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Overview
This portfolio thesis involves three parts. Part one includes a systematic literature review, part

two includes an empirical paper and part three includes the appendices.

Part one- Systematic Literature Review

The Systematic Literature Review explored the impact of impaired self-awareness (ISA) on
the process of rehabilitation in acquired brain injury populations. This review identified 16
studies which were analysed using Narrative Synthesis. Four key themes arose from the
analysis, including goal setting, treatment adherence, engagement and willingness to change
and time spent in hospital. The findings explored the impact that ISA can have on different
areas of the rehabilitation process and how this can impact on recovery. The clinical

implications and areas for further research are described.

Part two- Empirical Paper

The empirical paper is part of a larger project to validate and explore the Brain Injury Fatigue
Scale (BIFS). The BIFS is an unpublished measure of fatigue that is widely used in clinical
practice. This study investigated the degree of agreement between the self and proxy (i.e.,
carer/relative/friend) ratings of the BIFS and explored what variables best predict any
differences in scores, including level of awareness and patients’ mood. Eleven individuals with
acquired brain injuries (ABI) or neurological conditions and their proxies completed the BIFS
and Patient Competency Rating Scale (PCRS). Patients also completed the Hospital Anxiety
and Depression Scale (HADS) and their demographic data was collected. This study found that
that 63.64% of patients rated their fatigue within the same clinical cut off category as their
proxies’ ratings. It was also found that ISA and mood did not predict BIFS-Discrepancy scores.

This study therefore found a moderate level of agreement between patient and proxy BIFS



ratings; however, it also emphasises the importance of using proxy ratings scales within this
area, which has not previously been explored. Further research identifying factors that impact

self and proxy ratings of fatigue is required.

Part three- Appendices
Part three includes the appendices relating to the systematic literature review and the empirical

paper, as well as the epistemological and reflective statements.

Total word count

19,822 (including tables, figures, references and appendices)
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Abstract
Background: Impaired self-awareness (ISA) is common in individuals with an acquired brain
injury (ABI) and can lead to reduced awareness of one’s difficulties. Previous reviews have
found that ISA impacts on functional outcomes in rehabilitation. However, to date there has
not been a systematic review which examines how ISA impacts on the process of rehabilitation
in ABI populations. This review aims to explore this.
Method: A literature search was conducted on several databases in March 2022, including
Academic Search Premier, CINAHL, MEDLINE, APA PsycARTICLES and APA PsycINFO.
16 articles were selected for the review and were analysed using Narrative Synthesis.
Results: Four themes arose from the findings, including goal setting, treatment adherence,
engagement, and willingness to change and time spent in hospital. ISA was found to impact on
the value ABI participants placed on rehabilitation, which decreased treatment compliance,
motivation, and engagement. ISA also impacted on goal setting and behaviour and resulted in
a longer length of time spent in hospital.
Conclusion: This review emphasises the impact of ISA on various aspects/processes of
rehabilitation in ABI and provides considerations of how clinicians might adapt interventions

to manage these difficulties.

Keywords: Impaired self-awareness, insight, anosognosia, brain injury, rehabilitation
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Introduction
An acquired brain injury (ABI) refers to injury to the brain that occurs after birth and is not
genetic, degenerative, or caused by birth trauma, childhood learning disabilities or
developmental delays. ABI’s include traumatic brain injury (TBI) and stroke (1). Individuals
with an ABI can experience behavioural, physical, emotional, and cognitive impairments.
Examples of these difficulties include fatigue (2), executive functioning deficits (3) and self-
regulation difficulties (4). Despite these impairments, ABI individuals can present with reduced

awareness of their difficulties (5).

Impaired self-awareness (ISA) has been defined as the inability to identify and understand the
extent of one’s impairments (6). ISA is found to be prevalent in ABI, with it being seen within
73% of stoke patients at admission and 42% at discharge (7). ISA is also found in 20% (8) and
41% (9) of TBI patients and is influenced by factors including injury severity (8) and time post

injury (28).

ABI individuals are found to experience ISA of a range of difficulties, including executive
functioning (10), emotional recognition (11), fatigue (12) and functional dependence (13).
Patients can underestimate their difficulties in these areas which can lead to poorer functional
outcomes in rehabilitation (Error! Bookmark not defined.), as well as difficulties with
community re-integration (14), and employability (15). One study found that 71.2% of
clinicians rated self-awareness as important within rehabilitation and 69.3% rated it as
important for rehabilitative success (16). Identifying and managing ISA is therefore crucial

within rehabilitation.
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Previous reviews have focused on the impact of ISA on functional outcome from rehabilitation,
including poorer activity levels, lower employability, emotional distress, poorer social
cognition, and reduced executive functioning (17, 18). One review conducted by Dromer et al
(19) investigated the impact of ISA on functional outcome and the predictors of ISA after TBI,
including the cognitive, behavioural, social, and emotional impact of ISA on everyday life.
This review referred to the impact of ISA on the rehabilitative process itself, including poorer

goal setting and treatment adherence, but this was not the primary aim of the study.

Although previous reviews have investigated the impact of ISA on functional outcomes within
rehabilitation (19, 20), a review on how ISA impacts on the rehabilitative process itself has not
been conducted. This would be beneficial for clinicians and services working with ABI
individuals to identify barriers to rehabilitation due to ISA and what adaptations could be made

to improve recovery.

Rehabilitation can occur in a range of settings including both inpatient/hospital settings and
community working. It has been defined as specialist support, including interventions to aid
individuals to manage their difficulties and learn or preserve skills (21). This definition will be
used within this review with rehabilitation characterised as recovery with direct clinician
involvement, including frequent appointments of specialist support within inpatient and

outpatient rehabilitation programmes.

This review will therefore explore how ISA can impact on the process of rehabilitation in ABI

populations, which will provide insight into areas of treatment that are affected by ISA and

how clinicians and services can adapt rehabilitation to improve recovery.
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Methods
Search Strategy
A systematic literature search was completed in March 2022. The search engine EBSCOhost
was used to search the literature on the following databases: Academic Search Premier,

CINAHL, MEDLINE, APA PsycARTICLES and APA PsycINFO.

Search Terms
Search terms were selected based upon common terminology used within the titles and

abstracts of existing literature. The search terms used were:

Brain injur* OR TBI OR ABI OR head injur* OR head traum* OR stroke*

AND

Lack of insight OR lack of awareness OR reduced insight OR reduced awareness OR

anosognosia OR self-aware* OR awareness deficit* OR insight deficit* OR limited

awareness OR limited insight

AND

Impact* OR effect* OR influence* OR outcome* OR result* OR consequence* OR

experience*

AND

Rehab* OR interven* OR support* OR treat* OR therap*

Three search limiters were applied to return articles that were written in English, peer-reviewed

and from academic journals.
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Inclusion and Exclusion Criteria

The inclusion criteria for the selected articles included studies that involve participants with
ABI’s or professionals who work closely with ABI individuals, studies that included a
description of how ISA can/cannot have an impact on the rehabilitation process, and peer-
reviewed journals. The exclusion criteria included studies not in the English language and any
literature reviews, discussion papers, conference abstracts or case studies. The exclusion
criteria also included studies that focused on the impact of ISA on functional outcomes or

activity at follow up rather than on the process of rehabilitation itself.

Article Screening and Selection Strategy

The search generated 1784 articles, 771 of them were duplicates, leaving 1013 for screening.
The articles within the search were screened by their title to assess for relevancy. Where
relevance could not be determined by the article titles, their abstracts or full texts were
reviewed. 50 studies met the inclusion criteria. After this initial screening, the full text of the
articles was reviewed using the inclusion criteria, 38 papers were excluded, leaving 12 papers
remaining. The reference lists of the remaining articles were then examined, and 4 further
relevant papers were found. 16 articles were therefore included within this review. Figure 1

shows a PRISMA flow diagram (22) of the screening and selection process.
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Figure 1

PRISMA Flow Diagram (22) Outlining the Article Selection Process
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Included

Data Extraction and Qual

Studies included in the synthesis
(n=16)

Key data was extracted from the articles selected for the review, including the research aims,

design, participant characteristics, type of rehabilitation, self-awareness measure, key findings,

and conclusions. This information can be seen in Table 1. The Mixed Methods Appraisal Tool

(MMAT) (23) was then used to assess the quality of the articles (Appendix D). The MMAT

was selected as it critically appraises studies with different methodologies, including

quantitative, qualitative, and mixed method studies, which was required for this review. The

MMAT involves two screening questions to assess if a study is suitable for the analysis. The

studies are then rated on five questions, which vary across each methodology, making 5 the

highest score. Appendix E shows the results of the quality assessment.

From the quality assessment, no papers were excluded as they all provided valuable

information for the review. Table 1 shows the scores from the quality assessment. Interrater

reliability was established by selecting 4 studies at random to be rated by an independent peer

reviewer (two qualitative and two quantitative). The level of agreement was 90%. Any

discrepancies found were discussed until an agreement was met.

Data Analysis

The data extracted from the articles were analysed using Narrative Synthesis. This method was

used as the review was exploratory and the articles varied in methodology. Narrative Synthesis

uses words to explore relationships and integrate findings from multiple studies to ‘tell a story’

of the results (24). This method was therefore deemed to be the most appropriate form of

analysis for the data extracted for the review. The Narrative Synthesis guidelines outlined by
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Popay et al (24) were adhered to throughout the analysis. During the data analysis process, the
articles were read through in depth and key data relating to the research question were extracted
from each article. The articles were then assessed for similarities in their methods and results

and were grouped together based on the similarities of their findings.

Results
Overview of Included Studies
In total, 16 studies were included in the review (25-40). The studies varied in their
methodology, however the underlying concept of investigating the impact of ISA on aspects
of rehabilitation in ABI was consistent between the studies. Table 1 shows an overview of the

included studies.

Study aims

All studies investigated how ISA can affect different aspects of rehabilitation. Within this, four
studies explored the impact of ISA on rehabilitation generally (28, 30, 38, 40), four studies
investigated the impact of ISA on motivation, engagement, treatment adherence and
willingness to change (32, 33, 36, 37), two studies explored the impact of ISA on goal setting
(26, 29), one study investigated the impact of ISA on discharge from hospital (39) and one

study explored the impact of ISA on the therapeutic alliance (31).

Additionally, four studies (25, 27, 34, 35) did not set out to specifically investigate the impact
of ISA on rehabilitation, however they aimed to explore factors that affect ABI rehabilitation
and found the impact of ISA as a result. Despite this, the results from these studies were

considered valuable for the review and were included in the analysis.
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Table 1. Overview of included studies

Reference  Research Aims Design Participant Type of Self- Key Findings Conclusions Quality
Characteristics Rehabilitation awareness assess-
measure ment

Doig, To explore the Qualitative 12 individuals Outpatient The Self- - 10/12 patients were able Self-awareness 5/5
Fleming,  experiences of semi- with TBI, their  rehabilitation ~ Awareness to identify their goals can impact on
Cornwell  client-centred structured significant other  programme Deficit within rehabilitation. client-centred goal
and goal-directed interviews and their Interview - For 2 patients, setting
Kuipers therapy from clinicians (SADI) scores difficulties with self- Goals can provide
(2009) clients, therapists, from clinical awareness and memory structure to
(25) and family Ten men and records and impacted on goal setting overcome these

members two women qualitative and ownership. difficulties.

interviews - Goals can be used to
improve self-awareness
and participation

Prescott, To identify client- Quantitative 35 adults with Outpatient The - Goal setting was found ISA does not 3/5
Fleming centred goal measures and an ABI rehabilitation ~ Awareness to be highly client- affect engagement
and Doig  setting and semi- Questionnaire centred regardless of in client-centred
(2019) participation in structured 24 menand 11 level of self-awareness. goal setting.
(26) goal setting in interviews women

ABI patients and

how ISA impacts

on this.
Prescott, To investigate Qualitative 22 clinicians Outpatient Qualitative - ISA can impact on ISA can impacton 5/5
Fleming, clinicians’ interviews that provide rehabilitation interviews participation in client- goal setting.
and Doig  experience of rehabilitation to centred goal setting. Adaptations can
(2017) goal setting with individuals with - Adaptations to tackle be put in place to
(27) ABI clients in the ABI in the this include structured manage this.

community community communication and

metacognitive skills.
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22 females

Richardso  To investigate Longitudinal 60 TBI Inpatient The Self- - Awareness improved Time after injury  4/5
n, McKay self-awareness in  study — individuals rehabilitation ~ Awareness within the first year after impacts on
and the first year after quantitative Deficit TBI. awareness.
Ponsford ~ TBI and the analysis 50 men and 10 Interview - Females had better Females had better
(2014) factors that women (SADI) awareness and set more awareness and set
(28) impact on realistic goals at the more realistic
awareness change beginning of goals at the
rehabilitation. beginning of
rehabilitation
Fischer, To explore the Quantitative 63 patients with  Outpatient Clinicians’ - ISA resulted in less Self-awareness 4/5
Gauggel relationship measures different rehabilitation ~ judgement of realistic goal setting and impacts on goal
and between aetiologies of programme awareness and lower outcome in setting capability
Trexler awareness, goal ABI scores on the rehabilitation. and outcome in a
(2004) setting and Patient - Self-awareness long-term
(29) outcome in 32 men and 31 Competency predicted 32% of the rehabilitation,
rehabilitation. women Rating Scale variance in goal setting however it has less
(PCRS) ability and 33% of the of an impact in
variance for outcome in short-term
rehabilitation. However, experimental
it only accounted for 4% tasks.
of the variance in goal
setting in cognitive tasks
and 5% of performance
in cognitive tasks.
Trudel, To investigate the Quantitative 63 individuals Outpatient Self vs - ISA was associated with ISA can affect 3/5
Tryonand long-term measures with CHI rehabilitation  clinician maladaptive behaviour, several aspects of
Purdum impairment of ratings on the higher distractibility, rehabilitation
(1998) ISA in closed Scales of lower vocational and

19



(30) head injuries 50 men and 13 Independent residential status, and

(CHI) women Behaviour higher preservation

(SIB)

Schonber-  To investigate the Quantitative 86 ABI patients  Outpatient Awareness The therapeutic A good 4/5
ger, relationship measures rehabilitation ~ was measured relationship had an therapeutic
Humle, between patient 55 men and 31 programme using a four- influence on awareness relationship and
Teasdale  compliance, women item scale and awareness led to awareness is
(2006) awareness, and developed by positive changes in the crucial in
(31) the therapeutic Fleming, therapeutic relationship. rehabilitation

alliance in brain Strong and Awareness was related

injury Ashton (1996) to treatment compliance.

rehabilitation (41)
Trahan, To investigate the Quantitative 24 TBI patients, Inpatient Self vs TBI patients ISA is seen in 4/5
Pepinand frequency of ISA  measures and their rehabilitation  clinician underestimated their individuals with a
Hopps in TBI and clinicians ratings on the behavioural and TBI and is linked
(2006) explore the short version cognitive difficulties. to poor treatment
(32) relationship 20 men and 4 of the Problem ISA was linked to poor adherence

between ISA and women Checklist of treatment adherence.

treatment the Head

adherence Injury Family

Interview

O’Callag- To investigate the Qualitative 14 adults with Experiences Qualitative Self-awareness and Self-awareness 5/5
han, impact of self- in-depth TBland 9 explored interviews willingness to be active and readiness for
McAllister awareness on interviews significant within in rehabilitation were therapy are
and readiness to others inpatient and important factors for important factors
Wilson engage in therapy outpatient engagement, as this within
(2012) 8 men and 6 services allowed for uptake of rehabilitation
(33) women treatment ideas and

strategies.
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Tobler- To explore the Qualitative 7 stroke patients  Inpatient Qualitative - Patients moved from - Awareness is a 5/5
Ammann,  experiences of semi- with unilateral rehabilitation  interviews and initial lack of awareness prerequisite for
Weise, stroke patients in  structured spatial neglect performance to emergent awareness utilising coping
Knols, terms of activity  interviews on the during rehabilitation. strategies within
Watson, performance, 5 men and 2 Behavioural - Awareness was rehabilitation
Sieben, de  body perceptions women Inattention necessary for the use of
Bie and de and hopes and Test coping strategies and
Bruin expectations engagement in
(2018) treatment.
(34)
Downing, To identify Quantitative 221 Experiences Online survey - ISA impacts onsuccess - ISA canimpacton 3/5
Bragge practices of and professionals explored due to lack of recovery
and cognitive qualitative who have within engagement and ability
Ponsford  rehabilitation in survey experience inpatient and to retain and implement
(2018) Australia and working with outpatient strategies.
(35) factors that affect TBI and services
this cognitive
rehabilitation.
Demographics
on gender not
specified
Fleming,  To explore the Quantitative 55 TBI patients  Inpatient The The Self- - The high self-awareness -  Self-awareness is  4/5
Strong and relationship analysis rehabilitation ~ Awareness group was associated associated with
Ashton between outcome, 40 men and 15 Deficit with more motivation motivation to
(1998) self-awareness, women Interview and emotional distress change and higher
(36) motivation, and (SADI) and the than the low self- levels of
emotional distress Patient awareness group. emotional distress,
in TBI individuals Competency - However, self- however it does
Rating Scale awareness did not not impact on
(PCRS) impact on outcome
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rehabilitative
outcome

Lam, To investigate Quantitative 45 individuals Outpatient The Treatment -  Participants who had - Assessing stages 3/5
McMahon, level of change in  measures with head- rehabilitation Performance better self- awareness of change,
Priddy and head injured injuries and their Scale were more willing to including
Gehred- individuals and clinicians change and had better awareness of
Schultz how this affects treatment performance. deficits, is
(1988) treatment 26 men and 19 important in
(37) performance, women rehabilitation
including the
impact of ISA on
readiness to
change
Hartman-  To investigate the Quantitative 46 stroke Inpatient The - AHP resulted in patients - AHP has an 4/5
Maeir, prevalence and measures patients with rehabilitation ~ Awareness being unable to maintain impact on the
Soroker impact of severe motor Interview and safety measures, which safety level and
and Katz ~ Anosognosia for deficit a task choice impacted on discharge functional
(2001) Hemiplegia method status. outcome of stroke
(38) (AHP) in stroke 35 menand 11 patients within
patients on women rehabilitation.
rehabilitation
Jehkonen,  To investigate Quantitative 49 patients with  Inpatient Anosognosia - Unawareness of illness ~ Unawareness of 3/5
Ahonen, factors impacting  measures right hemisphere rehabilitation ~ was examined was one of the factors illness was one of the
Dastidar,  on discharge from stroke using that increased time spent  predictors of
Koivisto,  hospital after questions in hospital. discharge from
Laippala  stroke, including 30 men and 19 outlined by hospital
Vilkki and anosognosia women Bisiach,
Molnar Vallar, Perani,
(2001)
(39)
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Papagno and
Berti (1986)

Pedersen,
Jorgensen,
Nakayama
, Raaschou
and Olsen
(1996)
(40)

To identify the Quantitative
frequency and measures
consequences of

anosognosia on

functional

outcome in stroke

patients

566 stroke
patients

274 men and
292 women

Inpatient
rehabilitation

Anosognosia
was examined
using
questions
outlined by
Bisiach,
Vallar, Perani,
Papagno and
Berti (1986)

21% of patients
displayed anosognosia at
admission.

Anosognosia resulted in
poorer functional
outcomes, longer time
spent in hospital and
reduced likelihood of
independent living after
discharge.

Anosognosia is 4/5
prevalent in stroke
populations and

has an impact on
rehabilitation
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Sample

All studies included ABI individuals or professionals who work closely with ABI individuals.
TBI was the most researched sample, which was included in five studies (25, 28, 32, 33, 36),
followed by stroke patients recruited in four studies (34, 38-40). Furthermore, two studies
included individuals with head injuries (30, 37) and two studies recruited professionals who
work closely with TBI and ABI individuals (27, 35). The remaining three studies recruited

patients with a variety of ABI’s (26, 29, 31).

Severity of injury varied within the studies, with most studies recruiting individuals with mild
to severe ABI (26, 28, 34, 39, 40), six studies contained individuals with severe ABI (25, 30,
32, 36-38) and one study contained individuals with moderate to severe ABI (33). Additionally,
two studies did not specify severity of injury (29, 31) and two studies recruited professionals
that work with individuals with a variety of ABI severities (27, 35). The majority of the studies
focussed on ABI individuals who were within one-year post-injury, except for two studies that
contained patients with an average of 7 years (30) and 1.22 years (31) post injury, and one

study that did not specify time post-injury (33).

All studies included both male and female participants, except one study that did not identify
gender demographics (Error! Bookmark not defined.). All studies contained a sample size
between 7-86 participants, except two studies that contained 556 (40) and 221 (35) participants.
Furthermore, most studies included adults aged 18-65, except for five studies that included

participants over the age of 65 (29, 34, 38-40).

Type of rehabilitation
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This review contained an even number of studies conducted within inpatient and outpatient
rehabilitation services, with seven studies conducted within each (as seen in Table 1). The
remaining studies (n=2) explored the experiences of professionals and patients within both

inpatient and outpatient services (33, 35).

Study design and self-awareness measures

Studies varied in their measurement of self-awareness, five studies used standardised measures
of awareness, including the Self-Awareness Deficit Interview (SADI) (25, 28), the Patient
Competency Rating Scale (PCRS) (29), both the SADI and the PCRS (36) and the Awareness
Questionnaire (AQ) (26). 11 studies did not use standardised measures of awareness and
instead used cognitive tasks and qualitative interview methods to establish level of awareness
and the impact of ISA on rehabilitation (27, 30-34, 37-40). One study used an online survey

which identified self-awareness as a factor that impacts on rehabilitation (35).

Quiality of Included Studies

Overall, all qualitative studies in this review (25, 27, 33, 34) were rated with a maximum score
of 5/5 on the MMAT quality rating scale. Of the quantitative studies seven were scored 4/5
(28, 29, 31, 32, 36, 38, 40), these studies were therefore deemed as good quality in their
approach, data analysis and interpretation. Of the remaining quantitative studies, three scored
3/5 (30, 37, 39), which was due to a high risk of non-response bias (30, 39), ‘gold standard’
measures not being used (37, 39) and the sample strategy not being defined (30, 37). All mixed
method studies scored 3/5 (26, 35), which was due to the quality criteria of each methodology
not being adhered to, a lack of rationale for using a mixed method design (35) and

inconsistencies within the results not being addressed (26).
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Narrative synthesis of findings

Key findings were extracted from the 16 studies within this review, which formed four themes
as to how ISA impacts on the process of rehabilitation. These four themes were: Goal setting,
Treatment adherence, Engagement and willingness to change and Time spent in hospital. These

themes were then split into subthemes, as seen in Table 2:

Table 2

Key themes formed from the included studies

Main theme Subthemes

Goal setting e Client centred goal setting

e Realistic goal setting

Treatment Adherence e Behavioural difficulties

e Compliance in treatment

Engagement and willingness to change e Engagement in tasks

e Motivation and willingness to change

Time spent in hospital e Time spent in hospital and likelihood of

discharge

Goal setting

Client-centred goal setting

Three studies investigated the role of ISA on setting client-centred goals in outpatient
rehabilitation programmes. The findings of the studies varied, with two studies finding that
ABI patients were able to engage in client-centred goal setting (25, 26), whilst one study

indicated that ISA impacted on participation in client-centred goal setting (27).
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Two studies identified that, through service user, clinician and significant other reports, the
majority of mild-severe ABI participants with ISA were able to identify and engage in client-
centred goals (25, 26), however they did take longer to set goals than those without ISA (26).
Furthermore, 2/12 TBI participants and their significant others expressed that ISA did impact
on client-centred goal setting which was due to participants being unable to identify the extent
of their difficulties, therefore they did not place importance on goal setting (25). It was
suggested that client-centred goal setting can be used as a tool to provide structure within
rehabilitation and was a motivating factor for TBI participants. It was concluded that goals can
be used to help participants identify progress and improve their self-awareness and

participation within treatment (25).

However, Prescott, Fleming and Doig’s (26) study scored low on the quality rating scale and
within their reduced self-awareness group they only contained a sample of ABI patients whose
ISA severity was low, which may explain the lack of significant difference found between the
ISA group and the high self-awareness group. Furthermore, methodological limitations were
present, including the use of unstructured interviews and professionals not being blinded to the

ratings.

One study that contradicted these findings found that, from clinician’s ratings, ISA impacted
on participation within client-centred goal setting for ABI individuals (27). Techniques such
as structured communication to identify treatment needs, providing feedback and
implementing metacognitive strategies, were identified as ways in which clinicians can

improve self-awareness and participation in goal setting (27).

Realistic goal setting
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Two studies, both of high quality, investigated the impact of ISA on realistic goal setting within
inpatient (28) and outpatient (29) rehabilitation programmes. Across both studies ISA was
found to impact on realistic goal setting within ABI populations. It was also found that, within
TBI participants, females had better self-awareness than males at the beginning of treatment
and as a result they set more realistic goals at the start of rehabilitation (28). Across these
studies it was suggested that increased awareness results in individuals being able to understand
their limitations and identify the impact of their difficulties on their future ability, resulting in
more realistic goals being set. Fischer et al (29) found that ISA accounted for 33% of the
variance in the ability to set goals within long-term rehabilitation, however it only accounted
for 4% variance in short-term treatment, therefore the impact of ISA on goal setting within

short term treatment requires further research.

Treatment Adherence

Behavioural difficulties

Within two studies it was found that, from patient and clinician reports, ISA resulted in
challenging behaviour within ABI rehabilitation. One study found that, within a sample of
closed head injured individuals in long-term outpatient rehabilitation, ISA was associated with
maladaptive behaviour, as measured by the original Scales of Independent Behaviour index,
which assessed areas including functional independence and adaptive functioning. ISA was
also related to greater distractibility and perseveration within rehabilitation (30). However, a
detailed description on how these factors impacted on rehabilitation was not present and this
study contained a low-quality rating score due a lack of description of the sampling strategy

and a high risk of non-response bias.
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Another study found that, from clinician reports, ISA led to TBI patients being unable to learn
and modify their behaviour, as well as retain and implement treatment ideas and strategies. It

was therefore reported that self-awareness is crucial for the success of rehabilitation (34).

Compliance in treatment

Two studies, both of high quality, investigated the impact of ISA on compliance in treatment
within both inpatient (32) and outpatient (31) rehabilitation settings. Across both studies, ISA
was found to impact on treatment adherence and compliance in ABI populations, it was
suggested that awareness of difficulties resulted in individuals being more willing to engage
and participate in rehabilitation. ISA was also found to impact on the development and quality
of the working alliance between the patient and clinician, with a positive therapeutic alliance

also increasing patient’s awareness (31).

Engagement and willingness to change

Engagement in tasks

Three studies explored the impact of ISA on engagement within both inpatient and outpatient
rehabilitation services, two of which were of high quality (33, 34). All three studies used a
qualitative methodology. It was found that from patient, significant other and professional
reports in TBI (33, 35) and Stroke (34) populations, ISA impacted on the readiness and
willingness to engage in rehabilitation. This was found to be due to patients with ISA being
unable to learn and adjust their behaviour, as well as take on, maintain, and implement

treatment ideas and strategies.

Downing et al (35) found that ISA particularly affected engagement in rehabilitation for

executive functioning difficulties, it was suggested that strategies to manage executive
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dysfunction should be implemented, including environmental and task adjustments. However,
along with a low-quality rating, these results were derived from an online survey therefore
more in-depth qualitative assessment or quantitative research is required in this area to collect

richer, more robust data.

Motivation and willingness to change

Two studies investigated the impact of ISA on motivation and willingness to change within
inpatient (36) and outpatient (37) ABI populations. One study found that head injured
participants who had better awareness of their difficulties were more willing to change and had
better treatment performance. In contrast, participants with ISA were more likely to be within
the pre-contemplation stage during treatment as they were unable to identify the value of
rehabilitation and were therefore unwilling to change (37). However, this study contained a
low-quality rating due to the sample strategy not being defined and ‘gold standard’ measures

not being used.

Similarly, another study found that ISA in TBI participants resulted in lower motivation to
change within rehabilitation, however it did not find a difference in outcome between the high
and low self-awareness groups. It was suggested that although ISA is important within
treatment, it may not be the sole factor that contributes to outcome within rehabilitation, with
other factors including severity of injury, mood, or cognitive difficulties (36). However, these
studies were conducted in 1988 (37) and 1998 (36), therefore they may not reflect current

rehabilitation approaches or guidance.

Time spent in hospital

Time spent in hospital and likelihood of discharge
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Three studies found that, within stroke populations, patients with ISA spent a longer time in
hospital and had a decreased likelihood of being discharged than those who were aware of their
difficulties (38, 39, 40). It was suggested that this was due to patients with ISA not being able
to gain the skills required to be discharged and live independently, including the inability to
maintain safety measures (38). This is also found within Tobler-Ammann et al’s (34) study
where stroke patients were unaware of their abilities which increased their risk of injury.
However, these studies included patients with severe ABI, who presented with more
widespread and complex support needs which also impact the length of time required in

rehabilitation and the likelihood of being discharge to independent living.

It was also found that the frequency of ISA was higher in patients who were admitted to hospital
more than 3 days after their stroke onset, suggesting that ISA led to a delay in patients seeking
help (40). This study contained a large sample of 566 stroke patients, however it defined ISA
as a lack of awareness of hemiplegia or hemianopia, decreasing the generalisability of the

results.

Discussion
Overview of results
This review aimed to investigate the impact of ISA on the process of rehabilitation in ABI
populations. Four themes arose from this review, including goal setting, treatment adherence,

engagement and willingness to change and time spent in hospital.

ISA was found to impact on realistic goal setting in ABI populations within both inpatient and
outpatient rehabilitation (28, 29). However, research on the impact of ISA on client-centred

goal setting were mixed, with two studies reporting that ABI participants with ISA were able
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to engage in client centred goal setting, however they took longer to set goals (25, 26).
Alternatively, a subset of participants did express that ISA impacted on client-centred goal
setting (25, 27), which was due to participants being unable to identify their difficulties and
therefore the importance of goal setting (25). These mixed results could be due to
methodological limitations within these studies including small sample sizes and a low ISA
severity within one study, which may explain the lack of significant difference found between

the awareness groups (26).

Within inpatient and outpatient settings, ISA in ABI populations was found to impact on
treatment compliance, engagement, motivation, willingness to change and the working alliance
between the clinician and patient (31-35). ISA also was associated with maladaptive behaviour
and higher distractibility; however, this was not defined (36). Additionally, ABI participants
with ISA were unable to retain and implement ideas and strategies and were unable to learn
and adjust their behaviour, particularly in cognitive rehabilitation (35). Furthermore, it was
found that ABI participants were more likely to be within the pre-contemplation stage during
treatment and were not able to identify the value of rehabilitation and were therefore unwilling

to change (37).

Additionally, within stroke populations, ISA resulted in a longer time spent in hospital and a
decreased likelihood of discharge (38-40). This was due to patients being unable gain the skills
and safety measures required to be discharged (38). ISA may also lead to a delay in patients

seeking support (40), however further research is required.

Clinical implications
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This review found that goal setting can be used as a tool to help participants identify progress
and improve their self-awareness and participation within treatment (25). It was also suggested
that professionals should provide extra support and adaptations to allow ABI individuals with
ISA to effectively engage in the goal setting process. Techniques that were suggested included
structured communication to identify treatment needs, providing feedback, and implementing

metacognitive strategies (27).

Goal setting was found to provide structure within rehabilitation and was a motivating factor
for ABI participants (25), therefore the lack of participation in goal setting due to ISA could
have also contributed to the lack of motivation found within this review (36, 37). It is therefore
suggested that clinicians can utilise goal setting to improve self-awareness and enhance
motivation. Additionally, ISA was found to impact on the therapeutic relationship and research
has found that the therapeutic alliance is an important factor goal setting (25), therefore the
impact of ISA on the therapeutic alliance may have an impact on goal setting, linking two
themes found within this review. Thus, techniques to develop the therapeutic relationship and
in turn enhance self-awareness (31) is essential within rehabilitation. One technique includes
motivational interviewing which, within samples of ABI individuals with ISA, has been found
to enhance the therapeutic relationship and increase acceptance of impairments, as well as

engagement in rehabilitation, including realistic goal setting (42).

ISA resulted in a lack of engagement within rehabilitation, with ABI participants being unable
to learn and adjust their behaviour, as well as take on, retain, and implement treatment ideas
and strategies (33-35). Individuals with ISA were also more likely to be in the pre-

contemplation stage during treatment and were unwilling to change or identify the value of
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rehabilitation. Self-awareness is therefore a crucial factor within the success of rehabilitation
and clinicians should take these factors into account during treatment and implement
techniques and adaptations to enhance self-awareness and educate ABI individuals on their

stage of change.

Given all these factors it is suggested that rehabilitation should not occur until ABI individuals
have gained awareness of their difficulties so that they are able to fully engage in treatment,
this may include delaying intervention with appropriate supervision and monitoring put into
place (33). However clinical care guidelines in brain injury rehabilitation promote early
intervention (43, 44). These guidelines are therefore disrupted by ISA, which causes difficulties
for clinicians and pressure on services that provide brain injury rehabilitation (32). Therefore,
adaptations and techniques within rehabilitation and services are required to enhance self-

awareness and treatment adherence early on within intervention.

It is recommended that an educational approach is provided to ABI individuals with ISA in the
early stages of rehabilitation for patients to learn about their difficulties, experience setbacks
and be given time to adjust (30, 45). O’Callaghan et al (33) found that TBI participants need to
go through a process of grieving their old self and accepting their impairments to achieve
acceptance and readiness to change and engage in rehabilitation. It is suggested that only after

ABI patients have gained self-awareness can they engage in treatment (46).

Additionally, research has found that specific models of intervention can be implemented

regardless of level of awareness, including strategy training (47). Studies have also identified
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adaptations that can be put into place to increase self-awareness, including adjustments to

activities and the environment (48), which can be implemented within rehabilitation.

However, another difficulty arises within inpatient services when patients are unable to be
discharged due to a risk to safety and a lack of skills required to live independently (38-40),
which can cause further pressure on services as well as clinicians. ISA is therefore a crucial
aspect to be considered by services, and appropriate provisions for patient safety and to increase

self-awareness are required, including indirect working and behavioural management.

Quality of review and future research

The articles selected within this review varied in methodology, however similarities between
the aims, design, participant characteristics and findings of the studies can be grouped together
and compared. Overall, the articles with this review provide important insight into the impact
of ISA on the process of ABI rehabilitation, which is crucial for clinicians as well as services

providing brain injury rehabilitation.

Most studies in this review contained a high-quality rating, with 11 studies receiving a score
of 4 or 5 on the MMAT quality rating scale, they were therefore deemed as good quality in
their approach, data analysis and interpretation. The remaining studies were scored 3/5 mainly
due to non-response bias, ‘gold standard” measures not being used, and the sample strategies

not being defined, as described above.

Studies within this review used a variety of methods to establish ISA, including standardised

measures of awareness, qualitative methods, performance on cognitive tasks and self-reported
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performance on multiple tests. Previous reviews have found that a variety of techniques can be
used to measure awareness, including self-versus-other reports, performance-based measures,
interviews, and clinician ratings (18). Therefore, although the ISA measurements differed
between studies, all studies were able to identify subsets of participants with ISA and described

how this then impacted on rehabilitation.

Furthermore, this review did not include case studies, discussion papers or conference abstracts
to ensure high quality studies were included, however this may have excluded data relevant for
this review and key information may have been missed. Furthermore, it may also be the case
that some ABI individuals with significant ISA were unable to complete self-awareness
measures or agree to take part in studies, which therefore could also exclude valuable

information which should be considered in future research.

Conclusion
This review found that within both inpatient and outpatient rehabilitation services, ISA
impacted on the value that ABI participants placed on rehabilitation, which decreased treatment
compliance, motivation, and engagement. ABI participants with ISA were more likely to be in
the pre-contemplation stage during treatment and were unable to retain and implement ideas
and strategies or learn and adjust their behaviour. ISA also led to an increase in length of time
spent in hospital. These results are crucial for clinicians and services providing ABI
rehabilitation in terms of adaptations that are required within treatment and appropriate

provisions that are needed within services.
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Abstract

Background: This study sought to investigate what may influence any differences between self
and proxy ratings on the Brain Injury Fatigue Scale (BIFS). The influence of impaired self-
awareness (ISA) and mood were examined.

Method: Eleven ABI/neurological condition patients and their proxies completed the BIFS and
Patient Competency Rating Scale (PCRS). Patients also completed the Hospital Anxiety and
Depression Scale (HADS) and their demographic data was collected.

Results: It was found that 63.64% of patients rated their fatigue within the same clinical cut off
category as their proxies’ ratings. It was also found that ISA and mood did not predict BIFS-
Discrepancy scores.

Conclusion: These findings show a moderate level of agreement between patient and proxy
BIFS ratings; however, they also emphasise the importance of using proxy ratings scales within
this area, which has not previously been explored. These results were preliminary findings

which require replication with a larger sample.

Keywords: fatigue, acquired brain injury, neurological condition, self-awareness, insight
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Introduction

Acquired Brain Injury (ABI) and Fatigue

In 2018 it was estimated that 304,800 people were admitted to hospital in England with an ABI
(Barber et al, 2019), which is defined as a brain injury that occurs after birth and is not genetic,
degenerative, or caused by birth trauma (Brain Injury Association of America, 2022). ABI’s
include stroke and traumatic brain injury (TBI) (Menon and Bryant, 2019). In 2019 it was
estimated that 1 in 6 people live with a neurological condition in England, which is defined as
a condition that affects the brain, nerves, and spinal cord, including Multiple Sclerosis (MS)

and Parkinson’s Disease (Neurological Alliance, 2019).

An ABIl/neurological condition can cause several cognitive, physical, behavioural, and
affective impairments, including memory difficulties (Levin, 1990), executive functioning
deficits and psychomotor processing difficulties (Mazaux et al, 1997), emotional distress
(Hoofien, Gilboa, Vakil and Donovick, 2001) and self-regulation difficulties (Ownsworth,

McFarland and Young, 2000).

A further difficultly seen in ABI/neurological condition populations is fatigue (Cooper,
Reynolds and Bateman, 2009; Minden et al, 2006). Central fatigue, which is seen in several
neurological and non-neurological conditions, is characterised by mental and physical fatigue;
mental fatigue involves difficulties initiating and maintaining attentional processes, whilst
physical fatigue involves difficulties initiating and maintaining physical activity that requires
self-motivation (Chaudhuri and Behan, 2000). Activities that require mental or physical effort
are found to be predictive of fatigue in ABI/neurological conditions (Ziino and Ponsford,

2005).
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Mental and physical fatigue have been reported in 68.5% of TBI patients (Ouellet and Morin,
2006) and 29-70% of stroke patients (Nadarajah and Goh, 2015). Fatigue was found to be a
persistent symptom in TBI 2-5 years after discharge from a rehabilitation programme (Olver,
Ponsford & Curran, 2009); therefore, it can have a long-term impact on patients’ functioning.
Additionally, fatigue has been found to be one of the most common symptoms in MS, with it
being seen in 83.1% of MS patients (Minden et al, 2006). Fatigue is also shown to be one of
the main symptoms causing impaired quality of life in patients with MS (Krupp, 2003),
including affecting sleep, mood, and occupational and social life (Schwartz, Coulthard-Morris
and Zeng, 1996). However, severity of injury has not been found to influence level of fatigue

in ABI/neurological conditions (Chesnel et al, 2018).

Fatigue can be highly debilitating as it can cause several impairments to patients’ day-to-day
life, including sleep issues, anxiety, and cognitive disturbances (Ouellet and Morin, 2006), as
well as attentional process deficits (Ziino and Ponsford, 2006). Fatigue can also affect
individuals’ everyday functioning, as mental and physical exhaustion can lead to individuals
spending more time in bed, decreasing general productivity (Beaulieu-Bonneau and Morin,
2012). Furthermore, mental fatigue is found to be associated with decreased employment
status, within both ABI (Palm, Ronnback and Johansson, 2017) and MS (Smith and Arnett,
2005). This in turn impacts on patient’s recovery processes and occupational functioning

(Belmont, Agar, Hugeron, Gallais and Azouvi, 2006).

Additionally, low mood and stress is found to have an impact on patient’s level of fatigue
within both ABI (Malley, Wheatcroft and Gracey, 2014; Schnieders, Willemsen and de Boer,
2012) and MS (Flachenecker et al, 2002), which needs to be considered when examining self-

reports of fatigue.
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Fatigue Scales

Several measures to assess for fatigue within ABI/neurological condition populations exist
(Ziino and Ponsford, 2005). These measures are used to assess the extent and impact fatigue
has for an individual, which can contribute to interventions and monitoring the recovery
process. However, patients have reported that fatigue is not given sufficient recognition when

planning interventions (Malley, 2017).

The Brain Injury Fatigue Scale (BIFS: Quinn, Jones, Fokias and Moss, 2004)

The BIFS is an unpublished measure of fatigue, which includes 20 items that are rated using a
five-point Likert scale. The BIFS classifies scores from “normal” to “profound” fatigue. This
measure was developed by Quinn, Jones, Fokias and Moss (2004) who, in an unpublished
study, administered the scale to 65 ABI patients, 32 individuals with a mental health difficulty
and 31 healthy controls. It was found that the BIFS showed a high degree of internal validity
and reliability, with a significant proportion of the total variance of the scale (55%) being
attributed to overall fatigue and the other two factors being pre-morbid ability and subsequent
disability. It was also found that there was a significant relationship between ABI and fatigue
even after accounting for the impact of mood. There is currently a project underway which is

seeking to develop a normative dataset for the BIFS and explore its psychometric properties.

Whilst the BIFS is currently unpublished, it is used in clinical practice to measure fatigue in
ABl/neurological condition populations and is used as a measure within fatigue management
research (Cooper, Reynolds and Bateman, 2009). The BIFS also contains self and proxy rating
scales, which is not seen in other fatigue measures (Michielsen, De Vries and Van Heck, 2003;

Krupp, Alvarez, LaRocca & Scheinberg, 1988). The BIFS would therefore be able to identify
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discrepancies between self and proxy ratings, which could be indicative of ISA. This would
help clinicians guide rehabilitation strategies and approaches to supporting patients. However,
the BIFS proxy rating scale was not analysed within the original study, therefore the
relationship between the scores on the self and proxy rating scales and factors that influence

this has not been explored.

Impaired Self-Awareness (ISA)

Although self-report measures of fatigue exist within these populations, it is found that
individuals with an ABI/neurological condition show a pattern of under and over reporting of
their cognitive, behavioural, and affective difficulties on self-report questionnaires as
compared to relative/caregiver measures or psychometric tests (Rubin, Klonoff and
Perumparaichallai, 2020; McKay, Rapport, Bryer and Casey, 2011; Smeets, Vink, Ponds,
Winkens and van Heugten, 2017). Reduced awareness of one’s difficulties is common in
individuals with damage to the frontal lobes of the brain, which occurs in a range of
ABIs/neurological conditions. (Spikman and van der Naalt, 2010; Hebscher, Barkan-
Abramski, Goldsmith, Aharon-Peretz and Gilboa, 2016). ISA is also found in 58% of MS
patients and is found to impact on activities of daily living and functional outcomes (Reich,

Arias, Torres, Halac and Carlino, 2015).

ISA is defined as individuals being unable to identify and understand their difficulties or the
impact they have on their day-to-day life (Ownsworth et al, 2007). ABI/neurological condition
patients are found to experience reduced awareness of their fatigue levels (Chiou, Chiaravalloti,

Wylie, DelLuca and Genova, 2016).
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The consideration of ISA is important as it is found to impact on patient’s compliance within
treatment (O’Callaghan, McAllister and Wilson, 2012), occupational functioning (Sherer et al,
2003) and community re-integration (Robertson and Schmitter-Edgecombe, 2015) within
ABI/neurological conditions. ISA can also result in a risk to safety when individuals are

unaware of the demands of tasks (Rubin, Klonoff and Perumparaichallai, 2020).

Self and Other Scales

Due to the ISA seen in patients with an ABI/neurological condition, self-versus-proxy (i.e.,
relatives, carers etc.) rating scales can be used to assess patients’ difficulties and identify any
potential ISA. Self and proxy rating scales are commonly used in ABI/neurological condition
populations to assess for quality of life (Aza et al, 2020), cognitive abilities (Teasdale et al,
1997), executive functioning (Emmanouel, Mouza, Kessels and Fasotti, 2014) and personal

and social functioning (Powell, Beckers, and Greenwood, 1998).

Proxy rating scales are completed by individuals who know the patient well, including carers,
relatives, or clinicians. These reports can be used to avoid bias that can occur when relying
solely on self-reports (Olino and Klein, 2015) and can pick up any ISA which would impact
on the accuracy of the results. Studies have found that patients with ISA can over or
underestimate their difficulties which leads to a higher discrepancy between self and proxy

ratings (Fischer, Trexler and Gauggel, 2004; Noe et al, 2005).

Research on other factors that affect self and proxy ratings is mixed however there is evidence
that self-reports are affected by mood. One study found that ABI patients who overestimated
their difficulties showed fewer depressive symptoms, whereas those who underestimated their

difficulties showed higher levels of depressive symptoms (Smeets et al, 2014). Furthermore,
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Miller et al (2013) found that self-ratings of impairments are related to emotional difficulties
rather than reflecting actual impairment, in that participants over or underestimated their
difficulties depending on their mood. This is also seen in multiple sclerosis patients where one
study found that symptoms of depression and anxiety were related to the accuracy of self-
reports (Goverover, Chiaravalloti and DelLuca, 2005). These studies therefore indicate that
mood can affect self-reports which would lead to a higher discrepancy between self and proxy

ratings.

Research has found that ‘clinician’, ‘family’ and ‘significant other’ ratings of patient
functioning were related, and they differed from patient self-ratings, emphasising the
importance of the use of proxy rating scales (Sherer et al, 2003). Proxy report scales are also
found to be more sensitive to symptom and functional changes than self-report scales (Lin, Lu,

Wong, and Chen, 2014).

Research rationale

This study investigated the degree of agreement between self and proxy ratings of the BIFS
and explored what variables best predict any differences in scores. Based on the available
evidence, this was done by comparing the BIFS discrepancy scores with level of awareness
and patients’ mood, including depression and anxiety levels. The results of this study will
determine whether ISA or mood impact on self-ratings of fatigue in individuals with an
ABl/neurological condition and will therefore determine the importance of proxy rating scales

in clinical practice.

Research hypotheses

The research hypotheses for this study are:
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1. ISA will be the main predictor of discrepancy between self/proxy ratings on the BIFS.

2. Patients’ depression scores will be predictive of greater patient/proxy discrepancies on
the BIFS.

3. Patients’ anxiety scores will be predictive of greater patient/proxy discrepancies on the

BIFS.

Method

Study Design and Recruitment

A between-groups design was employed in which eleven ABI/neurological condition patients
and their proxies completed the BIFS and PCRS. Patients also completed the HADS. The
independent variables were PCRS level of awareness score (which was calculated using PCRS-
Patient and PCRS-Proxy scores and converted into categorical variables i.e. patient ratings
higher, proxy ratings higher or congruent ratings), Patient HADS anxiety score and Patient
HADS depression score. The dependent variable was the discrepancy score between the BIFS-

Patient and BIFS-Proxy ratings.

A total of eleven ABI/neurological condition patients and their proxies were recruited from
NHS services within the Yorkshire and Lincolnshire region. Recruitment took place between
March 2022 and August 2022. The researcher discussed the study within service team
meetings, and clinicians used the inclusion and exclusion criteria to identify patients that would
be suitable for the study. Five patients and four proxies completed the scales within clinical
appointments with the clinician, two patients and three proxies were sent the measures to
complete and send back via email/post, and four patients and four proxies completed the scales

via telephone with the researcher.
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Patient demographic data and information about their ABI/neurological condition was
collected through clinical records by their clinician, including gender, age, type of

injury/diagnosis and length of time post injury/diagnosis/onset of symptoms (see Appendix G).

Inclusion and Exclusion Criteria

The inclusion criteria for both the patient and proxy group included being proficient in English,
aged over 18 years and having capacity to consent to take part in the study. This included
having the ability to read and understand the participant information sheet, being able to
appreciate that taking part is voluntary, having the ability to choose to decline to participate
and being able to appreciate what the data will be used for. The inclusion criteria for the patient
group also included having experienced any type of ABI or neurological condition including
TBI, Stroke, MS or Parkinson’s Disease. Anyone meeting this criterion also needed to have a

suitable proxy, including a family member or friend who knew them well.

The exclusion criteria for both the patient and proxy group included having difficulties
comprehending or producing speech to the level necessary to complete the questionnaire. The
exclusion criteria for the patient group also included neurodevelopmental issues before the age
of 18 and pre-existing health conditions related to fatigue (e.g., chronic fatigue, chronic pain,

or endocrine disorders).

Ethical approval for this study was given by the Faculty of Health Sciences Ethics Committee

(University of Hull) and the Health Research Authority (see Appendix H).

Measures

The Brain Injury Fatigue Scale (Quinn, Jones, Fokias and Moss, 2004)
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The BIFS is an unpublished 20 item assessment of fatigue which contains a self and proxy
rating scale (see Appendices | and J). The BIFS assesses physical fatigue, mental fatigue,
emotional distress, sleep/rest, and social/activities of daily living functioning. Each item on the
BIFS is scored from 0-5 with a score of 5 signifying higher levels of fatigue. The results
therefore range from 20-100, with higher scores being representative of greater patient fatigue
levels. The fatigue classifications for the BIFS are Normal (scores below 61), Abnormal (scores

between 61-69), Severe (scores between 70-79) and Profound (scores above 79).

The Patient Competency Rating Scale (Prigatano et al , 1986)

The PCRS is a 30-item assessment that evaluates level of awareness by measuring patient’s
ability to conduct practical skills on a five-point Likert scale. The PCRS contains a self and
proxy scale (see Appendices K and L) and assesses patient’s cognitive skills, psychosocial
skills, activities of daily living and emotional liability (Kolakowsky-Hayner, Wright and
Bellon, 2012). The PCRS is found to have acceptable test-re-test reliability and strong internal
consistency for both the self and proxy scales (Fleming, Strong and Ashton, 1996). Each item
on the PCRS is scored from 0-5 with a score of 5 signifying higher levels of awareness. The
results therefore range from 30-150, with higher scores being representative of greater levels
of patient awareness. Level of awareness can be inferred in three different ways, including
calculating the patient and proxy discrepancy score, as well as calculating the number of items
the patient scored higher, the proxy scored higher and the patient and proxy score the same.

Patients were then classified based on which of the three scores was the highest.

The Hospital Anxiety and Depression Scale (Zigmond & Snaith, 1983)

The HADS is a 14 item self-report scale of depression and anxiety in medical populations of

patients (see Appendix M). The HADS consists of seven questions composing the depression
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subscale and seven questions composing the anxiety subscale. Each item is scored from 0-3
with a score of 3 signifying higher levels of depression/anxiety. Subscale scores therefore range
from 0-21 with scores between 8-10 indicating mild depression/anxiety, 11-14 indicating
moderate depression/anxiety and 15-21 indicating severe depression/anxiety. Scores below 8
are not indicative of emotional distress (Stern, 2014). The HADS has been found to be a reliable
tool for depression and anxiety disorders in ABI patients (McKenzie, Downing and Ponsford,

2018).

Procedure

To reduce pressure on services, the data collection procedure was kept flexible and was adapted
to fit with each service. Overall, within all services clinicians gave patients who met the
inclusion and exclusion criteria the study information sheet (see Appendix N), consent form
(see Appendix O) and researcher contact details during their initial/routine clinical
appointment. They were then given up until their next clinical appointment to decide if they
would like to take part in the study. Alternatively, patients gave their clinician verbal consent
to take part in the study and their contact details were securely emailed to the researcher who
contacted the patient via telephone to answer any questions and send the consent form via

email.

Once patients consented to take part in the study, they either completed the scales (i.e., the
BIFS-Patient, PCRS-Patient and HADS) with their clinician as part of their clinical
appointment (n=5) or they were sent the scales and consent forms to complete and send back
to their clinician via email/post (n= 2). Alternatively, if patients consented to be contacted by

the researcher, their contact details were passed onto the researcher who then contacted the
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patient via telephone to complete the scales (n= 4). Patient demographic data, consent forms

and questionnaires were securely sent via email to the researcher.

If the patient’s proxy attended the clinical appointment with the patient, they were given the
relevant information sheet (see Appendix P) and consent form (see Appendix Q) and were
given up until the patient’s next clinical appointment to decide if they would like to take part
in the study. Once consent was gained, the clinician either gave the proxy the scales (i.e., BIFS-
Carer and PCRS-Relative) to complete whilst they waited for the patient (n= 4), or the proxies
were sent the scales to complete and send back to the clinician via email/post (n= 3). The
consent forms and questionnaires were securely emailed to the researcher. If the proxy did not
attend the appointment with the patient, the patient took the relevant information sheet, consent
form and researcher contact details to their proxy, who then contacted the researcher if they
wanted to take part in the study (n=4). Any questions that the proxy had were answered over
the telephone with the researcher and they were given up to a week to decide if they would like
to take part in the study, their consent form was sent via email to the researcher and the scales

were completed over the telephone with the researcher.

Data analysis

GPower Version 3.1.9.6 software (Faul, Erdfelder, Lang & Buchner, 2008) was used to
determine that the independent variables in the regression model use a total of 3 degrees of
freedom. To detect a large effect size of 0.35 for this with 80% power and using a 5%
significance level for statistical testing, a total of 36 independent observations on all variables

were required for both the patient and proxy ratings, so in total 72 participants were required.
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Due to this study exploring BIFS discrepancy scores against PCRS discrepancy scores and
mood, PCRS scores were converted into categorical variables during the regression analysis to
ensure that the data could be reliably interpreted. Level of awareness was therefore inferred by
using the patient and proxy discrepancy score, as well as calculating the number of items the
patient scored higher, the proxy scored higher and the patient and proxy score the same.
Patients were then classified based on which of the three scores was the highest. BIFS
discrepancy scores were calculated by subtracting the PCRS-Patient with the PCRS-Proxy
ratings, for analysis these scores were inputted into the regression model as a continuous

variable ignoring the direction of the discrepancy.

Descriptive statistics were calculated for the BIFS, PCRS and HADS scores. Histograms of the
data identified that the data was not normally distributed, therefore medians were reported
within the descriptive statistics. Correlation coefficients were used to analyse the associations
between the BIFS, PCRS and HADS scores, as well as the demographic data. A linear
regression analysis was then used to analyse the predictive strengths of the PCRS categorical
variables, HADS anxiety scores and HADS depression scores on the BIFS discrepancy scores.

All statistical analyses were performed on SPSS Version 27 (IBM, 2020).

Results

Demographic Information

Eleven ABI/neurological condition patients and their proxies were recruited. Patient
demographic information is shown in Table 1. Information on proxy respondents can be seen
in Table 2. From Table 1 it can be seen that the age of patients ranged from 18-63 years
(Median=52), furthermore time since injury/diagnosis/onset of symptoms ranged from 6-288

months (Median=33.50). In terms of type of injury five (44.45%) patients were living with a
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TBI, three (27.27%) patients were living with a Stroke and three (27.27%) patients were living
with MS. Regarding the proxy data (Table 2), one (9.09%) proxy rated that they knew the

patient ‘pretty well’ and 10 (90.91%) rated that they knew the patient ‘very well’.

Table 1. Patient demographic information

Demographic information Number of patients

Gender
Male 4
Female

~

Age
18-29
30-39
40-49
50-59
60-63

NOITNNODN

Injury/diagnosis
Traumatic Brain Injury
Stroke
Multiple Sclerosis

w w o1

Length of time post injury/diagnosis (years)
0-1
1-2
2-3
3-4
4-5
5-10
11+

~POOPFRPEFELPDNMNMNW

Table 2. Information on proxy respondents

Proxy information Number of proxies

Proxy’s relationship to the patient
Mother
Spouse
Child
Sibling

N EF— O -
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Friend 1

Descriptive Statistics

Descriptive statistics for each measure are shown in Table 3. It can be seen that on average
proxies rated patients fatigue levels on the BIFS (Median=79) similar to patients’ self-ratings
(Median=88). Furthermore, on average proxies rated patients higher and therefore more
competent on the PCRS (Median=102) than patients’ self-ratings (Median=99.36). The results

also show a low BIFS discrepancy (Median=1) and PCRS discrepancy (Median=-7)

Table 3. Descriptive statistics for each measure

Measure Median Variance Range
BIFS-Patient 88 363.42 30-91
BIFS- Proxy 79 201.87 51-98
BIFS Discrepancy 1 176.76 -23-21
PCRS-Patient 99.36 260.86 71-125
PCRS-Proxy 102 416.86 61-127
PCRS Discrepancy -7 221.40 -23-23
HADS-Depression 9 9.62 4-16
HADS-Anxiety 13 30.09 1-20

Regarding clinically significant cut offs for the HADS-Depression scores, three patients were

classified as ‘normal’ (range 0-7), four were classified ‘mild depression’ (range 8-10), three
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were classified ‘moderate depression’ (range 11-14) and one was classified ‘severe depression’
(range 15-21). Using the same cut off scores for the HADS-Anxiety ratings, three patients were
classified as ‘normal’, two were classified ‘mild anxiety’, three were classified ‘moderate

anxiety’ and three were classified ‘severe anxiety’.

Regarding clinically significant cut offs for the BIFS scores, one patient and one proxy scored
patients fatigue within the ‘normal’ category (range 20-60), three patients and two proxies
scored patients fatigue within the ‘abnormal’ category (range 61-69), zero patients and three
proxies scored patients fatigue within the ‘severe’ category (range 70-79) and seven patients
and five proxies scored patients fatigue within the ‘profound’ category (range 79-100). Overall,
27.27% of patients rated their fatigue at a higher clinical cut off category than their proxies,
9.03% of proxies rated patients’ fatigue at a higher clinical cut off category than patients and
63.64% of patients and proxies rated patients’ fatigue within the same clinical cut off category.

However, within this all differences were marginal and within one clinical cut off category.

Statistical Analysis

Correlational analyses were conducted for the patient and proxy ratings on the BIFS, PCRS
and HADS, as well demographic data (i.e., gender, age, length of time post
injury/diagnosis/onset of symptoms and type of injury), which can be seen in Table 4. This
analysis found that BIFS-Patient ratings were significantly positively correlated with BIFS-
Proxy ratings (r=0.717, p<0.05), indicating that as patient ratings on the BIFS increased, proxy
ratings of the BIFS also increased. BIFS-Patient ratings were also significantly positively
correlated with BIFS-Discrepancy scores (r=0.667, p<0.05), indicating that as patient ratings
on the BIFS increased, BIFS discrepancy scores also increased. Furthermore, this analysis

found that BIFS-Proxy ratings were significantly positively associated with age (r=0.731,
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p<0.05), indicating that as age increased, proxies’ ratings on the BIFS increased. BIFS-Proxy
ratings were also significantly negatively correlated with PCRS-Proxy ratings (r= -0.618,
p<0.05), which was plotted into a scatter graph seen in Figure 1. From Figure 1 it can be seen

that as PCRS-Proxy ratings increased, BIFS-Proxy ratings decreased.

This analysis also found that PCRS-Proxy ratings were significantly negatively correlated with
type of injury (r= -.643, p<0.05). A scatter graph was used to plot this, which can be seen in
Figure 2. From Figure 2 it can be seen that proxies rated patients with MS (assigned as category
one) and Stroke (assigned as category two) at a higher competency than patients with TBI
(assigned as category three). Furthermore, HADS depression scores were found to be
significantly positively correlated with type of injury (r= .607, p<0.05). A scatter graph was
used to plot this, which can be seen in Figure 3. From Figure 3 it can be seen that patients with
a TBI (assigned as category three) rated their depressive symptoms at a higher level than

patients with MS (assigned as category one) and Stroke (assigned as category two).

Additionally, PCRS-Patient ratings were found to be significantly positively correlated with
PCRS-Proxy ratings (r=0.692, p<0.05), indicating that as patient ratings on the PCRS
increased, proxy ratings on the PCRS also increased. PCRS-Patient ratings were also
significantly negatively correlated with depression scores (r=-0.771, p<0.01), indicating that
as patient scores on the PCRS increased, depression scores decreased. Furthermore PCRS-
Proxy scores were significantly negatively correlated with PCRS-Discrepancy scores (r=-

0.621, p<0.05).

Correlations did not show a relationship between the BIFS discrepancy scores and the PCRS

discrepancy scores. A scatter graph was used to plot this, which can be seen in Figure 4. As
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can be seen in Figure 4 there was no association between BIFS discrepancy scores and the

PCRS discrepancy scores.
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Table 4. Correlation coefficients

Variable BIFS- BIFS- BIFS- PCRS- PCRS- PCRS- HADS- HADS- Type Age Gender Length of time post
Patient Proxy Discrepancy Patient  Proxy Discrepancy Depression Anxiety of injury /diagnosis

injury /onset of symptoms

BIFS-Patient 1 J17* .667* -.486 -369 -.021 .166 401 441 540  -.157 .364

BIFS- Proxy J17* 1 -.040 -.386 -.618* .429 .090 402 331 731* 170 .099

BIFS-Discrepancy .667* -040 1 -.285 131 -.489 142 146 279 -.008 -.407 417

PCRS-Patient -486 -386 -.285 1 692* 136 - 171** .049 -.600 -212  -165 -.248

PCRS-Proxy -369 -.618* .131 .692* 1 -.621* -.498 .097 -.643* -203 -.101 157

PCRS Discrepancy -.021 429 -.489 136 -.621* 1 -.154 -.080 231 .048  -.040 -.484

HADS-Depression .166 .090 142 -771**  -498  -154 1 -113 .607*  -134 314 -.081

HADS-Anxiety 401 402 146 .049 .097 -.080 -.113 1 .080 136 312 .565

Type of injury 441 331 279 -.600 -.643* 231 607* .080 1 -063 289  -.117

Age 540 .731*  -.008 -.212 -.203  .048 -.134 136 -.063 1 132 .014

Gender -157 170 -.407 -.165 -101  -.040 314 312 .289 132 1 -.147

Length of time post .364 .099 417 -.248 157 -.484 -.081 565 -117 014  -.147 1

injury/diagnosis/onset

of symptoms

** p<0.01 (2-tailed); * p<0.05 (2-tailed)
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Figure 1. Scatter graph of the relationship between BIFS-Proxy and PCRS-Proxy ratings
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Figure 2. Scatter graph of the relationship between PCRS-Proxy and Type of Injury
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Figure 3. Scatter graph of the relationship between HADS-Depression and Type of Injury
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Figure 4. Scatter graph of the relationship between BIFS-Discrepancy and PCRS-Discrepancy
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Hypothesis 1. ISA will be the main predictor of discrepancy between self/proxy ratings on the

BIFS

Exploratory analysis was undertaken using a linear regression model to establish the predictive

strength of PCRS categorical variables (i.e. patient ratings higher (n=3), proxy ratings higher

(n=4) or congruent ratings (n=4) on the BIFS-Discrepancy ratings (which was inputted

ignoring the direction of the discrepancy). Results of this regression analysis are shown in

Table 5. It can be seen that PCRS ratings did not significantly predict BIFS-Discrepancy scores

(r’= -.088, df=1, p=.671).

Table 5. Regression analysis for hypothesis 1

Model Summary

Model R R Square  Adjusted Std R F dfl df2 Sig. F
R Square Errorof Square Change Change
the Change
Estimate
1 145 021 -.088 8.74434 .021 193 1 9 671
ANOVA
Model Sum of df Mean F Sig.
Squares Square
1 Regression 14.738 1 14,738 193 671
Residual 688.171 9 76.463
Total 702.909 10
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Hypothesis 2. Patients’ depression scores will be predictive of greater patient/proxy

discrepancies on the BIFS.

Exploratory analysis was undertaken using a linear regression model to establish the predictive

strength of Depression scores on the BIFS-Discrepancy variable (which was inputted ignoring

the direction of the discrepancy). Results of this regression analysis are shown in Table 6. It

can be seen that depression scores did not significantly predict BIFS-Discrepancy scores (r’=

-111, df=1, p=.953).

Table 6. Regression analysis for hypothesis 2

Model Summary

Model R R Square Adjusted Std R F dfl df2 Sig. F
R Square Errorof Square Change Change
the Change
Estimate
1 .020 .000 -111 8.83566 .000 .004 1 9 .953
ANOVA
Model Sum of df Mean F Sig.
Squares Square
1 Regression .289 1 .289 .004 .953
Residual 702.620 9 78.069
Total 702.909 10
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Hypothesis 3. Patients’ anxiety scores will be predictive of greater patient/proxy discrepancies

on the BIFS.

Exploratory analysis was undertaken using a linear regression model to establish the predictive

strength of Anxiety scores on the BIFS-Discrepancy variable (which was inputted ignoring the

direction of the discrepancy). Results of this regression analysis are shown in Table 7. It can

be seen that anxiety scores did not significantly predict BIFS-Discrepancy scores (r’= -.053,

df=1, p=.500).

Table 7. Regression analysis for hypothesis 3

Model Summary

Model R R Square Adjusted Std R F dfl df2 Sig. F
R Square Errorof Square Change Change
the Change
Estimate
1 228 .052 -.053 8.60448 .052 494 1 9 .500
ANOVA
Model Sum of df Mean F Sig.
Squares Square
1 Regression 36.576 1 36.576 494 .500
Residual 666.334 9 74.037
Total 702.909 10
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Discussion

Overview of findings

BIFS discrepancy ratings

This study aimed to investigate the agreement between the self and proxy ratings of the BIFS
and explore what variables best predict any differences in scores. Based on the available
evidence, this was done by comparing the BIFS discrepancy scores with level of awareness
and patients’ mood, including depression and anxiety levels. Despite aiming for a sample size
of 36 pairs of patients and proxies, it was unfortunately only possible to recruit 11 pairs of
patients and proxies, consequently the results reported in this study are only considered

preliminary findings.

Overall, within this sample 90.91% of patients and 90.91% of proxies rated patients’ fatigue at
categories of ‘“abnormal” fatigue and above, demonstrating the high level of fatigue
experienced by patients with an ABI/neurological condition, which fits with previous research
(Quellet and Morin, 2006; Minden et al, 2006). The results of this study also found that 63.64%
of patients rated their fatigue within the same clinical cut off category as their proxies’ ratings,
indicating a high level of agreement between patients and proxies BIFS ratings within this

sample.

Additionally, correlational analysis found that patient and proxy ratings on the BIFS were

significantly positively correlated, indicating a high level of agreement in self and proxy

ratings.

Fatigue and ISA
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Within this study it was found that 27.27% of patients rated their abilities at a higher level than
their proxies, 36.36% of patients rated their abilities at a lower level than their proxies and
36.36% of patients rated their abilities at a similar level to their proxies. Correlational analyses
found that PCRS-Patient and PCRS-Proxy ratings were significantly positively correlated,
suggesting that within this sample as patients self-report of their competence increased so did
their proxy’s ratings. These results therefore indicate that within this sample there were no
notable impaired self-awareness difficulties. PCRS-Proxy ratings were also negatively
correlated with BIFS-Proxy ratings, indicating that as proxies’ ratings of patient competence
increased, their ratings of patient fatigue decreased. Additionally, PCRS-Proxy ratings were
negatively correlated with type of injury, with proxies rating patients with MS and Stroke at a

higher competency than patients with TBI.

The results of this study found that PCRS ratings did not significantly predict BIFS discrepancy
scores. These results therefore do not support hypothesis one which stated that ISA will be the

main predictor of discrepancy between self and proxy ratings on the BIFS.

Overall, within this sample patients experienced a high level of fatigue whilst having strong
agreements between self and proxy ratings on the PCRS, indicating that there was a low level
of ISA experienced within this sample. This may be due to individuals with higher ISA being
more likely to have greater levels of cognitive difficulty and were therefore less able to

participate or consent to take part in the study.

Fatigue and mood

Within this study, 36.36% of patients reported experiencing moderate-severe levels of

depression, and 54.55% of patients reported experiencing moderate-severe levels of anxiety.

70



Correlational analysis found a significant negative relationship between PCRS-Patient and
depression scores, indicating that as patient ratings of their competence increased, their
depression levels decreased. Furthermore, it was found that depression scores were positively
correlated with type of injury, in that patients’ with a TBI rated their depressive symptoms at
a higher level than patients with MS and Stroke. No relationship was found between
depression/anxiety scores and fatigue ratings or PCRS-Discrepancy scores (i.e., level of

awareness).

The results of this study found that neither depression or anxiety ratings significantly predicted
BIFS discrepancy scores. These results therefore do not support hypothesis two or three which
stated that patients with higher anxiety/depression scores will show a greater discrepancy on

the BIFS compared to their proxy’s rating.

Overall, mood was found not to impact on self-ratings of fatigue. This could be due to 63.64%
and 45.45% of patients in this sample experiencing normal-mild levels of depression and
anxiety respectively, which would explain why mood did not have a significant impact on
fatigue ratings. This again could be due to individuals with higher levels of depression and

anxiety being unwilling to participate or consent to take part in the study.

Clinical implications

This study found that within this sample 63.64% of patients rated their fatigue within the same
clinical cut off category as their proxies’ ratings. It was also found that ISA and mood did not

predict BIFS-Discrepancy scores.
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This study adds to research on the use of proxy ratings scales within clinical practice, which
has previously focused on the use of these scales to assess for cognitive abilities (Emmanouel,
Mouza, Kessels and Fasotti, 2014) and personal and social functioning (Powell, Beckers, and
Greenwood, 1998). The use of proxy ratings scales to measure fatigue has not been previously
explored. Overall, this study showed a moderate level of agreement between patient and proxy
ratings of fatigue on the BIFS, however it also showed that a proportion of patients (36.37%)
scored their fatigue levels within a different clinical category to their proxies, which
emphasises the importance of proxy rating scales within this area to avoid bias that can occur
when replying solely on self-reports, which aligns with previous research (Olino and Klein,

2015).

These results therefore demonstrate the importance of the self and proxy rating scales of the
BIFS, which is not seen in any other fatigue measure. The lack of use of proxy rating scales
within this area may therefore be impacting on the assessment and treatment of fatigue within

rehabilitation of ABI/neurological condition patients and requires further research.

Despite previous research on the impact of ISA and mood on self-reports of fatigue, the results
of this study found that level of awareness and mood did not predict BIFS-Discrepancy scores.
One explanation could be that due to the variety of injuries/diagnoses in this sample, including
those with neurological conditions, this could have led to a sample of individuals who were
cognitively intact and did not experience ISA of their injury/diagnosis. Another explanation
may come from illness representation research, which has found that that over time individuals
become more aware of their difficulties as their representation of their illness increases
(Diefenbach and Leventhal, 1996). This results in a decrease in discrepancy between actual

and perceived difficulties over time. Within the sample in this study, patients’ length of time
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post injury/diagnosis/onset of symptoms ranged from 6-288 months, therefore it can be
assumed that the majority of patients had beliefs about their illness that have converged over

time.

Limitations and further research

One limitation of this study was the low sample size, which resulted in a loss of power within
the results found. Due to this only an exploratory analysis was undertaken. Plans to continue
data collection have been discussed with both supervisors with the hope of increasing the
sample size and increasing the probability of finding more substantial results in support of the

original hypothesis.

Another limitation within this study was the variation in the sample, including type of
injury/diagnosis and length of time post injury/diagnosis/onset of symptoms. This included
having both ABI and neurological condition patients within the study sample, who experienced
their condition from 6-288 months. This was initially done to ensure that patients with a wide
variety of conditions that may experience ISA were included within the sample. However, this
variation may have led to a sample of individuals who were cognitively intact and therefore
did not experience ISA of their difficulties. Furthermore, research has found that awareness of
physical difficulties can precede awareness of behavioural and cognitive difficulties (Seel,
Kreutzeer and Sander, 1997), which could be due to physical difficulties being the main focus
early in recovery to improve functioning and independence. This may therefore explain the

low level of ISA seen within this sample.

A further limitation within this study is the variation that existed within the methodology by

using a flexible procedure. This was initially done to reduce service pressures and fit with the
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preferences and ways of working within each service. However, despite this, the variety within
the methodology, including recruitment and data collection may have led to bias within the
findings, including some patients completing questionnaires with the proxy present, which
would have influenced the data collected. However, this may only have occurred when patients
were asked to complete the questionnaire and send them back to their clinician, which occurred

in 18.18% of cases.

Conclusion

In conclusion, this study is the first to explore the self and proxy ratings of the BIFS, including
investigating its discrepancies and factors that impact on this, including ISA and mood.
Through exploratory analysis, this study found a high level of fatigue experienced by
ABl/neurological condition patients. It was also found that 63.64% of patients rated their
fatigue within the same clinical cut off category as their proxies’ ratings. ISA and mood were
not found to predict BIFS-Discrepancy scores. The findings from this study show a moderate
level of agreement between patient and proxy ratings on the BIFS, however it also emphasises
the importance of using proxy ratings scales within this area, which has not previously been
explored. Further research identifying factors that impact self and proxy ratings of fatigue is

required.
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Appendix A. Epistemological Statement

Within research there are several different positions that researchers can take based on their
assumptions and experiences. Ontological and epistemological stances underpin these
positions and can influence the approach, methodology and data analysis a researcher can take
(Richie, 2013). It is therefore important that researchers are aware of their position and how
this can affect their research. This statement will explore the ontological and epistemological

positions that underpin this thesis and how they have shaped each aspect of the work.

An ontological stance is based on the assumptions that an individual has about reality,
including its meaning and nature (Slevitch, 2011). There are two main ontological positions,
realist and relativist. Realism refers to a position that truth exists and is objective, measurable
and static, whereas relativism refers to a position that there are multiple meanings to reality

and that it is subjective, contextual, and dynamic (Willig, 2019).

Epistemology refers to how knowledge is acquired and developed, which can therefore
influence approach and methodology within research (Slevitch, 2011). Quantitative and
qualitative research methodologies are based on different epistemological stances. Quantitative
methods are underpinned by a positivist perspective which states that reality is objective and
can be observed and tested (Yilmaz, 2013). On the other hand, qualitative methods are
underpinned by a constructivism perspective which states that there are multiple truths and that

meaning is constructed through individuals’ perspectives and experiences (Richie, 2013).

Whilst reflecting on my own ontological and epistemological position, | found that | saw value

in both approaches and therefore did not fit solely into one stance. Hence, | found that I fit

84



more into an alternative stance of critical realism, which combines elements from both the
positivist and constructionist positions. The critical realist stance states that events and reality
can be observed however they need to be interpreted further to identify factors underlying them
(Willig, 2012). The critical realist position also promotes utilising methodologies that are
appropriate for the aims of the research (McEvoy and Richards, 2006). This stance therefore

values both quantitative and qualitative methodologies which were utilised within this thesis.

Within the systematic literature review a qualitative methodology of Narrative Synthesis was
used as this piece of research was centred around exploring key themes as to how impaired
self-awareness (ISA) can impact on the process of rehabilitation in acquired brain injury
populations. Therefore, within this piece of work a more exploratory approach was beneficial
to extract information from articles with qualitative, quantitative, and mixed methodologies.
This is also combined with an objective measure of article quality. This allowed for objective
observation to be utilised alongside qualitative methods to explore key themes within the

articles.

Within the empirical paper, as it was exploring the discrepancies between the self and proxy
ratings of the Brain Injury Fatigue Scale (BIFS) and what factors influence this, including ISA
and mood, a quantitative approach was deemed most appropriate. This was due to objective
measurements being required to collect the information necessary to explore and validate the
BIFS. Objective measurements were also taken for ISA and mood as this allowed for a
statistical analysis to be conducted without researcher bias to investigate the impact that these
factors may have on the BIFS results. Therefore, it was assumed that objective measurements
taken from the BIFS will provide results that are probable facts, and that the validation of this

measure will provide it with a quality criterion based on validity, reliability, and objectivity.
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In conclusion, whilst reflecting that a critical realist stance fit best with my views, | was able
to see the value of using both qualitative and quantitative methods within research. This thesis
therefore utilised each of these methodologies based on what was most appropriate for the

research aims and to answer the research questions.
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Appendix B. Reflective Statement

The Empirical Paper

Choosing a research topic

Whilst starting the doctorate | was open to a lot of different areas, models, and ways of working.
Whilst I saw this as a strength as [ was a “blank canvas” to be able to develop as well as adapt
to a variety of different areas, this also came with a lot of uncertainty, especially when picking
a research concept. However, although I saw myself as a “blank canvas” at the start, from the
research methods lectures | realised that I did have a preference within certain research models,
in that | was more drawn to quantitative work. As | reflected on this, | believe this came from
being brought up with vets within my family who always valued science and maths within their
profession. | believe this also came from doing advanced research methods within my
undergraduate degree, therefore | was experienced in conducting quantitative analysis within

software’s such as SPSS, which further increase my preference towards quantitative research.

As | began to explore several ideas for research, |1 was aware that this piece of work would be
with me for the next 3 years, therefore, | decided to use the research fair to help me narrow
down my area of interest. Within the research fair, there was one project that caught my interest
instantly, which was Pete and Stephen’s research project to validate and publish the Brain
Injury Fatigue Scale (BIFS). Before starting the doctorate, Neuropsychology was an area that
| had been drawn to, however | did not have many opportunities to volunteer or conduct
research within this area. | was also attracted to the idea of contributing to the validation of a
scale that would be used within practice and would therefore shape the assessment and
intervention of brain injury patients. This was something that | valued from my family, who

have also completed published pieces of work.
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Seeing the value this piece of research would add to the neuropsychology field and within
practice, as well as the enthusiasm both Pete and Stephen showed for the project, helped me
make my decision and once | left the research fair | knew that this was the area | wanted to be

involved in.

Designing the research

Due to the interest within this project, another trainee also completed a study within the
overarching project of validating the BIFS. This came with a lot of benefits, including being
able to share ideas and develop a plan as a team. Due to the initial aims of the project, it was
also hoped that NHS ethics could be conducted early, which provided hope and excitement as
| had been warned about the length of time NHS ethics would take. Due to there being two
trainees within this project, it was decided that the other trainee would investigate the
psychometric properties of the scale itself and | would identify the value of the self and other
rating scales by exploring any discrepancies between the scales and investigating whether

impaired self-awareness or mood impacted on this.

However, a downside to this way of working was that each study was required for the project,
therefore when delays came within each study, this led to the project being put on hold until

clarity was reached, which was the start of the first delays in this project.

When discussing what scales would be used within the study, the mood, self-awareness, and
fatigue measures were decided quickly and efficiently. However, the factors that were more
difficult to navigate were brain injury severity, length of time post-injury and type of injury.

This was due to mixed research in this area as well as difficulty in being able to reliably assess
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and compare these factors within the sample. Therefore, although the factors included in this
study were the main variables that would affect self-ratings of fatigue, there was a sense that a
larger piece of work would be required in future research, which was thought about throughout
the entire process. Through reflection this came from a need for perfectionism within my work,
which throughout this process has been something I was able to reflect on and | came to realise
that aiming for this perfection was not achievable and that this study did not need to include

all these factors just for the idea of perfectionism.

Ethics

Due to the nature of this project, NHS ethical approval was required. Completing the
paperwork for the ethics process was completed relatively early on, however due to delays
within the entire project itself, it was not submitted until a few weeks after the paperwork was
complete. Furthermore, due to staff shortages and leave within both university and NHS ethics,
there were delays in gaining ethical approval, with approval not being gained until December
2021. This left limited time for data collection. Therefore, the excitement of the prospect of the

study getting started as early as possible then led to worry due to the delays faced.

Data collection

Recruiting services for this project was initially a smooth process, at the start around four
services had expressed their interest in being involved in the study. However, as time went on
this became more difficult, with one service not getting back in touch after ethical approval
and another study wanting more input into the project which we were unable to accommodate,
therefore they no longer expressed their interest. This left two services willing to be involved,
which were approved within ethics. However due to the delays in ethics, staff leave, difficulties

with communication and staff workload due to covid-19, the process of contacting services and
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attending team meetings did not start until January-February 2022. Recruitment therefore did
not start until March 2022 which then led on to the summer holidays, this meant clinicians

were on leave, which led to further delays in data collection.

It became a great concern that not enough data was going to be gathered from just these two
services. This then led to a mad scramble to identify more services to be part of the study,
another service agreed to take part however recruitment did not start until end of May 2022 as
ethics adjustments were required, which again was delayed due to a staff shortage.
Furthermore, despite this third study agreeing to take part in the project, clinicians were unable

to identify anyone suitable for the study therefore no data was collected from this service.

The data collection process overall was extremely tight and stressful and not enough data was
collected as originally hoped. It was agreed that to ensure the study is sufficiently powered to
be published, data collection would continue until October 2022 and the data would be added

to the analysis for publication.

Additionally, due to all contact being conducted via email or Microsoft Teams, | had to learn
to tolerate the lack of control that | had over these delays, and | found myself torn between
sending another email to follow up and speed the process along and ensuring I don’t overwhelm
staff members. This lack of control was especially difficult as the thesis deadline had already
been postponed and pressure was mounting. | had to learn to focus on what I could control and
ensure that all other aspects of the work were up to date as data collection would be ongoing

until the very last moment.
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However, despite these delays, the number of services that offered to be involved within the
study, as well as the clinicians who offered their time to help with the study, showed the
importance and value they placed on the research. Furthermore, the patients and proxies
recruited to the study were keen to be involved and take part in the project. The participants
also expressed the value they saw within this research and the hope that this would help
improve assessment and treatment within the field, which was refreshing and encouraged me

to carry on.

Data analysis

Due to the delays described above, data collection was completed at the end of July, which left
a short amount of time for data analysis, which was challenging. Help from a statistician was
sought early on as getting my head around the statistics was something that | was able to do
whilst data collection was still ongoing. However, although help with statistics was sought
early on, the way in which the analysis could be conducted and interpreted was more difficult
than originally thought, which was due to discrepancy scores on two of the scales used
producing results that could be positive or negative depending on the direction. This therefore
made data analysis and interpretation difficult, and a decision had to be made to make the
predictor variables categorical and the outcome variable continuous whilst ignoring the

direction of the discrepancy, which was the best way to be able to interpret the results.

Systematic Literature Review

Choosing a topic for the systematic literature review (SLR) was an extremely difficult task,
mainly due to reviews within the original ideas of the SLR already being conducted, or there
would not be a sufficient amount of research in that area. This left little scope for reviews in

areas related to the empirical paper. Picking the topic for the review therefore took the longest
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amount of time and hours were spent conducting literature searches on questions only to find
that similar reviews had been completed or only a small number of studies were conducted in
that area. It therefore took a few questions and searches to find the right area, which was a
lethargic task that decreased my enthusiasm for the work, | remember feeling as though I would
never complete the project. This became a frustrating task, especially due to the delays and
pressures of the empirical paper at the same time. | felt stuck in one place for the review for
what felt like months. However, once a topic was found and the final papers were chosen, | felt

a sense of relief which reinvigorated my love for research and encouraged me to keep going.

Summary

In summary the whole research process has not been as straightforward as first thought and
delays at each step of the process has led to data collection being conducted up until the last
moment and not enough data being collected for sufficient power, which was extremely
stressful and tiring. Furthermore, difficulties with data analysis led to adaptations having to be
made to the analysis in order to interpret the results as reliably as possible. However, data
collection and analysis are still ongoing to ensure that the research is sufficiently powered to
be published. Although it has been a long and stressful journey, | have a great appreciation and
value for research, and | have found achievements within each step of this project. Furthermore,
as someone who likes to be in control and prides herself in being organised and prepared, this
process really allowed me to develop as a person and tolerate uncertainty and hiccups along
the way and face them head on. | have learnt first-hand the difficulties, as well as the rewards

of completing research and what | can do to improve in the future.
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Appendix D. Mixed Methods Appraisal Tool (MMAT)

Part I: Mixed Methods Appraisal Tool (MMAT), version 2018

:;:;tiegasry of study Methodological quality criteria Yes | No %:;l?mﬂlrﬁ Comments
Screening questions S1. Are there clear research questions?
(for all types) 52. Do the collected data allow to address the research questions?

Further appraisal may not be feasible or appropriate when the answer is "No " or ‘Can't tell’ 1o one or both screening guestions.

1. Qualitative

1.1.

[s the qualitative approach appropriate to answer the research question?

1.2,

Are the qualitative data collection methods adequate to address the research question?

1.3. Are the findings adequately derived from the data?

1.4. Is the interpretation of results sufficiently substantiated by data?

1.5, Is there coherence between qualitative data sources, collection, analysis and interpretation?
2. Quantitative 2.1. Is randomization appropriately performed?
randomized controlled 2.2, Are the groups comparable at baseline?
trials 2.3. Are there complete outcome data?

2.4

Are outcome assessors blinded to the intervention provided?

2.5 Did the participants adhere to the assigned intervention?

3. Quantitative non-
randomized

3.1

Are the participants representative of the target population?

3.2,

Are measurements appropriate reparding both the outcome and intervention (or exposure)?

3.3

Are there complete outcome data?

3.4

Are the confounders accounted for in the desien and analysis?

3.5,

Duiring the study period. is the intervention administered (or exposure occurred) as intended?

4. Quantitative
descriptive

4.1.

[s the sampling strategy relevant to address the research question?

4.2,

[s the sample representative of the target population?

4.3.

Are the measurements appropriate?

4.4,

Is the risk of nonresponse bias low?

4.5,

Is the statistical analysis appropriate to answer the research question?

5. Mixed methods

5.1

[s there an adequate rationale for using a mixed methods design to address the research guestion?

5.2.

Are the different components of the study effectively integrated to answer the research question?

5.3

Are the outputs of the integration of qualitative and quantitative components adequately interpreted?

5.4.

Are divergences and inconsistencies between quantitative and qualitative results adequately addressed?

5.5

Do the different components of the study adhere to the quality criteria of each tradition of the methods involved?
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Appendix E. Quality Assessment Results for the Reviewed Avrticles (based on the MMAT)

Article Category of Study Designs Overall Score
Qualitative
1.1. Isthe 1.2. Are the 1.3. Are the 1.4. 1s the 1.5. Is there coherence
qualitative qualitative data findings adequately | interpretation of between qualitative
approach collection methods | derived from the results sufficiently data sources,
appropriate to adequate to address | data? substantiated by collection, analysis,
answer the research | the research data? and interpretation?
question? question?
Doig, Fleming, Yes Yes Yes Yes Yes 5/5
Cornwrll and
Kuipers (2009)
O’Callaghan, Yes Yes Yes Yes Yes 5/5
McAllister and
Wilson (2012)
Prescott, Fleming, | Yes Yes Yes Yes Yes 5/5
and Doig (2017)
Tobler-Ammann, Yes Yes Yes Yes Yes 5/5

Weise, Knols,
Watson, Sieben, de
Bie and de Bruin
(2018)

Quantitative Descriptive
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4.1. Is the sampling
strategy relevant to

4.2. Is the sample
representative of

4.3. Are the
measurements

4.4. Is the risk of
nonresponse bias

4.5. Is the statistical

analysis appropriate to

address the the target appropriate? low? answer the research

research question? | population? question?
Fischer, Gauggel Yes Yes Yes No Yes 4/5
and Trexler (2004)
Fleming, Strong Yes Yes Yes No Yes 4/5
and Ashton (1998)
Hartman-Maeir, Yes Yes Yes No Yes 4/5
Soroker and Katz
(2001)
Jehkonen, Ahonen, | Yes Yes No No Yes 3/5
Dastidar, Koivisto,
LaippalaVilkki and
Molnar (2001)
Lam, McMahon, No Yes No Yes Yes 3/5
Priddy and Gehred-
Schultz (1988)
Pedersen, Yes Yes No Yes Yes 4/5
Jorgensen,
Nakayama,

Raaschou and
Olsen (1996)
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Richardson, Yes Yes Yes No Yes 4/5
McKay and
Ponsford (2014)
Schonberger, Yes Yes Yes No Yes 4/5
Humle, Teasdale
(2006)
Trahan, Pepinand | Yes Yes No Yes Yes 4/5
Hopps (2006)
Trudel, Tryonand | No Yes Yes No Yes 3/5
Purdum (1998)
Mixed Methods
5.1. Is there an 5.2. Are the 5.3. Are the outputs | 5.4. Are divergences | 5.5. Do the different
adequate rationale | different of the integration and inconsistencies components of the
for using a mixed components of the | of qualitative and between quantitative | study adhere to the
methods design to | study effectively quantitative and qualitative quality criteria of each
address the integrated to components results adequately tradition of the
research question? | answer the research | adequately addressed? methods involved?
question? interpreted?
Downing, Bragge | No Yes Yes Yes No 3/5
and Ponsford
(2018)
Prescott, Fleming | Yes Yes Yes No No 3/5

and Doig (2019)
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operations of the publication, including. when necessary, sharing with the publisher (Wiley) and
partrers for production and publication. The publicaton and the publisher recognize the importance
of protecung the personal information collected from wsers in the cperation of these services, and
have practices in place to ensure that steps are taken to maintain the security, integnty, and privacy of
the persomal data collected and processed. You can learn more at

https2fauthorsenvices. wiley.comsstatements/data-protection-policy.hitml.

Preprint pallcy:
This journal will consider tor review articles previously available as preprints, Authors may alss post

the subrmitied version of & manuscripl (o & preprinl senser a1 any Lmee, Authors are requested ta
update any pre-publication wersions with a link o the Tinal published article.

2. AIMS AND SCOPE

rhie journal of Meurspsychology publishes original contnioutons to sciendfic knowledge in
neuropsychology including:

= clinical and research studies with neurological, psychiatric and psychological patient populations
in all age groups

* behavioural or pharmacological weatment regimes

* cognithe experimentation and neurolmaging

= mulndisciplinary approach embracing areas such as develepmental psychalogy, neuralomy,
psychiatry, physiclogy, endocninalogy, pharmacology and imaging science

The following types of paper are imited:

* papers reporming original empirical investigations
= thearetical papers; provided that these are sufficiently relared to empirical data
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= review articles, which need not be exhaustive, but which should give an interpretation of the
state of research in a ghven fleld and, where appropriate, identify s clinical iImplications

#  briel reports and comments

" Caze FEFIEII'IE

® fast-track papers (included in the ssue fallowing acceptation) reaction and rebutrals {short
reactions o publications in JMP followed by an irvited rebuttal of the original authors)

* special issues.

3. MANUSCRIPT CATEGORIES AND REQUIREMENTS

* Research papers should be no more than 6000 words (excluding the abstract, reference list,
tables and figures). Multiple citations for a single point are usually duplicative and authors are
urged to cite the best reference. In exceptional casaes the Editor retains discretion to publish
papers beyond this length where the dear and conclse expression of the sclentific content
requires greater lengeh (e.g., explanation o a neWw theory or a substantially new mathod).
Authors must contact the Editor prior to submission in such a case.

* EBrief communications are shor reports of origingl research or case reparts. They are limited to
a maxirmurm af 1500 words (excluding the abstract, reference list, tables and figures) and have a
total of up to three tables or figures, and no more than 10 references.

* Thearetical or review articles are full-length reviews of, or opinion statements regarding, the
literature in & sptﬁfi: scientific area, Thizy should be ne mare than 2000 words {excluding the
abstract, reference list, tables and figures) and have no more than 45 references. Multiple
citations fior & single point are usually duplicative and authors are urged to cite the best
reference. In exceptional cases the Editor retains discretion o publish papers beyond this length
where the clear and concise expression of the scientific content requires greater length (e.g..
explanation of a new theary or a substannialty new method). Authors must contact the Editor
periar 1o subimission in swch a case.

® Please refer to the separate guidelines for Registered Reports.

* Al systermatic reviesws miust be pre-regstered.

4. PREPARING THE SUBMIS5ION

Free Format Submission

Jaumol af Mewropsychalogy now offers free farmart submission for & simplified and streamilined
SUBMISsion prooess,

Before you submit, you will need:

= Your manuscript: this can be a single file including text, figures, and tables, or separate files —
wihichever you prefer. All required sections should be contained im your manuscript, induding
abstract, Intreduction, methods, results, and concluslans, Figures and tables should have
begends, References rhay e subrmitted in any style or format, as long &s it is consisoent
trraughout the manuscripl If the manuscript, figures or tables are ditficult for you to read, Thesy
viill also be difficult for the editors and revdeswers. [T your manuscript is difficult to read, the
editorial office may send it back to you fior revision.

#* The title page of the manuscript, including a data availabilicy staterment and your co-author
details with affiliations. (Why (s this impormanc? We need to keep oll co-quthors informed of the
aifeame of the pear review process.) You may like to use this template for your title page,

Important: the journal operates a double-blind peer review palicy. Please anonymise your
manuscript and prepare a separate title page containing author details. (Why i this important? We
need to uphold rigorows ethical stondards for the reseorch we comsider for publicabion,)

& An DRCID D, freely available at https:forcid.org. Wy is this important? Your orticle, i aocepted
and published, will be atached to your OROD profite. Institutions and funders ore increasingly
requiring aurhors o hove GRCID 10s. )
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T submit, login at btips'weow editorialmanager. comdjnpidefault aspx and create a mmew
subimission, Follow the submission steps as required and submit the manuscript,

Ifyou ave Indited oo revise your manuscript afrer pear revies, the [oursal will alse reguest the revised
mianuscript to be farmattad according 2 journal requirernents as describad below.

Revised Manuscript Submission
Contributions must be typed in double spacing, All sheets must be numbered,

Covser lethars are nol mandatary; however, they may be supplied at the author's discretion, They
should be pasted into the 'Comments' box in Editerial Manager,

Parts of the Manuscript

[me ranuscoript should be submitted in saparate files: title page; main texz file; figurasftables;
supporting information,

Title Page
Yo rmay like 1o use this ternplate for your ttle page. The tite page should contain:

® 4 short informative tthe containing the major key words, The title should not contain
abbreviations (see Wilsy's best practice SEQ tips)

= A short running title of less than 40 characters;

The full names of the authors;

The author's institutienal affillatons where the work was conducted, with a footnote for the

authar's present address it differant from whene the work was conducted;

Abstract,

Eeywords;

Crata availability staterment (see Cata Sharing and Data Accessibility Policyl;

ACkrowledgments,

Authorship

Please refer to the jowrnal’s Authorship policy in the Editorial Policies and Ethical Considerations
section for details on authar listing eligibility, When entering the suthar names inte Editorial Manager,
the corresponding author will be asked to provide a CRedIT contriburar role to classify the role thar
each author played in creating the manuscript. Please see the Project CRediT websive for a list of roles.

Abstract

Please provide an absractwhich ghees & concise statermeant of the intention, resuls ar conclusions af
the artiche, The abstract should not include amy sub-headings,

* Abstracts for Research Papers should not exceed 250 words.
® Abhstracts for theoretcal or review ardgcles should not exceed 250 words.
= Absoracts for bnef communicatons showld not exceed 50 words.

Keywards
Flease provide appropriate keywords,

Acknowladgmants

Contributions fram armone who dees ngt meet the criteria for authership should be bsted, with
perrnission from the contribwtor, in an Adenowdedgments secdon. Financial and material support
shauld also be rmentoened. Thanks e aNONYMOUS FEVEWERS are not appropriate.
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Main Text File

As papers are double-blind peer reviewed, the main text file should not include amy information that
might identify the authors.

rhie main text file =howld be presentad im the following order;

Titla

Main text

References

Tahles and figwras {each complete with title and footnotes)
Appendices (if relewant)

" @ & @ @

supporting information should be supplied as separate files. Tables and figures can be included at the
end of the main document or attached as separave files but they must be mentoned i the text.

= Az papers are double-blind peer reviewed, the main text file should mot include any information
that rnight identify the authors. Please do not menticn the authoers’ names or affiliations and
ahways refer to any previous wiork im the third person.

# The journal uses Britishd'Us spelling howewver, authors may submit using either ogtion, as
spellimg of accepted papers is corwverted during the production process,

References

This jourmal uses APA reference style; as the journal offers Free Format submission, however, this =
far Information anly and you do net nead e farmat the references Inyeur armicle. This will Instead be
taken care of by the typesetier,

Tables

Tables should be self-contained and cormplernent, not duplicate, information contained in the text,
They should be supplied as editable files, not pasted as images. Legends should be concse but
comprefensive — the table, legend. and footnotes must be understandable without reference to the
text. All abbreviations must be definad im footnotes. Footnote symbaols: 1, £ & 9. showld be used {in
that order) and *, **, =** chould ba reserved for P-values. Statstical measwres such as 50 or SEM
should be identified in the headings.

Flgures

Although authars are encouraged o send the highest-quality figures possible, for peer-review
purpases, awide varlery of farmats, sizes, and resolutions are acceprad,

LClick herg for the Basic Tgure reguireaments tor Tigures subemitied with manuscripts tor initial peer
review, a5 well as the more detailed post-gcceptance Tgure requirgments.

Legends should be concise but comprehensive — the figure and its legend must be understandable
wilthout reference to the text. Include definitions of any symbols used and define/explain all
abbreviations and units of measurament,

Supporting Infermation

supporting Infarmation s Infarmation that 15 not essentlal to the article, but provides greater depth
and background. It is hosted online and appears withoul editing or typesetting. 11 may incluede tables,
figures, videos, datasets, atc.

Click here for Wiley's FAQSs on supperting information,

Mote: If data, scripts, ar other artefacts used to ganarate the analyses presented in the paper are
avallable via a publicly avallable data repository, authors should include a reference to the location of
the material within their paper.

General Style Points

For puidelines on aditorial style, please consult the APA Publication Manual published by the
American Payvochological Assoclaton, The following points provide general advice on formartting and
shyle.
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* Language: Authors mush svoid the use ol sexist ar any other discrirminatory languags,

= Abbreviatons: In peneral, terms should not e abbreviates unless they are used repeatedly
and the abbreviation is helpful to the reader. Indially, use the word im full, followed by the
abbeeviation in parentheses, Therealler use the abBresdation only,

* Unies of measurerment: Measurements should be given in 51 ar Sl-derheed units. Visit the
Bureau International des Pouds et Mesures [BIFM] website for more infermation about 51 units.

* Effect size: [n normal crcumstances, effect sice should be incerpoerated,

* MNurmbers: numbers under 10 are spelt our, @dcept for measurements with a unit @mmalf/ 1y agea
(B weaks ald), or lists with other numbers (11 dogs, % cats, 4 gerbls).

Wiley Aurhor Resources

Manuwscript Preporation Tips: Wilsy has a range of resources for authors preparing manuscripts for
submission awailable hare, In partioslar, we encourage authors to consult Witey's best practice tips on
Writing for Search Engine Optimization,

Article Preparetion Support: Wiley Editing Services offers expert help with English Language Editing,
as well a5 translation, manuscript formatting, figure illustration, figure formatng. and graghical
alzstract design = 50 you an submil your manuscript with confidence,

Alsg, check our aur resaurces for Preparing Your Artiele for general guidance and the BPS Publish
with Impact infographic for advice on optimizing your article for search angimes.

5. EDITORIAL POLICIES AND ETHICAL CONSIDERATIONS

Peer Review and Acceptance

Except where othersise stated, the journal operates a policy of anonymous (double blind) peer review.
Flease ensure that any infarmation which may reveal aut™or identity is blinded in your submission,
such as instmurional affiliations, geographical location or references o unpublished reseasch. We also
operate a riage prooess in which submisskons that are owt of scope or othersise inappropriate will be
rejected By thae editors withowt external peer review, Before submitting, phease read the terms and
conditians of submission and the declaration of competing interests,

The Journal recelves a large volume of papers to review each year, and in arder to make the process as
efficient as possible for authors and editors alike, all papers are initially examined by the Editors wo
ascertain whether the article is suitabie Tor full peer review, Imarder to qualify for Tull review, papers
rmiust meet the following criteria:

- the content of the paper falls within the scope of the Journal

= thie methads andfor sample Size are appropriate for the questions being addressed

- research with parlent populations Is aporopriacely defined

- the word count is within the stated limit for the Journal {Le. 6000 words)

The fouwrnal of Neuropsycholegy is committed to a fast and efficient twrnaround of papers, aiming to
compelete the review process in under Gac months,

Furthver informatien about the process of peer review and producton can be found in ‘What bappens

to my paper?’ Appeals are handled according to the procedure recommended by COPE. Wiley's policy

on the confidentiality of the review process is available here.
Research Reporting Guidelines

Accurare and compplete reporing enables readars to fully appraise research, replicaze it, and use it
Authors are encouraged o adhere to recognised research reporting standards, The EQUATOR
Metwork collects more than 370 reporting guidelnes for many study types, including faor;

Randomised trials: CONSORT
Systematic reviaws: PRISMA
Interventicns: TIDieR

Clinical case reporis: CARE

Wi encourage authors Lo adbere Lo the APA Style Jaurnal Article Repoarting Standards far:
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& Manuscripts that report primany qualitative research
*  Manuscripts that report the collection and integration of gualitative and quantitative data
® Manuscripts that report new data collections regardless of research design

We also encourage authors to refer 1 and follow guidelines from the FAIRsharing website,
Conflict of Interest

The journal requires that all authors disclose any potenitial sources of conflict of Interest. Ay interest
ar relatonship, fimancial or otherwise that might be perceved as influencing an authors chjectvity =
cansidered a potentlal source of conflict of iInterest. These must be disclosed when directly relevant or
directly related to the wark thar the authars describe in thelr manuscoript, Potentlal sources of conflict
of Interest Include, But are nat limited to; patent or steck owrershlp, mambership of a company board
of directors, membership of an advisory board or commimee for a compamy, and corsuTancy for or
recelpt of speakers fees from a compary. The existence of a conflict of interest does nat preclude
publicatian. If the authars have no conflict of Interest to declare, tThey must alsa state this ar
submission. It is the responsibiliny of the correspanding authar o review this palicy with all authors
arvdl Eﬁ"&ﬂih’&i}' oo disclose with the subimission ALL pertinent commercial and ammer ralationships,

Funding

Authors should list all funding sources in the Acknowledgments section. Authors are responsible for
thie accuracy of their funder designation. If in doubt, please check the Open Funder Registry for the
correct nomencature: https:fhemwnw. crossref.orgfservices/funder-registry

Authorship

All listed authars should have contributed 1o the manuscr ptsubstantially and have agreed 1o the Tinal
subrmitted wersicn, Authership is defined by the criteria set outin the APS Pubdication Manual:

Trdividuels should only take authorship credit for work they hove actually performed or to which they howe
suhstantialy contributed (484 Ethics Code Standord 8. 120, Publicotion Creditl. Auwthorsiip encomposses,
therefore, nod only those who do the ectws! wniting but olso those who have mede substantial soentific
caniribuiions o o study. Substenbal professional contribubions may incude formuloting the prabiem or
hypathesis, strachuring the experimental design, organaing ond congucting the stotstcol anolyss,

interpreting the results, or wriong o mafor portion of the poper. Those who so contribute gre fsted in the
hypline. = fp. 15)

Data Sharing and Data Accessibility Policy

The journel af Neuropsychology recognizes the many benefits of archiving data for scientific progress,
Archived data provides an indispensable resource for the scientfic community, making possible fubure
replications and secondary analyses, in addition 1o the impartance of verilying the dependatbility of
pubdished research findings.

The journal expects that where possible all data supporting the results in papers published are
archived in an appropriate public archive offering open access and guaranteed preservation. The
archived data must allow each result in the published paper to be recreated and the analyses reported
im the paper to be replicated in full to support the conclusions made. Authors are welcome o archive
mare than this, but net less.

All papers need to be supported by a data archiving statement and the data set must be cited in the
Methods section. The paper must Include a link to the repository in order that the staterment cam be
published.

I 1% not necessary 1o make data publicly avallable at the point of submission, bur an active link must be
included inthe final accepted manuscript. For authors wha have pre-registered studies, please use the
Registered Repor link in the author Guidelines,

In some Cases, despite the authors' best efars, some or all data or materials cannot be shared lor
legal ar ethical reasens, including isswes of author consent, third party Fights, institutonal or national
regulations or laws, or the nature of data gathered. In such cases, authars must intarm the editors at
v tirme of submissian. [Uis understood that in some cases acoess will be provided under restriclions
Lo protect canfidential o proprietary information. Editars may grant exceplions o dala access
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requirements provided authors explain the restrictions on the data set and how they preclude public
access, and, If possible, describe the steps others should follow to galn access 1o the data,

If the authars cannet o do not intend To make the data puslicly availaole, a statement o this effect,
along with the reasons thal the data is not shared, must be included in the manuscript,

Finalty, if submitting authors have any questions about the data sharing policy, please access the EAQDs
for additonal dezail.

Open Research initiatihves.

Recognizing the importance of research transparency and data sharing to cumulative research, fouwmal
of Newropasychalagy encourages the fallowing Open Research practices,

Sharing of dala, raterials, research instrurnents and their aocessibitity, Journa of Mesrapaspohalegy
encourages authors te share the data, materiaks, research instruments, and other artifacts supporting
the results in their study by archiving them in an appropriate public repository. Qualifying public,
OpEn-access Frepositories are committed to preserving data, maternials, anddor registered analysis plams
and keeping them publicly accessible wia the web into perpetuity. Examples include the Open Science
Framewark [05F) and the warnous Dataverse networks. Hundreds of other gualifying datasmaterials
repositories are listed at the Registry of Research Data Repositories (hitpz/twem re3data.org).
Persanal websites and most deparimental websites do nat qualfy as repositarles,

Open Research Badges. In partnership with the non-profit Center for Open Stence (COS), fournal of
Newrapasychalegy offers all Submitting authors access ta thie following three Cpen Research Badges —
Cipen Materials, Open Dala, and Preregistered Research Designs. We also award all qualilfying authors
Cipen Research Badges recognizing their contributions bo the Gpen Research movement. The Open
Research practices and associated award badges, as implemented by the Center for Open Science and
supported by Journol af Meuroposychology, are the following:

The Open Materials Badme reacognizes researchers whio share thelr research instruments and marerials
Ir & pubdicly-accessible format, providing sufficient Information for ressarchers to reproduce
procedures and analyses of published research studies, A list of cerified data repositories can be
accessed At re3data.org or falrsharing.org, Guidelines abour the wse of data repositories can found at
websites such as The Wellcerme Trust (hitpsyfwellcomespenresearch orgffor-authors/data.
guidelines) and the Center for Open Science (httpsdoos. o,

The Open Dacs Badge recognizes researchens who make their data publicly available, providing
sulficient descriplion of the data LG allow researchers 1o reproduce research findings of published
research studies. An example of a qualifying public, open-access database for data sharing is the Open
Science Framewwork repositony. Nurmerows other data-sharing repositories are available through
warows Dataverse networks (g, httpaidataverse.arg) and hundreds of ather databases avallable
trrough the Registry of Research Dara Repositories (hetp:/hwaner.re3data.org), There are, of course,
drcumsrances in which it is ror possible or advisable o share data pubslichy. For example, there arg
cases inwhich sharing participant data could violate confidentiality. In these cases, the authars may
prowvide an explanation of such circumstances in the Alternative Note section of the disclosure form.
he infarmaton the authors provide will e included in the article’s Open Besaarch note.

The Preregistered Badge recognizes résearchers wiho preregister thelr research plans research design
and data analysis plan) prior o engaging in research and who dosely follow the preregistered design
and data analysis plan in reporting their research findings. The criteria for earning this badge thus
imclude a date-stamped registration of a study plan in such venues as the Cpen Science Framewiork
(https:ffosfiol or Clinical Trials (https:/fclinicaltrials gov) and a close correspondence between the
preregistered and the Implemented data collection and analysis plans,

Authors will have an opportunity at the time of manusoript submissien to inferm themselves of this
imitgative and to determine whether thay wish to participate. Apphlving and qualifying for Open
Kesearch Badges is not a requirement for publishing with jownmal of Neuropspchology, but these badpes
are further Incentive for authors to participate in the Open Research movernent and thus to Inorease
the visibility and orarsparency of their research, If vou are interested in apphving, please note that you
will e asked 1o complete the Disclosure Farm when submitting a revised manuscrigt.
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More information about the Cpen Research Badges is available from the Open Science Framework

Publication Ethics

Authors are reminded that the Journol of Neuropsychology adheres Lo the ethics of scientific
publication as detailed in the Ethicel principles of psychologists and code of conduct (American
Psychological Association, 2010). The Journal generally conforms to the Uniform Requirements for
Manuscripts of the International Committee of Medical Journal Editors (ICJME) and is also a member
and subscribes to the principles of the Committee on Publication Ethics {COPE). Authors must ensure
that all research meets these ethical guidelines and affirm that the research has received permission
from a stated Research Ethics Committee (REC) or Institutional Review Board {IRB), Including
adherence 1o the legal requirements of the study county,

Note this journal uses iThenticate's CrossCheck software to detect instances of overlapping and sirmilar
text in submitted manuscripts. Read Wiley's Top 10 Publishing Ethics Tips for Authors here. Wiley's
Publication Ethics Guidelines can be found here.

ORCID

As part of the journal's commitment Lo supporting authors at every step of the publishing process, the
journal requires the submitting author (only) to provide an ORCID iD when submitting a manuscript,
This takes around 2 minutes to complete. Find more information here,

6. AUTHOR LICENSING

WALS + standard CTA/ELA and/or Open Access for hybrid titles

You may choose o publish under the terms of the journal’s standard copyright agreement, or Open
Access under the terms of a Creative Commons License.

Standard re-use and licensing rights vary by journal. Note that certain funders mandate a particular
type of CC license be used. This journal uses the CC-BY/CC-BY-NC/CC-BY-NC-ND Creative Commons
License.

Self-Archiving Definitions and Policies: Note that the journal's standard copynght agreement allows for
self-archiving of different versions of the arucle under specific conditions.

BPS members and open access: if the corresponding author of an accepted article is a Graduate or
Chartered member of the BPS, the Society will cover will cover 100% of the APC allowing the article to
be published as open access and freely availavle,

7. PUBLICATION PROCESS AFTER ACCEPTANCE

Accepted Article Received in Production

When an accepted article is recewved by Wiley's producton team, the corresponding author will receive
an email asking themn 1o login or register with Wiley Author Services. The author will be asked Lo sign 2
publication license at this point,

Proofs

Once the paper is typeset, the author wi'l receive an ermail notification with full instructions on how Lo
provide proof corrections,

Please note that the author is responsible for all statements made in their work, including changes
made during the editorial process ~ authors shoulé check proofs carefully. Note that proofs should be
returned within 48 hours from receipt cf first proof,

Early View

The journal offers rapid publication via Wiley's Early View service, Early View (Online Version of Record)
articles are published on Wiley Online Library before incusion in an issue, Before we can publish an
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article, we require a signed license (authors should login or register with Wiley Author Services). Once
the article is published on Early View, no further changes to the article are possible. The Early View
article is fully citable and carries an online publication date and DOI for citations.

8. POST PUBLICATION

Access and Sharing

When the article is published online:

* The author receives an email alert (if requested).

# The link to the published article can be shared through social media.

# The author will have free access to the paper (after accepting the Terms & Conditions of use,
they can view the article).

* For non-open access articles, the corresponding author and co-authors can nominate up to ten
colleagues to receivea publication alert and free online access to the article.

Promoting the Article
To find out how to best promaote an article, click here.

Wiley Editing Services offers professional video, design, and writing services to create shareable video
abstracts, infographics, conference posters, lay summaries, and research news stories for your
research — so you can help your research get the attention it deserves.

Measuring the Impact of an Article

Wiley also helps authors measure the impact of their research through specialist partnerships with
Kudos and Altmetric.

9. EDITORIAL OFFICE CONTACT DETAILS

For help with submissions, please contact: Hannah Wakley, Associate Managing Editor
(inp@wiley.com) or phone +44 (0) 116 252 9504.

Author Guidelines updated 14th October 2079
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Appendix G. Demographic Information Sheet

Demographic Information Sheet
Agre:

Ciender:
hale
Female

Mon-binary

O 0O O O

Prefer not to say

Injury/diagnosis:

Length of ime post injury/diagnosis/onset of symptoms {in months):
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Appendix H. Ethical Approval Confirmation

it prite
UNWERSI I i ::":iqr::ﬂ:llnl.-l“;!?:ﬂsiﬁ | Ez o v o i el L e
OF HULL ek

PRIVATE AND CONFIDENTIAL
Rebecca DI Somma

Faculty of Health Sclences
Unlversity of Hull

Wia email

™ July 2021

Dear Rebecca

REF FH5351 - The Brain Injury Fatlgue Seale: Self versus other/relative ratings of fatigue

Thank you for subrnitting your ethics application to the Faculty of Health Sciences Research Ethics Committee.

Glwen the information you have provided | confirm approval by Chalr's action.

Please refer to the Research Ethics Committes web page for reporting reguirerments in the avent of amy
amendmeants to your study.

Should an Adverse Event need to be reported, please complete the Adverse Event Form and send [t to the
Research Ethics Comrnittes FH5-ethlcssubmissions @hull.acouk within 15 days of the Chief Investigator becoming
aware of the event.

| welsh you every success with your shudy.

Yours simcerely

a1y

Professor Liz Walker
Chalr, FHS Research Ethics Committes

Liz Walker | Professor of Health and Social Work Research |
re Fatulty of Health Sciences
bl University of Hull
UNI vEHS]TY Hull, HUE 7RX, LUK

e hull acuk
OF HULL e.walker@hullacuk | 01482 463336

O auniomul B fupnesiyoiiul B universivpofhull

34 LN
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T@EPN

UNIVERSITY
OF HULL

15 October 2021

Rebecca Di Somma
Univarsity of Hull

Dear Rebacca,

D David Richards, FEI

Pro-vise-Chancelor {Raseanch & Entergrnal
Unheersity of Mull

Hull, HLM: TR

Uritied Kinpdom

To+04d [D}148 2 ABET32 | E: Duvic Richard a8 bl L uk
WA ek

Project Title: "The Brain Injury Fatigua Scala: Self versus other/ralative rafings of fatigue®

RS155

| ami writing to confirm that the University of Hull has agreed to act as spansor, subject to approval being
graniad in accordance with the Depariment of Health Research Governance Framawork far the project:
*The Brain Injury Fatigus Scale: Self versus other/ralative ratings of fatigus® .

Yours sincaraly,

Dr David Richards, FEI
Pro-Vice-Chancellor (Research & Entarprise)
[Chair of Univarsity Research Committea)

cc Diaan
Ressarch Governance
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Ymchwil lechyd

a Gofal Cymru m
Health and Care Health Research
Research Wales Auth urity

Miss Rebecca Di Somma

Doctorate in Clinical Peychology Emanl approasiiona abs
Ajre building, University of Hull

Cottingham Road, Hull

HUE TRX

10 Decembear 2024

Dear Miss Di Somma

HRA and Health and Cara

Research Wales (HCRW)
Approval Letter

Study title: The Brain Injury Fatigue Scale: Self versus
otherirelative ratings of fatigue

IRAS project ID: 302834

REC reference: 21/5Wio1T™

Sponsor University of Hull

| am pleased to confirm that HRA and Health and Care Research Wales (HCEW)] Approval

has bean given for the above referenced study, on the basis described in the application form,
protecol, supporting documentation and any clarifications received. You should not expect to
receive anything further relating to this application.

How should | work with participating NHS/HSC organisations in Northern Ireland and
Scotland?

HRA and HCEW Approval does not apply to NHS/HSC organisations within Merthern Ireland
and Scotland.

If you indicated in your IRAS form that you do have participating organisations in either of
theze devolved administrations, the final document set and the study wide governance report
{including this letter) have been sent to the coordinating centre of each participating nation.
The relevant national coordinating function/s will contact you as appropriate.

Please ses IRAS Help for information on working with NHSHSC arganisations in Northern
Ireland and Scotland.
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How should | work with participating non-NHS erganisations?
HRA and HCEW Approval does not apply to non-NHS organisations. You should work with
your non-MHS organizations to ablain local agreemant in accordance with their procedures.

What are my notification responsibilities during the study?

The standard conditions document “Affer Ethical Rewview — guidance for sponsars and
invesfigators”, issued with your REC favourable opinicn, gives detailed guidance on reporting
aexpectations for studies, including:

+ Registration of research

+  Motifying amendments

+  Motifying the end of the study
The HEA website also provides guidance on these topics, and is updated in the light of
changes in reporting expectations or procedures,

Who should | contact for further information?

Please do not hesitate to contact me for assistance with this application. My contact details
are below,

Your IRAS project ID is 302834, Please quote this on all correspondence.

Yours sinceraly,
Gemma Oakes

Approvals Specialist
Email: approvals@@hra.nhs.uk
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List of Documeants

The final document set assessed and approved by HRA and HCRW Approval is listed below.

Document Version | Date |
Evidence of Sponsor msurance of indemnity (non-NHS Sponsors |10 23 September 2021
only} [University Public Liabllity Irsurance Farm)

IRAS Application Form [IRAS_Form_26102021) 26 October 2021
Ledter from sponsor [Sponsor Insurance Cartificata) 15 Ociober 2021
Letter from sponsor [Sponsor kettar] 15 Ociober 2021
Orgamnsaton Information Document [D10D] 13 2B October 2021
Other [Ethical Review Ameandments Form] 1.0 23 Movember 2021
Participant congent fomn [Patent Consent Form) 1.4 14 Movember 2021
Participant consent fomn [Relatve Conseant Farm] 1.4 14 Movember 2021 |
Participant informatien sheet (PIS) [Pateat Infarmation Sheet] 16 14 Movember 2021
Participant information sheaet (PIS) [Felathve Information Sheeait)] 16 14 Movember 2021
Research protocol of project proposal [Resesrch pratocal) 1.4 15 Movember 2021
Schedule of Events or SaECAT [S0E] 13 28 October 2021
Sumrary GV for Chiaf Investigator (S1) [C] CV) 23 July 2021
Summary GV for supendsor (student research) [supervisor GV] 18 hay 2020

Summary GV for supendsor (student research) [Secondary
suparviEor V)

2T October 2021

valideted guestionnalre [BIFS-F)
valideted guestionnalre [BIFS-R)

Validated guestionnalre [HADS)

Valideted guestionnalre [FCRS-F)

Validated guestionnalre [PCRS-R)
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Information to support study set up

IRAS project D 302834

The below provides all parties with information to support the arranging and cenfirming of capacity and capability with participating NHS
organisations in England and Wales. This is intended to be an accurate reflection of the study at the time of issue of this letter,

Types of Expectations related to | Agreement to be | Funding Ovarsight HR Good Practicea Rasource
participating confirmation of used arrangements expactations Pack expectations

NHS capacity and capability

organisation

This is a non- Research activities An Organisation As per the A Principal _ Whare research activities at
commercial should not commence at | |nformation Organisation Investigator is sites will be undertaken by local
sponsored study | participating NHS Document has Infermation expected to be in | staff, it is unlikely that additional
!Jalng undertaken | prganisations in England boen submitied Docunigﬂt. there ig | place at the arrangements {letters of access
in mul_tlpla NHS or Walss prior to their and tha sponsor s e fq.!ndmg participating NHS ar hnmrary_ regearch contracts)
organisations. . | confirmation of ) provided to sit will be applicable, except where
MHS anmal contmration o not requesting and | paricipating NHS o individuals employed by another
organisations are | Capacity and capabllity | does not expect organisations Trust or University (e.g. local

to undertake the
same research
activities

to deliver the study.

any other site
agreement o be
used.

network staff) are involved, and
arrangements are not already in
place.

For research team membars
administering questionnaires or
surveys only, a Letter of Access
based on standard DBS checks
and occupational health
clearance would be appropriate.
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Other information to ald study set-up and dellvery
This detalls any other information that may be helpful fo sponsors and participating NHS organisations in England and Wales in study set-up.

+ The applicant has indicated that they do not intend to apply for inclusion on the NIHR CRN Portfolio.

» Please note that the remit of HRA Approval is limited to the NHS involvement in the study. Research activity undertaken at non-NHS sites
is tharefore not covered and the research team should make appropriate alternative arrangements with relevant management at these
organisations to conduct the research there.

« The applicant has confirmed sponsor insurance arrangemants are in place to cover the design of the study (A76-1 of IRAS is incemrect, but
has not been updated to reflect the correct position).
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Appendix I. The Brain Injury Fatigue Scale Patient’s Questionnaire

BHAIH IHJU“ FA'TIGUE E:'ALE L T2 1 = O
D & Quinn Date:

= =
PATIENT'S QUESTHONMANRE

This guastionnaine loaks af some problams with tiredness and snengy affer an Acquired Brain injury. Pease
read the statements bedow and indicale yowr response by bicking the nearest you have exporionced over the
la=t month.

1 | havem prablems with lirsdress not assacialed with being sleepy
o ] ] ] ]
e Infrequerly Decasianally Cuite aflen Vary frequesrhy
1 2 3 4 B

2 Afler physical aciivily | sufler from a loss of energy
o ] ] ] ]
Mewer Infrequerly Cecasanally Cuile allen Wary frequernlly
1 2 3 i B

3 Afler menkal aclivity, | et lirsd
o] ] ] ] ]
Mener Infrequertly Decasianally Cuiles afien Wary frequenlly
1 2 3 4 B

4 Afler being oul socially, | fesl exbausied
o ] ] ] ]
Mever Infrequently Oocasianally Cuile aflen Vary frequenily
1 2 3 &

5 lam unnalurally fatigued the day afler scivily
o ] ] ] ]
Meser Infrequertly Decasanally Cuile aflen Wary frequernlly
1 2 3 4 B

i | havem much hess “get up and ga” than | did before my accidertillness
o ] ] ] ]
e Infrequerly Decasianally il aflen Wary frequernily
1 2 3 4 B

7 I neew find | lire much mare quickly afler rouline activities (g, housswork, washing hair, shapping gl
o ] ] ] ]
Mewer Infrequerly Cecasanally Cuile allen Wary frequernlly
1 2 3 4 B

& | find | drap off to skeep during the day, much more than | ever did bedore
o] ] ] ] ]
Mener Infrequertly Decasianally Cuiles afien Wary frequenlly
1 2 3 4 B

E Crewr @ langer period {ig & monih] | sometsimes Bave days when l'mso axhausted | can hardly gef ot of bed
o ] ] ] ]
Mever Infrequently Oocasianally Cuile aflen Vary frequenily
1 2 3 i B
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10 ‘Wher I'm Sred, | gel much mone imilable

] ] ] ]
Hever Infresquenthy Oocasianally Quile afien Vary frequently
1 2 3 4 &
11 Wher I'm Sred, | make more mstakes
] ] ] ]
My Infresquenihy Docasianally Cluile glles Wary frequenily
1 2 3 4 B
12 Iget paricularky Sred when | hayvs 1o do anylbing new
] ] ] ]
Hever Infresquestihy Oocasianally Quile aflen Vary frequently
1 2 3 4 &
13 |feed Sred even when | don® fesl upset or depressed
] o o o
Mewer Infrequerily Oocasianally Cuile aflen Vary frequenily
1 2 3 4 &
14 Ifind | fire quickly even when doing the things | enjoy the most
] ] ] ]
e Infresquesily Oecasianally Cluile afien Vary frequenily
1 2 3 4 &
15 ‘Wher I'min a group of peaple, ar things ane busy, | lire very quickly
] ] ] ]
Hever Infresquenthy Oocasianally Quile afien Vary frequently
1 2 3 4 &
18 I feed much betler alber a res)
] ] ] ]
Meer Infrequesily Oecasianally Cuile afien Vary frequenily
1 2 3 4 B
17 sl like | never really Tully rechargs my balishes
] ] ] ]
Hever Infresquestihy Oocasianally Quile aflen Vary frequently
1 2 3 4 &
18 Even when | have regular meals and a good night's sleep, | =%l have problems with fatigue
] o o o
Mewer Infrequerily Oiecasianally Cuile afien Very frequenily
1 2 3 4 &
19 My liredress dirscily affects my abidily o do afmry job
o o o o
e Infresquesily Oecasianally Cluile afien Vary frequenily
1 2 3 4 &
20 My liredress directly reduces my ability 1o live my Be as | did price lo my ilnessaccident
] ] ] ] ]
Hever Infresquenthy Oocasianally Quile afien Vary frequently
1 2 3 4 &
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Appendix J. The Brain Injury Fatigue Scale Carer’s Questionnaire

ERAIN INJURY FATIGUE SCALE Fatents name___... ...
0 A Rl LT
CARER'S QUES TIONMAIRE Completad by ..o,

Thiz guastiomnaine looks af some problems with tiredness and energy after an Acgquired Brain Injury. Please
road the staferments below and indicade the mply thaf most accurafely reffects the patient owver fhe fast
maonth.

1 Hedshe bas problerns with liredness nod associaled with being slespy

] o o o ]
e Infresquesily Oecasianally Cuiite oflan WVery frequerthy
1 2 3 4 5

2 Aler physical aciivily hafshe suffers from a loss of enengy
] ]

o ]
Hever Infresquenthy Oocasianally Cuuite ofien Very frequently
1 2 3 d b
3 Afler manlal activity, hedshe gets lired
] ] ] ] ]
Meer Infrequesily Oecasianally Cuite ofien WVery frequernthy
1 2 3 4 5
4 Afler baing cul socially, hafshe feels exhausted
] o o o o
Hever Infresquestihy Oocasianally Cuite ofien Very frequently
1 2 3 d 5
5 He'she is urmaturally fatigued the day afler actidily
] ] ] ] o
Mewer Infrequerily Oocasianally Cuuite ofien WVery frequerthy
1 2 3 4 b
i} He'she bas mudh less “get up and go” than belors the acddentfliness
o o o o o
e Infresquesily Oecasianally Cuiite oflan WVery frequerthy
1 2 3 4 5

7 He'she now tres much mone quickly afler roufine acdivilies (pg housewark, washing bair, shopping glg)
] ] ] ] ]
Hever Infresquenthy Oocasianally Cuuite ofien Very frequently
1 2 3 4 5

8 Hedshe drops off 1o sleep during the day, much more than before
O O O O O
Meer Infrequesily Oecasianally Cuite ofien WVery frequernthy
i 2 3 4 b

a9 Orver & longer paricd (i 8 monlh] hafhe somelimes has days when heishe 2 g0 achausied that haishs can
hardly get aut of bed
] o o o

o
Mewer Infrequerily Oiecasianally Chuite ofien WVery frequerthy
1 2 3 4 b
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10 When linsd, hafshs gets much mons mtable
w o o o o

Mever Infrequently DOocasianally Cuite ofien Very frequerntly
1 2 3 6]

11 ‘When lired, hashs makes mone mislakes
o o o o o
e Infrequerily Diocasionally Chuite often Very requerthy
1 2 3 5

12 Hedshe gals particulacty lired when ha'she has o do angthing res
] o o

o o
e Infresquesntly Decasianally Cuiite often Very requerthy
1 2 3 4 5
13 Hefshe fesls firsd even when noft lesling upssl or depressed
o o o o o
Mewer Infrequently Docasionally Cauite ofien Very reguerthy
1 2 3 4 5
14 Hedshe tires guickly even when doing the things he'she snjoys the mast
o o o o o
e Infrequesily Decasianally Cuiite often Very regquernthy
i 2 3 4 5
15 When in & group af peopls, or things are busy, balshe fires wery quickly
o o o o o]
Mever Infrequently Oocasianally Cuite ofien Very frequently
1 2 3 d 5
18  Hedshe feels mudh betier affer a rest
o o o o o
e Infrequerily Diocasionally Chuite often Very requerthy
1 2 3 4 5
17 Hedshe never really ssems jo rechane hisiber balienes
] o o o o
e Infresquesntly Decasianally Cuiite often Very requerthy
1 2 3 4 5

18 Evanwhen hafshe has regular meals and a good night's sleep, haishe stll has problems with faigue
o o o o o
Mewer Infrequently Docasionally Cauite ofien Very reguerthy
1 2 3 4 6]

19 Hisher liredness direcily affects histher abilly bo do histher job

] o] o] o] o]
e Infrequesily Decasianally Cuiite often Very regquernthy
1 2 3 4 5

20 Hisher liredness direclly reduces hisfher abilily 1o Bve life a5 bafshe did prior 1o the illness/accidenl
] o] o] o] o]
e Infrequesily Decasianally Cuiite often Very regquernthy
i 2 3 4 5
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Appendix K. The Patient Competency Rating Scale Patient’s Form

Patient Competency Rating
{Patient’s Form)

Seurce: FPrigatamo, &. F. and Others (1986). Neurcpsychologlical
Fehabilitation After Braln Injury. EBaltimore: Johns Hopkins Undiversity
Press.

Identifying Information

Patient’s Name:

Date:

Instructions

The following is a questionnaire that asks vou to judge your ability to do a variety of very

practical skills. Some of the questions may not apply directly to things you often do, but you
are asked to complete each question as if it were something you “had to do.” On each question,
you should judge how easy or difficult a particular activity is for you and mark the appropriate

space.

Competency Rating

1 2 3 4 5
Can't do Very difficult Can do with Fairly easy Can do with
to do some difficulty to do ease

1. How much of a problem do | have in preparing my own meals?

2. How much of a problem do [ have in dressing myself?

3. How much of a problem do | have in taking care of my personal hygiene?
4. How much of a problem do I have in washing the dishes?

5. How much of a problem do I have in doing the laundry?

6. How much of a problem do [ have in taking care of my finances?

7. How much of a problem do I have in keeping appointments on time?
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1
Can't do

2 3 4 5
Very difficult Can do with Fairly easy Can do with
to do some difficulty to do ease

8. How much of a problem do I have in starting conversation in a group?

9. How much of a problem do | have in staying involved in work activities even
when bored or tired?

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22

How much of a problem do [ have in remembering what | had for dinner last

night?

How much of a problem do [ have in remembering names of people I see
often?

How much of a problem do [ have in remembering my daily schedule?

How much of a problem do [ have in remembering important things 1 must
do?

How much of a problem would [ have driving a car if | had to?
How much of a problem do [ have in getting help when I'm confused?
How much of a problem do [ have in adjusting to unexpected changes?

How much of a problem do [ have in handling arguments with people [ know
well?

How much of a problem do | have in accepting criticism from other people?
How much of a problem do [ have in controlling crying?

How much of a problem do [ have in acting appropriately when I'm around
friends?

How much of a problem do [ have in showing affection to people?

How much of a problem do [ have in participating in group activities?
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Can't do

23.

24.

25,

26.

27.

28.

29,

30.

2 3 4 5
WVery difficult Can do with Fairly easy Can do with
to do some difficulty to do ease

How mmuch of a problem do I have in recognizing when something [ say or do
has upset someone else?

How much of a problem do I have in scheduling daily activities?
How much of a problem do | have in understanding new instructions?

How much of a problem do | have in consistently meeting my daily
responsibilities?

How much of a problem do [ have in controlling my temper when something
upsets me?

How much of a problem do [ have in keeping from being depressed?

How much of a problem do [ have in keeping my emotions from affecting my
ability to go about the day’s activities?

How mmuch of a problem do I have in controlling my laughter?
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Appendix L. The Patient Competency Rating Scale Relative’s Form

Patient Competency Rating
(Relative's Form)

Sourece: Prigatana, G. P. and Others (1955). Neurspsychological
Rehabilirtation After Brain Injory. Baltimere: Johns Hoprins Dniversity
Press,

Identifying Information

Patient’s Mame:

Date:

Informant’s relationship to patient {circle one):

1. Mother 8. Niece or nephew
2. Father 9. Cousin

3. Bpouse 10. Friend

4. Child 11. In-law

5. Sibling 12. Ward attendant

6. Grandparent 13, Other
7. Aunt or uncle

Sex of informant:

Male
Female

How well is informant acquainted with patient’s behavior?

1. Hardly at all 4. Pretty well
2. Not so well 5. Very well
3. Fairly well

Instructions

The following is a questionnaire that asks you to judge this person’s ability to do a variety of
very practical skills. Some of the questions may not apply directly to things they often do, but
you are asked to complete each question as if it were something they “had to do.” On each
question, vou should judge how easy or difficult a particular activity is for them and mark the

appropriate space.
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Competency Rating

Can’t do

2 3 4 5
Very difficult Can do with Fairly easy Can do with
to do some difficulty to do ease

1. How much of a problem do they have in preparing their own meals?

2. How much of a problem do they have in dressing themselves?

3. How much of a problem do they have in taking care of their personal hygiene?
4. How much of a problem do they have in washing the dishes?

5. How much of a problem do they have in doing the laundry?

6. How much of a problem do they have in taking care of their finances?

7. How much of a problem do they have in keeping appointments on time?

8. How much of a problem do they have in starting conversation in a group?

9. How much of a problem do they have in staying involved in work activities
even when bored or tired?

10. How much of a problem do they have in remembering what they had for
dinner last night?

11. How much of a problem do they have in remembering names of people they
see ofien?

12. How much of a problem do they have in remembering their daily schedule?

13. How much of a problem do they have in remembering important things they
must do?

14. How much of a problem would they have driving a car if they had to?
15. How much of a problem do they have in getting help when they are confused?

16. How much of a problem do they have in adjusting to unexpected changes?
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1
Can’t do

2 3 4 5
Very difficult Can do with Fairly easy Can do with
to do some difficulty to do ease

17. How much of a problem do they have in handling arguments with people they
know well?

18. How much of a problem do they have in accepting criticism from other
people?

19. How much of a problem do they have in controlling crying?

20. How much of a problem do they have in acting appropriately when they are
around friends?

21. How much of a problem do they have in showing affection to people?
22. How much of a problem do they have in participating in group activities?

23. How much of a problem do they have in recognizing when something they say
or do has upset someone else?

24. How much of a problem do they have in scheduling daily activities?
25. How much of a problem do they have in understanding new instructions?

26. How much of a problem do they have in consistently meeting their daily
responsibilities?

27. How much of a problem do they have in controlling their temper when
something upsets them?

28. How much of a problem do they have in keeping from being depressed?

29. How much of a problem do they have in keeping their emotions from
affecting their ability to go about the day’s activities?

30. How much of a problem do they have in controlling their laughter?

134



Appendix M. Hospital Anxiety and Depression Scale

Hospital Anxi and Depression Score [HADS

This questionnaire helps your physician to know how you are feeling. Read every sentence.
Place an "X" next to the answer that best describes how you have been feeling during the
L&ST WEEK. You do not have to think too much to answer. In this questionnaire,
spontaneous answers are more important

& I Pzl tense or "wownd up': D I feel as if | am showed down:
Most of the time 3 Mearly all the tirme 3
& lot of the time 2 Weary aften 2
Froom time bo time (Do) 1 Sarmetimes 1
Mat at all i Mot at all i

O | Istill enjoy the things | used to & I get a sort of frightened feeling like

enjoy: “butterflies” in the stomach:
Definitedy as much a Mat at all a
Mot guite a5 much 1 Decasionally 1
Only a little 2 it oftEn 2
Hardly at all 3 Wary aften 3

& I get a sort of frightened feeling as [+ I hawve lost inkerest in my
if something awful is about to appearance:
happen: Definitely 3
Wery definitely and guite badly 5 | dian's take &5 much care a3 | should | 2
Yei, but not oo badly 2 | may not take guite as much care 1
& little, but it doesr’t warry me 1 | take just a5 much care 0
Not at all i & I feel resthess as | have to be on the

D lean lsugh and See the funny side mowe:
of things: Wery much indeed 5
A5 much as | always could a it a lat 2
Mot quite so mivch mow 1 Mat very much 1
Definitely nat o mudch Ao 2 Mat at all a
MNat at all 3 D loak forward with enjoyment to

& ‘Worrying thoughts po through my things:
mind: a5 much as | ever did i}
& preat deal of the time 3 Rather less than | used 19 1
A lot of the tme 2 Definitely less than | used to 2
Froom time bo time, but not often 1 Hardly at all 3
Only accasianally a A 1 get sudden feelings of panic:

D I Fel cheerful: Wary aften indesd 3
Mat at all 3 Dt often 2
Mat often 2 Mat very often 1
Sormatimes 1 MNat at all ]
Mot af the time 1] ¥ I can enjoy a good book or radia/TV

& I can sit at eade and Feel relaxed: [program:
Definitedy a OftEn a
L 1y 1 Sarmetimes 1
Mot often 2 Mot often 2
Hat at all 3 Weary seldom 3
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Appendix N. Patient Information Sheet
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INFORMATION SHEET FOR PARTICIPANTS

YOU WILL BE GIVEN A COPY OF THIS INFORMATION SHEET
Title of study: The Brain Injury Faligus Scale! Salf versus otherrelative ratings of fatigue

weauld like o invite you to parlicipate in a research project which forms part of my thesis for
the Doclorate in Clinical Psychology courss at the Univarsity of Hull. The sponsor for this
rasearch is the University of Hull. The (York Psychalogical Medicine Servica/Lincolnshira
Mauropsychology Servical Leads 5l James Universily Hospilal Meurcpsychology Sarvica)
will ba collaboraling with the Univarsity of Hull 1o daliver this study.

We would like (o invite you (o parlicipale in this research. We are looking for fwo groups of
peaple for this sludy:

1. Peopls who have a brain injury or neuraloegical condition
2. Family membsrs or carers of people who have an acquired brain injury o neurslogical
condition

Befora you decide whelher you wani to take pard, i is imporiant for you to understand why
tha rasearch i baing dons and what your participation will involea. Please take timae to read
tha following infarmation carefully and discuss it with others if you wish. Please ask ma if
thare is anything that is not clear or if you would ke more informalion by sending an amail
o r.di-somma-207 SiEhull_ac. uk.

What is the purpose of the study?

Afler an acquired brain injury (ABI) or neurclogical condition, people can asparienca high
levals of fatigue which can interfere with their day-to-day aclivities. The Brain Injury Faligues
Scala (BIFS) is used by clinicians to assess faligue in individuals with an ABl and
neurslogical condition. However, thare can somelimes be differences in how a palient and
thair relatives percaive symploms or difficullies experienced, which can be dus to several
factors, therefora comparisons of self and otherdrelative (1, e, family members and carers)
reports are usaful. The aim of this study is to gather self and otherralative BIFS ratings
alongside other measuwres (such as the Palient Compatency Rating Scale and the Hospital
Anzisty and Depression Scale) to help us better understand whal variables best explain any
differences in ratings of fatigue. This will help dlinicians plan interventions and improve the
quality of life of peaple with an ABl and neurclogical condition.

Why hawe | been invited to take part?

You are being invited to participate in this study because your dinician has identified that
you have experienced an ABI or neurological condition and you may of may nol ba
axpeariancing fatigus.
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What will happen if | take part?

If you choosa to lake parl in the sledy, you will be asked o complela the following
quesiionnaires.

- The Brain Injury Fatigue Scala

- The Patiant Competancy Haling Scale

- The Hospital Anzisty and Depression Scale

This could be conducted either with your dinician or over the phons of via an online platiorm
{such as Zoom or Microsofl Teams) with the ressarcher and should lake beteean 13-30
minuies to complata.

Do | have to take part?

Participation is complataly voluntary. You should only take part if you want to and choosing
nol to take part will not disadvantage you in any way. Once you have read the information
sheal, please contact ws if you have any gqueastions that will halp you make a decision aboul
taking part. If you decida to take parl, we will ask wou Lo sign a consant form and you will ba
given a copy of this consent form to keep. Alternatively, you can contact the researcher to
ask any quashons that will halp you make a decision aboul taking parl and if you dacids 1o
taks parl the researcher will sand you a consant form to sign and sand back and you will bea
given a copy of this consant form 1o keap.

What are the possible risks of taking part?

Participating in the shudy will require you to comment on your leveal of fatigus, level of insight
and currant mood wsing the questionnaires. There are no identified rsks with taking part,
however whan completing the measures people can sometimes feal a lithe anxiouws or upsel,
if this occurs we will provide contact details for organisations that may be able to help.

What are the possible benefits of taking part?

Taking part in tha study will not have a direct banafil to your healthcare, howeaver tha
information from the questionnaires will be available to your clinician who can choose to use
this information as part of your assassment and any treatment they consider appropnate.
The infarmation you give us will help us to understand more aboul the Brain Injury Faligue
Scale and what variables relate to any difference bebween the self and other/relative ratings
of this scala. Ultimately, the data collected from the study will help us o develop the Taligue
rating scale so that it can be more widely used o inform pafient care in the fulure.

How will we use information about you'?

Iri this ressarch study we will uss information from yoursall, your medical records, and your
dinician. This infarmaticn will incluede your name, contact details, demographic infarmation,
information about youwr brain injury and your guestionnaire data. People will use this
information to do the research or 1o check your records to make sure that the ressarch is
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being dona properly. People wiho do nol need to know who you are will nol be able to seea
your name ar contact defails. Your data will have a code number instead. We will keap all
information about you safe and secure. This information will also be shared with your
dinician 1o contributs (o your clinical reconds.

Onece wa have finished the study, we will keep some of the data sowe can check the results.
Wa will wrile our reporis in a way thal no-one can work oul thal you took pari in the shady.
Your dala will be processed in accordance with the UK-GDPR and the Data Prolection Act
2018. The ananymisad dala may also be used lo support fulure ressarch and may ba sharad
ananymouwsly with otiver researchers. This data will be kepl for 10 years an sacure nabwork

drives at tha University of Hull.
What are your cheices about how your infermation is used?

You are free to withdraw from the study at any time without having fo give a reason.
Withdrawing from the siudy will nol affect you in any way. After you have completed the
Juestionnaires, you ars able to withdraw your data from the study up o 72 hours after the
completion of lesting by contacting the ressarcher, after which withdrawal of your data will
no longer be possible as the data will have bean anonymisad and committed o the final
raport. If you choose to withdraw from the shudywe will not retain the information you have
givan thus far and it will be destroyed.

Where can you find out more about how your information is used?

You can find owt more about how we use your information:

= A wwwhiranhs. ukfinformation-aboul-patisnts) and
hitps:/feany. hra.nhs. uk’planning-and-improving-research/paolicies-slandards-

legislation'dala-profection-and-information-governance/gdor-
guidanca'templatesiemplale-wording-for-genarc-informalion-documsnt!

= By asking one of the research team using the contact details balow

. By contacting the University of Hull Data Protection Officer by emailing
dalaprotectoni@hull_acuk or by calling 01482 466594 ar by wriling to the Data
Protection Officer at University of Hull, Colfingham Road, Hull, HUS TRX

- By revienwing tha University of Hull Research Parbicipant privacy nofice:
hitps: e Bull ac.uk’choose-hullfuniversity-and-region/key-

documentsidocs/gualityiresearch-paricipani-privacy-rnolice. pdf

Data Protection Statement

The data controller for this project will be the University of Hull. The University will process
your personal data for the purpose of the ressarch oullined abowve., The legal basis for
processing your personal data for ressarch purposes under GDPR s a fask in the public
intarest’
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If you are not happy with the sponsor's responsea or baliave the sporsor protessing your
data in a way that is mot ight or lawful, you can complain to the Information Commissionanrs
Offica (ICO) (www.ico.org.uk or 0303 123 1113).

What will happen to the results of the study’?

The results of the study will be summarisad in a writlen thesis as part of a Doclorale in
Clinical Psychalogy. The thesis will be availabla an the University of Hull's online repesitory
hitps:fhydrahullac.uk. The research may also be published in academic journals or
presantad al conferances. I you want to hear about the resulls of the study than do contact
the ressarcher, Rebeocca DI Somma, wivo will ba happy o provide you with a wrilten
summary of the ressanch.

Who has reviewed this study?

Research sludies are reviewad by an independent group of people, called a Research Ethics
Committes, o protect your interesls. This study has been reviewed and bean given a
favourable opinion by the Central Bristol Research Ethics Committes.

Who should | contact for further information?

If wou have any guestions or require maore information aboul this study, please contact the
rasaarcher using the following contact details. Due to Covid-19 restrichons access to tha
university campus or postal system is very limited, conseguently if vou send amydhing via the
post thare will ba a delay in responding o you, please wss amail for all cormaspondance.

Rebacca Di Somma

Clinical Psychalogy

Aira Building

The University of Hull

Cotingham Road

Hull

HUE TRX

Tal: OVS7TE 071078

E-mail: r.di-somma-2018@hullac. uk

What if | have further questions, or if somathing gosas wrong?

If you wish to make a complaint about the conduct of the study, you can contact the
University of Hull using the research supervisor's detais below for further advice and
information, dus o COVID-19 restrickion contact via email is preferred.

Dr Pete Fleming

Clinical Psychalogy
Aira Building
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The University of Hull

Caotlingham Road

Hull

HUE TRX

Tel: +44 (0} 1482 463254

Email addrass: pflaming@hullac uk

Altarmativaly, please conlact coof@hull.ac.uk

You may also wish o contact the Patient Advice and Liaison Sarvica using the following
contact datails:

(For the Yark Psychological Medicing Sendace):
Patient Advice and Liaison Service

Tal: 01804 T26262

Email: palsimvark.nhs. uk

(For the Lincodnshire Neuropsychology Sendce).
Patient Advice and Liaison Service
Lincodnshire Partnarship MHS Foundabion Trust
Uit 9, The Painl

Lions Way

Sleaford

Lincs

MGE34 BGG

Tal: 01529 222265

Email: Ipft.PALSENnhs. net

(For the Leeds 3t Jarmes University Hospital Newropsychalogy Service)
Patient Advice and Liaison Service

Tal: 0113 2086261

Email: palia rence.leadsthii@nbs. mal

Thank you for reading this information sheet and for considering taking part in this
rasearch.
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PATIENT CONSENT FORM

Title of study: The Brain Injury Fatigue Scale: Self veraus other'relative ratings of fatigue
Mame of Researcher: Rebecca DN Somma

A slgned copy of the consent formn will be provided to the participant and the ressarcher

Plaase nital box

1. | confirm that | have read the infermation sheat dated 14" Movernbear 2021 (version 1.6)
for the above stedy. | have had the opporunity to consider the information, ask guestions
and have had these anawered satisfactonily.

2. | understand that my participation s valuntary and that | am free to withdrew at any tme

without giving any reason, without my medical care being affected. | understand that once |

hewe returnaed my guestionnaires; | can withdraw my data from the study up to 72 hours after
the completion of testing by contacting the researcher, after which withdrawal of your data
will na longer ba posaible

1. | understand that the information collecied about me will be used to suppart other research

in the future and may be sharad anonymously with other researchers.

4. | understand that the information held and maintained by York Peychological Medicine
Service/Lincolnshire Meuropsychology Servicel Leads 5t James University Hospital

Neuropsychology Service

% lunderstand thet relevant sections of my medical notes and date collected during the sbudy,

may be looked at by the regulatory authorities or from the MHS Trust’service, where it is

relevant ta my taking part in this reseanch. | give permission for theas individuals to have

access fo my records.

6. | give pammiasion for the collection and use of my date to answer the research question in
this study.

7. | agres to take part in the above study.

Mame of Participant Data Signature

Mame of Parson Diate Signature
taking conaent
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INFORMATION SHEET FOR RELATIVES/OTHERS

¥OU WILL BE GIVEN A COPY OF THIS INFORMATION SHEET

Title of study: Tha Brain Injury Fabigus Scale: Salf versus otherfralative ratings of faligua

| would lika to invite you to parlicipate in a research project which forms part of my thesis for
the Doclorate in Clinical Psychology courss at the University of Hull. The sponsor for this
rasaarch is the Univarsily of Hull. The {York Psychological Medicine Servica/Lincolnshire
Mauropsychology Servicel Leads 5t James Universily Hospital Meuropsychology Sarvica)
will ba collaborating with the Univarsily of Hull to daliver this study.

We would like to invile you o parlicipala in this research. We are looking for bwo groups of
paaple for this sbudy:

1. People who have a brain injury or neurological condition
2. Family mambers or carers of peopla who have an acquired brain injury or newrological
candition

Bafore you decide whelher you want to take pard, it is imporant for you to understand why
the ressearch 5 baing done and what your participation will invohea. Please take ime to read
the following information carefully and discuss it wilh others if you wish. Ask me if there is
anything that is nol clear or if you would like more informabion by sending an amail to r.di-

somma-201 9@hull. ac.uk.

What is the purpose of the study'?

Afler an acquired brain injury (ABI) or neurclogical condition, people can asparience high
lavals of fatigues which can interfere with their day-to-day activities. The Brain Injury Fatigue
Scale (BIFS) is used by clinicians lo assess faligue in individuals with an ABl and
neuralegical condition. Howewvear, thera can sometimes be differences in how a palient and
their relatives perceive symploms or difficulties experienced, which can be due to several
factors, therefore comparisons of self and otherrelative (1, e, family members and carers)
reports are usaful. The aim of this study is to gather self and otherrelative BIFS ratings
alongside other meaaswras [(such as the Palient Compatancy Rating Scale and the Hospital
Anzisty and Depression Scale) to help us better undersiand what variables bast explain any
differences in ratings of faligue. This will help dinicians plan interventions and improve the
quality of life of people with an ABI and neurclogical condition.

Why hawe | been invited to take part?

You ara baing inviled to participats in this study because you have been identified as tha
main relative’carer of an individual who has experiencad an ABl or neurological condition
wio may or may not be axpariencing fatigua.
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What will happen if | take part?

If you choose to take part in the study, you will be asked to complete the following
questionnaires.

= The Brain Injury Fatigue Scale

= The Patient Competency Rating Scale

This could be conducted either with the clinician or over the phone, via email or on an onling
platform (such as Zoom or Microsoft Teams) with the researcher and should take between
10-20 minutes to complete.

Do | have to take part?

Participation is completely voluntary. You should enly take part if you want to and choosing
not to take part will not disadvantage you or the individual whom you are a proxy to in any
way. Once you have read the information sheet, please contact us if you have any questions
that will help you make a decision about taking part. If you decide to take part, we will ask
you fo sign a consent form and you will be given a copy of this consent form to keep.
Alternatively, yvou can contact the researcher to ask any guestions that will help you make a
decisicn about taking part and if you decide to take part the researcher will send you a
congent form to gign and send back and you will be given a copy of this congent form fo
keep.

What are the pogsible risks of taking part?

Participating in the study will require you to comment on the individual whom you are a proxy
to level of fatigue, level of insight and current mood using the questionnaires. There are no
identified risks with taking part. however when completing the measures pecple can
sometimes feel a little anxious or upset, if this cccurs we will provide contact details for
organisations that may be able to help.

What are the pogsible benefits of taking part?

Taking part in the study will not have a direct benefit to yourself, however the information
you give us will help us to understand more about the Brain Injury Fatigue Scale and what
variables relate to any difference between the self and otherfrelative ratings of this scale.
Litimately, the data collected from the study will help us to develop the fatigue rating scale
so that it can be more widely used to inform patient care in the future.

How will we use information about you?

In thiz research study we will use information from yvourself and the quesfionnaires you
complete. Thiz information will include your name, contact details and your gquesticnnaire
data. People will use this informaticn to do the research. People who do not need to know
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who you are will not be able to see your name or contact details. Your data will have a code
number instead. We will keep all information about vou safe and secure.

Once we have finished the study, we will keep some of the data so we can check the results.
We will write our reports in a way that no-one can work out that you took part in the study.
Your data will be processed in accordance with the UK-GDPR and the Data Protection Act
2018, The anonymized data may also be used to support future research and may be shared
anomymously with other researchers. This data will be kept for 10 years on secure nebwork
drives at the Lniversity of Hull.

What are your choices about how your information is used?

You are free to withdraw from the study at any time without having to give a reason.
Withdrawing from the study will not affect yvou in any way. After you have completed the
questionnaires, you are able to withdraw your data from the study up to 72 hours after the
completion of testing by contacting the researcher, after which withdrawal of your data will
no longer be possible as the data will have been anonymised and committed to the final
report. If you choose to withdraw from the study we will not retain the information you have
given thus far and it will be destroyed.

Where can you find out more about how your information is used?

You can find out more about how we use your information:

* At www.hra.nhs. ukfinformation-about-patientss and
hitpswww . hra.nhs.uk/planning-and-improving-research/policies-standards-

legislation/data-protection-and-information-governance/gdpr-
guidance/templatesiiemplate-wording-for-generic-information-documeniy

* By asking cne of the research team using the contact details below

* By contacting the University of Hull Data Protection Officer by emailing
dataprotectioni@hullac.uk or by calling 01482 466594 or by writing to the Data
Protection Officer at University of Hull, Cottingham Road, Hull, HUE TRX

* By reviewing the University of Hull Research Participant privacy notice:
hittpsiwiw hullac. ukichooze-hullfuniversity-and-region/key-
documents/docs/quality/research-participant-privacy-notice. pdf

Data Protection Statemant

The data controller for this project will be the University of Hull. The University will process
your personal data for the purpose of the research outlined abowve. The legal basis for
processing your personal data for rezearch purpoges under GDPR iz a 'tagk in the public
interast’.

If you are not happy with the sponsor's response or believe the sponsor processing your
data in a way that is not right or lawful, you can complain to the Information Commissioner's
Office (ICO) (www.ico.org.uk or 0303 123 1113).
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What will happen to the results of the study?

The results of the study will be summarised in a writlen thesis as part of a Doctorate in
Clinical Psychaology. The thesis will bs available on the Universily of Hull's on-line repository
hilps:tihydrahullac.uk. The research may also be published in academic journals or
presentad al conferancas. If you want 1o hear aboul the resulls of the study then do cantact
the researchear, Hebecca i Somma, wiho will ba happy to provide you with a writlen
summary of the ressanch.

Who has reviewed this study?

Research studies are reviewad by an independeant group of paaple, called a Ressarch Elhics
Commitles, 1o protect your interests. This sludy has been reviewsd and been given a
favaurable opinion by the Central Bristal Research Ethics Committes.

Who should | contact for further information’?

If you have any questions or require mare information aboul this sludy, please contact the
rasearcher using the following contact details. Due o Cowvid-19 restrictions access 1o the
universily campus or postal system is very limited, consequently if vou send anything via the
post thare will ba a delay in responding o you, please usa amail for all comespondance.

Rebecca Di Somma

Clinical Psychology

Aire Building

The University of Hull

Cotingham Road

Hull

HUE TRX

Tel: 07876 071078

E-mail: r.di-somma-2019@hull.ac.uk

What if | have further questions, or if something goes wrong 7

If wou wish to make a complaint about the conduct of the sludy, you can contact tha
University of Hull wusing the research supervisor's delails below for further advice and
information, dus o COVID-19 rastriction comact via email is praferrad:

Dr Pete Fleming

Clinical Psychology

Aire Building

The University of Hull

Caotlingham Road

Hull

HUE TRX

Tel: +44 (0} 1482 463254

Email addrass: pflaming@hullac uk
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Altarmativaly, please contact coof@hull.ac.uk

Thank you for reading this information sheet and for considering taking part in this
research.
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RELATIVE/OTHER CONSENT FORM
Title of study: The Brain Injury Fatigue Scale: Self versus other/relative ratings of fatigue
Mame of Researcher: Rebecca Di Somma
A signed copy of the consent form will be provided to the participant and the researcher

Please initial box

1. | confirm that | have read the information sheet dated 14™ MNovember 2021 (version 1.6)
for the above study. | have had the opportunity to consider the information, ask questions
and have had these answered satisfactorily.

2. lunderstand that my participation is voluntary and that | am free to withdraw at any time

without giving any reason. Withdrawing from the study will not affect you in amy way. |

understand that once | have returned my questionnaires; | can withdraw my data from the

study up to 72 hours after the completion of testing by contacting the researcher, after which
withdrawal of your data will no longer be possible

3. lunderstand that the information collected about me will be wsed to support other research

in the future and may be shared anonymously with other researchers.

4. | give permission for the collection and use of my data to answer the research question in
this study.

5. lagree to take part in the above study.

Marme of Participant Date Signature
Marme of Person Date Signature
taking consent
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