interventions for
post-stroke anxiety/depression; Armstrong et al., 2011). Therefore, although it is a limitation,
it may not be disadvantageous for this review to have only included research in English.
Regarding the empirical paper, considering the step-wise quality framework
suggested by Nasa et al. (2021) for healthcare research using the Delphi method, the
empirical paper could potentially have benefited from not setting two rounds for the project
but instead keeping the number of rounds open until the results were stable (consistent).
Where there is an aim to reach a consensus, researchers have argued that the stability of the
results is essential, even if consensus is not reached (Dajani et al., 1979; Linstone & Turoff,
1975). Therefore, if there were no time limitations to the project, opening the Delphi rounds
until stability in the results was noticed would have added to the quality of the project.
Concerning the content analysis conducted in the empirical paper, appropriate steps
were taken to ensure that the findings were trustworthy, which is a marker of the quality of
qualitative research (Elo et al., 2014). With focus groups there is always the potential risk of
untrustworthiness in the interpretation of content analytic data (Noble & Smith, 2015). To
counter this, an external researcher independently assessed one-third of the condensed

meaning units and codes and was instructed to follow the same rules as deployed by the
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primary researcher to create sub-categories, categories and themes to increase the reliability
and validity of the emergent codes and themes (Ryan, 1999). The data was then compared to
the primary researcher’s findings, and consensus was reached where there were any
differences or where the external researcher felt the rules did not “fit” with the data.

Additionally, the empirical paper could have benefited from a more diverse
participant sample, where most participants recruited were Clinical
Psychologists/Neuropsychologists and identified their ethnicity as white. Having a more
diverse participant sample could have provided additional insight into the impact
demographic and sociocultural factors can have on the helpfulness and accessibility of non-
pharmacological interventions. Especially, as it has been suggested that a healthcare
professionals’ own demographic and sociocultural characteristics can influence the trajectory
of treatment (Boissoneault et al., 2016). However, although the study was unable to recruit
across all demographic and sociocultural groups, participants across the globe were able to
take part in the research, which would have provided important insight into the context of
non-pharmacological PSE interventions.

The empirical paper provides much needed insight surrounding the contextual
demographic, social, and service factors which can impact the helpfulness and accessibility of
non-pharmacological PSE interventions. Furthermore, it provides novel insights surrounding
the opinions of healthcare professionals and is the first Delphi method project to aim and
reach a consensus regarding the helpfulness and accessibility of PSE non-pharmacological
interventions.

The use of mini-focus groups in the empirical project to provide contextual
information regarding the accessibility and helpfulness of non-pharmacological PSE
interventions provided a deeper meaning to the ratings provided by the Delphi method.

Although helpful, there are however limitations to running focus groups. One is the impact
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researcher bias can have (Noble & Smith, 2015). Bias was moderated by inviting a second
researcher to support the running of the groups, thereby further ensuring as best as possible
the topic guide was adhered to. Additionally, by including another moderator in the mini-
focus groups, the overall running of the group was supported, as time management, the
summarising of comments, and checking-in responsibilities could be shared. As the primary
researcher, this supported me in feeling more present during the mini-focus groups, as | was
able to be present rather than hold all the next steps of the group on my own. Secondly, the
sample size of the mini-focus groups was relatively small. Therefore, as previously stated, the
data might not be fully representative of stroke services across the UK. However, vital points
were raised in the mini-focus groups, which other services can use to reflect on whether
similar barriers are noticed in their services.

Additionally, a potential limitation lies with the original aim of the focus groups being
to learn more about the role of demographic and social factors on the perceived helpfulness
and accessibility of non-pharmacological PSE interventions, but with the topic veering
towards service context and models. Although this was not the original aim of the project, the
knowledge gained surrounding service context is vital in better understanding how services
can support PSE patients. Furthermore, useful information was still gathered regarding the
context surrounding the impact demographic and social factors can have on the helpfulness
and accessibility of PSE interventions.

It is also important to consider the impact knowing seven out of the eight participants
in the mini-focus groups could have had on the delivery of the groups, which could have
resulted in conversations moving from the topic to other areas not relevant to the study.
However, the topic guide was created prior to knowing who was taking part in the mini-focus
groups and the data did not appear to have been influenced by the researchers having had

previous experiences with the participants.
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Overall, based on the suggested quality framework for the Delphi method and the
trustworthiness of the qualitative research, the empirical study is of good quality and provides
much needed insight regarding the perceived levels of helpfulness and accessibility to the
helpfulness and accessibility of non-pharmacological interventions for PSE and their barriers.
Clinical and service implications

Implementation science refers to research focused on the methods and strategies
which can support uptake of evidence-based practice and research into regular use by
professionals (Tucker et al., 2021). Where the systematic review highlighted the need for
demographic and social factors to be reported in stroke research to improve the understanding
of who is taking part in research and to better understand the differences in outcomes, the
empirical paper spoke to the considerations stroke services must make to support the
assessment and implementation of PSE interventions.

It is well known that demographic and social factors can impact the likelihood of
research involvement (Sheridan et al., 2020), with clear differences in participation of
research trials based on marital status, pre-morbid function, socioeconomic status, ability to
speak the native language and access to equipment and health services (Busija et al., 2013;
WHO, 2022). Where most of the studies mentioned in the systematic review recruited
participants from health services or via adverts, it would have been helpful to have seen
“who” was included in their research. This would allow researchers to better understand how
representative study populations are concerning primary outcomes. Furthermore, where the
empirical paper highlighted how service context can impact the likelihood of assessment and
support for those with PSE, the recommendations suggest that services should develop a
pathway relating to PSE to ensure appropriate patient care and support and to ensure the

uptake of evidence-based practice in relation to PSE. If adopted, such service initiatives



139

would more closely follow NICE (2013) guidelines in supporting stroke survivors with mood
and emotion conditions following stroke.

Indeed, despite the prevalence of PSE (Gillespie et al., 2016), there is a lack of
mention of assessing or supporting PSE patients, with some UK based national guidelines,
proposals, or reviews not mentioning PSE despite including information regarding post-
stroke anxiety and/or depression (NICE; 2013; RCP, 2016; SSEF, 2007). Implementing a
service embedded PSE care pathway would align with NICE guidance on a stepped care
model for common emotional or mood conditions (NICE, 2011) and allow services to
identify which staff should be involved at what points in the PSE care pathway, in addition to
providing the right level of support or intervention based on the complexity of the PSE or the
need for support by the patient (NICE, 2011).

From the empirical paper, there is also a highlighted need for services to identify what
contextual factors may be acting as barriers within their service, such as the perceived
importance of managing PSE symptoms based on symptom severity or the time since PSE
onset.

Theoretical Implications

The empirical paper integrated a mixed-method approach to gather multiple
perspectives regarding contextual information surrounding quantitative results. Where a
critical realist lens was applied to the project, it provided much needed context around the
results of the Delphi method regarding the helpfulness and accessibility of PSE interventions.
Rather than suggesting a specific approach with PSE patients, the paper sought to better
understand the context in which experts suggested the helpfulness and accessibility of certain
interventions. Thus, allowing services to consider their context and population when
assessing and supporting people with PSE. This supports the promotion of critical realism as

an approach to healthcare research as it allows services to hold autonomy in adapting
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interventions to better suit their population based on their contextual factors. Especially,
when it is known that demographic and social factors and team and organisational factors will
impact a patient’s outcome(S) post-stroke (Addo et al., 2012; Swiatkowska-Flis et al., 2014;
WHO, 2022; WSO, 2022).

Future research

The reporting of protected characteristics of the studies included in the systematic
review varied, emphasising the need for further research to provide a higher quality reporting
of such characteristics known to impact health equity. Additionally, further research is
needed to identify the impact protected characteristics, which are known to impact health
equity, can have on the accessibility/helpfulness of non-pharmacological interventions for
post-stroke anxiety, depression, and/or emotionalism.

The empirical paper could be extended by exploring the opinions of stroke survivors
regarding the accessibility and helpfulness of non-pharmacological interventions for PSE. If a
co-design approach was used, service users could add further contextual nuance to what
healthcare professionals say. Furthermore, such a project could allow PSE patients to be
actively involved in developing material relating to educating other patients, family members,
and staff about PSE, and provide opinions regarding what the PSE pathway could look like in
a stroke service. This could enrich the gathered data by obtaining the opinions and
experiences of PSE patients regarding the contextual factors that can act as barriers to their
accessing PSE interventions.

There appears to be a lack of research investigating the effectiveness of PSE
interventions on stroke survivors. Therefore, future research should consider developing a
pathway for PSE patients and the context surrounding the helpfulness and accessibility of
PSE interventions, identifying what staff are involved at what level of care and what

interventions may be appropriate based on the individuals’ circumstances, their need, and
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severity of symptoms. Additionally, there are still no psychological models or theories of
PSE (Fitzgerald et al., 2022). Future research including healthcare professionals, stroke
researchers, patients with lived experience and their family members, could follow a
qualitative design to explore what psychological factors might influence the outcome of
stroke survivors with PSE.
Overall conclusion

The thesis portfolio presents an overview of the contextual factors which are reported
and can impact the accessibility and utility of non-pharmacological interventions for post-
stroke mood conditions. As highlighted throughout the discussion, a range of contextual
factors, and individual characteristics can impact the accessibility and helpfulness of non-
pharmacological interventions for mood post-stroke. This provides impact into the
importance of transparency when reporting participant characteristics in stroke research and
the impact service context can have on the types of interventions which are accessible to
stroke survivors. Overall, this thesis portfolio provides further understanding and knowledge
of the impact protected characteristics and service context can have on the accessibility and
utility of non-pharmacological interventions for anxiety, depression, or PSE following a
stroke. This thesis provides an initial contribution to better understanding what demographic
and social characteristics researchers are reporting in stroke research, and to consider the
barriers and recommendations which have been identified to impact the helpfulness and

accessibility of PSE non-pharmacological interventions.
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About the journal

Disability and Rehabilitation is an
international, peer reviewed journal,
publishing high-quality, original
research. Please see the journal's Aims
& Scope for information about its focus
and peer-review policy.

From 2018, this journal will be online
only, and will no longer provide print

copies.

Please note that this journal only
publishes manuscripts in English.

Disability and Rehabilitation accepts the
following types of article: Reviews,
Research Papers, Case Studies,
Perspectives on Rehabilitation, Reports
on Rehabilitation in Practice, Education
and Training, and Correspondence.
Systematic Reviews including meta-
syntheses of qualitative research should
be submitted as Reviews. All other types
of Reviews will normally be considered
as Perspectives in Rehabilitation.

Special Issues and specific sections on
contemporary themes of interest to the
Journal's readership are published.
Please contact the Editor for more
information.

Open Access
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You have the option to publish open
access in this journal via our Open
Select publishing program. Publishing
open access means that your article will
be free to access online immediately on
publication, increasing the visibility,
readership and impact of your research.
Articles published Open Select with
Taylor & Francis typically receive 95%
more citations* and over 7 times as
many downloads** compared to those
that are not published Open Select.

Your research funder or your institution
may require you to publish your article
open access. Visit our Author Services
website to find out more about open
access policies and how you can comply
with these.

You will be asked to pay an article
publishing charge (APC) to make your
article open access and this cost can
often be covered by your institution or
funder. Use our APC finder to view the
APC for this journal.

Please visit our Author Services website
if you would like more information
about our Open Select Program.

*Citations received up to 9th June 2021
for articles published in 2016-2020 in
journals listed in Web of Science®. Data
obtained on 9th June 2021, from Digital

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 4 of 27
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Science's Dimensions platform,
available at https://app.dimensions.ai
**Usage in 2018-2020 for articles
published in 2016-2020.

Peer review

Taylor & Francis is committed to peer-
review integrity and upholding the
highest standards of review. For
submissions to Disability and
Rehabilitation authors are given the
option to remain anonymous during the
peer-review process. Authors will be
able to indicate whether their paper is
‘Anonymous’ or ‘Not Anonymous' during
submission, and should pay particular
attention to the below:

e Authors who wish to remain
anonymous should prepare a complete
text with information identifying the
author(s) removed. Authors should
upload their files using the ‘double
anonymous peer review' article types
during submission. A separate title page
should be included providing the full
affiliations of all authors. Any
acknowledgements and the Declaration
of Interest statement must be included
but should be worded mindful that
these sections will be made available to
referees.

e Authors who wish to be identified

should include the name(s) and

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 5 of 27
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affiliation(s) of author(s) on the first
page of the manuscript. Authors should
upload their files using the ‘authors
made known to the reviewers' article
types during submission.

Once your paper has been assessed for
suitability by the editor, it will be peer-
reviewed by independent, anonymous
expert referees. If you have shared an
earlier version of your Author’s Original
Manuscript on a preprint server, please
be aware that anonymity cannot be
guaranteed. Further information on our
preprints policy and citation
requirements can be found on our
Preprints Author Services page. Find out
more about what to expect during peer
review and read our guidance on
publishing ethics.

Preparing your paper

All authors submitting to medicine,
biomedicine, health sciences, allied and
public health journals should conform
to the Uniform Requirements for
Manuscripts Submitted to Biomedical
Journals, prepared by the International
Committee of Medical Journal Editors
(ICMJE).

We also refer authors to the community
standards explicit in the American
Psychological Association's (APA) Ethical

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 6 of 27
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Principles of Psychologists and Code of
Conduct.

We encourage authors to be aware of
standardised reporting guidelines below

when preparing their manuscripts:

e (Case reports - CARE
e Diagnostic accuracy - STARD
e Observational studies - STROBE

e Randomized controlled trial -
CONSORT

e Systematic reviews, meta-analyses -
PRISMA

Whilst the use of such guidelines is
supported, due to the multi-disciplinary
nature of the Journal, it is not

compulsory.

Structure

Your paper should be compiled in the
following order: title page; abstract;
keywords; main text, introduction,
materials and methods, results,
discussion; acknowledgments;
declaration of interest statement;
references; appendices (as appropriate);
table(s) with caption(s); figures; figure
captions (as a list).

In the main text, an introductory section
should state the purpose of the paper
and give a brief account of previous

work. New techniques and

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 7 of 27
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modifications should be described
concisely but in sufficient detail to
permit their evaluation. Standard
methods should simply be referenced.
Experimental results should be
presented in the most appropriate
form, with sufficient explanation to
assist their interpretation; their
discussion should form a distinct
section.

Tables and figures should be referred to
in text as follows: figure 1, table 1, i.e.
lower case. The place at which a table or
figure is to be inserted in the printed
text should be indicated clearly on a
manuscript. Each table and/or figure
must have a title that explains its

purpose without reference to the text.

The title page should include the full
names and affiliations of all authors
involved in the preparation of the
manuscript. The corresponding author
should be clearly designated, with full
contact information provided for this

person.
Word count

Please include a word count for your
paper. There is no word limit for papers

submitted to this iournal. but succinct
Home All Journals Disability and Rehabilitation
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their respective open access (OA)
policies. If this applies to you, please tell
our production team when you receive
your article proofs, so we can do this for
you. Check funders’ OA policy mandates
here. Find out more about sharing your
work.

My Authored Works

On publication, you will be able to view,
download and check your article’s
metrics (downloads, citations and
Altmetric data) via My Authored Works
on Taylor & Francis Online. This is
where you can access every article you
have published with us, as well as your
free eprints link, so you can quickly and
easily share your work with friends and
colleagues.

We are committed to promoting and
increasing the visibility of your article.
Here are some tips and ideas on how
you can work with us to promote your
research.

Queries

Should you have any queries, please
visit our Author Services website or
contact us here.

Updated 12-11-2021
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Where one or multiple data sets are
associated with a manuscript, these are
not formally peer reviewed as a part of
the journal submission process. It is the
author’s responsibility to ensure the
soundness of data. Any errors in the
data rest solely with the producers of
the data set(s).

Publication charges

There are no submission fees,
publication fees or page charges for this
journal.

Color figures will be reproduced in color
in your online article free of charge.

Copyright options

Copyright allows you to protect your
original material, and stop others from
using your work without your
permission. Taylor & Francis offers a
number of different license and reuse
options, including Creative Commons
licenses when publishing open access.
Read more on publishing agreements.

Complying with funding
agencies

We will deposit all National Institutes of
Health or Wellcome Trust-funded
papers into PubMedCentral on behalf of

authors, meeting the requirements of

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 23 of 27
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This journal applies the Taylor & Francis
Basic Data Sharing Policy. Authors are
encouraged to share or make open the
data supporting the results or analyses
presented in their paper where this
does not violate the protection of
human subjects or other valid privacy or
security concerns.

Authors are encouraged to deposit the
dataset(s) in a recognized data
repository that can mint a persistent
digital identifier, preferably a digital
object identifier (DOI) and recognizes a
long-term preservation plan. If you are
uncertain about where to deposit your
data, please see this information
regarding repositories.

Authors are further encouraged to cite
any data sets referenced in the article
and provide a Data Availability
Statement.

At the point of submission, you will be
asked if there is a data set associated
with the paper. If you reply yes, you will
be asked to provide the DOI, pre-
registered DOI, hyperlink, or other
persistent identifier associated with the
data set(s). If you have selected to
provide a pre-registered DOI, please be
prepared to share the reviewer URL
associated with your data deposit, upon
request by reviewers.

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 22 of 27
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product is still investigational.

Submitting your paper

This journal uses Taylor & Francis'
Submission Portal to manage the
submission process. The Submission
Portal allows you to see your
submissions across Taylor & Francis'
journal portfolio in one place. To submit
your manuscript please click here.

By submitting your paper to Disability
and Rehabilitation you are agreeing to
originality checks during the peer-
review and production processes.

The Editor of Disability and Rehabilitation
will respond to appeals from authors
relating to papers which have been
rejected. The author(s) should email the
Editor outlining their concerns and
making a case for why their paper
should not have been rejected. The
Editor may choose to accept the appeal
and secure a further review, or to not
uphold the appeal. In case of the latter,
the Editor of Disability and Rehabilitation:
Assistive Technology will be consulted.

On acceptance, we recommend that
you keep a copy of your Accepted
Manuscript. Find out more about

sharing your work.

Data Sharing Policy
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familiarise themselves with our policy
on participant/patient privacy and
informed consent. They may also use
the Consent to Publish Form, which can
be downloaded from the same Author
Services page.

Health and safety

Please confirm that all mandatory
laboratory health and safety procedures
have been complied with in the course
of conducting any experimental work
reported in your paper. Please ensure
your paper contains all appropriate
warnings on any hazards that may be
involved in carrying out the experiments
or procedures you have described, or
that may be involved in instructions,
materials, or formulae.

Please include all relevant safety
precautions; and cite any accepted
standard or code of practice. Authors
working in animal science may find it
useful to consult the International
Association of Veterinary Editors’
Consensus Author Guidelines on Animal
Ethics and Welfare and Guidelines for
the Treatment of Animals in
Behavioural Research and Teaching.
When a product has not yet been
approved by an appropriate regulatory
body for the use described in your
paper, please specify this, or that the

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 20 of 27
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Editorial Policies section on Research
Ethics.

Consent

All authors are required to follow the
ICMJE requirements and Taylor &
Francis Editorial Policies on privacy and
informed consent from patients and
study participants. Authors must
include a statement to confirm that any
patient, service user, or participant (or
that person’s parent or legal guardian)
in any type of qualitative or quantitative
research, has given informed consent to
participate in the research. For
submissions where patients or
participants can be potentially identified
(e.g. a clinical case report detailing their
medical history, identifiable images or
media content, etc), authors must
include a statement to confirm that they
have obtained written informed consent
to publish the details from the affected
individual (or their parents/guardians if
the participant in not an adult or unable
to give informed consent; or next of kin
if the participant is deceased). The
process of obtaining consent to publish
should include sharing the article with
the individual (or whoever is consenting
on their behalf), so that they are fully
aware of the content of the article
before it is published. Authors should

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 19 of 27
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Please ensure that all research reported
in submitted papers has been
conducted in an ethical and responsible
manner, and is in full compliance with
all relevant codes of experimentation
and legislation. All original research
papers involving humans, animals,
plants, biological material, protected or
non-public datasets, collections or sites,
must include a written statement in the
Methods section, confirming ethical
approval has been obtained from the
appropriate local ethics committee or
Institutional Review Board and that
where relevant, informed consent has
been obtained. For animal studies,
approval must have been obtained
from the local or institutional animal
use and care committee. All research
studies on humans (individuals,
samples, or data) must have been
performed in accordance with the
principles stated in the Declaration of
Helsinki. In settings where ethics
approval for non-interventional studies
(e.g. surveys) is not required, authors
must include a statement to explain
this. In settings where there are no
ethics committees in place to provide
ethical approval, authors are advised to
contact the Editor to discuss further.
Detailed guidance on ethics
considerations and mandatory
declarations can be found in our

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 18 of 27
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by a not-for-profit organization. For a
list of registries that meet these
requirements, please visit the WHO
International Clinical Trials Registry
Platform (ICTRP). The registration of all
clinical trials facilitates the sharing of
information among clinicians,
researchers, and patients, enhances
public confidence in research, and is in

accordance with the ICMJE guidelines.

Complying with ethics of
experimentation

Please ensure that all research reported
in submitted papers has been
conducted in an ethical and responsible
manner, and is in full compliance with
all relevant codes of experimentation
and legislation. All papers which report
in vivo experiments or clinical trials on
humans or animals must include a
written statement in the Methods
section. This should explain that all
work was conducted with the formal
approval of the local human subject or
animal care committees (institutional
and national), and that clinical trials
have been registered as legislation
requires. Authors who do not have
formal ethics review committees should
include a statement that their study
follows the principles of the Declaration
of Helsinki.
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copyright owner prior to submission.
More information on requesting
permission to reproduce work(s) under
copyright.

Declaration of Interest
Statement

Please include a declaration of interest
statement, using the subheading
"Declaration of interest." If you have no
interests to declare, please state this
(suggested wording: The authors report
no conflicts of interest). For all
NIH/Wellcome-funded papers, the grant
number(s) must be included in the
disclosure of interest statement. Read
more on declaring conflicts of interest.

Clinical Trials Registry

In order to be published in Disability
and Rehabilitation , all clinical trials
must have been registered in a public
repository, ideally at the beginning of
the research process (prior to
participant recruitment). Trial
registration numbers should be
included in the abstract, with full details
in the methods section. Clinical trials
should be registered prospectively - i.e.
before participant recruitment. The
clinical trial registry should be publicly
accessible (at no charge), open to all
prospective registrants, and managed

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 16 of 27
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11.

12.

13.

14.

Figures. Figures should be high quality
(1200 dpi for line art, 600 dpi for
grayscale and 300 dpi for colour).
Figures should be saved as TIFF,
PostScript or EPS files.

Tables. Tables should present new
information rather than duplicating
what is in the text. Readers should be
able to interpret the table without
reference to the text. Please supply
editable files.

Equations. If you are submitting your
manuscript as a Word document, please
ensure that equations are editable.
More information about mathematical
symbols and equations.

Units. Please use Sl units (non-

italicized).

Using third-party material in
your paper

You must obtain the necessary
permission to reuse third-party material
in your article. The use of short extracts
of text and some other types of material
is usually permitted, on a limited basis,
for the purposes of criticism and review
without securing formal permission. If
you wish to include any material in your
paper for which you do not hold
copyright, and which is not covered by
this informal agreement, you will need
to obtain written permission from the
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the direct applications of your research.
If there are no relevant competing
interests to declare please state this
within the article, for example: The
authors report there are no competing
interests to declare. Further guidance on
what is a conflict of interest and how to
disclose it.

8. Data availability statement. If there is
a data set associated with the paper,
please provide information about
where the data supporting the results
or analyses presented in the paper can
be found. Where applicable, this should
include the hyperlink, DOI or other
persistent identifier associated with the
data set(s). Templates are also available
to support authors.

9. Data deposition. If you choose to share
or make the data underlying the study
open, please deposit your data in a
recognized data repository prior to or at
the time of submission. You will be
asked to provide the DOI, pre-reserved
DOlI, or other persistent identifier for
the data set.

10. Supplemental online material.
Supplemental material can be a video,
dataset, fileset, sound file or anything
which supports (and is pertinent to)
your paper. We publish supplemental
material online via Figshare. Find out
more about supplemental material and
how to submit it with your article.

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 14 of 27
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rehabilitation for your paper. This
should be uploaded as a separate
document. Below are examples:
Example 1: Leprosy

o Leprosy is a disabling disease which
not only impacts physically but restricts
quality of life often through
stigmatisation.

o Reconstructive surgery is a technique
available to this group.

o In a relatively small sample this study
shows participation and social
functioning improved after surgery.
Example 2: Multiple Sclerosis

o Exercise is an effective means of
improving health and well-being
experienced by people with multiple
sclerosis (MS).

o People with MS have complex
reasons for choosing to exercise or not.
o Individual structured programmes
are most likely to be successful in
encouraging exercise in this cohort.

6. Acknowledgement. Please supply all
details required by your funding and
grant-awarding bodies as follows: For
single agency grants: This work was
supported by the under Grant . For
multiple agency grants: This work was
supported by the under Grant ; under
Grant; and under Grant.

7. Declaration of Interest. This is to
acknowledge any financial or non-
financial interest that has arisen from

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 13 of 27
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article PDF (depending on the journal)
and the online article. Authors’
affiliations are the affiliations where the
research was conducted. If any of the
named co-authors moves affiliation
during the peer-review process, the new
affiliation can be given as a footnote.
Please note that no changes to
affiliation can be made after your paper
is accepted. Read more on authorship.

2. Astructured abstract of no more than
200 words. A structured abstract should
cover (in the following order): the
purpose of the article, its materials and
methods (the design and methodological
procedures used), the results and
conclusions (including their relevance to
the study of disability and
rehabilitation). Read tips on writing your
abstract.

3. You can opt to include a video abstract
with your article. Find out how these
can help your work reach a wider
audience, and what to think about when
filming.

4. 5-8 keywords. Read making your article
more discoverable, including
information on choosing a title and
search engine optimization.

5. Afeature of this journal is a boxed
insert on Implications for
Rehabilitation. This should include
between two to four main bullet points
drawing out the implications for

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 12 of 27
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preparing your paper. An EndNote
output style is also available to assist
you.

Taylor & Francis Editing Services

To help you improve your manuscript
and prepare it for submission, Taylor &
Francis provides a range of editing
services. Choose from options such as
English Language Editing, which will
ensure that your article is free of
spelling and grammar errors,
Translation, and Artwork Preparation.
For more information, including pricing,
visit this website.

Checklist: what to include

1. Author details. Please ensure everyone
meeting the International Committee of
Medical Journal Editors (ICJME)
requirements for authorship is included
as an author of your paper. Please
ensure all listed authors meet the
Taylor & Francis authorship criteria. All
authors of a manuscript should include
their full name and affiliation on the
cover page of the manuscript. Where
available, please also include ORCiDs
and social media handles (Facebook,
Twitter or LinkedIn). One author will
need to be identified as the
corresponding author, with their email
address normally displayed in the

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 11 of 27
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see the object, due to a visual
impairment or print disability. Alt text
will also be displayed in place of an
image, if said image file cannot be
loaded. Alt Text can also provide better
image context/descriptions to search
engine crawlers, helping them to index
an image properly. To include Alt Text in
your article, please follow our
Guidelines.

Formatting and templates

Papers may be submitted in any
standard format, including Word and
LaTeX. Figures should be saved
separately from the text. To assist you
in preparing your paper, we provide
formatting template(s).

Word templates are available for this
journal. Please save the template to
your hard drive, ready for use.

A LaTeX template is available for this
journal. Please save the template to
your hard drive, ready for use.

If you are not able to use the templates
via the links (or if you have any other
template queries) please contact us
here.

References

Please use this reference guide when

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=idre20#Checklist Page 10 of 27
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Appendix B: Prisma Checklist
Preferred Reporting Items for Systematic reviews and Meta-Analyses extension for Scoping

Reviews (PRISMA-ScR) Checklist

of individual

appraisal of included sources of evidence; describe

TITLE
Title 1 Identify the report as a scoping review. 16
ABSTRACT
Provide a structured summary that includes (as
St applicable): background, objectives, eligibility
ructured o . ;
summary 2 criteria, sources of e_wdence, charting methoc_is, 17
results, and conclusions that relate to the review
questions and objectives.
INTRODUCTION
Describe the rationale for the review in the context
Rationale 3 of whgt is alrc_ead_y known. Explain why the revie_w 19
questions/objectives lend themselves to a scoping
review approach.
Provide an explicit statement of the questions and
objectives being addressed with reference to their
Objectives 4 key elements (e.g., population or participants, 21
concepts, and context) or other relevant key
elements used to conceptualize the review
guestions and/or objectives.
METHODS
Indicate whether a review protocol exists; state if
Protocol and and where it can be accessed (e.g., a Web
: i 5 } ; . . . ) 22
registration address); and if available, provide registration
information, including the registration number.
Specify characteristics of the sources of evidence
Eligibility criteria 6 used as eligibility cr_iter?a (e.g., years consid_ered, 22
language, and publication status), and provide a
rationale.
Describe all information sources in the search (e.g.,
Information databases with dates of coverage and contact with
. 7 . . " 22
sources authors to identify additional sources), as well as
the date the most recent search was executed.
Present the full electronic search strategy for at
Search 8 least 1 database, including any limits used, such 182
that it could be repeated.
Selection of State the process for selecting sources of evidence
sources of 9 (i.e., screening and eligibility) included in the 22
evidencet scoping review.
Describe the methods of charting data from the
included sources of evidence (e.g., calibrated forms
Data charting or f_orms that have been tested b)_/ the team before
10 | their use, and whether data charting was done 23
processt ; ) .
independently or in duplicate) and any processes
for obtaining and confirming data from
investigators.
List and define all variables for which data were
Data items 11  sought and any assumptions and simplifications 23
made.
Critical appraisal 12 If done, provide a rationale for conducting a critical 23
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sources of the methods used and how this information was
evidence§ used in any data synthesis (if appropriate).
Synthesis of Describe the methods of handling and summarizing
13 24
results the data that were charted.
RESULTS
. Give numbers of sources of evidence screened,
Selection of L . . .
assessed for eligibility, and included in the review,
sources of 14 . . . 26
. with reasons for exclusions at each stage, ideally
evidence . .
using a flow diagram.
Characteristics of For each source of evidence, present
sources of 15 | characteristics for which data were charted and 28
evidence provide the citations.
C.”“F:al appraisal If done, present data on critical appraisal of
within sources of 16 . . . 42
: included sources of evidence (see item 12).
evidence
Results of For each included source of evidence, present the
individual sources 17 relevant data that were charted that relate to the 42
of evidence review questions and objectives.
Synthesis of Summarize and/or present the charting results as
18 : : o 42
results they relate to the review questions and objectives.
DISCUSSION
Summarize the main results (including an overview
Summary of of concepts, themes, and types of evidence
. y 19 | available), link to the review questions and 53
evidence o .
objectives, and consider the relevance to key
groups.
Limitations 20 Discuss the limitations of the scoping review 56
process.
Provide a general interpretation of the results with
Conclusions 21  respect to the review questions and objectives, as 57
well as potential implications and/or next steps.
FUNDING
Describe sources of funding for the included
Funding 5y  Sources of evidence, as well as sources of funding 57

for the scoping review. Describe the role of the

funders of the scoping review.

JBI = Joanna Briggs Institute; PRISMA-ScR = Preferred Reporting Items for Systematic reviews and Meta-
Analyses extension for Scoping Reviews.

* Where sources of evidence (see second footnote) are compiled from, such as bibliographic databases, social
media platforms, and Web sites.

1 A more inclusive/heterogeneous term used to account for the different types of evidence or data sources (e.g.,
quantitative and/or qualitative research, expert opinion, and policy documents) that may be eligible in a scoping
review as opposed to only studies. This is not to be confused with information sources (see first footnote).

I The frameworks by Arksey and O’Malley (6) and Levac and colleagues (7) and the JBI guidance (4, 5) refer to
the process of data extraction in a scoping review as data charting.

§ The process of systematically examining research evidence to assess its validity, results, and relevance before
using it to inform a decision. This term is used for items 12 and 19 instead of "risk of bias" (which is more
applicable to systematic reviews of interventions) to include and acknowledge the various sources of evidence
that may be used in a scoping review (e.g., quantitative and/or qualitative research, expert opinion, and policy
document).

From: Tricco AC, Lillie E, Zarin W, O'Brien KK, Colquhoun H, Levac D, et al. PRISMA Extension for Scoping Reviews (PRISMAScR):
Checklist and Explanation. Ann Intern Med. 2018;169:467-473. doi: 10.7326/M18-0850.
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Appendix C: Search Terms

therapy or therapeutic or “psychotherapeutic*” or “Psychotherap*” or “treat*” or
“intervention” or “cognitive behavioural therapy” or “cognitive behavioral therapy” or

“behavioural therapy” or “behavioral therapy”

Anxiety or “anxi*” or anxiousness or “panic disorder” or “panic attacks” or
“phobic disorders” or agoraphobia or “social phobia” or “emotional disorder” or

“emotional disturbance” or “psychological disorder” or “psychological distress

stroke or “transient ischemic attack™ or “TIA” or “cerebral infarction” “stroke-patients”

Or “CVA” or “cerebrovascular accident”

randomised control trial or “randomized control trial” or “RCT”

OR

therapy or therapeutic or “psychotherapeutic*” or “Psychotherap*” or “treat*” or
“intervention” or “cognitive behavioural therapy” or “cognitive behavioral therapy” or

“behavioural therapy” or “behavioral therapy”

depression or “depressi*” or “mood disorder*” or “low mood” or “post stroke depression” or
“stroke associated depression” or “emotional disorder” or “psychological disorder” or

“psychological distress” or “emotional distress”
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stroke or “transient ischemic attack™ or “TIA” or “cerebral infarction” “streke-patients”

Or “CVA” or “cerebrovascular accident”

randomised control trial or “randomized control trial” or “RCT”
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Author(s), (Year)

Reasons for Exclusion

Battersby, M., Hoffmann S., Cadilhac, D.,
Osborne, R., Lalor, E., & Lindley R. (2009)
Baylan, S., Haig, C., MacDonald, M., Stiles,
C., Easto, J.,Thomson, M., Cullen, B.,
Quinn, T. J., Stott, D., Mercer, SW.,
Broomfield, N. M., Murray, H., &

Evans, J. J. (2020)

Chaiyawat, P., & Kulkantrakorn, K. (2012)

Cullen, B., Pownall, J., Cummings, J.,
Baylan, S., Broomfield, N., Haig, C.,
Kersel, D., Murray, H., & Evans, J. J.
(2018).

Renner, C.1. E., Outermans, J., Ludwig, R.,
Brendel, C., & Kwakkel, G. (2016)

Smith, J., Forster, A., & Young, J. (2004)

Hoffman, T., McKenna, K., Worrall, L., &

Read, S. J. (2007)

Anxiety/Depression not
primary outcome
Anxiety/Depression not

primary outcome

Anxiety/Depression not
primary outcome
Anxiety/Depression not

primary outcome

Anxiety/Depression not
primary outcome
Anxiety/Depression not
primary outcome
Anxiety/Depression not

primary outcome
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Author(s), (Year)

Reasons for Exclusion

Cullena, B., Jaycee Pownalla, J,
Cummingsa, J., Baylana, S., Broomfield, N.,
Haigd, C., Kersele, D., Murrayd, H., &
Evans, J. J., (2015)

Eames, S., Hoffmann, T., Worrall, L., Read,
S., & Wong, A. (2013).

Eames, S., Hoffmann, T., Worrall, L., Read,
S., & Wong, A. (2013)

Immink, M. A., Hillier, S., & Petkov, J.

(2014)

Ker, D., McCann, T., Mackey, E., & Wijeratne, T.

(2017)

Lund, A., Michelet, M., Kjeken, I., Wyller,
T.B., Sveen, U. (2012)

Ng, L., Sansom, J., Zhang, N., Amatya,

B., & Khan, F. (2017)

Thomas, S. A., Russell, C., Seed, R.,
Worthington, E., Walker, M. F., Macniven,

J. A., & Lincoln, N. B. (2013)

Anxiety/Depression not primary

outcome

Anxiety/Depression not primary

outcome

Anxiety/Depression not primary
outcome
Anxiety/Depression not primary
outcome
Anxiety/Depression not primary
outcome
Anxiety/Depression not primary
outcome
Anxiety/Depression not primary

outcome
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Author(s), (Year)

Reasons for Exclusion

van de Ven, R. M., Murre, J. M. J.,
Buitenweg, J. 1.V., Veltman, D. J.,
Aaronson, J. A., Nijboer, T. CW.,
Kruiper-Doesborgh, S. J. C., van
Bennekom, C. A. M., Ridderinkhof, K. R.,
& Schmand, B. (2017)

van Eeden, M., Kootker, J. A., Evers, S. M.
A. A., van Heugten, C. M., Geurts, A. C. H.,
& van Mastrigt, G. A. P. G. (2015)

Wolfe, C. D. A, Tilling, K., & Rudd, A. G.
(2000)

Zedlitz, A. M., Rietveld, T. C., Geurts, A.
C., & Fasotti, L. (2012)

Minshall, C., Castle, D.J., Thompson, D.R.,
Pascoe, M., Cameron, J., McCabe, M.,
Apputhurai, P., Knowles, S.R., Jenkins, Z.,

& Ski, C.F. (2020)

Sansom, J., Ng, L., Zhang, N., & Khan,

F. (2015)

Kang, K., & Li., S. (2022)

Anxiety/Depression not primary

outcome

Anxiety/Depression not primary

outcome

Anxiety/Depression not primary
outcome

Anxiety/Depression not primary
outcome

Anxiety/Depression not primary
outcome

and Intervention for stroke survivor
and

carers

Anxiety/Depression not primary

outcome

Caregiver intervention
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Author(s), (Year) Reasons for Exclusion

Simblett, S. K., Yates, M., Wagner, A. P., Efficacy study
Watson, P., Gracey, F., Ring, H., &

Bateman, A. (2017)

Yu, F., Li, H., Tai, C., Guo, T., & Pang, Family member intervention
D (2018)

Bek, J., Brown, M. R., Jutley-Neilson, J., Feasibility of therapeutic
Russell, N. C. C., Huber, P. A. J., & intervention

Sackley, CM. (2016)

Sackley, C. Brown, M., Bek, J., & Huber, P. Feasibility study
(2017)
Brittle, N., Patel, S., Wright, C., Baral, S., Focus on care home residents

Versfeld, P., & Sackley, C. (2008)

Wrapson, W., Dorrestein, M., Wrapson, J., Included 16-year-olds in study
Theadom, A., Kayes, N. M., Snell, D. L.,

Rutherford, S., Roche, M., Babbage, D.

R., Taylor, S., & Siegert, R. J. (2020)

Harrington, R., Taylor, G., Hollinghurst, S., Included family members/carers
Reed, M., Kay, H., & Wood, V.A., (2010)

Xie, J., Li, J., Sun, Q., & Cai, J. (2022) Includes Chinese Medicine
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Author(s), (Year)

Reasons for Exclusion

Marchant, N. L., Barnhofer, T., Klimecki,
O. M., Poisnel, G., Lutz, A., Arenaza
Urquijo, E., Collette, F., Wirth, M., Schild,
K., Coll-Padroés, N.,ReyrolleL; Horney

D; Krolak-Salmon P., Molinuevo, J. L.,
Walker, Z., Maillard, A., Frison, E., Jessen,
F., & Chételat, G. (2018)

Chalmers, C., Leathema, J., Bennetta, S.,
McNaughtonb, H., & Mahawish, K. (2019)
Tsai, Su-Ju; Li, Chia-Chi; Tsai, Shu-Mei;
Kao, Shu, Chuan; Pai, & Hsiang-Chu.,
(2022)

Hill, K., House, A., Knapp, P., Wardhaugh,
C., Bamford, J., & Vail, A. (2019)
Chan,C.K.P.L, Lo, T.L. T., Wan, A. H.
Y., Leung, P. P. Y., Pang, M. Y. C., & Ho,
R. T. H (2021)

Li, S., Blumenthal, J. A., Shi, C., Millican,
D., Li, X, Du, X, Patel, A., Gao, P., Delong,
E., Maulik, P. K., Gao, R., Yu, X., & Wu,

Y. (2018)

Includes those with cognitive

decline

Non-randomised trial

Non-randomised trial

Prevention study

Proposed study

Proposed study
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Author(s), (Year)

Reasons for Exclusion

Pui Kei, C., Mohd Nordin, N. A., Abdul Aziz, A.

F. (2020)

Rash, 1., Helgason, M., Jansons, D.,
Mitchell, L., & Sakakibara, B.M. (2022)
Le Danseur, M., Crow, A, D., Sutzman, S.,
& Villareal, S. (2019)

Moustgaard, A.K. (2005)

Ryan, T., Enderby, P., & Righy, A. S.
(2006)

Kootker, J.A., Fasotti, L., Rasquin, S., van
Heugten, C.M., & Geurts, A. (2012)
Rauwenhoff, J., Peeters, F., Bol, Y., & Van
Heugten, C. (2019)

Vasu, D. T., Mohd, N. N. A., & Ghazali, S.

E. (2021)

Proposed study

Proposed study

Requested access

Requested access

Stroke or Hip Fracture patients

included

Study protocol

Study protocol

Study protocol




188

Appendix E: CASP TOOL

CASP Randomised Controlled Trial Standard Checklist:
11 questions to help you make sense of a randomised controlled trial (RCT)

Main issues for consideration: Several aspects need to be considered when appraising a
randomised controlled trial:

™ Is the basic study design valid for a randomised
controlled trial? (Section A)

" Was the study methodologically sound? (Section B)
™ What are the results? (Section C)

™ Will the results help locally? (Section D)

The 11 questions in the checklist are designed to help you think about these aspects
systematically.

How to use this appraisal tool: The first three questions (Section A) are screening questions
about the validity of the basic study design and can be answered quickly. If, in light of your
responses to Section A, you think the study design is valid, continue to Section B to assess
whether the study was methodologically sound and if it is worth continuing with the appraisal by
answering the remaining questions in Sections C and D.

Record ‘Yes’, ‘No’ or ‘Can’t tell’ in response to the questions. Prompts below all but one of the
guestions highlight the issues it is important to consider. Record the reasons for your answers
in the space provided. As CASP checklists were designed to be used as educational/teaching
tools in a workshop setting, we do not recommend using a scoring system.

About CASP Checklists: The CASP RCT checklist was originally based on JAMA Users’ guides to the
medical literature 1994 (adapted from Guyatt GH, Sackett DL and Cook DJ), and piloted with
healthcare practitioners. This version has been updated taking into account the CONSORT 2010
guideline (http://www.consort-statement.org/consort-2010, accessed 16 September 2020).

Citation: CASP recommends using the Harvard style, i.e., Critical Appraisal Skills Programme
(2021). CASP (insert name of checklist i.e. Randomised Controlled Trial) Checklist. [online]
Available at: insert URL. Accessed: insert date accessed.

©CASP this work is licensed under the Creative Commons Attribution — Non-Commercial- Share
A like. To view a copy of this licence, visit https://creativecommons.org/licenses/by-sa/4.0/
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https://creativecommons.org/licenses/by-sa/4.0/
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StUuAy and CILAtION: ........eeee e e e e e e e e e e e e e e eaaeaaeae s

Section A: Is the basic study design valid for a randomised controlled trial?

1. Did the study address a clearly focused Yes No Can'’t tell
research question? O O O
CONSIDER:

e  Was the study designed to assess the
outcomes of an intervention?

e [sthe research question ‘focused’ in terms
of:
* Population studied
e |ntervention given
e Comparator chosen
e QOutcomes measured?

2.  Was the assighment of participants to Yes No Can’t tell
interventions randomised? O O
CONSIDER:

e How was randomisation carried out? Was
the method appropriate?

e Was randomisation sufficient to eliminate
systematic bias?

e Was the allocation sequence concealed
from investigators and participants?

3.  Were all participants who entered the study Yes No Can't tell
accounted for at its conclusion? O | O
CONSIDER:

e Were losses to follow-up and exclusions
after randomisation accounted for?

e Were participants analysed in the study
groups to which they were randomised
(intention-to-treat analysis)?

e Was the study stopped early? If so, what
was the reason?

Section B: Was the study methodologically sound?

4, Yes No Can't tell

e Were the participants ‘blind’ to
intervention they were given? O

e Were the investigators ‘blind’ to the O
intervention they were giving to
participants?

o  Were the people assessing/analysing O O O
outcome/s ‘blinded’?

OO
OO

5. Were the study groups similar at the start of Yes No Can't tell
the randomised controlled trial? O O O
CONSIDER:

o Were the baseline characteristics of each
study group (e.g. age, sex, socio-economic
group) clearly set out?

o Were there any differences between the
study groups that could affect the
outcome/s?
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Apart from the experimental Yes No Can't tell
intervention, did each study O O O
group receive the same level of
care (that is, were they treated
equally)?

CONSIDER:

e Was there a clearly defined
study protocol?

e [fany additional interventions
were given (e.g. tests or
treatments), were they
similar between the study
groups?

o Were the follow-up intervals
the same for each study

group?
Section C: What are the results?
Were the effects of intervention | Yes No Can’t tell
reported comprehensively? O O O
CONSIDER:
e Was a power calculation
undertaken?

e What outcomes were
measured, and were they
clearly specified?

e How were the results
expressed? For binary
outcomes, were relative and
absolute effects reported?

e Were the results reported
for each outcome in each
study group at each follow-
up interval?

e Was there any missing or
incomplete data?

e Was there differential drop-
out between the study
groups that could affect the
results?

e Were potential sources of
bias identified?

e Which statistical tests were
used?

e Were p values reported?

Was the precision of the Yes No Can't tell
estimate of the intervention or O O O
treatment effect reported?

CONSIDER:
e Were confidence intervals
(Cls) reported?
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any of the existing interventions?

CONSIDER:

finances, and skills development or

What resources are needed to introduce
this intervention taking into account time,

training needs?

Are you able to disinvest resources in one
or more existing interventions in order to
be able to re-invest in the new
intervention?

9. Do the benefits of the Yes No Can’t tell
experimental intervention O O O
outweigh the harms and costs?

CONSIDER:

e What was the size of the
intervention or treatment
effect?

e Were harms or unintended
effects reported for each
study group?

e Was a cost-effectiveness
analysis undertaken? (Cost-
effectiveness analysis allows
a comparison to be made
between different
interventions used in the
care of the same condition
or problem.)

Section D: Will the results help locally?

10. Can the results be applied to your local Yes No Can’t tell
population/in your context? O O O
CONSIDER:

e Arethe study participants similar to the
people in your care?

e Would any differences between your
population and the study participants
alter the outcomes reported in the study?

e Are the outcomes important to your
population?

e Are there any outcomes you would have
wanted information on that have not
been studied or reported?

e Are there any limitations of the study that
would affect your decision?

11. Would the experimental intervention provide | Yes No Can't tell
greater value to the people in your care than O O O
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APPRAISAL SUMMARY: Record key points from your critical appraisal in this box. What is your
conclusion about the paper? Would you use it to change your practice or to recommend changes to

care/interventions used by your organisation? Could you judiciously implement this intervention
without delay?




Appendix F: Advert for study

Call for STROKE HEALTHCARE PROFESSIONALS and RESEARCHERS to
take part in an ONLINE STUDY

Title: Reaching consensus to suggest guidelines for non-
pharmacological management of post-stroke emotionalism using the
Delphi method

194

We are looking to develop guidelines by

understanding what post-stroke emotionalism I am seeking
interventions (PSE) are being used globally, the participants to take
barriers patients might face in accessing them, part in an online
and helpful adaptations that can be made to survey (around 20
them, by hearing from experts in the field. minutes)

Following a stroke around 20% of people
suffer from PSE.

It is essential to better understand the
accessibility and helpfulness of the current
interventions being used in healthcare
services to promote care.

If you would like to learn more about the study and/or take part, please click on the following link

| Eligibility: Must be able to understand English |

R h focusing on: Post-stroke
What is PSE? ﬁm“ﬁﬂmﬂbl.ﬂ, Ff?uml-llhﬂraffad:.p?ss: :
PSE is the uncontrollable crying and/or laughter anderying, :
Ethical approval for the study has been granted by the Faculty of following stroke or crying or laughing without warning m‘;ms‘i'm disorder, and compulsive laughing
Medicine and Health Sciences at the University of East Anglia (when it is inappropriate). ez
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Appendix G: Faculty of Medicine and Health Sciences Ethics Committee Approval

University of East Anglia
Norwich Research Park
-+ Norwich. NR4 7TJ
Email: ethicsapproval@uea.ac.uk

University of East Anglia Web: www.uea.ac.uk

Study title: Reaching consensus to suggest guidelines for non-pharmacological management of post-stroke emotionalism using
the Delphi method and a Focus Group (amend ment, title)

Application ID: ETH2223-0913 (significant amendments)
Dear Georgina,

Your application was considered on 24th November 2022 by the FMH S-REC (Faculty of Medicine and Health Sciences
Research Ethics Subcommittee).

The decision is: approved.
You are therefore able to start your project subject to any other necessary ap provals being given.

If your study involves NHS staff and facilities, you wil | require Health Research Authority (HRA) governance approval before you
can start this project (even though you did not require NHS-REC ethics approval). Please consult the HRA webpage about the
application required, which is submitted through the system.

This approval will expire on 1st October 2023.

Please note that your project is granted ethics approval only for the length of time identified above. Any extension to a project
must obtain ethics ap proval by the FMH S-REC (Faculty of Medicine and Health Sciences Research Ethics Subcommittee)
before continuing.

It is a requirement of this ethics approval that you should report any adverse events which occur during your project to the FMH
S-REC (Faculty of Medicine and Health Sciences Research Ethics Subco mmittee) as soon as possible. An adverse event is one
which was not anticipated in the research design, and which could potentially cause risk or harm to the participants or the
researcher, or which reveals potential risks in the treatment under eval uation. For research involving animals, it may be the
unintended death of an animal after trapping or carrying out a procedure.

Any amendments to your submitted project in terms of design, sample, data collection, focus etc. should be notified to the FMH
S-REC (Faculty of Medicine and Health Sciences Research Ethics Subco mmittee) in advance to ensure ethical compliance. If the
amendments are substantial a new application may be required.

Approval by the FMH S-REC (Faculty of Medicine and Health Sciences Research Ethics Subcommittee) should not be taken as
evidence that your study is compliant with the UK General Data Protection Regulation (UK GDPR) and the Data Protection Act
2018. If you need guidance on how to make your study UK GDPR compliant, please contact the UEA Data Protection Off icer

(Hataprotection@uea.ac.ul).

Please can you send your report once your project is completed to the FMH S-REC (fmh.ethics@uea.ac.uR).
| would like to wish you every success with your proje ct.

On behalf of the FMH S-REC (Faculty of Medicine and Health Sciences Research Ethics Subcommittee)
Yours sincerely,

Paul Linsley



Appendix H: First Questionnaire Participant Information and Consent Form

E\

University of East Anglia

Post-strokel@motionalism(Survey

Page[l:[Information[Sheet

Dated[28/06/2022,Version3

Titlel6f(Study:[Reachingldonsensus(iblSuggestiguidelinesforiion-pharmacologicalhanagementdfipost-stroke[@motionalismusing
theDelphihethod

O
Thanklyouforldonsideringfakingpartihfhisitesearch.Pleasefindorelihformation@bouttheprojectbelow.]

Definition[0f(Post-stroke[@motionalism:[incontrollableButbursts(ofldrying@nd/orlaughingfollowinglalstroke, Motfbbeldonfusedwith
depression[@rllow(thood.

Synonyms(aflPost-stroke@motionalism:[pseudobulbar(affect,[post-stroke[@motionallihcontinence, [pathological Taughingland(@rying,
involuntaryl@motional@xpression(disorder,[@andi@ompulsivelaughingdriweeping.

O
Whatlis(thelstudy@bout?[]

ResearchSuggestsifon-pharmacologicallinterventionslareusediSupportipeopleWwith[post-strokel@motionalism{uncontrollable
outbursts(6fldryingl@nd/orllaughingfollowinglalstroke),ButlitisMotldlearwhichlihterventionfeelsostliseful fbthosewholdeliver
them,Wwhatladaptations(arel@donsidereduseful ,[andWhatBarriersthoseWith[post-stroke[@motionalismightfacefo@accessithese
interventions.WeWantblearnthore@boutthedurrentipreferencesforion-pharmacological(hon-medicine)ihterventionsfor(post-
strokelémotionalismBylisteningffhefhoughts@nd@pinionsiofiéxpertiiealthiprofessionalsi@ndresearchersiwholvorklinthis@area.
WelhopelthatByldoing(So,WweWill[Be@blefolitlentifyfhemostipotentiallyfielpful hionpharmacological ihterventionsforlpost-stroke
emotionalism,@ndlfhatffurtherresearchiéanthenévaluatehetherlthelinterventions(arefeasible@andeffective.C]

a
WholisindertakingtheStudy?[

ThelStudywillBeundertakenByGeorginaOttaway@spartidflierDoctorateih[Tlinical Psychology@tthe Wniversitydf[EastiAnglia.
ShelisSupervisedBy[ProfessorMiallBroomfield@ndDrFergusGracey.

0
Wholéan(fake[partlinitheStudy?

Welare[seekinglthe@pinions[ofiiealthcareWorkersandresearchersiwholhiavehadeéxperience Working With[Stroke [patientsWwith[post-
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stroke[@motionalism(drivholhave @xperienceldflresearching[post-stroke[@motionalism.The(studylis[Being@dvertised(globallyfor
healthcarelworkers/researchers(all@vertheWorldfbparticipate. [However,fofakepartyoueedibBe@blefoinderstandEnglish.
Therefore, thefollowing(Ihclusion[Criterial@pplyfortheStudy:

«[MMExperienceldfilorkingprofessionally@s(aldlinician@riresearcherwith(people Wholhave [Symptomsidfiémotionalismifollowing@
stroke.

«[MMMAccesslb@nélectronicidevice.
«[MMMAccessblanémail@ddress@nihichiBelSentSurveylinks.O
«[[MTAged[180rdver.[]

«[MMAblefonderstandEnglish.

O

Why(dolyoulvantmefofakepart?[]

WelBelievelitlis@ssential fo[Beablelgetihedpinions6fihosevhofiavedloseléxperience Withhanagingpost-stroke @motionalism.
WelBelievelthatBylisteningfoeéxpertsihtheield,veWwillBel@ablefbSuggestiguidelinesfegardingon-pharmacologicallinterventions
of(post-stroke[@motionalismihichlthay(Better[SupportfhoseWith[post-stroke @motionalism.(]

O
WhatWwouldIhavefodo?[]

Thelprojectlhitiallyihvolves[the @ompletion(oflaluestionnaire.The(Surveylihcludes(questions(fegardingjourldemographics,
guestionsl@boutlyourléxperienceBfworkingWwith/researchinglpost-stroke[@motionalism,@siwell@s[questions@aroundwhatyour
opinion[@fiGurrenton-pharmacologicallihterventions,BarriersiyouightihaveGomelacross(forthosewith[post-stroke[@motionalism
accessinglihterventions,[@nd@daptationsiwhich[danBeadefoSupportipeoplewith[post-stroke@motionalismldaccessthese
interventions.[Ifiyoul@onsentlfb(participate, jJouwill[Be@skedfoldompleteldaluestionnaire.ThisShouldfake@round20hinutes(to
complete.

O

Following(this, youightBelihvited foldompleteSecondNersionBfthe[uestionnaire[@nce fhelihitial foundBfdataldollectionBas(taken
place((laterlthisyear).ToSupportyoulihl[dompleting(this[Second(Survey,feedbackWill Be(given[ibyoulfo@xplainthe(different
responses(that6ther[participantsiavelibtheffirstiquestionnaire.ltiwouldBeseful fblreadthefeedback@nd@onsiderthe
responses(beforeldompletingthelSecond(duestionnaire.ThiswillhelppeopleWith[post-stroke[@motionalism(dope Betteriwiththe
conditionl@ndfthelimpactitfas@nltheirlives.[Y ourldontributioniwilli@lsolimprovelduridnderstanding6fBarriersthatpeopleWith[post-
stroke[@motionalism(ayfacelih[accessingmon-pharmacologicallihterventions.

0
Arethereldisadvantagesirisks[ofifakingpart?

WelhavenotBeen(ablefolidentify@nyldisadvantages(orlriskslihfaking[partihthe[Study.[However,weare@warethatthisWwill fakeup
somel@flyourfime@ndyoultightfindSomedfithelquestions(difficultfol@nswer.[Additionally, Wweare[@warethat@onfidentiality is[@fopic
whichhany(peopleWorry@bout.[Therefore,[pleaselfeadBelowhereeldiscuss(Gonfidentialityinmore(detail .

O
Confidentiality (]

ThoselWholdonsentlibtake(partihthelprojectWilldeedoprovidefheirlémail@ddresslastheymightbe@sked(tbldompletetheSecond
survey.[tisimportantihote fhatyour@mail @ddressiwill Be femovedfrom@nydnlineSystemuseddridataSoftware[System(ipon
completion/publication(6flthe(research.Mo[participantwill Belidentifiablelinfhepaperdfianypublication.Molpersonallihformation
(suchl@sthe@maill@ddresses)willbeSharedWith[dtherparticipantsiduringfhe(Study.[Solelytheprimaryfesearcher{Georgina
Ottaway)@ndHerSupervisors((ProfessorMiall[Broomfield@andDrFergusGracey)willhave@ccess(ibthedata.[Dataill [be
anonymised@nceldataldollectioniasBeendompletedfollowingfheSecondounddfiSurveys.

O
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Participantsiwhomollbngeriwant(fo fakepartinhtheStudy((e.g.,Whenl@skedfoldompletethe[Second(Survey),driwhoWish(fbhavetheir
responses(deletedBylthelresearcher((e.g.,followingthefirstiSurvey),[danldontactithelprimaryfesearcher(Georgina®ttaway) o Optlout
offthelproject.(However,litlisimportantioMote fhatidncefhedatalisi@nonymised(ivherefhel@émaill@ddresses(arefemoved),itwilbe
impossiblelbldeletel@nlihdividuallparticipantsidatafrom(thelproject.C]

]
Data[Management

Duringfthe(study,thedataiillBe[Storedlih[passwordprotected[documentslihthefesearcher’s@ncrypted Wniversity[®OneDrive.[Only
thelfesearcherl@and(Supervisorsiwilllhave@ccesslibtheselfiles.The@nonymised(dataiwill[Be(Stored By(the DataCustodian(Professor
NiallBroomfield),formollessthand0years,ihlineWithWEA[datahanagementpolicyl@and[GDPR(Guidelines.

Althoughlwe(are(dollecting[datalihternationally,[dataiWill Be[Stored[@ndfemain(ihthe[WK,Which(isWherethe(Study@riginatesfrom.
0
WholhasTeviewedtheStudy?[

Theléthicall@onductofithis(StudyhasBeenl@pprovedBytheFaculty6fMedicinel@ndMealthcareéthics[@ommittee @tlWniversity Of[East
Anglia.

0
Raising[Concerns

Although[WEAI[protocol(StatesthatProfessorMiallBroomfield,[ClinPsyD[Programme Director,[danbedontactedihfheléventdfiany
adversel@vents[drl[domplaints,@sProfessorBroomfieldlislihvolved(inhthelproject,[ProfessorRichardMeiser-Stedman({(email Below)
canBeldontactedih(Bis(Stead.

O
What(doIldomhext?(I

Ifyoul@relinterestedlihfaking(partihfhe(Study,pleasedlickthe ButtonBelowforeadfhe@onsentform,Orlifyoulhave@nyadditional
guestions,[pleaseldontactthelprimaryfesearcherGeorgina@ttawayBy@mail[{g.ottaway@uea.ac.uk).[]

O

ResearchTeam[

Researcher:[Georgina@ttaway[]
Supervisors:[ProfessorMiallBroomfield&DrFergusGraceyl]
O

Ifyoulhave@nyléoncernsioriéomplaintsi@bouttheesearchproject,[pleaseldontactProfessorRichardMeiser-Stedman
(R.Meiser-Stedman@uea.ac.uk)(]
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Page(2:[Consent[Page

O
CONSENTFORM

TitleloffProject:ReachingldonsensuslibSuggestiguidelines(foridon-pharmacological hanagementldfipost-stroke@motionalismlising
theDelphimhethod

0
Name[6f[Researcher:[Georginal@ttaway
By(dypingYes"@ndclicking@nhehext(pageButton:

1.MdonfirmEhatlhavefeadl@andinderstandthelihformation(Sheetldated28/06/2022[(Version[3){orithe@bove(study.lhavehadlthe
opportunityfoldonsiderthelihformation,@skiquestionsiandfavefiadthesel@answered(satisfactorily.T

2.[Munderstandfhatifhyparticipation(isVoluntary@ndthatllamfreefoMithdraw@t@nyfime.
3.[understandhatwilldotBeMamed(ih@nyrfesearchreports,@ndmypersonallihformationWilllemaindonfidential .1
4.[MgiveléonsentforlyoufoliseyMords[(with@nylitdentifyinglinformationremoved;@mendment)ih[@ny(fesearchutput.[]

5.[BhouldIdecidefbMWithdrawffomiakingpartihfhe(StudydncellhaveGompletedtheuestionnaire,llagreeforihy(datafobelsed
anonymously.

6.MagreefoBeldontactedibiakepartihtheSecondfound@dfihelSurvey.

PleaselfypelYeslibShowyouldonsentthen@lick“hextipage”b(Startthe(Study:

Please(@nter[afesponselfhat@nlydontains(letters.

40131
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Appendix I: Second Questionnaire participant Introduction and Consent Form

Post-strokel@motionalism(Survey:[Round2[[Insert[ParticipantID
number]

Pagel1:Information[Sheet

Dated(22/11/2022

Titlel6f(Study:[Reaching@onsensus(ibSuggestiuidelinesforion-pharmacologicalhanagementdfipost-stroke@motionalismiisingtheDelphi
method[@nd(@Focus[group

O
Thanklyou(forldonsideringfaking(partiihtheSecondrounddfihisresearch.Pleasefindhorelinformation@bouttheprojectBelow.]

Definition6f(Post-stroke[@motionalism:ncontrollableButbursts6férying@nd/orlaughingfollowing@istroke, MotfbBedonfused Wwith[depression[or
low(hood.

Synonyms[o6flPost-stroke@motionalism:[pseudobulbaraffect,[post-stroke[@motional ihcontinence, [pathological Taughing@nd@rying,ihvoluntary
emotional@xpression(disorder,[@andGompulsiveTaughingoriweeping.

O
Whatlisthelstudy@bout?]

ResearchSuggestson-pharmacologicallihterventionsaresedibSupportipeople With[post-stroke @motionalism{uncontrollable@utburstsdfidrying
and/orllaughingfollowingalstroke).However, itisMotdlearihichihterventionfeelshostUsefulfofhosewholdeliverfhem,hat@daptations(are
considerediseful,[@ndWhatDbarriersthoseWwithpost-stroke@motionalismiightfacefo@ccesstheselinterventions.Wewantiblearnihore@boutthe
currentlpreferences(forifon-pharmacological(hon-medicine)ihterventionsforpost-stroke[@motionalismBy listening (b thefhoughtsi@andopinions(of
expertlhealthiprofessionalsiandlresearchersiwhoWwork(ihthisldrea.We(hope(thatBy(doing(So,WeWill[be@blefolidentifythemostpotentiallyHelpful
nonpharmacologicallihterventionsfforlpost-stroke@motionalism(@ndfhatfurtherlfesearch(éanfhen(évaluate Whetherffheselinterventions(arefeasible
and(effective.[]

O
WholisindertakingtheStudy?0

ThelstudywillbeundertakenBy(Georgina@ttaway(@s(partiofiieriDoctoratein[Clinical PsychologyatMMorwichMedical[$chool,WniversityOfEast
Anglia.[Shelis[SupervisedBy(ProfessorNiallBroomfield[andDrFergus(Gracey,NorwichMedical[School,[Wniversity 6f[East/Anglia. [

O
Wholcéan(fake[partintheStudy?

WelareSeekinghepinionsofiiealthcareorkers@ndresearchersiwholhavehadéxperienceWorkingithStroke patientsWwith[post-stroke
emotionalismoriwho(have(@xperiencelresearching(post-stroke[@motionalism.[Thelstudylis[Being(advertised(globallyforlhiealthcare
workers/researchers(allldveritheworld(fo[participate.[However,[fofake[partyoueedtobe@blefoinderstandEnglish.Therefore,thefollowing
Inclusion[Criterial@applyotheStudy:

«[MIExperienceWorking[professionally@s(aldlinician(oriresearcherwith[people WhohaveSymptoms[ofiéemotionalismillowingaistroke.
«[MMAccess[ib@nlélectronicidevice.

«[MMAccess[ib@neémailladdressioniwhichibbelSentSurvey(links.Ol

«[MMAged8Grover.00

«[[MAblefoinderstandEnglish.

O

Why(dolyouwante [fo(fake(part?(]

Welbelievelitis[eéssential fobe@blefbigetthedpinionsdfithosewholhaveldlose@xperienceWithhanaging [post-stroke[@motionalism@nd/or@xpertise
in[post-streoke@motionalism.We(believefhatByllisteningfbeéxpertsiinfhelfield, veWillBe@blefbSuggestiguidelinesifegarding@on-pharmacological
interventions|oflpost-stroke[@motionalismWhichhay(betterSupportthose With[post-stroke[@motionalism.[]
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O
WhatWwouldIThavefoldo?0

AslyoulwillBel@ware,fhelprojectlihitiallyihvolvedthe[@ompletionBflalquestionnaire.TheSurveylihcluded(questionsiregardingjourldemographics,
questions@boutyouréxperiencefworkingWith/researchingpost-stroke[@motionalism,@siwell@squestions@aroundyourGpinionBfidurrentmon-
pharmacologicallihterventions,Barriersiyoumightiave [GomelacrossforfhoseWith[post-stroke[@motionalism@ccessinglihterventions,@and
adaptationsiwhich(@anBehadebSupportipeopleWithpost-stroke@motionalism@ccess(theselinterventions. Ifiyouldonsentioparticipate, jjou Wil Be
asked(fbldompletelalSsecondlround(dfithelquestionnaire.This(shouldfake@round30+minutesltb[Gomplete.

TolSupportyoulih[GompletingfhisSecond(Survey,feedbackWillBe[givenibyoudbexplainthedifferentresponsesthatidtherparticipantsiave fbfhe
firstiquestionnaire.iwouldBeUseful fbfeadfhefeedback@nddonsiderfhefesponsesbefore[dompletingthelSecondquestionnaire.ThisiillhielpOur
understanding[ofiwhathaybeldeemed(themostéffectivelon-pharmacologicalihterventions@vailablefbSupportipeoplewith[post-stroke
emotionalism(ih@opingWiththe@ondition.[Y our@ontributionWill@lsoimproveBuriinderstandingGfbarriersthatipeopleWwith[post-stroke[@motionalism
may(facelihldccessingbon-pharmacologicallihterventions.

O

Duelfolthefindingsfrom(thef(firstiround6fiquestionnaires,wehaveldecided(itivouldBehelpful foold@nonlinefocusigrouplinvolvingthoseWillingfo
participate.Therefore,[Shouldlyouléonsent,followingthisroundGfiquestionnaires, youlwill Belihvited fofakepartin[@nonlinefocus(group,whichiill
takelplacel@attheBeginning©6f2023.[0OnfhelSecond@onsentipage,fhereWillBe@n@dditionalSectionfb(SignShouldyou@greefiakepartihhefocus
group.Welappreciatefhatyourfimelisialuable,[hiowever,[ifiyoulouldBewillingfbMheetWwithBtheriprofessionalsibdiscusspost-stroke
emotionalism,forupifvohours,itiwouldBeMmuch@ppreciated.l]

O
Arelthere(disadvantagesl/risks(of(faking(part?(]

WelhaveDotBeenlableflidentifyl@anyldisadvantagesdrrisksihfakingpartihfheStudy.However,Weldre @ware fhatfhisWill fake UpSomeGfiyour
timel@ndyoulmightfindiSome[6fthelquestions(difficulto@nswer.[Additionally, e @re@warefhatidonfidentialityis@fopiciwhichhanypeople Worry
about.[Therefore,[pleasereadBelowWhereWeldiscuss(Gonfidentialityihmore[detail .

O
Confidentiality[]

ThoseWhol@onsentibfakepartihfhefocusgroupivillBeeddprovidefheirémail@ddress@stheymightbe@skedfo@ttendfhefocusigroupGnline. 0t
islimportantMotefhatyourlémail@ddressiill befemovedffom@ny@nlineSystemuseddridataSoftware[Systemlipon[ompletion/publicationdfthe
research.Molparticipantiwillbelitlentifiablelinfhelpaperofi@anypublication.Molpersonalinformation(such@sémail@ddresses)will[beSharedWith
otherfparticipants(during(the(Study.Solelyfhelprimaryfesearcher(Georgina@ttaway)@ndherSupervisors[(ProfessorMiallBroomfield[@andDrFergus
Gracey)willhavelaccesslibtheldata.[DataWillBel@nonymiseddnce(dataldollectionhasBeendompletedfollowingtheSecondroundofSurveys.

ParticipantsiwhoMollbngeriantliofakepartihfheStudy((e.g., When@skedibdompletefheSecondround),[0rivhowishfbBavefheirfesponses
deletedBylthefesearcher((e.g.,@llowingthefirstiSurvey),[6anidontactihelprimaryfesearcher(Georgina@ttaway)fo @ ptioutidfiihelproject. [However, (it
islimportantfoMotelthatidncethedatalisl@nonymised(wherethe[émail@ddresses(arefemoved),itwill[Belimpossiblefoldelete@nlihdividual
participant'sidatafrom(the(project.C]

O
DataManagement

During(the(study,the(datalwillBe(Storedlihipasswordprotected[documentslihtheresearcher’séncryptedWniversity[OneDrive.[Onlythelfesearcher
and(Supervisorsiwilllhave@ccessl(ibltheseffiles.[Thel@anonymised(datalwillbe(StoredBytheDatalCustodian(ProfessorNiall[Broomfield),forholless
than[10lyears,ihlineWwith[M EAldatalhanagement(policyland[(GDPRI(guidelines.

Althoughiwe@reldollectingdatalinternationally,[datalill Be(Stored@ndfemainihfhe WK, WhichlisWherefhe(Study@riginatesfrom.

O

Wholhas(reviewed(thestudy?[]
Theléthical@onductdfihisStudyfasBeen@pprovedBytheFacultydfMedicinelandHealthcare@thics[Gommittee@tWniversity Bf EastiAnglia.
O

Raising[Concerns

AlthoughWEA [protocol(States(that(ProfessorNiallBroomfield,[Head[0f[Clinical [Psychology@ndPsychological TherapiesMorwichMedical[$chool
UEA [danBeldontactedihfheléventdflanylddverseléventsdriéomplaints,@sProfessorBroomfieldisihvolvedlihheproject,[Professor
RichardMeiser-Stedman{email below)danbeGontactedihfis[Stead.
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O
WhatldoIldomext? I

Ifiyoul@relinterested(inhfaking(partihfhelStudy,pleasedlicktheButtonBelowfbreadfheGonsentform,Orlifiyouhave@ny@dditional[uestions,please
contactfhelprimaryfesearcherGeorgina@ttawayBy@mail (g.ottaway@uea.ac.uk).[]

O

Research(Team[]

Researcher:[GeorginaOttaway(]
Supervisors:[ProfessorMiallBroomfield & DrFergusGracey]

0

Ifiyoulhave@ny¢éoncerns(oricomplaintsiaboutther ch(project,pl [¢ontactProfessorRichardMeiser-Stedman((R.Meiser-
Stedman@uea.ac.uk)C

O

3152
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Pagel3:[Focus[Groupldonsent

FOCUSGROUPICONSENTFORMIfyouGonsentibBelGontacted With[@anGfferfofakepartihfhefocusigroup,pleaselprovideyourémail@ddress.

|
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Page[2:[Consent[Page

CONSENT[FORM

Title@fProject: MReaching@onsensusisuggestiguidelinesforMon-pharmacologicalhanagementlofipost-stroke @motionalismisingfheDelphi
method[]

O
Name[6f[Researcher:[Georgina@ttaway
By(fyping[Y es"@nddlickingdnthehextlpage button:

1.[MéonfirmithatIhavefead@ndunderstand(thelihformation(sheetdated(22/11/2022(forlthe(@bove(Study.llhavehadthe@pportunityfodonsiderithe
information,[@sk(questions(@andhave(had(thesel@answered(satisfactorily. T

2.[Munderstandfhathy (participationlisivoluntary@ndfhatllam(free o Wwithdraw@t@nyfime.
3.[MunderstandthatliwillMotbeMamedlih@nyresearchreports,@ndypersonal informationWill lflemain(@onfidential .0
4.[giveldonsentforiyoullisehyWords(with@nylitentifyingihformationfemoved)lihl@nyesearchButput.[]
5.0BhouldIdecidefoWwithdrawfromakingpartihfheStudydncelhave Gompletedfhelquestionnaire,lagreeforihyldatafoBeWsed@nonymously.

Please(fypelYes(bshowlyouldonsentiheniGlickhextpage”

Please(fypelYesibshowyouldonsenttheni@dlickChextipage folsStartfheStudy:

Please[énter[afesponsethatl@nly@ontainsietters.

41152



Appendix J: List of Interventions from Gillespie et al., (2020)
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Type of PSE Intervention

Offer Reassurance

Ask the patient to take a deep breath

Talk to the patient about their goals in relation to PSE

Provide education for patient

Normalise the condition

Provide education for family

Acknowledge the PSE then continue current activity

Distract the patient during a PSE episode

Ignore the PSE and continue with current activity

Teach distraction techniques

Teach relaxation techniques

Suggest altered posture (e.g., shoulder back)

Identify the triggers for PSE (so they can be avoided)

Modify beliefs about the PSE

Instruct how to tense facial muscles

Move the patient to another setting/location




206

Encourage patient to use a diary to record feelings




Appendix K: Mini-focus group Topic Guide

Format of Focus Group (60-90minutes)

Welcome the participants
o Ground rules
o Discuss what to expect during the focus group (e.g., the time, questions that
will be asked, and what to do if you want to leave early).
o Gain verbal consent for recording and transcript
Introductions
o Introduce why we are running the focus group (to complete the project that in
turn will potentially inform guidelines in relation to the use of
nonpharmacological PSE interventions, while considering the preference,
effectiveness, and accessibility of known PSE interventions)
o Instructions
0 State name and region you are working in

Consent: "The group is now being recorded once the project has been completed, the video will be
deleted. Additionally, any information from the transcript that will be completed from the recording
will be anonymised. Are you happy for us to proceed?

Exploration of experts’ experience working/researching with people with stroke experiencing
post-stroke emotionalism

0 How difficult do you find it to diagnose PSE?
0 Isiteasy to gain access to measures?
0 How easily understood is PSE by stroke survivors?

Exploration of the effectiveness of PSE interventions, limitations of the interventions

0 These were the interventions where consensus was reached
“Provide education for patient, acknowledge the PSE the
continue current activity, talk to the patient about their goals in
relation to PSE, teach distraction techniques, provide education
for family, normalise the condition, ask the patient to take a
deep breath* and were rated within the Helpful (score of 5-7).
The area where all participants scored an intervention within
the helpful category was “provide education for patient” and
“acknowledge the PSE then continue current activity” and the
Median score was 7. talk to the patient about their goals in
relation to PSE and provide education for family were in the
top three interventions where a high level of consensus was
reached and scored highly for helpfulness (Median 6).

0 How much do you agree with providing education for
the patient and family and talking to the patient about
their goals in relation to PSE as being viewed as the
most helpful PSE interventions?

0 Are these the interventions you would/would have
offered the most to those with PSE? If not, which would
you use most often and why?
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«  From this list which one do you use most often?

» Do any demographic factors, such as those from the
Equality Act influence the helpfulness of the top three
rated interventions?

«  What would you do to adapt for other groups?

»  Does waiting timeas or staffing mumbers impact the
helpfulness of these interventions?

»  Encouraging patient to use a diary to record feelings
was viewed as the least helpfinl (Median score 3}
intervention. However, consensus was not rezched. Are
there situations where you might use this still?

Exploration of accessibility of PSE interventions, what adaptations can be made to make
them more accessible based on the demopgraphic factors found to be most impacting
accezsibility of imterventions from Found 2 survey, access izsues relating to the demands and
supply for psychelogy, and what adaptations can be made to make them more accessible.

Conclusion

These were the interventions where conzensus was reached
“Offer reassurance, ask the patient to take a breath,
acknowledge the PSE then contimue current activity, provide
education for patient, normalize the condition, provide
edueation for familv™ and were rated a3 Accessible. The two
zreas where zl] participants scored an intervention within the
zccessible category was “offer reassurance” and “ask the
patient to take a deep breath” (100%% of respondents scored in
this category). Median score of 7 and 6.3 respectively were
given.

How much do vou agres with offering reassurance, and asking
the patient to take a deep breath as being viewed as the most
zccessible PSE interventions?

What makes these tvo Interventions more accessible than
others?

Do any demographic factors, such as those from the Equality
Act influence the helpfulness of the top thres rated
nterventions?

Do waiting times or staffing mumbers impact the accessibility
of these interventions?

Open floor to explore challenges of worling with PSE survivors
Confirmation of what was discussed

Explanation of what happens next

= Provide the offer for participants to be contacted for a summary of what was
dizcuzzed or to be sent zn anonymized copy of the transeript to review
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Appendix L: Example Question Round 1

Please rate how accessible you perceive the following interventions are to stroke survivors
for the treatment of PSE, from very inaccessible (1) to very accessible (7)

Accessibility refers to how well an intervention will be received by the target population and
the extent to which the intervention meets the needs of the target population and
organisational setting.

For example, if this intervention would work for anyone based on any of their characteristics, this
would be a highly accessible intervention. If this would not work so well for someone based on any
of their characteristics, this might be considered a less accessible intervention.

This part of the survey uses a table of questions, view as separate guestions instead?
o)

Please don't select more than 1 answer(s) per row.

4 (Neither
1 (Very 2 3 Accessible 5 6 T (Very
Inaccessible) or Accessible)
Inaccessible)
Offer
Reassurance

Please describe why you gave this score:
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Appendix M: Example Question Round 2

Q1 Feedback regarding the rating of the intervention "Offering Reassurance”

A consensus was not reached between pariicipants. This means less than 80% of participants rated the helpfulness of the intervention within the scores of 1-3
(Wery Unhelpful to slightty Unhelpful), 4 (neither Helpful or Unhelpful), or 5-7 (slightly Helpful to Very Helpful). Below is the summary of the results, including
summarised comments from those who took part in Round 1.

Your previous score: _

Group Median score: 5

Scale= (VeryUnhelpful) 1 2 3 4 5 6 7 (Very Helpful)
Responses (n) = 1124177 6

Number of respondents giving comments = 38

Summary of comments:

Initially offering reassurance is helpful

Offering reassurance can normalise and validate their experience

Offering reassuracne can be a tool to support knowledge/education around PSE

Offering reassurance can perpetuate embarassment of the emotionalism

It can have a variable effect with individuals

After a while, it is no longer helpful as it can support reassurance seeking and maintain anxiety around the PSE
There was uncertainty as to what offering reassurance as an intervention is

MNormalising the experience of emotionalism is more important than offering reassurance

Offering reassurance is helpful in the short-term but not in the long-term

Q1 After reading the summary comments from others, please consider the feedback from Round 1 and your own experiences and re-rate
your rating of the intervention:

Please don't select more than 1 answer(s) per row.

4 (Mot
2 3 Helpful or 5 6
Unhelpful)

Offer Reassurance r r r r r r r

1 (Very
Unhelpful)

T (Very
Helpful)
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Appendix N: Themes and Categories of qualitative data from mini-focus groups

Themes

Category

Sub-Categories

Barriers in accessing PSE

interventions

Maximising the accessibility

and helpfulness of PSE

interventions

Uncertainties about assessment

and Diagnosis

Roles of multidisciplinary team

members

Factors impacting the

delivering of PSE interventions

Sensitivity to context

Complexity

Existing Knowledge
Experience

Not diagnosed
Opportunity during
assessment
Perceived
Appropriateness

Responsibility

Staff managing distress
Uncertainty

Importance

Physical
Context
Guidelines to support

PSE

Applying a person-

centered approach
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Matching support provided to
the changing nature of PSE

over time

Resources to support

PSE

Involvement of staff

Time in stroke pathway

Nature of PSE

symptoms




Meaning Unit (Direct Script)

you have to adapt to the individual person and
that assumes adapting to their socioeconomic
level and their cultural background and

everything else

you have to adapt pretty much, it, on the
individual basis because. Ah, because it is such

Appendix O: Example of Content Analysis Process

Condensed meaning unit

adapt interventions for
the patient

adapt interventions for
the patient

an individual thing your relationship with your

mind.

I've certainly kind of spent a long time with kind  Asking questions to

of MDT's kind of sitting with the teams being
like try this. You know try kind of, you know
getting consent from the person to distract

differentiate
emotionalism with PSE

them with the team. If the tears kind of don't,

don't stop or you know, ask them if they're

depressed.

I’d be tempted to, temporised or people are

assessing if it doesn’t

because I'm a bit, it's how long people spend in  resolve spontaneuously

hospital is so variable. Uh, uh. but then I'd be

or is impacting rehab

tempted to temporise and, and, and be thinking

Code
Adapting
interventions

Adapting
interventions

Diagnostic
overlap

appropriatenes
s to diagnose in
stroke pathway

Sub-category

Person-
centered
approach

Person-
centered
approach

Complexity

Perceived
appropriatenes
s

Category
Sensitivity
to context

Sensitivity
to context

Assessmen
t&
Diagnosis

Assessmen
t&
Diagnosis
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Theme
Maximising
the
accessibility
and
helpfulness
of PSE
intervention
5
Maximising
the
accessibility
and
helpfulness
of PSE
intervention
S

Barriers in
accessing
PSE
intervention
S

Barriers in
accessing
PSE



214

about doing more about it if it, it doesn't
resolve spontaneously and it's starting to
intrude in people's rehab because they're into
social avoidance about it

intervention
S
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Appendix P: Email inviting participants to the second round of the Delphi Survey
Dear [Insert name],

Thank you for completing Round 1 of the study on post-stroke emotionalism
nonpharmaceutical interventions. We have a range of really interesting and informative
responses on the ways in which people support those with PSE, thank you for your expert
contribution!

| am contacting you now to invite you to take part in Round 2 of the study. For this part of the
study, you will find a more recent version of the questionnaire which includes questions
which were asked in Round 1 as well as some new questions. The questionnaire also provides
feedback from Round 1, including summarised answers from the group regarding the
questions which were previously asked. You will be asked to read the feedback for each
question from Round 1 and then respond. When you answer the questions, please consider
the group’s feedback as well as your own beliefs and experiences.

In addition to completing Round 2, there is the option to be invited to attend an online Focus
group, to further explore the helpfulness and accessibility of PSE interventions. Please
consider consenting to take part in the focus group, this further stage of the study is important
and any input would greatly support our understanding of how PSE interventions are
delivered.

Please click on the following link to access Round 2:
Please complete the questionnaire by the [Insert Date]. If you are unable to complete the
questionnaire by the proposed date or no longer want to take part in Round 2 of the project,

please reply to this email.

Yours Sincerely,
Georgina Ottaway, Trainee Clinical Psychologist
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Appendix Q: Email inviting participants to attend the focus group

Dear [insert name],

Thank you for taking part in Round 2 of the project relating to post-stroke emotionalism
(PSE) nonpharmaceutical interventions. We appreciate the time and effort you have put into
taking part in this project so far.

| am contacting you to invite you to take part in the online focus group part of the study. The
online focus group will discuss themes and areas previously explored in Round 1 and Round
2 of the project regarding nonpharmaceutical PSE interventions.

The group will take place at [insert time] on the [insert date] on Microsoft Teams. The focus
group is expected to take up to 1.5 hours. You will not be expected to provide extensive
information about yourself; however, we will invite all group members to briefly introduce
themselves (their name, role, and experience with those with PSE). We will also record the
focus group although once the project has been completed, the video will be deleted.
Additionally, any information from the transcript that will be completed from the recording
will be anonymised. Verbal consent will be taken once the recording has started.

Please find the link to join the online focus group here: [insert link]
On the day, should you have any difficulty with joining via MS teams, please email me

(0.ottaway@uea.ac.uk). Additionally, should you be unable to attend the focus group or are
no longer interested in taking part, please email me.

Yours Sincerely,
Georgina Ottaway, Trainee Clinical Psychologist
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