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Abstracts

Critical Review of the Literature Abstract

Background: Chronic Fatigue Syndrome (CFS) is a complex disorder characterised by
extreme exhaustion not improved with rest (NICE, 2021). Cognitive behavioural models
for understanding CFS adopt a Biopsychosocial framework which asserts that cognitive,
behavioural, and affective factors perpetuate CFS symptoms and effect treatment
outcomes. Purpose: The present review adopted a narrative synthesis approach to explore
the relationship between self-efficacy and causal attributions on therapeutic outcomes
(fatigue & functional impairment), as detailed in VVercoulen et al.’s (1998) model.
Method: A systematic review of databases (Psychinfo, Medline, CINAHL & PubMed)
was carried out. Studies were included if psychological intervention was delivered to
participants, 16 years of age and above, with a diagnosis of CFS and if scores of self-
efficacy and causal attributions were reported. Results: Fifteen studies were included in
this review. Only one study demonstrated a relationship between attributions on outcomes
whereas several studies indicated a relationship between self-efficacy on outcomes,
however, this relationship was reported to be small in several studies. Conclusions: The
findings of this review do not conclusively provide support for Vercoulen et al.’s model.
Clinicians should take caution when applying this model to clinical practice. Further
research should focus on what works well for whom and when, possibly using network

analysis.



Service Improvement Project Abstract

Background: The process of an organ recipient writing to a donor/donor family is
supported by NHS Blood and Transplant (NHSBT, n.d). Objectives: This service
improvement project aimed to understand the barriers and facilitators faced by
professionals when supporting recipients to think about writing this letter, at the Oxford
Transplant Centre (OTC). Method: Eight post-transplant professionals (five nurses &
three consultants) attended individual interviews and four pre-transplant nurses attended a
focus group. Two Likert-scale questions were asked which explored importance and
confidence in supporting recipients with letter writing. Results: Reflexive Thematic
Analysis was employed to analyse the data. Five themes were identified in the focus
group, with six sub-themes, and six themes were identified in the interviews, with 10 sub-
themes. These themes shed light on some of the barriers (information overload) and
facilitators (empathetic understanding) to talking with recipients about letter writing.
Conclusions: Recommendations were drawn from these themes, which included
increasing recipient awareness of the possibility of letter writing (e.g., by displaying a

poster in the waiting room/ward).



Theory Driven Research Project Abstract

Background: Caregiver resources could mediate against the development of Secondary
Traumatic Stress (STS) in foster carers, according to a conceptual model (Whitt-Woosley
et al., 2020). The relationship between coping styles (emotion-focused, problem-focused,
and avoidant; Carver et al., 1997) and STS has yet to be researched in UK foster carers.
Aims: To explore the relationship between STS and coping styles whilst controlling for
anxiety and depression and to explore group differences in the use of the individual facets
on the Brief COPE. Design: A cross-sectional, between subjects design. Method: Data
was collected from 132 foster carers at one time point using online self-report
questionnaires. Two groups were formed, ‘high” and ‘low” STS based on the clinical cut-
off score of ‘38’ on the Secondary Traumatic Stress Scale (Bride et al., 2004). Results:
Analysis of Covariance (ANCOVA) found that foster carers who reported high STS also
reported significantly greater use of problem-focused and avoidant coping styles, with the
greatest effect size in problem-focused coping. Exploratory analysis identified
‘behavioural disengagement’, ‘substance use’, and ‘denial’ were significantly different
between the two groups. Discussion: The majority of the sample reported high STS. The
greater use of the coping facets in the high STS group suggest that STS could be impacting
on the effectiveness of coping responses. Greater awareness and screening for STS could
allow for early intervention focused on secondary trauma which could support the
effectiveness of the coping strategies employed. Future research should explore this

relationship further and the efficacy of a trauma-based intervention.
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Abstract

Background: Chronic Fatigue Syndrome (CFS) is a complex disorder characterised by
extreme exhaustion not improved with rest (NICE, 2021). Cognitive behavioural models
for understanding CFS adopt a Biopsychosocial framework which asserts that cognitive,
behavioural, and affective factors perpetuate CFS symptoms and effect treatment
outcomes. Purpose: The present review adopted a narrative synthesis approach to explore
the relationship between self-efficacy and causal attributions on therapeutic outcomes
(fatigue & functional impairment), as detailed in Vercoulen et al.’s (1998) model.
Method: A systematic review of databases (Psychinfo, Medline, CINAHL & PubMed)
was carried out. Studies were included if psychological intervention was delivered to
participants, 16 years of age and above, with a diagnosis of CFS and if scores of self-
efficacy and causal attributions were reported. Results: Fifteen studies were included in
this review. Only one study demonstrated a relationship between attributions on outcomes
whereas several studies indicated a relationship between self-efficacy on outcomes,
however, this relationship was reported to be small in several studies. Conclusions: The
findings of this review do not conclusively provide support for Vercoulen et al.’s model.
Clinicians should take caution when applying this model to clinical practice. Further
research should focus on what works well for whom and when, possibly using network
analysis.

Key words: Chronic Fatigue Syndrome, Causal Attributions, Self-Efficacy, Outcomes.



Introduction

Chronic Fatigue Syndrome (CFS)/Myalgic Encephalomyelitis (ME) (hereafter referred to
using the acronym ‘CFS’) is a complex and debilitating chronic condition with significant
fluctuations in both the qualitative nature and severity of symptoms amongst sufferers
(NICE, 2021). Symptoms include fatigue, post-exertional malaise after activity, non-
refreshing sleep, and cognitive difficulties (NICE, 2021). The unpredictable nature of these
symptoms has a profound impact on functioning and quality of life (Rimes et al., 2016),
indeed one study reported that 25% of patients are housebound (Pendergrast et al.,

2016). NICE reported that over 250,000 individuals in England and Wales have a

diagnosis of CFS, with 2.4 more females affected than males.

Due to the uncertainty that surrounds the pathophysiology and management of CFS, it has
been considered a ‘medically unexplained syndrome’, a name which has led to stigma and
the view that it is not a ‘real’ condition from physicians and the patient’s social network
(Dickson et al., 2007). It was not until 2002 that CFS was considered a genuine medical

condition (Speight, 2013).

Cognitive Behavioural Models of CFS

Psychiatrists in the 1990’s in the United Kingdom, proposed that CFS could be understood
using Beck’s Cognitive Behavioural Theory (Beck, 1964). Cognitive Behavioural Models
of CFS were cyclical and centred around ‘precipitating’, ‘predisposing’ and ‘perpetuating’
factors and were embedded in the Biopsychosocial model. For example, CFS was viewed

as an illness perpetuated by cognitions that reduced patients’ activities, whereby fatigue


https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7944645/#R57
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7944645/#R57
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7944645/#R19

and pain reinforce unwanted cognitions and avoidance behaviours. A theoretical model
was proposed by Surawy et al. (1995) and this was built upon to create a cognitive

behavioural model of CFS (Vercoulen et al., 1998).

Vercoulen et al.’s (1998) cognitive behavioural model explored six perpetuating
factors of CFS from a cognitive, behavioural, and affective framework (see Figure 1). Of
these six factors, two cognitive factors, causal attributions (i.e., somatic versus
psychological) and sense of control over symptoms will be explored further in this review.
The model stipulates that the symptomatology of CFS is perpetuated by attributing the
symptoms to a somatic cause, a low level of perceived control over fatigue and a focus on
symptoms (Vercoulen et al., 1998). However, this model was critiqued by Song and Jason
(2005) who reported that it was not clear if the sample the model was derived from met
CDC criteria for CFS and therefore, may be useful in understanding psychiatric conditions

but not CFS.

Figure 1.

Vercoulen et al.’s (1998) Cognitive Behavioural Model of CFS.

Sense of control ]| ‘;I Fatigue 1
A A
Somatic . .
y
Functional Focusing on
impairment bodily symptoms
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Vercoulen et al.’s. (1998) model enabled for the identification of perpetuating factors
which led the way for the development of interventions, such as Cognitive Behavioural
Therapy (CBT) and Graded Exercise Therapy (GET) (Van Houdenhove & Luyten, 2008).
These treatments focused on an increase in physical activity and cognitive restructuring,
particularly of fatigue related beliefs (Heins et al., 2013). Research demonstrated support
for the efficacy of CBT in the treatment of CFS (White et al., 2006), therefore, CBT and
GET were recommended therapeutic interventions for CFS in NICE (2006) guidelines.
Although there is limited understanding on the specific factors that impact on therapeutic
outcomes in this sample (Luyten et al., 2008), research has found that causal attributions
were central tenants to motivation in psychotherapy, linked to withdrawal and

disengagement in therapy (Timmer et al., 2006).

However, criticism surrounds the recommendation for CBT/GET as treatments for CFS
due to methodological flaws and limited sample sizes in the research studies the guidelines
were based upon (Vink & Vink-Niese, 2019). This led to the review of the NICE
guidelines for CFS which were subsequently changed in October 2021 (NICE, 2021). The
new guidelines advocate that CBT should not be considered a treatment for CFS but
rather, support the management of symptoms and associated distress. Therefore, it was
considered important to explore in more detail the role of cognitive factors on symptoms

and outcomes (fatigue & functional impairment) in CFS.

Summary

The aetiology of CFS remains unknown, debate and controversy surround the

understanding and treatment of this condition. The Biopsychosocial Model was considered
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a helpful framework to support the development of cognitive behavioural models of CFS.

Research reported cognitive, behavioural, and affective factors could perpetuate the
experience of CFS symptomology. Vercoulen et al.’s (1998) model supported the
development of interventions that target the wide and varying symptoms of CFS. This
systematic review aimed to explore the impact of two of the cognitive factors, (causal
attributions & sense of control), on outcomes (fatigue & functional impairment) followin

psychological therapy.

Review guestions

This paper aimed to systematically review the literature on associations between causal
attributions (psychological vs somatic) and sense of control on therapeutic outcomes
(fatigue & functional impairment) following psychological intervention for CFS (e.g.,
CBT). The review will also explore if the research supports Vercoulen et al.’s (1998)

Cognitive Behavioural Model. The review questions are:

1) Is there a relationship between causal attributions of CFS and treatment outcomes

(fatigue & functional impairment) following psychological therapy for CFS?

2) Is there a relationship between reported sense of control and treatment outcomes

(fatigue & functional impairment) following psychological therapy for CFS?
3) Do attributions change over the course of psychological therapy?

4) Does sense of control change over the course of psychological therapy?

g
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Method

A protocol for this review was assessed for feasibility, a priori, by three qualified clinical
psychologists at the University of Oxford and it was registered on PROSPERO
(registration number: CRD 42021290203). The Preferred Reporting Items for Systematic
Reviews and Meta Analyses (PRISMA; Page et al., 2020) guidance was followed to

improve rigour of data extraction and reporting.

Search strategy

Systematic searches of four electronic databases (PubMed, CINAHL, PsychINFO &
Medline) were conducted by the first author in March 2022 and updated in March 2023.
No limits or restrictions were enforced during the search (e.g., year of publication). Three
sets of search terms pertaining to words relating to ‘Chronic Fatigue Syndrome,’
‘psychological therapy’ and ‘causal attributions’/ ‘locus of control” was split by “OR”
linked with “AND” (see Appendix B for full search terms). Reference management
software allowed for all the results to be pooled together as well as the disposal of

duplicates.

Inclusion/Exclusion criteria

The inclusion/exclusion criteria were considered using the PICOS (participants,
interventions, comparators, outcomes & Study design) approach recommended in
PRISMA (Page et al., 2020). Studies were deemed appropriate if the participants were 16
years of age and older, because cognitive capacity at the age of 16 years was found to have
reached adult levels (Icenogle et al., 2019). Participants were required to have a diagnosis

of CFS using clearly stated diagnostic criteria e.g., US Centers for Disease Control and
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Prevention (CDC-94; Fukuda et al., 1994) or Oxford research criteria (Sharpe et al., 1991)
as well as CFS being the primary diagnosis. The abstract sections were screened to ensure
that studies had (a) employed a psychological intervention, such as CBT (b) included
outcome measures relating to causal attributions and/or sense of control and (c) reported

on therapeutic outcomes e.g., fatigue and functional impairment.

Sense of control in this review is defined as an individual’s perception that they can
manage and have control over CFS symptomology, e.g., a sense of control over fatigue
despite its impact. For a paper to be included it would require a measurement of sense of
control. Causal attributions in this review are defined as the beliefs an individual holds
about the cause and/or maintenance of CFS symptomology. For a paper to be included it

would require a measurement of causal attributions.

A comparator was not a requirement for this review; however, comparators could include
treatment as usual, waitlist, or an alternative intervention. This review only included
quantitative studies; grey material, secondary analysis and single case designs were
excluded due to a risk of bias. Papers were required to be written in, or translated to,

English language.

Study Selection and data extraction

A Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA; Page
et al. 2020) flow diagram (Figure 2) documents the systematic review process. A total of
1109 articles were retrieved and 906 remained following the removal of duplicates. The

first author reviewed all papers, and the second reviewer (BM) independently assessed the
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title and abstracts of 221 of these articles, agreement between the researchers was good
(Kappa = 0.82). Papers did not advance to the next stage if there was agreement that it did
not meet the criteria according to the title and abstract. If there was a difference in opinion
at this stage, the paper still advanced for full text screening. A total of 876 papers were
discarded at the title and abstract screening stage due to violations of the inclusion criteria
and 30 papers went through to full text review. The first author reviewed all papers and
conducted a manual search of the reference lists of all articles passed through to full text
screening. The second rater (BM) independently assessed eight papers, perfect agreement
between the raters (Kappa = 1) was reported. Fifteen papers were excluded for reasons
such as participants not having a formal diagnosis and no reported measure of attributions
or sense of control. Therefore, a total of 15 papers, based on 14 studies made the final
review. One study (Huibers et al., 2004a) conducted a prospective study 12 months after
the original study, therefore there were 15 papers based on 14 studies. The figures include
the updated search, which yielded 29 more unique entries, but none were relevant to the

current review.

A spreadsheet for data extraction was developed to promote reliability and accuracy of
data collection. The first author completed data extractions on items of interest for the
research question which included: sample size; basic demographics such as age and gender
as well as information on outcome measures, diagnostic criteria, type of psychological
therapy and study design. The second rater checked the accuracy of this reporting by
independently completing the data extraction spreadsheet for 50% of the papers, a perfect

agreement between raters was observed.

15



Quality assessment

The methodological quality of the included studies was assessed using the Kmet Quality
Assessment Tool (Kmet et al., 2004) (see Appendix C). This tool provides a systematic
reproducible and quantitative means of appraising quantitative studies and has the
flexibility to be applied for use with a variety of different study designs. Information on
the sample, study design, intervention, and outcome measures etc., were rated on a 4-point
scale (N/A, 0 = no, 1 = partial, 2 = yes) with 28 being the maximum score. Both the first
and second rater assessed the quality of each included study independently.
Methodological quality was classified as follows: a score of > 90% was considered ‘very
high quality’, 80% °strong quality’, a score of 70-79%, ‘good quality’, 50-69%, ‘fair
quality’ and < 50% was considered ‘poor’ quality (Kmet et al.). Any difference in opinions
were discussed and consensus was agreed. Agreement between the researchers was good

(Kappa = .82). For commentary on the quality assessment (see Appendix D).

Data Synthesis

Due to the heterogeneity of studies (i.e., methodology & measures), a meta-analysis was
not appropriate for this review, therefore, a narrative synthesis was conducted. The
narrative synthesis was guided and structured in accordance with the research questions
and aims of the review. Patterns within and between studies will be commented on to help

further understand what works well and for whom.

Results

The results section will initially provide an overview of the main study characteristics and

quality appraisal (Table 1). Followed by an overview of the systematic search of the
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literature on the role of attribution and sense of control on outcomes (fatigue & functional

impairment) following psychological therapy.

Figure 2.

PRISMA Flow Diagram of Study Inclusion.

Records removed before
screening:

Duplicate records
removed (n = 203)

Records excluded
(n=876)

Reports not retrieved
(n=0)

=
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(n =906)
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2 (n=30)
i
)
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(n=30)
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§ Studies included in review
£ (n=15)

Reports excluded:

No measure of SES or
attributions (n = 8)

Self- report diagnosis (n = 2)
Secondary analysis (n = 4)
Age exclusion criteria (n = 1)
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The Kmet et al. (2004) quality rating checklist rated all of the included studies as ‘Strong’
“fair’ or ‘good’ in their methodological quality. However, variability relating to sampling,
sample size, and therapeutic input, made drawing conclusions on the relationships between
attributions and self-efficacy on therapeutic outcomes, challenging. Four studies were
conducted in primary care, nine studies used CDC diagnostic criteria as an inclusion
criterion and three studies only included a proportion of the sample who met CDC criteria.
Sample size varied, ranging from 44 (Goudsmit et al., 2009) to 278 (Prins et al., 2001).
Notably, five studies (Bazelmans et al., 2005; Goudsmit et al., 2009; Deale et al.,1997;
Jason et al., 2007; Prins et al., 2001) lacked a sufficient sample size and therefore, these
studies could be underpowered and may result in a Type Il error. Three studies did not
include a control group which impacts on validity of interaction between therapeutic

outcomes and sense of control/attributions.

In addition, the means of measuring the outcome variable fatigue varied, with some studies

using and reporting on subjective measures of fatigue rather objective measures (\Vos-

Vromans et al. (2015).

All papers reported outcome measures, that were clearly defined, valid, reliable, and

implemented consistently across study participants.

Overall, three papers were rated as ‘fair’ five papers were rated as ‘good’ and six as

‘Strong’.

Description of Included Studies / Study Characteristics

18



The studies were published between 1996 and 2017. Ten of the studies measured
attributions and 10 measured ‘sense of control’. Six of the included studies were

Randomised Controlled Trials (RCTSs).

19



Table 1

Summary of Included Studies.

Citation Design Sample size & % Female Psychological Diagnostic Measure Format & Quality
Age intervention criteria setting rating
(Comparator)
Bazelmans et al. NRS N=67 73% CBT (Waitlisty CDC CAL & SES  Group Fair
(2005) CBT M=374 24 hours
Netherlands (SD=8.6) Hospital
Waitlist M=35.8 outpatients
(SD=9.0)
Chalder et al. Randomised N=160 73% CBT Chalder’s IlIness Individual Strong
(2003) UK trial Completers M=40.0 (Counselling) case criteria  Attributions 6 hours
(SD =13.6) for fatigue Primary care
non-completers (28% CDC)
M=37.2
(SD =13.5)
Deale et al. (1997) RCT N=60 CBT M=31 68% CBT CDC Open-ended  Individual Good
UK (SD=9) (Relaxation) questions 15 hours
Relaxation M=38 Hospital
(SD=11) outpatients
Goudsmit et al. NRS N= 44 treatment 66% Multi- Oxford Self- Individual Fair
(2009) UK M=39.6 (SD=13.4) component research Efficacy Hospital
Waitlist M=37.7 programme criteria Other outpatients
(SD=14.4) (Waitlist) Symptoms
subscale
Heins et al. (2013)  Cohort study N= 183 M=38.2, 75% CBT CcDC SES Individual Good
Netherlands (SD=11.5) 12.9
sessions
Specialist
care
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Huibers et al. RCT N= 151, 55% CBT (Usual 35+ on the SES & CAL  Individual Strong
(2004) CBT M=43.6 care) Dutch 3.5 hours
Netherlands (SD=8.9) Checklist Primary care
usual care M= 43.3 Individual
(SD=17.7) Strength
(44% CDC)
Jason et al. (2007) Randomised N=178 83% CBT (CT, CDC SES Individual Strong
USA trial M=40.37 (S.D = ACT, 9.75 hours
9.57) Relaxation) Primary care
Kempke et al. Experimental N= 114 M=43.8 85% Rehabilitation CDC SES & CAL  Group Fair
(2010) Belgium design programme Monthly- 21
sessions,
Weekly-52
sessions
Tertiary care
Pinxsterhuisetal. RCT n=137 88% Self- CDC SES Group Strong
(2017) Norway intervention-44.0 management 20 hours
(11.8) programme Hospital
control —43.8 (Usual care) outpatients
(11.6)
Prinsetal. (2001) RCT N= 278 76% CBT (Guided CcDC SES & CAL  Individual Good
Netherlands CBT M= 36.2 support & 16 hours
SD=94 natural support) Hospital
Guided support outpatients
M=37.1 SD=10.6
Natural course
M= 36.7 SD= (10.3)
Ridsale et al. RCT N= 163 68% CBT (GET) Chalder’s IlIness Individual Strong
(2004) UK CBT M=40 case criteria  Attributions 4.5 hours
SD=12.3) for fatigue Primary care
GET M=40 (29% CDC)
SD=10.8
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Schreurs et al. Experimental ~ N=160 34.0 88% Rehabilitation CDC SES & CAL  Group Good
(2011) design M =10.4 program 75 sessions
Netherlands Inpatient &
Outpatient

Sharpe et al. RCT N= 60 68% CBT (Medical Oxford IIness Individual Good
(1996) UK CBTM =34 care) research attributions 16 hours

Medical treatment criteria Secondary

M =38 care
Vos-Vromans et RCT N=122 80% CBT (MRT) CDC SES & CAL  Individual Strong
al. (2015) MRT M= 40.0 16 hours
Netherlands SD=10.2 Rehab

CBT M =40.6 Centre

SD =120

Note: Abbreviations. Non-randomised study (NRS), Randomised controlled trial (RCT), Cognitive Behavioural Therapy (CBT), Graded
Exercise Therapy (GET), Multidisciplinary Rehabilitation Team (MRT), Cognitive Therapy (CT), Anaerobic activity (ACT), Centre for
disease control (CDC) (Fukuda et al., 1994), Self-Efficacy Scale (SES) (Vercoulen et al., 1994)., Causal attribution list (CAL; Vercoulen et
al., 1994). Chalder’s case criteria for fatigue (Chalder et al., 1993), Oxford research criteria (Sharpe et al., 1996), Self-Efficacy Other
Symptoms subscale (Lorig et al., 1989), Iliness attributions (Wessely & Powell, 1989).

22



Description of participants

The total sample size for the included studies was 1877, the sample sizes ranged between 44-
183 participants for non-RCTs and 60-278 participants for RCTs. A total of 1429 females
were included in the papers, the percentage of female participants ranged between 55%-88%
across studies. This is consistent with research showing more females are diagnosed with
CFS than males (NICE, 2021). The studies were all conducted in high-income countries,
including the Netherlands (6), United Kingdom (5), Belgium (1), Norway (1) and USA (1).
Nine studies reported that all participants fulfilled the Centers for Disease Control and
Prevention (CDC; Fukuda et al., 1994) diagnostic criteria for CFS. Two studies (Goudsmit et
al., 2009; Sharpe et al., 1996) used the Oxford Research Criteria for CFS. Two studies
(Ridsale et al., 2004; Chalder et al., 2003) used Chalder’s Case Criteria for Fatigue (Chalder
et al., 1993), with 29% and 28% of participants respectively, meeting CDC criteria. One RCT
(Huibers et al., 2004) used a cut-off score of 35 or more on the Dutch Checklist Individual

Strength (CIS; Vercoulen et al., 1999) with 44% of the participants meeting CDC criteria.

The smallest mean age reported in the studies was 31 years, the largest mean age was 44

years and the grand mean age of all participants in the studies was 39 years.

Description of Interventions

Twelve studies used CBT as an intervention, which involved exploring perpetuating
cognitive factors and increasing activity. One RCT combined CBT with GET (Ridsale et al.,
2004) and another study used a multi-rehabilitation approach which included CBT (Goudsmit
et al., 2009). Of the two studies that did not use CBT, one RCT (Pinxsterhuis et al., 2017),

used a self-management programme. A peer counsellor with a personal experience of CFS
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facilitated this therapy with an occupational therapist. The therapy involved education, peer
support, self-management skills and was based on a self-efficacy theory. Furthermore,

Goudsmit et al. (2009) used a multi-component programme devised by Ho-Yen (1993).

Ten papers delivered individual and four delivered group psychological intervention. Ten
papers mentioned the explicit use of a manualised approach to guide intervention. The total
therapy time was not clearly stated for one paper where weekly multi-component intervention
was compared to monthly; a total of 39 weekly sessions and a total of 21 monthly sessions
were offered (Kempke et al., 2010). In another paper, CBT was delivered partly in a
rehabilitation setting, whereby patients alternated between five days inpatient and nine days
at home. The treatment took place over 25 weeks and included 75 therapy sessions; however,
the duration of the sessions was unclear (Schreurs et al., 2011). There was an average of 12.9
sessions in the study by Heins et al. (2013). The average hours of therapy were not reported
in the paper by Goudsmit et al. (2009). Of the papers which included average therapy hours,

the average ranged from 2.5 hours — 24 hours.

Description of the comparative condition

Three studies did not include a comparator group. A variety of comparative conditions were
used in the other 11 included papers, (e.g., relaxation, counselling, GET, usual care, waitlist,
& medical care alone). One study (Jason et al., 2007) compared CBT to three intervention
groups (Anaerobic activity [ACT], Relaxation & Cognitive therapy), another study compared
a Multi-Rehabilitation Team approach with CBT against CBT alone. One paper split the
participants into groups dependent upon the frequency of the multi-component treatment

program, weekly or monthly (Kempke et al., 2010) and another study compared CBT to
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guided- and natural support (Prins et al., 2001). Guided support involved non-directive, client
centred mutual peer support and participants were free to have other examinations or

treatments as were the participants in the control group.

Two studies (Goudsmit et al., 2009; Pinxsterhuis et al., 2017) made no comment on the
conditions placed on the control group. The control groups in two studies (Bazelmans et al.,
2005; Huibers et al., 2004) were free to access any support and in one study the medical care
alone group received medical care, reassurance that they did not have a physical illness and

guidance on their activity levels (Sharpe et al., 1996).

Description of outcome measures

All sense of control and attribution scores were obtained with the use of self-report measures.
A range of different measures were used to determine attributions, six studies used the Causal
Attribution List (CAL; Vercoulen et al., 1994). This questionnaire consisted of two subscales,
somatic and psychological attributions, it had good reliability and validity (Vercoulen et al.,
1996). Three studies measured ‘illness attributions’ using a scale created by Wessely and
Powell (1989) whereby participants were asked to tick a statement related to whether their
illness was either psychological, physical or a combination. One study (Chalder et al., 2003)
asked participants an open-ended question “what do you think caused your illness?”. The

responses were categorised as physical, psychological, or multifactorial.

Of the 10 papers that measured sense of control, nine used the Self-Efficacy Scale (SES)
(Vercoulen et al., 1994). The SES consists of five items (e.g., “Whatever I do, I cannot

change my complaints™). The SES has demonstrated good reliability and validity (Leganger
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et al., 2000). One study, Goudsmit et al. (2009) used the modified version Self-Efficacy
Other Symptoms Subscale (Lorig et al., 1989) where participants were asked to rate their
confidence regarding their ability to control their illness on a scale ranging from 10 (‘very

uncertain’) to 100 (‘very certain’).

Attributions pre/post psychological interventions
Ten of the 14 studies included in this review explored the impact of attributions, six made a

comparison of pre- and post-attribution scores following psychological intervention.

Four studies reported a reduction of physical attributions following psychological
intervention. Bazelmans et al. (2005) found that physical attributions reduced after group
CBT but increased for participants in the waitlist group. There were no restrictions on
participants in the waitlist group, they could independently access support. Sharpe et al.
(1996) reported a significantly greater reduction of illness beliefs following individual CBT
compared to participants in the medical care alone group, 33% in the CBT group and 7% of
the medical care alone group experienced a reduction of physical attributions. Ridsale et al.
(2004) reported that participants in primary care experienced a shift towards psychological
attributions, following individual CBT, which focused on psychological perpetuating factors
but participants who received GET, which focused on physical perpetuating factors did not.
Vos-Vromans et al. (2015) compared MRT with CBT and found no significant changes in
attributions pre- or post-intervention for either group and no significant between group
differences. Psychological attributions increased in both conditions between baseline and 26
weeks, but this reduced at 52-week follow-up and was lower than at baseline for the CBT
group. All four studies used different study designs and settings, however, they all used a

manualised CBT approach tailored to CFS. The quality of the studies was ‘fair’, ‘good” and
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‘strong’, all studies did not appropriately control for confounds and Bazelmans et al. (2005)

had an underpowered study.

Two RCTs reported no change in causal attributions following CBT intervention, relaxation
(Deale et al., 1997) or treatment as usual (Huibers et al., 2004). Deale et al's. (1997) research
was rated as ‘good’ quality and Huibers et al's. (2004) research was rated as ‘strong’ quality.
The sample size in Deale et al’s. (1997) was deemed inappropriate and the study was

underpowered.

Therapy outcomes and causal attributions
Four papers (Deale et al., 1997, Prins et al., 2001, Vos-Vromans et al., 2015; Ridsale et al.,

2004) found that attributions were not associated with therapeutic outcome.

Both Schreurs et al. (2011) and Kempke et al. (2010) reported that all cognitive-behavioural
variables measured, except attributions, significantly related with individual strength at post-
treatment. Kempke et al. (2010) research was rated as ‘fair’ quality and Schreurs at al. (2011)

was rated as ‘good’ quality.

Bazelmans et al. (2005) found that for participants in tertiary care, physical attributions were
diminished after group CBT but not in the waitlist condition, yet participants in the waitlist
group reported a significant improvement in functional impairments and participants in the
CBT group reported improvement in fatigue. Sharpe et al., (1996) found that for participants
in secondary care, psychological attributions increased in the CBT group, and they reported

reduced disability, post-therapy. This finding was maintained after the completion of therapy.
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Chalder et al. (2003) found that holding psychological attributions at baseline led to reduced
fatigue, depression, and GP visits, following psychological treatment, irrespective of whether
psychological therapy received was CBT or counselling. This study was conducted in
primary care whereby 28% of the sample met CDC criteria for CFS. In a univariate analysis
holding physical illness attributions was associated with fatigue. In a multivariate analysis,
holding illness attributions at baseline were associated with poor outcome and poor social
adjustment at follow-up. Holding psychological attributions at the start of therapy led to
better outcomes, although GP visits aren’t an outcome detailed in Vercoulen’s (1998) model,
it could be that attending the GP less frequently is indirectly linked with an increase in
functioning. In addition, the wider literature on depression (Beck & Lester, 1973) indicates a
relationship with both fatigue and functional impairment, therefore, a reduction in depression
scores could indirectly indicate a reduction in fatigue and functional impairment. This is
contrary to Ridsale et al. (2004) who reported that holding psychological attributions did not
lead to positive therapeutic outcomes for fatigue or functioning, the authors concluded that
fatigue and functioning outcomes occur independently of cognitive change. Although they
reported conflicting results, both Chalder et al. (2003) and Ridsale et al. (2004) were rated
‘strong’ quality, both studies performed and described random allocation, used a comparison

group, and did not use blinding.

In a prospective study, 12 months after intervention, Huibers et al. (2004a) found higher
psychological attributions and low somatisation at baseline were predictive of recovery from
fatigue. However, this was only found for the participants who did not meet CFS caseness.
This research was rated as ‘strong’ quality, the finding was in contrast to Ridsale et al. (2004)
and in support of Chalder et al. (2003). However, Huiber et al. (2004) was the only study to

use a control group, whereby one group received usual care.
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Sense of control pre/post psychological intervention

Ten of the included studies explored the impact of sense of control following psychological
intervention. Four studies (Heins et al., 2013, Kempke et al., 2010, Schreurs et al., 2011;
Prins et al., 2001) did not report a pre/post measure of sense of control following

psychological intervention.

Two papers (Bazelmans et al., 2005; Huibers et al., 2004) noted an increase in self-efficacy
scores following CBT intervention but this was not significantly different when compared to
the waitlist or treatment as usual groups. These studies had different methodological designs,
were hosted in different settings, and involved different treatment durations. On the other
hand Pinxsterhuis et al., (2017) found a significant difference in sense of control scores, in
favour of the intervention group (self-management programme), at six-months, but this was
not sustained at the one-year follow-up. However, the authors reported that this result
primarily reflected a decline in self-efficacy in the usual care, control group. Both Huibers et
al. (2004) and Pinxsterhuis et al., (2017) were rated strong quality, they both used

randomisation and a control group.

Three studies all noted improvements in self-efficacy in both the intervention conditions
(CBT, multi-component treatment & multidisciplinary rehab team) and comparator

conditions (treatment as usual, waitlist, cognitive therapy, relaxation, ACT & MRT).

Goudsmit et al. (2009) noted significant differences in sense of control scores approximately
six months after the start of CBT when compared to the waitlist group. However, any

additional gains were minimal at six months follow-up. Vos-Vromans et al. (2015) found an
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increase in sense of control scores at 12-month follow-up in both MRT and CBT but more so
in the MRT condition. Jason et al. (2007) reported an increase in sense of control scores
across all conditions (Cognitive therapy, CBT, Relaxation & ACT) with the greatest
improvement observed in the relaxation group, which was maintained at the 12-month
follow-up. However, the CBT and ACT groups had significantly higher scores on self-

efficacy at baseline compared to the relaxation group.

Therapy outcomes and sense of control

Three studies did not find a relationship between sense of control scores and therapeutic
outcomes. Pinxsterhuis et al. (2017) reported that although a sense of control increased
following intervention this did not lead to a positive impact on functioning outcomes and
fatigue scores reduced in the control group who received usual care. Huibers et al. (2004) did
not find a difference in sense of control or in therapeutic outcomes (fatigue, clinical recovery
& absences from work) between the groups. However, Huibers et al. (2004a) prospective
study at 12-month follow-up, found a high self-efficacy and lower pain at baseline was
associated with better fatigue outcomes, however this was only for individuals who met CFS-
like caseness. Although absence from work was not an outcome detailed in Vercoulen et al.’s
(1998) model, it could be that a reduced absence from work could indirectly indicate an
increase in functional impairment. Bazelmans et al. (2005) also did not find a difference in
sense of control scores and functional impairment but reported a moderate effect of fatigue

following group CBT, however, this was independent of sense of control scores.

Jason et al. (2007) reported that participants with a significantly higher sense of control at
baseline did not experience the greatest improvement in sense of control scores or the

greatest therapeutic outcomes (physical functioning, fatigue, pain, anxiety & depression).
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Participants who were in the relaxation group had significantly lower self-efficacy scores at
baseline and experienced the highest increase in self-efficacy score. However, the
participants in the relaxation group only experienced significant change in 12% of the
therapeutic variables compared to 28% for participants in the cognitive therapy group.
Although Huibers et al. (2004a) found a sense of control at baseline was associated with
better fatigue outcomes Jason et al. (2007) did not, both studies were rated ‘strong’ quality,

although Jason et al’s. (2007) sample size was deemed inappropriate.

Two studies found that the group who experienced an increase in sense of control also
experienced favourable therapeutic outcomes following psychological intervention.
Goudsmit et al. (2009) found that the multi-component treatment group experienced
significant improvement in fatigue and self-efficacy compared to a waitlist control. VVos-
Vromans et al. (2015) reported that sense of control significantly increased following MRT
compared with CBT intervention and the MRT group had significantly improved fatigue
outcomes scores but there was no difference between group difference in quality-of-life
scores. Although quality of life is not an outcome directly predicted by the model, it may be
indirectly linked with the model as an improvement in functional impairment could lead to an
improvement in quality of life. There was a difference in the quality of these studies with
Goudsmit et al. (2009) rated as ‘good’ and VVos-Vromans et al. (2015) rated as ‘strong’

quality.

Four studies found an interaction effect between sense of control and therapeutic outcomes
following psychological intervention. Prins et al. (2001) reported that an improvement in
fatigue severity at eight months was predicted by interactions of CBT with sense of control

and by a passive activity pattern, rather than by CBT alone. In the CBT group, patients with a
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greater sense of control at baseline had a larger decrease in fatigue severity at eight months,
immediately after CBT, than patients with lower sense of control. In addition, Heins et al.
(2013) found an increase in sense of control over fatigue, perceived activity, self-reported
physical functioning, and decreases in focusing on symptoms explained 20% to 46% of the

variance in fatigue.

Furthermore, Schreurs et al. (2011) found that individual strength at post-treatment was
predicted by sense of control over symptoms at follow-up and a clinically significant

improvement in subjective fatigue was predicted by a higher sense of control over symptoms.

Both Schreurs et al. (2011) and Kempke et al. (2010) reported that all cognitive-behavioural
variables measured (sense of control, depression, somatic focus, physical activity & physical
impairment) apart from attributions, significantly related with individual strength at post-
treatment. However, correlations were small, Kempke et al. reported that these factors
explained approximately 5% of variance in post-treatment fatigue and depression was the
only factor uniquely associated with post-treatment fatigue. These studies were rated as ‘fair’

and ‘good’ quality.

Discussion
The literature pertaining to the impact of sense of control and attributions on therapeutic
outcomes following psychological interventions for individuals (aged 16 years & over) with
CFS was reviewed. This discussion will consider the key findings, theoretical implications,
clinical implications, and methodological issues to support understanding. The review aimed

to explore whether cognitive factors (attributions and sense of control) in Vercoulen et al.’s
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(1998) model were associated with therapeutic outcomes following psychological

intervention.

Impact on attributions

A reduction of illness beliefs (Sharpe et al., 1996) occurred in the medical care alone group.
These participants received reassurance and advice on activity levels and therefore,
psychological intervention tailored towards cognitive/behavioural factors may not be required

to impact on illness beliefs.

In one study physical attributions increased in the waitlist group, despite no restriction on
accessing support. This could suggest that being placed on the waitlist and independently
searching/navigating support systems could increase physical attributions which could impact

on therapeutic outcomes (Bazelmans et al., 2005).

Contradictory findings were reported as to whether the focus of therapy (psychological or
behavioural) impacted on attributions and whether attributions held at baseline were
important for therapeutic outcomes (Ridsale et al., 2004; Chalder et al., 2003). It could be that
causal attributions could become part of a wider illness narrative and that when the
intervention is broadly psychological the narrative includes more psychological attributions

compared to when there might be no intervention.

Significant differences in attributions were not observed between CBT (16 hours) and MRT

(44.5 hours) (Vos-Vromans et al., 2015) therefore, this does not provide support for the need
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for intensive multi-disciplinary treatment. In addition, neither therapy led to long-term

change in attributions.

Two RCTs reported no change in causal attributions following CBT intervention, or the
comparator, relaxation (Deale et al., 1997), treatment as usual (Huibers et al., 2004). Both
studies used a manualised approach with therapy. Deale et al. focused on attempting to
increase activity and reduce rest time as part of the CBT intervention and Huibers et al.

focused on adapting rest and activity in line with the impact of fatigue.

Causal attributions impact on outcomes

Causal attributions were associated with therapeutic outcomes for help-seeking participants
who accessed support in primary care with less severity (Chalder et al., 2003). However, this
was not a conclusive finding as Ridsale et al. (2004), reported that therapeutic outcome
occurred independent of cognitive changes. Both Ridsale et al. and Chalder et al., (2003)
conducted research in primary care using the same diagnostic criteria with a similar number

of participants meeting CDC criteria and short-term individual CBT as an intervention.

Both Schreurs et al. (2011) and Kempke et al. (2010) reported that attributions were the only
cognitive-behavioural variable not related to therapeutic outcomes. Therefore, this could
suggest that attributions are not a principal factor in outcomes for participants in tertiary care,
where there is a higher severity of symptomology. Both studies were conducted in tertiary

care and used a high number of sessions in a group format.
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Impact on sense of control

Inexperienced therapist delivered CBT in two studies (Huibers et al., 2004; Bazelmans et al.,
2005) that did not find a significant difference in sense of control between CBT and treatment
as usual. Therefore, it could be that experienced therapists are required to deliver CBT to
improve self-efficacy scores, or the interaction with a caring clinician alone, in the treatment
as usual group could have impacted on this score. In addition, this finding could have been
confounded by participants in the control groups being able to access any support they
wished. Thirty-one percent of the control group in Huibers et al. received psychosocial co-

intervention (treatment by a psychiatrist, a psychologist &/or medication).

It could be that psychological therapy does not need to explicitly target perpetuating factors
such as sense of control as Jason et al. (2007) found improvements in self-efficacy across all
interventions. The relaxation group had significantly lower self-efficacy at baseline which
could explain the greatest increase in self-efficacy scores. This study did not lend support to
the idea that high self-efficacy at baseline leads to better therapeutic outcomes and nor did it
lend support for the idea that an increase in self-efficacy scores leads to better therapeutic

outcomes.

Interestingly, the significant difference in self-efficacy scores between the self-management
group and treatment as usual group was found to primarily reflect the reduction of self-
efficacy in the treatment as usual group (Pinxsterhuis et al., 2017). This could suggest that
‘treatment as usual’ is detrimental to a patients’ self-efficacy and could negatively impact on
treatment outcomes. It could be that a self-management programme for patients attending

hospital outpatients may not be effective in increasing self-efficacy scores.
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Sense of control impact on outcomes

Huibers et al. (2004) and Bazelmans et al. (2001) found a high self-efficacy at baseline was
associated with improved fatigue outcomes, only for participants who met CFS-like
casesness. This could suggest that individuals with more severe CFS symptoms and a higher
self-efficacy at baseline could experience better therapeutic outcomes than those who have
lower self-efficacy at baseline or who do not meet CFS diagnostic criteria. Both studies had
inexperienced therapists deliver the CBT intervention, therefore, it could be that levels of
self-efficacy at baseline are more important for therapeutic outcomes than the experience of

the therapists delivering the treatment.

Heins et al. (2013) concluded that levels of fatigue over the course of CBT intervention were
related to a change in cognitive factors such as the sense of control over fatigue. The included
sample met CDC criteria for CFS and received treatment in an hospital outpatient setting.
The authors reported three quarters of participants experienced fatigue severely after 18
weeks of therapy, with fatigue normalising after this point. Therefore, highlighting the need
for long-term therapy for CFS. The authors suggested that a decrease in fatigue could have
allowed participants to increase their activity levels which in turn could have increased their
sense of control over fatigue. However, a causal relationship could not be observed in this
correlational study and the authors considered the relationship between sense of control and
therapeutic outcomes as more complex than a cause-and-effect relationship. Rather it was

suggested that this relationship could be reciprocal and form a complex feedback process.

Kempke et al. (2010) and Schreurs et al. (2011) used a multidisciplinary rehabilitation

programme approach, which included CBT, for participants who met CDC criteria, and used
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the same measures. However, inconclusive results were found for depression, it was the most
important cognitive behavioural factor for therapeutic outcomes in Kempke et al. (2010) but
not, Schreurs et al. (2011). Although, the authors suggested that the time in which the
depression measure was completed could have confounded this as participants may have

been concerned that reporting depression could exclude them from participating.

Therapeutic outcomes, sense of control and attributions

Of the six papers that measured both attributions and sense of control, three (Prins et al.,
2001; Kempke et al., 2010; Schreurs et al., 2011) found that sense of control was associated
with therapeutic outcomes, but attributions were not. All three studies were conducted in
tertiary care, used the same measures, the same diagnostic criteria, CDC (Fukuda et al., 1994)

diagnostic criteria for CFS and provided long-term treatment.

Commentary on the model

The studies included in this review did not provide consistent evidence supportive of
Vercoulen. Et al.’s (1998) model that attributions and sense of control impact on therapeutic
outcome. Several studies concluded that cognitive behavioural factors may be less important
at determining therapeutic outcomes than previously thought. A relationship between
psychological therapy and self-efficacy was primarily demonstrated in tertiary care, however,
one study found that depression was the most important factor (Kempke et al., 2010). Song
and Jason’s (2005) research advocated that Vercoulen et al.’s (1998) model applies to
participants with psychiatric conditions but not for participants with CFS or participants with
medical causes of CFS. Therefore, the authors concluded that CFS could not be explained

purely by psychogenic factors. In addition, Vercoulen et al. (1998) did not reference whether
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the sample the model was based on met CDC criteria (Fukuda et al., 1994) criteria, therefore

how well this model could be applied to our understanding of CFS is questionable.

Measurement of attributions

One standardised measure for causal attributions was not used across all papers included in
this review. It could be that the open-ended question Chalder et al. (2003) asked was
accessing the cause of CFS rather than the perpetuation, this could have confounded the
results and could explain why Chalder et al. found a relationship with therapeutic outcomes
and other studies did not. Most studies used a measure created by Vercoulen to assess
Vercoulen et al.’s model and therefore, it can be assumed that these tools were able to

measure the constructs reported in the model.

Clinical implications

Caution should be adopted when applying Vercoulen et al.’s (1998) model to clinical
practice. Instead of choosing a therapy based on cognitive or behavioural perpetuating factors
such as attribution/sense of control, it may be more important to choose a therapy based on
the individual formulation. It could be that depression impacts on CFS symptomology
however, this was not conclusively reported, therefore, more research is required to

understand this further.

It could be that treatment as usual or being placed on a waiting list is hot good enough
support and support offered in a timely manner could help therapeutic outcomes. Levels of
fatigue did not normalise until after 18 weeks of therapy for individual’s meeting CDC
criteria in an hospital outpatient setting (Heins et al., 2013), therefore, long term treatment

may be beneficial for individuals with a diagnosis of CFS. One study Pinxsterhuis et al.,
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(2017) used a self-management programme whereby patients have access to a peer with
similar experiences, although favourable outcomes were reported this was concluded to be a
reflection of a deterioration of scores for individuals on the waitlist, therefore, it may be

beneficial to have further research exploring the effectiveness of this therapy.

It could be that newly qualified therapists could deliver CBT intervention for clients who

have a high self-efficacy score at baseline.

Finally, the relationship between causal attributions, sense of control and therapeutic
outcomes may not be a simple cause-and-effect relationship. Instead, it could be part of a
complex reciprocal feedback process. For example, changes in cognitions could lead to a

reduction in fatigue which in turn could lead to further changes in cognitions.

Limitations

A meta-analysis was not considered appropriate because initial scoping searches revealed the
heterogeneity in study methodology. A narrative synthesis approach was instead used,
however, because of the heterogeneity of the studies, strong conclusions were not able to be
drawn based on this synthesis. In addition, how far this review can go in guiding clinical

implications is limited and a new theory/model has not been identified.

The included studies made use of different outcome measures, different methodological
designs, different diagnostic tools, reported only subjective measures and some studies did
not include a control group whereas others did. Therefore, patterns and trends were hard to
comment on. In addition, three studies were rated as ‘fair’ quality, with five studies deemed

to not have an adequate sample size. Therefore, this highlights the need for a higher quality
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of research to be conducted in this area. Any conclusions reported in these studies should be

critically evaluated before being used to shape clinical practice.

Conclusions and future research

This review did not find conclusive evidence of a relationship between the cognitive factors,
sense of control and causal attributions and outcomes following psychological therapy for
CFS. However, owing to the variation in both the methodologies and quality of the included
studies, it is difficult to draw firm conclusions. There was more support for sense of control
on therapeutic outcomes, however, sense of control as well as other cognitive/behavioural
factors. In addition, the nature/presentation of CFS is so heterogenous amongst suffers that it
may be more beneficial to consider individualised models for CFS. Therefore, future
research may need to consider a personalised network model to help define symptom
presentation of CFS considering the full range of biopsychosocial factors that could be

perpetuating CFS in the person, to help identify suitable interventions.
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Abstract

Background: The process of an organ recipient writing to a donor/donor family is supported
by NHS Blood and Transplant (NHSBT, n.d). Objectives: This service improvement project
aimed to understand the barriers and facilitators faced by professionals when supporting
recipients to think about writing this letter, at the Oxford Transplant Centre (OTC). Method:
Eight post-transplant professionals (five nurses & three consultants) attended individual
interviews and four pre-transplant nurses attended a focus group. Two Likert-scale questions
were asked which explored importance and confidence in supporting recipients with letter
writing. Results: Reflexive Thematic Analysis was employed to analyse the data. Five
themes were identified in the focus group, with six sub-themes, and six themes were
identified in the interviews, with 10 sub-themes. These themes shed light on some of the
barriers (information overload) and facilitators (empathetic understanding) to talking with
recipients about letter writing. Conclusions: Recommendations were drawn from these
themes, which included increasing recipient awareness of the possibility of letter writing
(e.g., by displaying a poster in the waiting room/ward).

Key words: Transplantation, Writing Letters, ‘Thank you’, Donor, Recipient,

Correspondence.
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Introduction

Between 1% April 2021- 31% March 2022, 3415 organ transplant surgeries took place in the
UK (NHSBT, 2022). Following surgery, transplant recipients (hereafter referred to as
‘recipients’) are informed about contacting the living ‘unknown’ donor and/or family of
deceased organ donors (hereafter referred to as ‘donor/donor family’, respectively), through
an anonymous letter (The World Health Organisation [WHO], 2010). It was found that 90%
of donor families wished to receive correspondence from a recipient (National Health Service
Blood & Transfusion; NHSBT, 2015) and some recipients reported a desire to express

gratitude post-transplant (Orr et al., 2007).

Benefits of letter writing for recipients and donor/donor families

Some evidence exists of the benefits for recipients and donor/donor families when contact is
made. For example, donor families can feel stress and frustration due to not knowing the fate
of the transplanted organs and experience disrespect and anger towards the recipient
(Holtkamp, 2002). It was thought that if a donor/donor family have a positive experience of
organ donation in the face of a highly distressing situation, they may vocalise their positive

experience to others, which could lead others to consider organ donation (Stamp, 2019).

Writing to a donor/ donor family was noted for some recipients to support the process of
accepting the donated organ (Siminoff & Chillag, 1999), reduced feelings of unworthiness
and guilt, and lead to the empowerment of recipients (Colarusso, 2006; Coolican et al., 1997;
Fox & Swazey, 1992; Azuri, 2012). Additionally, Scheel et al. (2019) found that recipients

who reported less guilt had higher quality of life scores. Hence, it could be hypothesised that
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writing to a donor/donor family could lead to better psychological wellbeing (reduced

feelings of guilt and increased worthiness).

Current NHS practice

There are no local or national policies or guidelines in place for healthcare professionals in
supporting recipients with writing to a donor/donor family. This could partly be explained by
the emotional nature of writing this letter, as some recipients, reported that it was the hardest
letter to write (Selves, 2011). Stamp (2019) found that recipients were being advised to wait
6-12 months after transplant to write to their donor/donor family, despite this not being
informed by evidence and despite some recipients expressing a wish to write within the first
three months post-transplant. This could reflect the need for research and guidelines to
inform best practice. However, recipients should not feel pressured to write to the
donor/donor family, instead the clinician’s role is to support the recipient in-line with their

choice (Azuri, 2012).

Initiatives such as ‘how to’ videos, information leaflets and changes to processes (e.g., a
dedicated inbox for correspondence) have been produced by NHSBT to promote and support
letter writing (NHSBT, 2015). The current project is an improvement initiative within a

particular service, exploring the process of supporting recipients to think about letter writing.

Decision Making Theory

The Dual Processing Model (Mukherjee, 2010) postulates that there are two cognitive
processes (System 1 and System 2) that impact on decision making. System 1 processes
allow for decision making that is fast, intuitive, and experiential and system 2 processes

allow for decision making that is slow, logical, and analytical. However, Sloman (1996)
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reported that these two systems interact and can occur simultaneously. Therefore, the
decision to talk to a recipient about writing to the donor/donor family could be based on
experience, affect, or logic and a clinician may alternate between and draw upon all these

factors when making this decision.

The Oxford Transplant Centre (OTC)

The OTC is a national centre, performing transplant surgeries, including kidney and pancreas.
Pre-transplant clinicians provide care and information in an initial appointment and in an
annual review prior to the transplantation and the post-transplant clinicians provide care and

information immediately after surgery and in regular reviews.

Clinicians in both the pre-and post-transplant teams experience being part of the process of
matching organs. They sometimes see the donor and hear circumstances of the donor’s death.

Clinicians also call recipients to let them know that an organ is available for them.

Clinicians in the two teams, pre-transplant and post-transplant have different roles and levels
of involvement when speaking to transplant recipients about writing to their donor/donor
family. The post-transplant clinicians currently speak to recipients and share NHSBT

literature with recipients, however, pre-transplant clinicians do not.

Anecdotally, it is reported that low numbers of letters are sent both nationally and within the
OTC. Currently recipients are handed a booklet on letter writing after their transplant. There
IS no consistent practice or guideline in place, with regards to when and how conversations
with recipients about letter writing should take place. There is a strong sense within the

clinical team that letters are a good thing, and they want to develop a service where all
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recipients are provided with the information and opportunity to decide whether they want to
write or not and support if they wish to do so. Thus, an exploration of current practice and
barriers to supporting letter writing could be used to develop recommendations and thus help

clinicians to support recipients with this process.

Summary

Writing to a donor/donor family can be psychologically and emotionally challenging. No
local or national policies exist on how, when or where clinicians can support recipients with
letter writing. Considering the potential psychological benefits of letter writing for patients
outlined above, it was thought useful to explore the current processes, professional’s
confidence, and the clinician’s role in information giving/facilitating conversations about
letter writing. It is hoped that the information obtained can inform the development of a local

policy and support clinician confidence.

Aim
This service improvement project aimed to explore the current practice of supporting patients
with the letter writing process and to gain an understanding of facilitators and barriers with

regards to this.

Methods
Oxford University Hospital Trust Research and Development Department categorised this
project as a service evaluation and Oxford University Hospital, Renal and Transplant Clinical

Governance Committee approval was obtained (Appendix E).

50



Participants

Clinicians within the pre-and post-transplant teams at the OTC were recruited using
purposive sampling. Participants were initially informed about the project by the third author
(LH). They were then contacted by the first author (RB), who provided further study
information (Appendix F), took informed consent (Appendix G), and arranged an online
interview, or an in-person focus group. The first author had no prior relationship with the

participants.

Eight clinicians working within the post-transplant teams (three consultants & five nurses)
and four pre-transplant nurses participated in this study. See Table 1 for mean years of

experience in their current role and within transplant altogether.

Procedure

Transplant nurses and consultants in both the pre-and post-transplant teams were invited to
take part in this study through email correspondence whereby the study poster was
disseminated. Post-transplant clinicians were invited to attend 1:1 interviews and pre-
transplant clinicians were invited to attend a focus group. All participants were provided
with an information sheet and clinicians taking part in the interviews gave written informed
consent. Participants were verbally asked the same four quantitative questions prior to the
qualitative questions, and participants in the focus group wrote down their answers. One
question explored the number of years’ experience in their current role, and another explored
total number of years’ experience in transplant altogether. In addition, two Likert-scale
questions were asked, relating to confidence and whether talking to a recipient formed an

important part of their job role. With ‘1’ being not at all important/ confident and ‘5’ being
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extremely important/ confident. It is planned for the clinicians to re-rate the Likert questions

three months after the recommendations are implemented, to facilitate a comparison.

Interview schedule

The semi-structured interview schedule (Appendix H), including the order and content of the
questions were discussed in two online meetings with an expert by experience. The final
schedule was co-created with the first author (RB) and the expert by experience, with support
and guidance from the co-authors. Both the focus group and interviews had the same nine
questions and interview schedule, which focused on the current practice of speaking with

recipients about writing to donors, the barriers, and the processes in place to support this.

A 40 minute, in-person, focus group was conducted in May 2022, with pre-transplant
clinicians and eight individual online interviews were conducted with post-transplant
clinicians. All interviews were audio-recorded and transcribed verbatim. Interviews ranged
from 18 to 28 minutes (M = 22.5, SD = 3.21). Focus groups were conducted with the pre-
transplant team as they currently are not involved in the process of talking to recipients about

writing a letter. Therefore, a focus group would allow for a rich discussion to develop.

Data analysis

Data analysis began once the last interview had taken place. The qualitative data were
analysed using the Braun and Clarke method of Thematic Analysis (Braun & Clarke, 2006).
An essentialist/realist epistemological orientation was employed when analysing the data
because the author wanted the experiences and meanings to be accessed and reflected upon.

The frequency in which a theme was noted will not be documented in the report, in line with
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Braun and Clarke (2019) who advocated that values do not equate to importance. During
transcription, all identifiable information was removed, and participants were assigned
numbers. The author ensured familiarity with the transcripts by listening to them or reading
them a minimum of three times each. The author engaged in line-by-line coding; these codes
were either semantic or inductive and they were drawn together to create preliminary themes.
Coding was done systematically in an iterative and cyclical way. Data was managed and

stored securely using Microsoft Word and Excel.

Results

Quantitative results

Table 1.

Mean and Range of Duration of Employment in Current Role and Within the Transplant

Field Altogether.
Pre-transplant Post-transplant
(Range) (Range)
Time in current role 5 years 11 Ears
(9 months— 11 years) (1— 30 years)
Time in transplant 5 years 18 years

(9 months— 11 years) (4— 30 years)

Results of the Likert scale prior to the dissemination of the recommendations are detailed in

Table 2.
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Table 2.

Mean Confidence and Importance Scores Prior to the Dissemination of Recommendations.

Confidence Importance
Post- transplant 4 3
Pre-transplant 3 4

The mean scores on the view that holding the conversation is an important part of the job role
was three in the post-transplant team and four for the pre-transplant team. In the post-
transplant team, there were two scores of ‘one’; both clinicians stated that this would be a

‘five’ if a recipient raised the conversation first.

Qualitative results

There were six themes from the interview data that described barriers/facilitators to decision
making/holding these conversations: (1) The need for an individualised approach, (2)
Multidisciplinary team roles and responses (3) Emotional heaviness (4) Structure and
processes (5) Marked time points and, (6) Resources. Five themes from the focus group were
identified (1) The need for an individualised approach (2) Pre-transplant team views on their
roles and responsibilities (3) Empathetic understanding guides decision making (4)
Information overload (5) Resources. See table 3 for this overview. Themes and sub-themes,

together with exemplary quotes, are outlined in Table 4 and 5.
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Table 3.

Summary of the Themes and Sub-Themes.

Post-transplant

Pre transplant

Theme

Sub-theme

Theme

Sub-theme

1)The need for an

individualised
approach.

2)Multidisciplinary

team roles and
responsibilities.

3) Emotional
heaviness.

4) Structure and
processes.

5) Marked time
points.

6) Resources.

1) Individual choice and
motivation to write.

2) Difference and
demographics.

3) Health status

4) Professional’s approach
to individuality

5) Empathetic
understanding guides
decision making.

6) Emotional impact on
recipients.

7) Emotional impact on
staff.

8) Time constraints and
information overload.

9) What is already done in
place to facilitate the
conversation.

10) Support that would
help to facilitate the
conversation.

1)The need for
an
individualised
approach.

2)Pre-transplant
team views on
their roles and
responsibilities.

3) Empathetic
understanding.

4) Information
overload.
5) Resources.

1)Individual choice and
motivation to write.
2)Individual ways of
coping with the high
emotion.

3)Facilitating the
conversation did not feel
part of the job role.
4)Reactive approach to
raising the conversation.
5)Consideration of the
timing of their involvement
on the recipient’s transplant
timeline.

6)What is already done in
place to facilitate the
conversation.
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Table 4.

Barrier/Facilitator Themes and Sub-themes Identified from the Interviews.

Theme

Sub-theme

Example

The need for an
individualised
approach

Multidisciplinary
team roles and

responses

Individual choice and
motivation to write

Difference and
demographics

Health status

Professional’s
approach to
individuality

“...some people don’t want to write... some patients get great satisfaction from writing”.
“...it's very much their own personal choice”

“...communication barrier you know erh some patients especially if they’re not English
speaking | don’t think they understand it well”.

“...some would be really worried about it and are not health literate enough to write
themselves”.

“...very middle-class thing to do to write a thank you letter”

“...they are not recovering well post-transplant | don’t feel in myself | don’t feel right to
add another you know to discuss something like that”.

“Sometimes I hold back if they’re not done too well”.

“If they’re really struggling and they’re quite unwell, that’s not appropriate to raise
something like that”

“...developed a connection with us so we are erm a big part of the process to be able to
discuss it with them”.

“When I get to speak to the recipient... I try to erm gauge their interest in it”.

“...it’s not something that you need to rush whenever you feel ready...”

“...i°s important part of anybody who sees transplant recipient post-transplant and who
are involved in their care”.

“Making the wider MDT aware would probably be quite a good thing”.

“We should be better at it”
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Theme Sub-theme Example

Emotional Empathetic “Appreciating that it’s very difficult thing for them to talk about and also making sure that
understanding guides there’s enough time”.

heaviness decision making “There’s no immediate pressure but we do know that the donor families really appreciate

Structure and

processes

Emotional impact on
recipients

Emotional impact on
staff

it, and it helps them to have a sense of closure”.
“Some people are uncomfortable with writing and because they think it’s going to be
difficult for the donor families to read...”

“Some of them you know will cry and they feel really sorry for the... for the loved one...
for the donors loved one”.

“...just the thought of having somebody else’s body part inside you has got a lot of
psychological effect”.

“...they have this sort of a guilt feeling that somebody else has just died for them erm yeah
$0 it’s not an easy conversation”

“It feels uncomfortable it doesn’t feel morally right but if they express a wish themselves
to write then I will encourage them”.

“...scary feeling about anything that relates directly to death almost like a like its bad luck
or something to talk about it like you might summon it if you talk about it too much”.

“I guess there’s psychological emotional barriers from the clinician side of things”

“We really need to have a conversation or maybe something in writing when to, when and
how to approach a recipient about it”.

“...staff on the ground who are working with the patient will be the best ones to decide”.
“...for certain things guidelines are most unhelpful”
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Theme Sub-theme Example

Marked time “...I want to plant the seed quite early so that if it’s mentioned later in clinic or something
it doesn’t seem so odd”.

points “...not their year anniversary or *'m not doing the education on the ward...then sometimes
| do forget”.
“...transplant community generally don’t think that’s the sensible period of which to send
it”

Resources Time constraintsand  “Making sure that there’s enough time when you start the conversation”.

information overload

What is already in
place to facilitate the
conversation.

Support that would
help to facilitate the
conversation.

“Really pressured clinic and you’ve got you know 10 patients to see in 20 minutes slots
you can’t spend 20 minutes talking to somebody about you know what they need to do
about donor letter writing”.

“You don’t want to tell people something that ’they’re going to forget immediately erm
because it’s not their priority”

“Patients have the leaflets to let them know what is and ‘isn’t suitable for writing about”
“...NHSBT website they have some videos”.

“...Facebook group for post- transplant patients”

“Make staff more aware”.
“Re-education for everyone involved”.
“Maybe having up posters or something that catches the eye”
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Post-transplant Interview Themes

The need for an individualised approach (“Some people don’t want to write; some patients

get great satisfaction from writing”)

Individual Choice and Motivation to Write
Variations in motivation to write were noted. Some recipients requested to write to the donor
family and gained satisfaction from writing, but others did not. The importance of personal

choice and being mindful of the assumption that everyone wants to write was highlighted.

Difference and Demographics

Recipients represent an heterogenous group of people, the requirement for an organ
transplant could happen to anybody regardless of age, gender, ethnicity, or socio-economic
status. An individualised approach, considerate of demographic differences was deemed
important. Demographic differences were thought to impact on a person’s motivation, ability
to access and understand the conversation and their responses. Letter writing was considered
a middle-class task which could alienate recipients of a lower socio-economic status. In
addition, a certain degree of health literacy and reflection was thought necessary, this was a
barrier to holding this conversation with recipients who had English as a second language or

with low educational attainment.

Health status
The health status, medical history and transplant trajectory of recipients was noted to impact
on whether the conversations were raised, and the responses given. Clinicians reflected that

some recipients experience complexities following organ transplantation, e.g., a delayed graft
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function, and some felt like life had not changed or expressed regret regarding their transplant
decision. Clinicians stated that this acted as a barrier to holding the conversation as it felt like
they were adding to the distress. This did not feel like a priority for the recipient at this point
and did not seem right for the donor to receive a letter informing them of the difficulties
experienced. However, it was noted that the correspondence to the donor/donor family could
be a ‘simple’ ‘thank-you’ rather than a reflective letter. The purpose of holding the
conversation appeared unclear for some clinicians, viewing it as a request to write. Finally,
although clinicians felt more inclined to raise the conversation if the recipient was recovering
well, they did not take for granted the emotionality of the conversation or that the recipient

would engage with the conversation.

Professional’s approach to individuality

An individualised person-centred approach in supporting recipients was described, clinical
judgement and rapport was used to guide decision making on whether it was the appropriate
time to raise the conversation. If the recipient posed a question about their donor or implied
that they had been thinking about their donor, this was used as a way for clinicians to initiate
the conversation about writing to a donor/donor family. Some clinicians reported a reactive
approach to holding the conversation, choosing not to raise the conversation until the

recipient did.

Although a good therapeutic rapport was felt to facilitate the conversation for several
clinicians, a contrary opinion was expressed whereby a good therapeutic rapport did not
encourage the clinician to initiate the conversation. It was felt that the conversation could be
perceived as requesting the recipient shows and feels gratitude. Therefore, the purpose of the

conversation was viewed as a request to write, rather than an opportunity to create awareness.
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2. Multidisciplinary team roles and responses (“Making the wider MDT aware would probably

be quite a good thing”)

Not all clinicians initiated the conversation of writing to a donor/donor family with a
recipient, however, the view that all clinicians involved in the care of a recipient should raise
this conversation was commonly reported. Transplant nurses reported initiating and
facilitating these conversations more frequently as part of their job role, consultants less so.
This was thought to reflect several factors including training backgrounds, time, views on

their job role and perceived approachability for psychological support.

A role for psychology was reported in supporting clinicians to manage the emotional

heaviness of facilitating the conversation and supporting the formation of best practice.

3) Emotional heaviness (“I just tell them that well it’s not something that you need to rush,

whenever you feel ready”)

Empathetic understanding guides decision making

An empathetic understanding towards recipients and donors was perceived as helpful in
facilitating the conversation of writing to a donor/donor family. Clinicians used several
statements that communicated empathy and reflected upon their own personal circumstances
and perspectives. Clinicians who had worked with donors/donor families reported using that

experience to help facilitate the conversation. However, that experience could also be a
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barrier to holding the conversation if recipients appeared to take their organ for granted (e.g.,

not following medical advice).

Several clinicians reflected on their positive feelings of hearing of correspondence being sent
back and forth between the recipient and donor/donor family and seeing a relationship
develop. Holding these in mind appeared to support some clinicians to facilitate this

conversation.

However, this empathetic understanding made knowing more about the donor than they could
share, feel unfair and unequal, as the clinician felt like they were asking for something from

the recipient and were not able to provide the information requested.

Emotional impact on staff

Some clinicians noted that raising the conversation drew attention to the fact that someone
had died and evoked a general uncomfortableness with talking about death. The emotional
responses of the recipients were sometimes experienced as difficult by clinicians who also
had other time pressures. Furthermore, one clinician questioned the ethics and morality as

the conversation felt like a request for gratitude.

In addition, the reported current process whereby recipients do not receive confirmation that
their letter has been received felt unsatisfactory to clinicians and was a barrier to facilitating
these conversations. Clinicians reported that this was difficult, felt unfair and confirmation of

receipt would help with facilitating the conversation.

62



Emotional impact on recipients

The emotional heaviness of engaging in the conversation about writing to a donor/donor
family was reflected on by some clinicians. It was noted that the nature of the conversation
drew attention to the death of the donor. Some recipients expressed sadness, guilt and felt
conflicted that their best day arose from someone else’s loss. The high emotional intensity
and individual coping styles made raising the conversation difficult. For example, if a
recipient coped by avoidance and denial, then raising the conversation was likely to lead to

distress.

4) Structure and processes (“We really need to have a conversation or maybe something in

writing...when to, when and how to approach a recipient about it”)

No current guidelines support clinicians to facilitate the conversation of writing to a
donor/donor family. There were differing views on the usefulness of guidelines. The
emotional complexity surrounding the conversation was thought by some to be helped by
structure and guidelines. However, other clinicians felt that some form of structure would be
beneficial, it was felt that rigid guidelines would not be, and any guidelines should be
informed by the clinicians themselves. The importance of having the right structure was
identified; it was felt that some structure could be helpful but when inflexibly applied or if

applied from a top-down approach, it could feel unhelpful.

For some clinicians, talking with colleagues and using previous experience was thought to be
useful in guiding decisions as to whether/when to raise the conversation. One clinician felt
that the interview was helpful in providing a space for reflection on their current practice and

decision making.
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5) Marked time points (“...want to plant the seed quite early so that I’ it's mentioned later in

clinic or something it doesn’t seem so odd”)

Clinicians emphasised the importance of raising the conversation as early as they possibly
could. Marked time points (e.g., on the ward, during education prior to discharge, in the
regular check-ins & at the year anniversary) were thought to help reduce the likelihood of
forgetting and help to facilitate the conversation. It was noted that recipients tended to mark
and remember their donor at the one-year anniversary. A few clinicians referred to a
recommendation not to write straight after transplantation, however, this is contrary to
NHSBT literature, which advocates that it is never too soon/late to write to the donor/donor

family.

6) Resources
Time constraints and information overload
There was not always enough time to dedicate to holding the conversations. Some recipients,
due to the emotional nature of the conversation and coping styles, require time to discuss the
process and support the psychological wellbeing of the recipient. This was made difficult

with the number of recipients attending clinics and the time constraints faced.

Reference was made to all the other priorities and information needed to be given to

recipients in their reviews and prior to discharge. Some clinicians noted that they would

sometimes forget to hold the conversation with recipients because of time constraints.
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What is already in place to facilitate the conversation.

The NHSBT website was referenced frequently as a useful resource, where clinicians
accessed research and videos. An NHSBT information leaflet on writing to a donor/donor
family is given to recipients prior to discharge and was felt to be a helpful resource in
facilitating a conversation. In addition, a current Facebook page for recipients was thought to

be a good resource to share information and testimonies on writing to a donor/donor family.

Support that would help to facilitate the conversation.

Emphasis was placed on having a visual display in the waiting room and on the wards; this
was felt to be a helpful visual prompt for the recipients but also for staff members. However,
this required careful consideration on wording and accessibility. Seminars were thought to be
a useful platform to discuss topics important for recipients and it was felt that this format

would lend itself well to talking about writing to a donor/donor family.
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Table 5.

Barrier/Facilitator Themes and Sub-themes Identified from the Focus Group.

Theme

Sub-theme

Example

The need for an
individualised approach

Pre-transplant team views
on their roles and
responsibilities

Individual choice and motivation
to write.

Individual ways of coping with
the high emotion.

“....it depends on the patient”.

“...some seem much more open to it in which case you...you feel
instinctively you can broach it with them”.

“...just when it happens it happens whereas you get others who
researched and researched and researched and then they would love to
look all the links and all the posts or whatever, but a lot of patients don’t
in my experience”

“People are terrified with everything you’re telling them”.

“There’s probably a lot of fear, anxiety and erm awkwardness”.
“...patients that we see are largely psychologically not ready to hear how
to write a letter”

Facilitating the conversation did not feel part of the job role.“It's not

something I think about”.
“...not a major part of job role”

“l don’t think really as a tea” we've ever thought that we need to up it”

Reactive approach to raising the
conversation.

Consideration of the timing of
their involvement on the
recipient’s transplant timeline

“...not something we proactively raise”.

“Certainly, if they ask about it, we can go absolutely about that and then
we place great importance on it”.

“I think if a patient mentions it then we look into it for them, but we don’t
routinely talk about it”

“You could argue that it’s probably not the most appropriate time to raise
it erm which is probably why we don’t instinctively in a way as well”.
“We tend to thin’ it's better point in the timeline for them to have the
basics explained to them”
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Empathetic understanding
guides decision making

Information overload

Resources

What is already in place to
facilitate the conversation

“I think if it were me, it would mean a lot to me to know what would
have happened”

“...what was the best day of your life turned out to be the worst day for
them and they just don’t know how to put that on paper”

“I think about the donor family quite often | feel like if the recipients are
happy to do it then that would give the donor family a sense of what
happened”

“...they have two hours of information giving and receiving and so it’s
such an overload for them it is one of the things that sort of falls to the
bottom of the list because it's not a present issue”.

“...it’s such an overwhelming amount of information”.

“...we’re overloading them with a lot of things that they have to be aware
of when they have the transplant”

“There’s written information that we could give out, but it tends to be
something that the post-transplant team do”.

“I think NHSBT have done like a video about this”.

“.... humanised real-life perspective which I’'m sure that’s why people
appreciate”.

“...that’s something that we don’t point people towards as such.... but we
could I guess™”
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Pre-transplant Focus Group Themes

The need for an individualised approach (“...it depends on the patient™)

Individual Choice and Motivation to Write.

The individualised ways of coping and responding to the preparation for transplant was
reflected upon. Clinicians stated that some recipients appear avoidant whereas others appear
motivated to read and learn as much as possible. Therefore, some recipients would be less
likely to take information in than others, clinical judgement was used to consider what

information would be helpful at what time and for whom.

Individual Ways of Coping with the High Emotion

Clinicians reflected on how some recipients seem more curious and open about
thinking/talking about the donor than others. It was felt that some recipients were not
psychologically ready to have these conversations, they experienced emotions like; terror,
fear, anxiety, and awkwardness and raising the conversation draws their attention to the fact

that a person would have died.

Pre-transplant team views on their roles and responsibilities (“...not a major part of job role”)

Facilitating the conversation did not feel part of the job role.

Holding the conversation with a recipient about writing to the donor/donor family was not

viewed as part of the pre-transplant team job role. The different roles of the pre- and post-
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transplant teams were highlighted, and the conversation was thought to be better placed with

the post-transplant team.

Reactive approach to raising the conversation.

Clinicians felt able and confident to initiate the conversation and thought it was important,
however, a reactive approach was reported. Therefore, this reactive approach did not appear
to be associated with a difficulty with confidence in how to navigate the discussion nor a

view that it’s not important, rather that it was not common practice in pre-transplant.

Consideration of the timing of their involvement on the recipient’s transplant timeline.

The clinician’s involvement with the recipient at the time of their transplant trajectory was a
barrier to holding these conversations. It felt like an inappropriate time to raise the
conversation as there are a lot of other ‘basics’ that need to be covered, therefore, it could be
that recipients forget information. The pre-transplant clinicians expressed an interest in
learning from post-transplant clinicians on their processes/resources used when facilitating

the conversations.

However, it was noted that some recipients spend several years under the care of the pre-
transplant team and so it may be that this conversation could be held in their annual review

rather than in their initial appointment.

Similarly to the clinicians in the post-transplant team, clinicians reported being informed that
recipients should not be encouraged to write immediately after transplantation. It was felt that
one year after the transplant was a more appropriate time as it was felt that this was when a

recipient would be most likely to raise it.
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3. Empathetic understanding guides decision making (“I think about the donor family quite

often”)

Clinicians were aware of the research regarding the positive impact behind receiving a letter
for the donor family and this awareness was considered helpful to facilitate a conversation
with recipients about letter writing. Reflections were made on what the clinician would like if
they were in the recipient’s or donor/donor family’s position. However, they reflected on the
difficult task of writing to someone about something positive that had come from the death of
their loved one. Therefore, empathetic understanding could impact on how and when this

conversation is held.

Information overload (“...it’s such an overload for them... it is one of the things that sort of

falls to the bottom of the list)

A recipient meets with pre-transplant clinicians for two hours prior to transplantation. This
time felt very precious and involved the recipient receiving important information that they
would need to understand and remember in order to consent for the transplant. Recipients
could feel overwhelmed by the amount of information given and letter writing did not fall
within the ‘core’ information. In addition, because of the likelihood of information overload,
a conversation with recipients further into their transplant journey, one year on, felt like a
more suitable time as the recipient would have had time to take on board and process the

information.

Resources

What is already in place to facilitate the conversation
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The NHSBT website and leaflet was thought to be helpful to signpost recipients to. Although
aware of these resources, pre-transplant clinicians reported their infrequent use. Seminars
were reported as helpful spaces to hold these conversations and it was felt that recipients who

had written to a donor/donor family could be invited to share their experiences.

Discussion

The views of eight post-transplant and four pre-transplant clinicians were captured using
interviews and a focus group to gain an understanding of the barriers and facilitators to

holding a conversation with recipients about writing to the donor/donor family.

Most of the post-transplant clinicians reported holding these conversations frequently. Pre-
transplant clinicians reported an awareness but did not initiate these conversations. Some
themes were similar across both pre-and post-transplant teams. Overall, most clinicians
reported favourable attitudes to speaking to recipients about writing but stated that it should
be acknowledged that this is a personal choice. Of key importance when making the decision
to raise the conversation for the post-transplant team appeared to be individual factors such as
the health status of the recipient. If a recipient was experiencing complications post-
transplant it was felt that initiating the conversation would contribute to the distress. For both
teams it was noted that the emotional heaviness of the conversation appeared an important
factor especially if a recipient had an avoidant coping style. A key factor that was noted by
the pre-transplant clinicians related to their involvement with the recipient at the initial stages
of their transplant trajectory. Pre-transplant did not seem like the right time to raise the

conversation given a recipient could wait for a transplant for several years.
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It appeared that the purpose of the conversation may feel unclear to some clinicians, and this
impacted on the clinicians’ approach. Phrases used by some clinicians were recalled within
the interviews and some appeared apologetic (e.g., “would you mind”). Therefore, it may be
helpful for a reflective meeting, to explore this and reflect on the purpose of the conversation.

A summary of recommendations is documented in Table 5.

We can understand the themes in relation to the Dual Processing Theory. System 1
processing, whereby decision making was impacted by previous clinical experience, was
demonstrated when clinicians reported using time points to raise the conversation. However,
sometimes these decisions were based on System 2 processing: using logic and reflection, for
example, considering the patient’s health status and current emotional coping as to whether to

hold the conversation.

Like the findings of Stamp (2019), several clinicians in both teams reported hearing the
recommendation apparently not grounded in research, for recipients not to write immediately

after transplantation.

Mean confidence scores for the post-transplant team before the implementation of
recommendations was ‘four’, compared to ‘three’ for the pre-transplant team. This could be
reflective of the post-transplant team holding these conversations more frequently than

colleagues in the pre-transplant team.
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Clinical recommendations

The themes of this study have led to the identification of recommendations for service
improvements that can support staff to feel more confident with speaking to recipients about

writing to the donor/donor family.
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Table 6

Clinical Recommendations.

Category

Recommendation

Information and

resources

Visual displays directed at recipients would support awareness and may encourage the recipient to ask the clinician about
letter writing. This could also act as a prompt to remind clinicians to hold the conversation. Hearing from other recipients
and donors/donor families may support recipients who experience guilt/worry about writing to the donors/donor families.
A bright, colourful poster on the wall of the waiting room and ward. This would be created by the team and provide information on
writing to a donor/donor family and signpost to NHSBT. It could also include testimony of recipients and donors/donor families.

Use Facebook to signpost/create awareness of the opportunity to write to a donor/donor family and to share the NHSBT information
video on letter writing.

Lay summary of this study to be disseminated with clinicians, which could be shared in discussions with recipients. (See Appendix I)
Automatic message in the footer of clinic letters with information on writing to the donor/donor family, to create awareness, provide
information and signpost to NHSBT.

Post-transplant clinicians to continue to use the NHSBT leaflets to help facilitate the conversation and pre-transplant clinicians to use

the NHSBT leaflet.
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Category

Recommendation

For those recipients wanting more information, a seminar on writing to a donor could be hosted, a recipient who has written a letter
could be invited to share their experience.

The use of webinars and social media would allow recipients to access the information outside of their clinic times.

Recipients could hear from others and their experiences of the process of writing the letter.

Structure and

processes

The development of local guidelines should be done in consultation with clinicians. Consultation processes are important to ensure the
whole team is behind the approach. This would allow for roles and responsibilities of clinicians in initiating this conversation to be
clear which is hoped to support with confidence. The guidelines will need to consider the themes identified in this study including: the
emotional intensity, individuality, and information overload. Guidelines would refer to the aim of holding the conversation, when,
where, how the conversation is raised and by whom as well as signposting to resources e.g., NHSBT.

Suggestions for suitable time points for post-transplant recipients were prior to discharge, in regular reviews and in an annual review.
However, ways of preventing patients being asked multiple times should be embedded in the service processes. This could be
mitigated by recording on the patient record when the conversation has been held with the recipient and the outcome. This was
suggested to ensure that the conversation is raised with everyone at least once, and to emphasise to the patient that it’s their individual
choice rather than feeling pressure to write by being asked by multiple clinicians.

The team can identify a named ‘champion’, who will disseminate the latest resources to clinicians, ensure posters and leaflets are

available, and to review how the recommendations are being implemented and how they are working.
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Category

Recommendation

Managing
emotional
impact for staff

and patients

An annual reflective group can be held, led by the team psychologist, which can be a space for clinicians to reflect on the possible
challenges with the process of supporting patients to think about letter writing, including the emotional impact of this for staff and
patients. It will be emphasised that the team ethos is to support patients to think about writing (not telling them they ‘should’) and
creating opportunities for patients to writing this, if this is what they choose. This reflective space would help clinicians to talk about
and think through some of the difficulties such as holding more information about the donor than they’re allowed to share.

Training should form part of the reflective session, to include the dissemination of research.

The clinicians who reported it felt unequal for recipients to write a letter but not receive confirmation of receipt stated this made it
harder to have this conversation and it would be easier if recipients were informed of the outcome. This requires some thought with
the wider system. At the OTC, therefore, clinicians could be supported to reflect on the feelings that arise within themselves and the

recipients as a response to this process.
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Strengths and Limitations

This study has provided an insight into clinician confidence, their views on the importance of
supporting recipients to write to their donors, and on current practice. In addition, this study
has led to the identification of several barriers and facilitators of supporting patients and the

identification of several recommendations derived directly from the clinician’s experiences.

A good cross-section of the teams was included in this study, nearly all transplant nurses
participated. This study provided a helpful space for reflection on an area that was clearly a

need owing to such little guidance and research available.

The use of individual interviews and a focus group allowed for an in-depth and complex
understanding on beliefs and experience, which would not have been possible with other

methods such as surveys.

The development of this study was guided by an expert by experience. However, the voices
of recipients and donors/donor families were not captured in this study. Therefore, this data
could be further enriched by capturing these views. It would be useful to hear from recipients

about what would be helpful in facilitating this process.

Conclusions

Holding an awareness of several barriers and facilitators for clinicians doing this type of work
has helped with the development of clinical recommendations. It is hoped that these
recommendations can support clinician’s decision making and confidence when working

with recipients.

77



References

Azuri, P., & Tabak, N. (2012). The transplant team’s role with regard to establishing contact
between an organ recipient and the family of a cadaver organ donor. Journal of
clinical nursing, 21(5-6), 888-896.

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative research
in psychology, 3(2), 77-101.

Braun, V., & Clarke, V. (2019). Answers to frequently asked questions about thematic
analysis. The University of Auckland.

Colarusso, C. (2006). Giving back to donor families: The “thank you letter” package insert
project. Progress in Transplantation, 16(1), 82-86.

Coolican, M., Politoski, G., & Casey, K. (1997). Programs for families of organ and tissue
donors. EDTNA-ERCA Journal 32, 5-8.

Fox, R. C., & Swazey, J. P. (1993). Spare Parts: Organ Replacement in American
Society. Contemporary Sociology, 22(5), 749.

Holtkamp, S. (2002). Trauma-driven grief and the organ donor family. Sue H. Wrapped in
mourning: the gift of life and organ donor family trauma, 75-100.

Mukherjee, K. (2010). A dual system model of preferences under risk. Psychological
Review, 117(1), 243-255.

NHS Blood and Transplant. (2015). Taking organ transplantation to 2020. A detailed
strategy.

NHS Blood and Transplant. (2022). Statistics about organ donation.

https://www.organdonation.nhs.uk/helping-you-to-decide/about-organ-

donation/statistics-about-organ-donation.

78


https://berkshirehealthcare-my.sharepoint.com/personal/rebecca_bird_berkshire_nhs_uk/Documents/Documents/on.%20https:/www.organdonation.nhs.uk/helping-you-to-decide/about-organ-donation/statistics-about-organ-dona
https://berkshirehealthcare-my.sharepoint.com/personal/rebecca_bird_berkshire_nhs_uk/Documents/Documents/on.%20https:/www.organdonation.nhs.uk/helping-you-to-decide/about-organ-donation/statistics-about-organ-dona
https://berkshirehealthcare-my.sharepoint.com/personal/rebecca_bird_berkshire_nhs_uk/Documents/Documents/on.%20https:/www.organdonation.nhs.uk/helping-you-to-decide/about-organ-donation/statistics-about-organ-dona

NHS Blood and Transplant. (n.d.). Writing to a donor family or recipient.

https://www.nhsbt.nhs.uk/organ-transplantation/resources/writing-to-a-donor-family-

or-recipient.

Orr, A., Willis, S., Holmes, M., Britton, P., & Orr, D. (2007). Living with a kidney
transplant: a qualitative investigation of quality of life. Journal of health psychology,
12(4), 653-662.

Scheel, J., Schieber, K., Reber, S., Jank, S., Eckardt, K. U., Grundmann, F., & Erim, Y.
(2019). Psychological processing of a kidney transplantation, perceived quality of
life, and immunosuppressant medication adherence. Patient preference and
adherence, 13, 775.

Selves, L., & Burroughs, A. K. (2011). Letters from transplant recipients to the family of
their donors are a positive experience for both and can help donation. American
Journal of Transplantation, 11(9), 1994-1995.

Siminoff, L. A., & Chillag, K. (1999). The fallacy of the “gift of life”. Hastings Center
Report, 29(6), 34-41.

Sloman, S. A. (1996). The empirical case for two systems of reasoning. Psychological
bulletin, 119(1), 3.

Stamp, L. (2019). Encouraging organ transplant recipients to say thank you to their donor’s
family. Journal of Kidney Care, 4(1), 32-33.

World Health Organisation. (2010). Transplantation of human cells, tissues and organs.

https://www.who.int/transplantation/en.

79


https://berkshirehealthcare-my.sharepoint.com/personal/rebecca_bird_berkshire_nhs_uk/Documents/Documents/nt.%20https:/www.nhsbt.nhs.uk/organ-transplantation/resources/writing-to-a-donor-family-or-recip
https://berkshirehealthcare-my.sharepoint.com/personal/rebecca_bird_berkshire_nhs_uk/Documents/Documents/nt.%20https:/www.nhsbt.nhs.uk/organ-transplantation/resources/writing-to-a-donor-family-or-recip
https://berkshirehealthcare-my.sharepoint.com/personal/rebecca_bird_berkshire_nhs_uk/Documents/Documents/nt.%20https:/www.nhsbt.nhs.uk/organ-transplantation/resources/writing-to-a-donor-family-or-recip
https://berkshirehealthcare-my.sharepoint.com/personal/rebecca_bird_berkshire_nhs_uk/Documents/Documents/ns.%20https:/www.who.int/transplantatio
https://berkshirehealthcare-my.sharepoint.com/personal/rebecca_bird_berkshire_nhs_uk/Documents/Documents/ns.%20https:/www.who.int/transplantatio

Theoretically Driven Research Paper

Title: Coping with trauma when caring -secondary traumatic stress in foster carers

Corresponding author: Rebecca Bird

Rebecca.Bird@hmc.ox.ac.uk

Internal Supervisor: Dr Ciorsdan Anderson;

ciorsdan.anderson@hmc.ox.ac.uk

External Supervisor: Dr Claire Holdaway>

claire.holdaway@oxfordshire.gov.uk

Oxford Institute of Clinical Psychology Training and Research, The Isis Education

Centre, Roosevelt Drive, Warneford Hospital, Headington, Oxford, OX3 7JX. 1

4440 Nash Court John Smith Drive Oxford Business Park South Cowley Oxford OX4 2RU;

Word Count: 4995

Date of Report: 25/05/2021

Journal: Journal of Adoption and Fostering (Appendix J).

Rationale: A UK journal focused on adoption and fostering. It publishes articles from

psychologists, as well as social workers. It is run by a renowned fostering and adoption

charity, CoramBAAF.

80


mailto:ciorsdan.anderson@hmc.ox.ac.uk

Abstract
Background: Caregiver resources could mediate against the development of Secondary
Traumatic Stress (STS) in foster carers, according to a conceptual model (Whitt-Woosley et
al., 2020). The relationship between coping styles (emotion-focused, problem-focused, and
avoidant; Carver et al., 1997) and STS has yet to be researched in UK foster carers. Aims:
To explore the relationship between STS and coping styles whilst controlling for anxiety and
depression and to explore group differences in the use of the individual facets on the Brief
COPE. Design: A cross-sectional, between subjects design. Method: Data was collected
from 132 foster carers at one time point using online self-report questionnaires. Two groups
were formed, ‘high’ and ‘low” STS based on the clinical cut-off score of ‘38’ on the
Secondary Traumatic Stress Scale (Bride et al.,2004). Results: Analysis of Covariance
(ANCOVA) found that foster carers who reported high STS also reported significantly
greater use of problem-focused and avoidant coping styles, with the greatest effect size in
problem-focused coping. Exploratory analysis identified ‘behavioural disengagement’,
‘substance use’, and ‘denial” were significantly different between the two groups.
Discussion: The majority of the sample reported high STS. The greater use of the coping
facets in the high STS group suggest that STS could be impacting on the effectiveness of
coping responses. Greater awareness and screening for STS could allow for early intervention
focused on secondary trauma which could support the effectiveness of the coping strategies
employed. Future research should explore this relationship further and the efficacy of a
trauma-based intervention.

Key words: Secondary Traumatic Stress, Coping styles, Foster Carers.
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Introduction

Social care context
In England, in 2022, 82,170 children were in care and 70% of these children resided in foster
care. There’s a requirement for 9,300 more foster homes in the UK, against a backdrop of an

annual 13% attrition of foster carers (The Fostering Network, 2022).

Sixty-two percent of fostered children in the UK in 2016/2017 reported prior experience of
neglect or abuse (Department for Education, 2017). Experiences of abuse (emotional,
physical, sexual) and neglect, in infancy and early childhood could have detrimental
consequences on child development and personality (Cicchetti, 2016) and could cause a
condition of psychological vulnerability, known as developmental trauma. Developmental
trauma could impact on affect regulation in stressful situations (Schimmenti & Caretti, 2010)
and an ability to mentalise, which is used for emotion and behaviour regulation (Fonagy et
al., 2002). Furthermore, developmental trauma impacts on an individual’s sense of agency
and self-esteem and therefore, increases the vulnerability for the development of mental
health difficulties (Schimmenti, 2012). Children in care were found to be 12 times more
likely to experience Post-Traumatic Stress Disorder (PTSD) than their peers (McGuire et al.,
2022). High rates of mental health difficulties and behaviours that challenge, were reported
factors which impact on placement stability (Hannah & Woolgar, 2018). Secondary
Traumatic Stress is under researched in the foster carer population but prolonged exposure to
primary/secondary trauma is thought to reduce a foster carers’ ability to cope with life

stressors and may lead to foster carers leaving the profession (Bridger et al., 2019).
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Secondary Traumatic Stress in foster carers

Secondary traumatic stress is a stress response resulting from knowledge about a traumatic
event experienced by a significant other (Figley, 1999). Exposure to the traumatising event
experienced by another becomes the traumatising event, it is considered a syndrome of
symptoms similar to PTSD (intrusion, avoidance & arousal) (Figley, 1999). Secondary
Traumatic Stress refers to one of many possible adverse consequences following exposure to
indirect trauma. Research has found that social workers exposed to the trauma details of the
individuals under their care, present with symptoms of STS which could meet the threshold
for PTSD (Bride, 2007). The term ‘compassion fatigue’ is used synonymously with STS in
research and in one study, high compassion fatigue in foster carers was related to lower intent
to continue fostering and lower job satisfaction (Hannah & Woolgar, 2018). In this study
25.2% of 131 participants were considered high risk for secondary trauma and 19.8% fell
above the clinical cut-off. Models of STS could support understanding of both vulnerability

and protective factors to developing STS in the foster carer population.

A Model of Secondary Traumatic Stress in Foster Carers

Carew (2016) reported that understanding the STS experiences of foster carers is important
for recruitment, support, training, and retention. Whitt-Woosley et al. (2020) created a
conceptual model to help explore factors that may serve to increase or reduce the likelihood
of the development of STS in a foster carer population (Figure 1). The model considered;
direct risks for the development of STS (e.g., dose of exposure); direct beneficial factors
against the development of STS (e.g., caregiver support); and amplifiers of these risk and
beneficial factors. It is important to explore and fully understand the nature of the beneficial
and amplifying factors that mitigate against STS. Broader literature on managing adversity

opens up the more extensively explored concept of coping styles. Although not explicitly
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referenced in the STS model, these could be considered a possible direct beneficial
factor/amplifier of STS. The model suggests resources (emotional/practical) protect against
the development of STS; therefore, it is hypothesised that coping styles (emotion-

focused/problem-focused/avoidance) could be associated with STS.

Figure 1.

Model of Secondary Traumatic Stress.

Inhibitors Inhibitors
Compassion Satisfaction Burnout
Years of Experience Level of Care

Direct Risk Factor Seconda ry Direct Beneficial

Dose of Exposure Traumatic factors

Caregiver Support
Stress (emotional, practical)

Amplifiers Amplifiers
Child Trauma Severity Foster Parent Resources
Personal Trauma (training, mental health,
Exposure case management,
mentorship)

Fig. 1. Conceptual Model.

Psychological coping

Coping styles and resources can influence a person’s psychological and physical reactions to

stressful situations and influence outcomes (Shikai et al., 2007). These could either be
cognitive or behavioural attempts to modify the impact of the stressful event on an

individual’s external and/or internal world (Carver & Connor-Smith, 2010).
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Lazarus and Folkman’s (1984) Transactional Stress Model, categorised coping as either
problem-focused or emotion-focused, meaning that coping was either orientated toward the
problem, or on emotional/physiological responses, respectively. A third coping style,
‘avoidant’, was later added to refer to an individual’s attempt to ignore/ avoid the stressor and

its emotional consequence (Carver et al., 1989).

The Brief COPE (Carver et al., 1989) has 3 coping subscales and 14 facets which fall under
one of the subscales (Table 1). Mong et al. (2012) reported a negative correlation between
active coping, (e.g., Positive reframing/ planning) and PTSD related symptoms. All items
that fall under problem-focused coping are considered ‘approach’ strategies, whereas
emotion-focused strategies are categorised as ‘approach’, or ‘avoidant’. Problem-focused
coping was found to be more effective than emotion-focused and avoidance in reducing the
impact of everyday life stressors (Ben-Zur, 2009) and was negatively associated with PTSD
symptoms (Vernon et al., 2009). Emotion-focused coping, particularly avoidant coping, (such
as denial or self-distraction) was associated with the development of post-traumatic stress
(Schnider et al., 2007) and worse overall mental health outcomes (Coyne & Racioppo, 2000).
In addition, avoidant coping was found to increase the risk of PTSD (Gil & Caspi, 2006).
Carver (1997) reported a relationship between the use of avoidant coping strategies and

dysfunctional coping.
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Table 1.
Active coping

Problem-focused

Emotion-focused

Avoidant

(Approach)’2) I've been

Emotional support

Self-distraction

1)1've been turning to work or

concentrating my efforts on
doing something about the
situation I'm in.’7) I've been
taking action to try to make
the situation better

(Approach)’5) I've been getting
emotional support from others.
’5) I've been getting comfort and
understanding from someone.

(Avoidant’

other activities to take my mind off
things.

>9) I've been doing something to
think about it less, such as going to
movies, watching TV, reading,
daydreaming, sleeping, or

shopping.
Use of 10) I’ve been getting help and Venting Denial
informational  advice from other people. (Avoidant)’9) I've been saying things (Avoidant)’3) I've been saying to
support 23) I’ve been trying to get to let my unpleasant feelings escape. myself “this’ isn't”real’8) I've been
(Approach) advice or help from other people 1) I've been expressing my negative refusing to believe that it has
about what to do. feelings. happened.
Positive ’2) I've been trying to see itina ~ Humour ’8) I've been making jokes about it. Substance use
reframing different light, to make it seem (*neither) ’8) I've been making fun of the (Avoidant)’4) I've been using alcohol
(Approach) more positive. situation. or other drugs to make myself feel
>7) I've been looking for better.
something good in what is ’1) I've been using alcohol or other
happening drugs to help me get through it.
Planning ’4) I've been trying to come up Acceptance ’0) I've been accepting the reality of Behavioural disengagement
(Approach) with a strategy about what to do.  (Approach) the fact that it has happened. (Avoidant)’6) I've been giving up
’5) I've been thinking hard about ’4) I've been learning to live with it. trying to deal with it.
what steps to take. ’6) I've been giving up the attempt to
cope.
Religion ’2) I've been trying to find comfort in
(*neither) my religion or spiritual beliefs.
2”) I’ve been praying or meditating.
Self- blame 13) I’ve been criticizing myself.
(Avoidant) 26) I’ve been blaming myself for

things that happened

Facets of the Brief COPE
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Secondary Traumatic Stress and coping styles

There’s an absence of literature on the relationship between coping styles and STS in a foster
carer population. A study conducted in America found problem-focused coping strategies
significantly predicted levels of coping efficacy in foster carers (Coleman, 2019). In a sample
of social workers, emotion-focused coping and avoidance coping were associated positively
with higher reported rates of STS symptoms (Gil & Weinberg, 2015). This finding was
replicated in another study which found emotion-based coping was correlated with STS
symptoms in direct care staff working with individuals with PTSD (Stapleton et al., 2017).
Furthermore, an avoidance of trauma related thoughts and memories was reported to be key

to the development of secondary trauma (Figley, 1995).

Anxiety/depression

Research has found that STS exists alongside anxiety and depression. In research on
emergency staff, rates of STS, anxiety and depression were found to be high, and they were
related to low job satisfaction and low intent to continue in their role (ilhan, 2022). In another
study on nurses, those who reported STS displayed more symptoms of anxiety, depression,
and higher job strain (Bock, 2020). Given these findings it would be important to control for

anxiety and depression when exploring the relationship between coping and STS.

Summary

There is an increased demand for foster carer placements each year, along with a high rate of
attrition from the profession. High STS has been linked to high anxiety, depression, and poor
job satisfaction. STS could impact on foster carer wellbeing which could have negative

implications on placement stability (Hannah & Woolgar, 2018). Whitt-Woolsey’s (2020) STS
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model has identified factors that mitigate against the development of STS, such as caregiver
support. This study will further explore the link between coping styles (emotion-focused,
problem-focused, and avoidant) and STS. The facets that contribute towards these three
coping styles will be explored to ascertain their relationship with levels of STS. Clinically,

any findings could be used to inform tailored support and training to foster carers.

Research questions:
Question 1: Will there be group differences in the reported use of avoidant coping strategies

when controlling for anxiety and depression?

Hypothesis 1. Foster carers who report high STS will use more avoidant coping strategies

than foster carers who report low STS when anxiety and depression are controlled.

Question 2: Will there be group differences in the reported use of problem-focused coping

strategies when controlling for anxiety and depression?

Hypothesis 2: Foster carers who report high STS will use less problem-focused coping

strategies than foster carers who report low STS when anxiety and depression are controlled.

Question 3: Will there be group differences in the reported use of emotion-focused coping

strategies when controlling for anxiety and depression?

Hypothesis 3: Foster carers who report high STS will use more emotion-focused coping

strategies than foster carers who report low STS when anxiety and depression are controlled.
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Exploratory analysis

Question 4: Are there significant group differences in each individual facet on the Brief-
COPE?

Method
Design
This is a cross-sectional, between subjects design, to explore symptomology of STS and
coping styles in foster carers. Demographic data was collected to assess the
representativeness of the sample. To control for confounding factors such as anxiety and
depression, the (GAD-7) and (PHQ-8) were completed by the respondents. Data was
collected at one time point using online self-report questionnaires. An expert by experience, a

current UK foster carer, reviewed all documents.

Ethical approval

Ethical approval was granted by the University of Oxford Central University Research Ethics
Committee (Reference number: R84006/RE001) and Oxfordshire County Council (Appendix

K).

Participants

One hundred and thirty-two participants were recruited from the UK foster carer population
between January-May 2023. UK foster carers were invited to participate in this study if they
were aged 18 years of age and older. Participants were excluded if they were a ‘kinship
carer’, as a pre-existing relationship with the child who is cared for is assumed and this could

impact on the participants relationship with any possible trauma.
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Measures

The Secondary Traumatic Stress Scale (STSS) for DSM-4 (Bride et al., 2004)

The STSS was used to measure the symptoms consistent with PTSD as outlined in the
Diagnostic and Statistical Manual of Mental Disorders (DSM-1V). These 17 questions rated
on a 5-point Likert scale, were slightly modified to ensure that responses were directly related
to the participants experiences of fostering e.g. ““lI wanted to avoid caring for some foster
child(ren)” (Whitt-Woosley et al., 2020). The STSS has demonstrated good validity and
reliability across studies of foster carers (Hannah & Woolgar, 2018). A split was performed
on the scores on the STSS, with those in the high STS group scoring above clinical cut-off of

‘38°.

Brief Coping Orientation to Problems Experienced (Brief COPE, Carver, 1997).

The Brief COPE inventory is a self-report questionnaire exploring the frequency in which
participants use a variety of different coping strategies. The questionnaire consists of 28 items
on a 4-point Likert scale. Responses on this scale range between ‘1’ (“I haven’t been doing
this at all”), 2 (“I’ve been doing this a little bit”), 3 (“I’ve been doing this a medium amount”)
and 4 (“T’ve been doing this a lot”). Higher scores reflect greater use of a particular coping
strategy. The Brief COPE has good internal reliability (Carver et al., 1997) and reported
adequate predictive validity in a two-year study among caregivers of individuals with

dementia (Cooper et al., 2008).

Generalised Anxiety Disorder Scale (GAD-7; Spitzer et al 2006)
The GAD-7 is a 7-item anxiety scale, for screening for anxiety disorders and assessing the

severity of anxiety. The scale has demonstrated good reliability (r = 0.83) and validity (a=
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0.92) (Spitzer et al., 2006). Items are scored on a 4-point scale (0-3), the higher the score, the
higher the severity of symptoms. Scores up to ‘four’ indicate ‘minimal anxiety’, scores up to
‘nine’ indicate ‘mild anxiety’, up to ‘14’ indicate ‘moderate anxiety’ and scores greater than

‘15 indicate ‘severe anxiety’.

Patient Health Questionnaire (PHQ-8; Kroenke et al, 2009)

This is an 8- item scale used to measure depression, the ninth question in the DSM-IV was
omitted as it assessed suicidal and self-harm cognitions and adequate intervention was not
possible in the remit of this research. The PHQ-8 and PHQ-9 had similar psychometric
properties demonstrating good construct and criterion validity (Kroenke & Spitzer, 2002). In
a sample of individuals with heart failure the PHQ-8 internal consistency reliability was good
with a Cronbach o of 0.82 (Pressler et al., 2010). Scores up to ‘five’ indicate ‘mild
depression’, scores up to ‘10’ indicate ‘moderate depression’, scores up to ‘15’ indicate

‘moderately severe depression’ and scores up to ‘20’ indicate ‘severe depression’.

Demographic information

Demographic information was obtained via the use of an online survey, information was
obtained on the age, gender, ethnicity, marital status, and education history of the participants
as well as demographic information specific to fostering e.g. (how many foster children the

respondents had fostered in total and at present).

Procedure
A study poster (Appendix L), information sheet and consent form (Appendix M) was shared
with the ATTACH team (Oxfordshire County council), independent fostering organisations

and on social media platforms. Participants accessed a Microsoft Forms link with the
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participant information form, consent form, and self-report measures. Participants completed
the STSS (Appendix N), Brief COPE (Appendix O), PHQ-8, GAD-7 (Appendix P) and
demographic information (Appendix Q). Respondents were informed of the inclusion of
potentially distressing questions and signposted to supportive services at the start, throughout
and at the end of the survey (Appendix R). Data could not be withdrawn once submitted as all

responses were anonymeous.

Data Analysis

A Priori power analysis using G*Power Software (Faul et al., 2009) was used to calculate the
sample size for an Analysis of Covariance (ANCOVA). This established a minimum of 128
individuals would be required to provide an 80% chance of detecting a medium effect size,
based on p < .05. Based on previous research (Kellogg et al., 2018) a medium effect size of

0.25 was used. See Appendix S.

The Statistical Package for the Social Sciences (SPSS version 29) was used for data analysis.
Descriptive statistics were calculated to describe demographic variables and the prevalence of

STS symptoms in the study population.

Main Analysis

Three ANCOVA tests were performed, to address the relationships between STS and coping
styles whilst controlling for anxiety and depression. Prior to the running of the one-way
between groups analysis of covariance; preliminary checks were carried out to ensure there
were no violations of assumptions of normality, linearity, homogeneity of variance,
homogeneity of regression slopes and reliable measurement of the covariate. The covariates

anxiety and depression were found to be highly correlated (.83). A t-test established that
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depression accounted for the most variance, therefore, the analysis proceeded with just

depression as the covariate.

Exploratory Analysis

The scoring on the Brief COPE is not mutually exclusive, meaning that an individual can
report utilising all three coping styles simultaneously. Exploratory analysis was used to see if
there were any significant group differences in the use of the individual facets on the Brief
COPE. Data transformation was required on several facets when homogeneity of variance
was violated. The coping facets that were significantly different between the high and low
STS groups were explored by conducting a series of ANCOVA analyses on the individual
facets of the Brief COPE. Three facets were not normally distributed (i.e., Denial, Substance
use and Behavioural disengagement); for these, group differences were compared using

Mann-Whitney U tests on the corresponding depression-regressed scores.

Results
One-hundred and thirty-two participants who met the inclusion criteria for participation, took
part in this research study, 76 participants scored in the ‘high’ STS group and 56 scored in
the ‘low” STS group. Demographic information of this sample can be viewed in Table 2 and
foster carer and clinical information can be viewed in table 3. Similarities in demographics
was observed with the majority of respondents in both groups identifying as white, married,
female, falling between the age range 55-64 and with the highest education level being
university or college. The majority of foster carers in the high STS group were foster carers
for the local authority whereas the majority of foster carers in the low STS group were foster
carers with independent agencies. A similar number of total and current number of foster

children cared for were reported, but the high STS group had more years’ experience than the
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low STS group. In addition, respondents in the high STS group scored higher for anxiety and

depression.

Table 2.

Demographic Characteristics of Included Participants.

High STS (n = 76)

Low STS (n = 56)

N (%) N (%)
Age
25-34 27 2( 12(15.7) 2 (3.6)
35-44 5(8.9)
45-54 gg Eigi; 19 (33.9)
55-64 6 (7 9)' 23 (41.1)
65-74 1 (1'3) 7(12.5)
75+ ' -
Sex
Female 67 (88.1) 47 (83.9)
Male 9(11.8) 9(16.1)
Ethnicity
White 72 (94.7) 51 (91.1)
Mixed/multiple ethnic - 2 (3.6)
groups
Asian/ Asian British 2 (2.6) 2 (3.6)
Black/African/Caribbean/ 2 (2.6) 1(1.8)
Black British
Marital status
Single 5 (6.6) 6 (10.7)
Married/partnered 52 (68.4) 41 (73.2)
Divorced/widowed 9(11.8) 8 (14.3)
Prefer not to say 2(2.6) -
Other 8 (10.5) 1(1.8)
Highest educational level
Secondary school (>16
years) 8 (10.5) 11 (19.6)
High school (A-
levels/BTEC) 9(11.8) 9(16.1)
University or College 39 (51.3) 28 (50)
Postgraduate degree 20 (26.3) 7 (12.5)
Prefer not to say - 1(1.8)
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Table 3.

Foster Carer Information and Clinical Information of Participants.

High STS (n = 76)

Low STS (n =56)

N (%) M(SD) Range N (%) M(SD) Range
Type of foster carer 2
Local Authority 41 (53.9) 17 (30.4)
Independent Fostering 35 (46.1) 38 (67.9)
Agency

Number of people in 4.1 (1.7) 2-14 4.2 (1.8) 1-9
the household
Number of foster 18.5 1-104 18.9 (35.2) 1-200
children cared for (24.1)
(Total)®
Years of experience 10.6 (7) 2-29 8.3(7.7) 1-30
Current number of 1.6 (.85) 0-3 1.7 (.92) 0-4
foster children ¢
Psychometric data

Anxiety (GAD-7) 8.2 (5.2) 2.6 (3.2)

Depression 10.3 (6.0) 3(2.7)

(PHQ-8)

Secondary 50.7 (9.6) 27.6 (5.6)

Traumatic Stress

(STSS)

Note: 2 One foster carer indicated ‘other” when answering the question on type of foster carer.
b Some foster carers provided an estimate, with several reporting “over 100”, for the purposes
of the analysis, this was counted as ‘100’. © Some fosterers reported being between

placements/ offering respite fostering and so had no young people placed with them at the
time of completing the survey.

There were no significant differences between the high STS and low STS groups when t-test

and Chi-square analyses were performed on the demographic data, however, the analysis

could not be run on ethnicity and marital status as this data violated Chi-Square assumptions.

The demographic data pertaining to the type of foster carer (Local Authority/Independent

Fostering Agency) and demographic factors were explored using t-test and Chi-Square. One

significant difference was the number of foster children cared for altogether t (72.48) = 2.80,
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P =.006, with Local Authority Foster carers looking after more foster children in total (M =
27.22; SD = 38.77) compared to independent fostering agency foster cares (M = 12.01; SD =
1.88). Highest level of education was also significantly different between the two groups

x2(4,131) = 14.26, P = .007 with Independent Fostering Agency foster carers reporting their

highest level of education as A-Level/BTEC compared to local authority foster carers.

Main Analyses:
Hypothesis 1. Foster carers who report high STS will use more avoidant coping strategies

than foster carers who report low STS when anxiety and depression are controlled.

Consistent with the hypothesis, there was a significant difference in avoidant coping, F (1,
129) =5.08 p =.03, np2= .04, between the two groups. High STS (M= 2.28; SD = 0.75) used

avoidant coping more frequently than low STS (M =1.96; SD = 0.61).

Hypothesis 2: Foster carers who report high STS will use less problem-focused coping

strategies than foster carers who report low STS when anxiety and depression are controlled.

There was a significant group difference in problem-focused coping F(1, 129) = 6.22, p =
.01, np2= .05, between the two groups. High STS (M = 2.88; SD = 0.61) used problem-
focused coping more frequently than low STS (M =2.50; SD = 0.79). Therefore, the

hypothesis was not confirmed.

Hypothesis 3: Foster carers who report high STS will use more emotion-focused coping

strategies than foster carers who report low STS when anxiety and depression are controlled.
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There was no significant group difference in emotion-focused coping F(1, 129) = 1.59, p =
.21, np2= .01, between the two groups, high (M = 3.17; SD = 0.80) and low STS (M = 2.94;

SD = 0.88). Therefore, the hypothesis was not confirmed.

Exploratory analysis
Question 4: Are there significant group differences in each individual facet on the Brief-

COPE?

The coping facets that were significantly different between the high and low STS groups
were explored by conducting a series of ANCOVA analyses on the individual facets of the
Brief COPE. Three facets were not normally distributed (i.e., Denial, Substance use and
Behavioural disengagement); for these, group differences were compared using Mann-

Whitney U tests on the corresponding depression-regressed scores. A Bonferroni adjusted

alpha level of .0035 per test (.05/14) was used. After applying Bonferroni correction, three of

the avoidant facets, ‘denial’, ‘substance use’ and ‘behavioural disengagement’ remained

significant. See table 4 for the descriptive statistics.

96



Table 4.

Descriptive Statistics of the Analysis.

High STS Low STS
Group Mean Adjusted SD Median Mean Adjusted SD  Median
mean mean
Avoidant
Denial 1.68 1.50 1.27 1.00
Behavioural 1.78 1.50 1.11 1.00
Disengagement
Substance use 1.36 1.00 1.07 1.00
Self-distraction  2.85 2.74 0.69 213 2.8 0.78
Emotion-focused
Self-blame 258 0.33 0.98 1.67 0.25 0.96
Venting 229 221 0.69 181 1.92 0.71
Emotional 2.78 2.84 0.87 246 2.34 0.83
support
Acceptance 2.88 2.82 0.71 2.89 297 0.79
Humour 205 199 0.94 171  1.79 0.96
Religion 173 1.72 0.93 161 162 0.99
Problem focused
Active coping 2.95 0.28 0.77 2.66 0.33 0.86
Use of 276 281 0.86 239 233 0.88
informational
support
Planning 3.18 0.23 0.77 2.75 0.30 0.88
Positive 251 254 0.85 2.33 2.30 0.90
reframing

Avoidant coping

After applying Bonferroni correction, a significant difference was found between the two

groups on their use of Denial: U = 774.00 z = 6.24, p <.001, r = 0.54; Behavioural

disengagement: U =1135.50 z = 4.58, p <.001, r = 0.40 and Substance use: U =797.00 z =

6.14, p <.001, r = 0.53. Self- distraction: was more frequently used in the high STS group

F(1, 129) = 8.50, p =.004, np2= .06, but this was found not to be significant following the

application of Bonferroni correction.
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Emotion-focused coping

Self-blame: F(1, 129) = 4.27, p = .04, np2=.03; Venting: F(1, 129) = 3.99, p = .05, np2=.03;
Emotional support: F(1, 129) =6.77, p = .01, np2=.05; Humour: F(1, 129) = 0.87, p = .35,
np2=.01 and Religion: F(1, 129) = 2.32, p =.63, np2 = .01 were more frequently used in the
high STS group than the low STS group, but were found not to be significant following the
application of Bonferroni correction. Acceptance was used less frequently in the high STS
group F(1, 129) = 0.72, p = .40, np2= .01 but this was not significant following the

application of the Bonferroni correction.

Problem-focused coping

Active coping: F(1, 129) = 4.52, p = .04, p np2=.03; Use of informational support: F(1, 129)
=6.42, p=.01, np2=.05; Planning: F(1, 129) = 2.51, p =.12, np2= .02 and Positive
reframing: F(1, 129) = 1.61, p= .21, np2=.01.was found to be more frequently used in the
high STS group than the low STS group, but were found not to be significant following the

application of Bonferroni correction. See ‘Appendix T’ for analysis.

Discussion

This study aimed to explore whether there is a difference in the coping styles of foster carers
who report high STS compared to those who report low STS when depression is controlled

for. The second aim was to explore if there were any specific facets within the three coping
styles (emotion-focused, problem-focused, and avoidant) that were significantly different in

these two groups.
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The findings support the first hypothesis, indicating that there are significant differences in
the use of avoidant coping styles by foster carers when depression is controlled for. Foster
carers who reported high STS made greater use of avoidant coping styles significantly more
than those who reported low STS. This finding is supported by the literature which reported
avoidance was associated with dysfunctional coping (Carver, 1997) and avoidant coping

styles play a key role in the development of post-traumatic stress (Figley, 1995).

The findings contradicted the second hypothesis, that foster carers who report high STS will
use less problem-focused coping strategies when depression is controlled for. The results
indicate that those in the high STS group reported significantly more problem-focused coping
than the low STS group. This was the strongest significant difference between the two
groups, of all the coping styles This goes against the previous literature that problem-focused
coping reduces the impact of everyday life stressors (Ben-Zur, 2009) and the development of

PTSD symptoms (Vernon et al., 2009).

The findings do not support the third hypothesis, that foster carers who report high STS will
use more emotion-focused coping strategies when depression is controlled for. Although
those in the high STS group used more emotion-focused coping, this was not found to be
significant. This result does not lend support to the research which found emotion-focused

coping was associated with the development of post-traumatic stress (Schnider, et al., 2007).

The results show that individuals with high STS made greater use of all coping styles. This
group difference was significant for avoidant and problem-focused coping. As this is a cross-
sectional study, commentary on causality can only be hypothesised. The finding could

suggest that foster carers with high STS make use a full range of coping styles, yet they are
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not effective, therefore, there could be a requirement for a more specific trauma treatment for
STS. Problem-focused coping involves the adoption of strategies to manage and solve life
stressors directly and avoidant coping involves ignoring or minimising the life stressor.
Therefore, it could be that those with high STS adopt problem-focused coping but perhaps
owing to STS these adaptive coping styles are less effective than in low STS and therefore, a

contrary approach, avoidant coping is applied.

The exploratory analysis has highlighted that avoidant coping through substance use,
behavioural disengagement and denial were significantly different between the two groups
when depression was controlled. Therefore, it could be that foster carers may benefit from
support focused on identifying and reducing these avoidant behaviours. It may be important
for the professionals who support foster carers to have open conversations on coping and
substance use. It could be that a psychological intervention that could support with

behavioural disengagement and denial could be helpful.

Acceptance was the only facet that was more frequently used in the low STS group than the
high STS group. Although this difference was non-significant, the coping facet denial was
reported significantly more in the high STS group. Therefore, this could suggest that
individuals in the high STS group make use of both adaptive and maladaptive coping

strategies which could render them both unsatisfactory.

Individuals in the high STS group reported significantly greater use of problem-focused and
emotion-focused strategies. The secondary traumatic model (Whitt-Woosley et al., 2020)
purports that practical support is a direct beneficial factor to mitigate against STS. Therefore,

the practical support that is currently being provided to foster carers may not be effective if
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they have high STS. It could be that alternative support is required, for example a

psychological based intervention rather than informational support.

Clinical implications

This study emphasised the importance of supporting UK foster carers to support their mental
health, their effectiveness in caring for their children and preventing them from leaving the
profession. It was found that the majority of foster carers have clinically significant STS and
attempt to cope with this through utilising a variety of coping styles. They utilised
significantly more problem-focused coping, a coping style linked to reduced likelihood of
developing STS, this could suggest that this may not be adaptive for the nature of life stressor
faced or STS has impacted upon the effectiveness of these coping skills. Therefore, creating
awareness amongst social care professionals and foster carers, on STS and anxiety and
depression is an important future direction. In addition, screening for STS and anxiety and
depression. Supporting, a greater understanding and recognition of STS could support

effectiveness of coping styles.

Interestingly, a greater proportion of the high STS group were foster carers for the local
authority and the majority of the low STS group were foster carers for independent agencies.
When comparing the two types of foster carers the only significantly different demographics
were the number of total children cared for and highest level of education. Local Authority
foster carers were had cared for a significantly higher number of foster carers in total
compared to Independent foster carers. Therefore, it could that Local Authority foster carers
have been party to a greater number of traumatic narratives than the Independent foster
carers. The highest of levels of education was significantly different between the two groups

with Independent foster carers reporting secondary level of education as their highest
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educational attainment compared to the Local Authority Foster carers. Therefore, qualitative
research could be useful to help us to better understand this difference between STS in

Independent Fostering Agency and Local Authority foster carers.

Social care professionals should be aware and observant of the coping factors and their
presentations to identify their use in foster carers. This could allow for conversations to be
held on coping and psychoeducation/support to consider how the coping factors such as

avoidant coping impact on STS.

Strengths and Limitations

To the authors knowledge, this is the only UK study to explore the relationships between
coping styles and the specific factors within the coping styles with STS in foster carers.
Therefore, this novel research adds to the sparse literature, enabling a better understanding of
foster carer support needs. It reinforces the findings of other authors, that STS is prevalent in
foster carers, and it also identifies areas for potential support, for example, creating
awareness, screening for STS and a trauma intervention. More research is required to explore

this further.

The recruitment method could be subject to bias. Although the volunteer sampling method
allowed for a variety of carers to participate, volunteering may have meant carers who were
more willing and readily able to engage and reflect took part in this study. However, this
potential bias could have been reduced owing to the research design being an online survey,
that could be accessed at any time. Additionally, the sample could have been biased by using

the words ‘secondary trauma’ in the promotion of the study as it could be that foster carers
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who did not identify with secondary trauma did not take part or those who attach stigma to

experiences of STS may not have responded.

Experiences of primary trauma were not explored within this study, a key symptom of trauma
is avoidance and therefore, it could have helped us to understand further whether the avoidant
coping style was also more prominent in foster carers reporting primary trauma. Similarly, it
could have been helpful to measure stress more generally because high levels of stress could
increase the measures used for coping styles. Although dose of exposure to trauma material
was not collected, individuals in the high STS group on average had more years’ experience
and fewer total foster children. Although firm conclusions cannot be drawn on this
information, it could be that the high STS group have needed to provide more intensive
support to the children they have had placed with them, therefore, fostering less children for a
longer duration. In addition, it could be that having a greater number of years’ experience has
made this group more likely to hear traumatic details of their young person’s history over
time.

The ages of the participants were not able to be statistically verified to understand if both
groups had equivalent ages as participants were asked to indicate which age bracket they

fell within. In addition, it was unfortunate that the ethnicity and marital status data violated

Chi-Square assumptions as it could be that these demographic factors influence STS.

In conclusion, this study highlights that foster carers who report high STS use a wide range of
coping styles with the greatest significant difference in the use of problem-focused coping
styles. It could be that enhancing awareness of STS amongst social care professionals and
foster carers and screening could be beneficial and allow for early intervention. Early

intervention could support the effectiveness of the coping strategies employed. It could be
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that only providing additional information/advice or emotional support would not benefit
foster carers with high STS. Future research must continue to ensure the support needs of
foster carers are considered by exploring further the qualitative experiences of foster carers

and the coping methods employed to manage.
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Executive Summary
Introduction to the study

Secondary Traumatic Stress (STS) is under-researched in the foster carer
population. One study found that 19.8% of 131 participants fell above the clinical
cut-off for STS and 25.2% were considered high risk for developing STS.
Prolonged exposure to primary/secondary trauma was thought to reduce a foster
carers’ ability to cope, their job satisfaction and lead to foster carers leaving the
profession.

Understanding the experiences of foster carers in relation to STS is important for
recruitment, wellbeing, training, and retention. A model of STS in foster carers
was developed to help guide understanding of factors that may support against or
increase the risk of STS. Two beneficial factors were emotional and practical
support.

Coping styles (avoidant, emotion-focused, problem-focused) and resources can
influence a person’s psychological and physical reactions to stressful situations and
influence outcomes. This study aimed to explore the relationship between these
coping styles and STS in foster carers.

Our research gquestions were:

Question 1: Will there be group differences in the reported use of avoidant coping
strategies when controlling for anxiety and depression?

Question 2: Will there be group differences in the reported use of problem-focused
coping strategies when controlling for anxiety and depression?

Question 3: Will there be group differences in the reported use of emotion-focused
coping strategies when controlling for anxiety and depression?

Question 4: Are there significant group differences in each individual facets on the
Brief- COPE?

How the study was carried out

This study recruited UK foster carers aged 18 years and over. Recruitment took
place over social media and through liaison with Local Authorities as well as
Independent Fostering Agencies. Demographic information as well as information
on fostering experience was gathered using online surveys. Foster carers also
completed four questionnaires looking at: Secondary Traumatic Stress, Coping
Styles, Anxiety and Depression.

110



What we found

A total of 132 foster carers took part. We compared the 76 foster carers whose STS
scores fell within the ‘high’ STS group with 56 foster carers who fell within the
‘low’ STS group. We found that foster carers who report higher levels of STS were
significantly more likely to use avoidant and problem-focused coping. Individuals
in the high STS group also made greater use of emotion-focused coping, but this
was not a significant difference between the two groups. Three avoidant facets
(substance use, behavioural disengagement, and denial); were used significantly
more frequently by individuals with high STS. Acceptance was the only coping
facet that was used slightly more frequently by the low STS group. The only

significant demographic difference between the high and low STS group was the
total number of children fostered and type of foster carer, with more Local
Authority foster carers falling in the high STS group compared to those with an
Independent Fostering agency.

Clinical implications

These findings support the need for creating awareness of STS in foster carers, this
could be done through psychoeducation and screening. Social care professionals
should be aware and observant of the coping factors and their presentations to
identify their use in foster carers. This could allow for conversations to be held on
coping and psychoeducation/support to consider how the coping factors such as
avoidant coping impact on STS.

Limitations and suggestions for future research

The title of this study could have prevented some foster carers from taking part if
they did not identify with signs of secondary trauma. In addition, foster carer
feedback highlighted the importance of primary trauma as well as secondary
trauma, primary trauma was not measured. Future research must continue to ensure
the support needs of foster carers are considered by exploring further the
qualitative experiences of foster carers and the coping methods employed to
manage.

Conclusions

Like other studies, we found that a high proportion of the sample were high STS
and in addition high in anxiety and depression. This novel research was as far as
the

author is aware the first research study in the UK to explore coping styles in foster
carers and the relationship between coping styles and STS. This study emphasised
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the importance of supporting UK foster carers to support their mental health, their
effectiveness in caring for their children and preventing attrition of this valuable
workforce.
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Connecting Narrative

My personal and professional experiences led me to undertake research exploring
psychological factors (e.g., cognitive and behavioural factors) that have an impact
on psychological and physical health. The opportunity to undertake three research
projects allowed me to explore these interests widely across a multitude of settings.
My work as an assistant psychologist alongside my personal experience of mental
health being impacted by physical health, led to a desire to contribute to the

evidence-base in these fields.

A theme connecting all three projects was the focus on empowerment, and how
cognitive and behavioural factors can have an impact on how empowered an
individual feels when experiencing physical or mental health difficulties. | have
developed my understanding of how cognitive (attributions/locus of control, self-
blame) and behavioural (avoidance, behavioural disengagement) factors can impact
on a person’s psychological wellbeing following a physical and/or mental health
concern. My service improvement project also explored how staff members could
be aware of their clients’ cognitive/behavioural factors, as well as their own, and
use this knowledge to empower decision making. This matched my professional
view that exploring both cognitive and behavioural factors of clients and
professionals could support psychological wellbeing and empower the client to
make a change that will improve their psychological wellbeing. | aspire to always
hold in mind how clients and colleagues could be empowered through creating

awareness of cognitive and behavioural factors.
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Critical Review of the Literature Paper

My interest in exploring the role of cognitive/behavioural factors, such as
attributions and behavioural disengagement on mental health following a physical
health diagnosis led me to consider this topic for my review. Furthermore, the
diagnosis of a dear friend motivated my interest in understanding Chronic Fatigue

Syndrome.

| had never conducted a systematic review of the literature before and therefore,
felt like this was a new skill |1 was developing. This was a steep learning curve,
particularly after reading 5,000 titles and abstracts before realising | may need to
re-look at my search criteria to make it more robust. Although this was time

consuming, | tried to see it as a helpful lesson.

| found the library support invaluable, as well as working with my peer reviewer. |
often became so immersed in the topic, having a second set of eyes to talk through
my decision making proved incredibly valuable. This project helped me realise the

value of conducting systematic reviews in my future role as a clinical psychologist.

Being aware of the impact that causal attributions and self-efficacy can have on

treatment engagement and outcomes could empower an individual to reflect and

cognitively restructure in order to support their mental health wellbeing.
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| have developed a broad range of research skills and have taken an active role
from conceptualisation through to analysis, and to the write-up. | have a strong
appreciation of the value of research, and | am particularly interested in
maintaining these skills post-qualifying to enhance and develop the clinical context
that I am working in. However, practicalities such as time and resources may act a
barrier to delivering clinically meaningful data, but I feel | now have a solid

foundation of skills with which to try and overcome these constraints.

Service Improvement Project paper

My personal experience of having a severe physical health condition, whereby |
required a blood transfusion, made me reflect on the psychological support
available in these types of physical health services. Therefore, | knew | wanted to
conduct at least one research study within clinical health psychology. | worked
alongside Dr Louise Hankinson and Dr Susannah Jenner, both of whom have great
experience in supporting the psychological wellbeing of individuals with physical
health concerns. Initially I wanted to explore factors that impact on service user
decision making regarding whether to write to a donor family, as well as exploring
staff members’ decision making. However, following the PAS panel, | was
encouraged to pick one group, and after discussions and reflections on the ethical
issues inherent in the initial plan, we decided to focus the project on staff members

only.

Therefore, | hoped exploring the facilitators and barriers to decision making
regarding letter writing will empower staff members to identify and implement

recommendations which could lead to the empowerment of service users. | was
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struck by the warmth, thoughtfulness, and dedication of professionals in their roles
supporting transplant recipients. It was important to me to keep the voices of
clients at the centre of the project and so | ensured that questions reflected on the

client’s experience.

Theoretically Driven Research Paper

I worked in children’s social care prior to training, whereby | became aware of the
need for more foster carers and their vital role in providing support to looked after
children. The limited evidence base pertaining to foster carers surprised me.
Although I wanted to conduct novel research in this area, exploring a compassion
focused therapy intervention, | learnt that there may be more value in building on
the existing, albeit limited, evidence base first. Despite foster carers frequently
being party to stories of neglect and abuse, they appear to be a population
overlooked in the secondary trauma literature. | was supervised by experienced,
knowledgeable, and passionate supervisors in this field; Dr Ciorsdan Anderson and

Dr Claire Holdaway.

Recruitment was a heart-warming process. Using social media, connecting with
charities and local authorities, allowed me to be party to a lot of inspirational
resources. | noted how | felt a sense of motivation by connecting with both
professionals and foster carers. Working alongside an expert by experience was a

hugely rewarding task.

| knew data analysis was always going to be a challenge; but | enjoyed relearning

statistical analysis, reminding me of my undergraduate with two friends, trying to
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decipher what seemed like a whole new language, although this time there was

some familiarity.

Having a greater awareness of coping styles and which coping styles may be more,

or less, adaptive in relation to secondary trauma stress can empower individuals

and services to use/provide more adaptive support.
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Search terms.
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Appendix C.

Quality assessment tool (Kmet et al.,2004).

PARTIAL
Criteria (1)

Question | objective sufficiently described?

2 Study design evident and appropriate?

3 Method of subject/comparison group selection or source of
information/input variables described and appropriate?

4 Subject (and comparison group, if applicable) characteristics
sufficiently described?

5 If interventional and random allocation was possible,
was it described?

6 If interventional and blinding of investigators was possible,
was it reported?

7 If interventional and blinding of subjects was possible,
was it reported?

8 Outcome and (if applicable) exposure measure(s) well defined

and robust to measurement | misclassification bias?
Means of assessment reported?

9 Sample size appropriate?
10 Analytic methods described/justified and appropriate?
1 Some estimate of variance is reported for the main results?
12 Controlled for confounding?
13 Results reported in sufficient detail?

14 Conclusions supported by the results?
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Appendix E.
Approval emails from Trust.

Re: Study classification
Dear Louise,

We have reviewed your study with the title {The Correspondence Between Organ Recipient and Donor Family in the Oxford Transplant Centre} in our classification meeting and we can confirm
the project is an service improvement/evaluation .

You should ensure that your department leads are aware of the project and are happy for the activity to take place. You may also need to register the project with the clinical audit team. Details

can be found here: hitp://ouh.oxnet.nhs.uk/SafetyQualityRisk/Pages/Welcome.aspx
All service review activity should comply with clinical governance reguirements.

Please do get in touch if you have any further questions in the meantime.

With best wishes

Raonja

From: Ulysses@ouh.nhs.uk <Ulysses@ouh.nhs.uk>

Sent: 14 December 2021 13:20

To: Hankinson, Louise (RTH) OUH <Louise.Hankinson@ouh.nhs.uk>
Subject: Clinical Improvement Module Notification - 7325

You don't often get email from ulysses@ouh.nhs.uk. Learn why this is important

Clinical Improvement Module

Number: 7325

Page: 03 - Approved QI

Title: The Correspondence Between Organ Recipient and Donor Family in the Oxford Transplant Centre: A service Improvement Project
Request Date: 1411212021

Target Date: 15/02/2022

Start Date: 1

Project Lead: Louise Hankinson

Project Supervisor:  Louise Hankinson

Manager Feedback:

Click on the link below to view & action the record

View & Action the record here
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Appendix F.
Study flyer

Oxford University Hospitals

UNIVERSITY OF

OXFORD

Improving rates of letter writing between transplant recipients and
donors/donor families.

What is this study about?

+ MNHS Blood and Transfusion (NHZEBT) (2015) found that 90% of donor fami-
lies wished to receive comrespondence from transplant recipients.

« \Writing to a donor/domor family was found to empower transplant recipients
(Colarusso, 2008) and reduce feelings of guilt (Coolican et al_, 2007).

+ |tis hoped that this project would lead to recommendations to help healthcare
professicnals support transplant recipients with the letter writing process.

— Why participate?

#«  ou will be helping us to understand the
process of holding conversations with
transplant recipients about writing letters to
organ donorsfdonor families.

Who can participate?

# |f you are a healthcare professional in the pre-
transplant or post-transplant team.

What does participation

To take part or ask a question,

contact: Involve?

+ Rebecca Bird Pre-transplant professionals:
(rebecca Bird@axfordhezlth nhs.uk) « You will be invited to attend a focus

Supervisors: group.

« Louise Hankinson Post-transplant professionals:

(Louise.Hankinsan@ ouh.nhs.uk) » You will be invited to attend an

+ Susannah Jenner individual interdiew.

(susannzh.jlennerg@hme.ox.ac.uk) Which will last approximately 30-45minutes.
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Appendix G.
Consent form.

Oxford Health

Rebecca Bird, Trainee Clinical Psychologist
University of Oxford
Rebecca Birdi@hme.ox.ac.uk
Participant identificaticn number: A123E

CONSENT FOREM

Evaluating the rate of correspondence between transplant recipients and donors
{donor families in the Oxford Transplant Centre (OTC).
Researcher:
Rebecca Bird (Trainee Clinical Psychologist): Rebecca Bird@hme. ox.ac uk,

Supervised by:
Or Susannah Jenner (Clinical Psychelogist), Susannah.Jenner@hme.ox.ac. uk
and Dr Lowise Hankingon (Clinical Psychologist), Louise Hankinsoni@ouh.nhs. uk

If you agree, please initial in the box next to the five statements:

1. | confirm that | have had the opportunity to consider the study information, ask
questions and have had these answered satisfactorily.

2. | understand that my padicipation is voluntary and that | am free to withdraw my
data up until the point of tfranscription without giving any reason, and without
repercussion.

3. lunderstand and give consent for the interview to be audio recorded.

4. | am happy for the researcher to email me with a hyperlink three months after
myy initial participation. The purpose of this is to answer two questions via an online
survey.

5. | agree to the use of anonymised guotes in the dissemination of the findings.

G. | agree to take part in this study.

Name of Parficipant Date Signature

Date: Signature

Consent form Version/Date: May 2022

Ewaluation of the Cormespondence Between Organ Recipient and Donors in the Cedfiord Transplant
Centre
Rebecca Bird (Rebeccs. Bird@bme.ox. so.wk) ‘Wersion 1

.1
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Interview schedule

Closed questions:

Question 1: How long have you worked in this role?

Question 2: How long have you worked in transplant altogether?

Question 3: On a scale of 1-5 to what extent does talking to an organ recipient about writing
to a donor/ donor family form an important part of your job role (1=not important at all, 5=
Extremely important)?

Question 4: On a scale of 1-5 how confident do you feel in holding conversations with organ
recipients about writing to a donor/donor family? (1=not at all confident, 5= Extremely

confident)?

Open questions:

Question 5: Can you tell me what you do currently, if anything, to raise the idea of writing a
letter to their donor family/donor?

Question 6: What has informed your current practice?

Question 7: What are your views on recipients writing a letter of thanks to donors/donor
families?

Question 8: To what extent do you think talking to an organ recipient about writing to a
donor family should form an important part of your job role?

Question 9: What are some of the things that get in the way of you talking to a transplant
recipient about writing to their donor/donor family?

Question 10: What are some of the things that are currently in place that support you in
talking to an organ recipient about writing to a donor family?

Question 11: What else do you think you or the wider service could do to encourage more

transplant recipients to write letters to their donors/donor families.
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Appendix |.

Lay summary.

Recipients of organ transplants are informed about writing to a donor/donor family, and this

is supported by NHS Blood and Transplant (NHSBT, n.d).

Aims: This service improvement project aimed to explore the current practice of talking with
recipients about writing to the donor/donor family and to gain an understanding of facilitators

and barriers with regards to this.

Strategy: Pre-transplant clinicians participated in a focus group and post-transplant clinicians
participated in individual interviews. Questions explored clinician confidence, current
practice of speaking with recipients about writing to donors, barriers, and the processes in

place to support this conversation.

Results: A reflective thematic analysis was conducted to identify the key themes. Overall,
most clinicians reported favourable attitudes to speaking to recipients about writing to a
donor/donor family but stated that it should be acknowledged that this is a personal choice.
The emotional heaviness of the conversation appeared an important factor especially if a
recipient had an avoidant coping style or were not recovering as they hoped, post-transplant.
It was noted that the purpose of the conversation may feel unclear to some clinicians, and this
impacted on the clinician emotionally and on their approach. The practicalities of holding this

conversation pre-transplant were also considered.

Recommendations: Several recommendations were derived from the data. One

recommendation was made for annual reflective meetings, facilitated by the team
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psychologist. This would allow the teams to explore and reflect on the purpose of the
conversation as well as the emotional impact of the conversation. Another recommendation
related to increasing recipient awareness of the possibility of letter writing (e.g., by

displaying a poster in the waiting room/ward).
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Appendix J.

Authors quidelines for Journal of Adoption and Fostering

2. Editorial policies
2.1 Peer review policy

SAGE does not permit the use of author-suggested (recommended) reviewers at any stage of
the submission process, be that through the web-based submission system or other
communication.

Reviewers should be experts in their fields and should be able to provide an objective
assessment of the manuscript. Our policy is that reviewers should not be assigned to a paper
if:

The reviewer is based at the same institution as any of the co-authors

The reviewer is based at the funding body of the paper

The author has recommended the reviewer

The reviewer has provided a personal (e.g. Gmail/Yahoo/Hotmail) email account and an
institutional email account cannot be found after performing a basic Google search (name,
department and institution).

2.2 Authorship

All parties who have made a substantive contribution to the article should be listed as authors.
Principal authorship, authorship order, and other publication credits should be based on the
relative scientific or professional contributions of the individuals involved, regardless of their
status. A student is usually listed as principal author on any multiple-authored publication
that substantially derives from the student’s dissertation or thesis.

2.3 Acknowledgements

All contributors who do not meet the criteria for authorship should be listed in an
Acknowledgements section. Examples of those who might be acknowledged include a person
who provided purely technical help, or a department chair who provided only general
support.

Please supply any personal acknowledgements separately to the main text to facilitate
anonymous peer review.

2.3.1 Third party submissions

Where an individual who is not listed as an author submits a manuscript on behalf of the
author(s), a statement must be included in the Acknowledgements section of the manuscript
and in the accompanying cover letter. The statements must:
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« Disclose this type of editorial assistance — including the individual’s name, company and
level of input

« Identify any entities that paid for this assistance

+ Confirm that the listed authors have authorized the submission of their manuscript via
third party and approved any statements or declarations, e.g. conflicting interests, funding,
etc.

Where appropriate, SAGE reserves the right to deny consideration to manuscripts submitted
by a third party rather than by the authors themselves.

2.4 Funding

Adoption & Fostering requires all authors to acknowledge their funding in a consistent
fashion under a separate heading. Please visit the Funding Acknowledgements page on the
SAGE Journal Author Gateway to confirm the format of the acknowledgment text in the
event of funding, or state that: This research received no specific grant from any funding
agency in the public, commercial, or not-for-profit sectors.

2.5 Declaration of conflicting interests

Adoption & Fostering encourages authors to include a declaration of any conflicting interests
and recommends you review the good practice guidelines on the SAGE Journal Author

Gateway.

For guidance on conflict of interest statements, please see the ICMJE recommendations here.
Back to top

3. Publishing Policies

3.1 Publication ethics

SAGE is committed to upholding the integrity of the academic record. We encourage authors

to refer to the Committee on Publication Ethics’ International Standards for Authors and view
the Publication Ethics page on the SAGE Author Gateway.

3.1.1 Plagiarism

Adoption & Fostering and SAGE take issues of copyright infringement, plagiarism or other
breaches of best practice in publication very seriously. We seek to protect the rights of our
authors and we always investigate claims of plagiarism or misuse of published articles.
Equally, we seek to protect the reputation of the journal against malpractice. Submitted
articles may be checked with duplication-checking software. Where an article, for example, is
found to have plagiarised other work or included third-party copyright material without
permission or with insufficient acknowledgement, or where the authorship of the article is
contested, we reserve the right to take action including, but not limited to: publishing an
erratum or corrigendum (correction); retracting the article; taking up the matter with the head
of department or dean of the author's institution and/or relevant academic bodies or societies;
or taking appropriate legal action.
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https://journals.sagepub.com/author-instructions/aaf#top
http://publicationethics.org/files/International%20standards_authors_for%20website_11_Nov_2011.pdf
https://www.sagepub.com/ethics-responsibility

3.1.2 Prior publication

If material has been previously published it is not generally acceptable for publication in a
SAGE journal. However, there are certain circumstances where previously published material
can be considered for publication. Please refer to the guidance on the SAGE Author

Gateway or if in doubt, contact the Editor at the address given below.

3.2 Contributor's publishing agreement

Before publication, SAGE requires the author as the rights holder to sign a Journal
Contributor’s Publishing Agreement. SAGE’s Journal Contributor’s Publishing Agreement is
an exclusive licence agreement which means that the author retains copyright in the work but
grants SAGE the sole and exclusive right and licence to publish for the full legal term of
copyright. Exceptions may exist where an assignment of copyright is required or preferred by
a proprietor other than SAGE. In this case copyright in the work will be assigned from the
author to the society. For more information please visit the SAGE Author Gateway.

3.3 Open access and author archiving

Adoption & Fostering offers optional open access publishing via the SAGE Choice
programme. For more information on Open Access publishing options at SAGE please

visit SAGE Open Access. For information on funding body compliance, and depositing your
article in repositories, please visit SAGE’s Author Archiving and Re-Use

Guidelines and Publishing Policies.

Back to top

4. Preparing your manuscript for submission
4.1 Formatting
The preferred format for your manuscript is Word. LaTeX files are also accepted. Word and

(La)Tex templates are available on the Manuscript Submission Guidelines page of our Author
Gateway.

4.2 Artwork, figures and other graphics

For guidance on the preparation of illustrations, pictures and graphs in electronic format,
please visit SAGE’s Manuscript Submission Guidelines.

Figures supplied in colour will appear in colour online regardless of whether or not these
illustrations are reproduced in colour in the printed version. For specifically requested colour
reproduction in print, you will receive information regarding the costs from SAGE after
receipt of your accepted article.

4.3 Supplementary material
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This journal is able to host additional materials online (e.g. datasets, podcasts, videos, images
etc) alongside the full-text of the article. For more information please refer to our guidelines
on submitting supplementary files.

4.4 Reference style

Adoption & Fostering adheres to the SAGE Harvard reference style. View the SAGE
Harvard guidelines to ensure your manuscript conforms to this reference style.

If you use EndNote to manage references, you can download the SAGE Harvard EndNote
output file.

4.5 English language editing services

Authors seeking assistance with English language editing, translation, or figure and
manuscript formatting to fit the journal’s specifications should consider using SAGE
Language Services. Visit SAGE Language Services on our Journal Author Gateway for
further information.
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Appendix K.

Ethical Approval for Theory Driven Research Paper CUREC 1

From: MSD Ethics <ethics@medsci.ox.ac.uk>

Sent: 07 December 2022 14:15

To: Rebecca Bird <rebecca.bird@hmc.ox.ac.uk>

Cc: Ciorsdan Anderson <ciorsdan.anderson@hmec.ox.ac.uk>

Subject: R84006/RE001: Coping with Trauma when Caring - Secondary traumatic stress in foster carers - Approval & Letter

Dear Rebecca,
Thank you for submitting the documentation for your proposed research study to MS IDREC for ethical review.

The study titled ‘Coping with Trauma when Caring — Secondary traumatic stress in foster carers’ has been granted ethical approval, under

reference R84006/REQ01, for a period of 18 months commencing today (7 December 2022).

Please find a formal letter of approval attached.

For our records, please send clean versions of all documents (comments removed and tracked-changes accepted), with the version numbers re-set
to 1.0 for each, and with the ethics approval reference inserted. Please also find attached your CUREC form, where | made a slight revision to the
recruitment text. When you clean up your documents, please can you send the recruitment material in its” own separate document - this helps

with the filing of your documents on our database system, for future reference.

Best wishes
Leah
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Appendix L.

Study poster

ol
AT

2 OXFORDSHIRE
WIS COUNTY COUNCIL

' Invitation to take part in research for foster carers

Coping with Trauma when Caring - Secondary L,
Traumatic Stress in Foster Carers OXFORD

What is this study about?
+ Secondary traumatic stress (ST$S) is the emotional state that is felt when
someone hears about the trauma experiences of another person.
+ Coping occurs in response to stress, there are many coping styles.

+ By taking part you will help us to develop our understanding of the relationship
between coping styles and STS in foster carers.

Who can participate?

+ As a foster carer you will have been exposed to written reports, stories told by
children and young people, social workers or fellow foster carers that have
traumatic content. We want to learn more about how this has affected you and
how you cope.

+ Current local authority or independent foster carers (sorry not kinship care).

Living in the UK.

+ Aged 18 years old and over.

*

What will taking part involve?

+ This is an online study; you will be asked to complete 5 electronic
questionnaires.

+ The questionnaires will ask about your experience as a foster carer, signs of
Secondary Traumatic Stress, coping styles, symptoms of anxiety and
depression.

+ This will take you approximately 20-30 minutes to complete.
+ Your participation is voluntary.

How to participate E E

+ If you wish to participate, click this link: https://rb gy/lashpk a
(Or copy and paste to your internet browser) o -
L

Scan the QR code to
take part

o=
0=
o=
ﬂ—

If you have any comments/questions or complaints, please contact the researcher directly:
Rebecca Bird (Main Researcher) at: Rebecca. Bird@hmec.ox ac.uk or a research supervisor:
Ciorsdan Anderson (Ciorsdan Anderson@hmc.ox ac.uk); Claire Holdaway

(Claire Holdaway@oxfordshire. gov.uk).

This study was approved by the University of Oxford’s, Central University Research Ethics Committee
(Ref: RE4006/REDOL).
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Appendix M.
Patient information sheet and consent form

UNIVERSITY OF

RD

Coping with Trauma when Caring — Secondary Traumatic Siress in Foster Carers.

CUREC App Ref R 001
General Information
This study aims fo d ic Stress (STS) in foster

of y Ti
carers. It is hoped that thls :ould inform the support pmwded fo better serve foster carer
needs.

We appreciate your interest in participating in this online survey. You are invited to
participate if you are a UK foster carer, 18 years and cver. Regretfully, if you are a Kinship
carer you are net able to particip in this study, b of your pre-existing relationship
with the young person you care for. Please read through this information before agreeing to
participate (if you wish to) by ficking the *yes’ boxes below.

You may ask any questions before deciding to take part by contacting the researcher (details
below).

her is Reb

The Principal R Bird, who is attached to the Oxford Institute of Clinical
Psychelogy Training and Research at the University of Oxford. This project is being

completed under the supervision of Dr Ciorsdan And (C Clinical Psychologist
and Dr Claire Holdaway (Chartered C. Clinical Psychelogist) in ion with
Cxfordshire County Council

ou will 1t ur d PP P, aq

n; youl
Traumatic Stress; Goping styles; symptnms of anxiety and depression. This should take 20-
30 minutes to complete.

Do [ have to take part?
Mo, your participation is voluntary. If you do decide fo take part, you may W|Ihdraw at any

pomt for any reason by closing your browser. Your resp are ¥
ence you have pressed ‘submit’ your respenses cannot be deleted.

How will my data be used?

We will not collect any data that could directly identify you. Your IP address will not be
stored. We will take all reasonable measures to ensure that data remain confidenfial.

Your responses will be stored inap ic file en Uni ity of Codord
secure servers and may be used i |n academlc publications and reporis for external
erganisations. All data will be retained for a minimum of 3 years after the public release of
the preject in line with Cxford Uni policy. All inf: tion will i fo the 2013 Data
Protection Act with respect to data collection, storage, and destruction.

Are there any poesmle dlsadvarltages from taking part?

If g the to you that you are either struggling with coping or
raises feelings about your role as a carer, we sfrongly encourage you fo discuss this with
your supervising social worker. If you do net feelable to do this, we would strongly
encourage you to contact your GP, Mind (0300 123 3393) or Samaritans (116123) to think
threugh what support you can access.

Who will have access to my data?

Only the research team will have access to your data. The results will be written up for a
dectoral thesis. You will find a summary of the results on Twitter:

https://mobile twitter.com/carer research & meonths after parficipating or by contacting the
research team (details below).

Who has reviewed this study?
This study was d by, and d ethics cl through, Ox ire County

Council and a subcommitiee of the University of Coxdord Central University Research Ethics
Committee (RE4006/REN01).

Who do | Contact if | have , or wish to

If you have concern about any aspect of this study, please speak to Rebecca Bird,
(Rebecca.Birdi@hme.ox.ac.uk) or their supenvisors, Dr Ciorsdan Anderson
(Ciersdan.Anderson@@thme.ox.ac.uk) and Dr Claire Holdaway

(Claire_ Holdaway @ Oxfordshire gov.uk) and we will do our best to answer your query. We
will acknowledge your concern within 10 working days and give you an indicafion of how it
will be dealt with. If you remain unhappy or wish to make a formal complaint, please contact
the Chair of the R h Ethics C ittee at the Uni ity of Oxford who will seek to
resolve the matter as soon as p le: Medical Sci Ints R h Ethics

C i Email: ethi iox.ac.uk; Address: R h Services, Unr ity of
Oxford, Boundary Brook House, Churchill Drive, Headington, Ouxdford OX3 7GB.

Please note that you may only participate in this survey if you are 18 years of age or over.

4.If you have read the information above and agree to participate with the understanding
that the data you submit will be processed accordingly, please tick the box below to start.
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Appendix N.

The Secondary Traumatic Stress Scale (STSS) for DSM-4 (Bride et al., 2004)

SECONDARY TRAUMATIC STRESS SCALE

The following is a list of statements made by persons who have been impacted by their work with traumatized
clients. Read cach statement then indicate how frequently the statement was true for you in the past seven (7)
days by circling the corresponding number next to the statement.

MOTE: “Clignt ™ iz wsed o indicate persons with wiom you have been engaged in a helping relationship. You
my suhsiinute another noun that better represents your work such as consumer, patiens, recipient, efc.

Never Barcly  Ocessionally  (dben Very Ofies
1. 1felt emotsonally mamb. ... 1 2 3 4 5
2. My heart started pounding when | thought about
v work with elients. ... ... 1 2 3 4 5
3. It seemed as if | was reliving the trauma(s) experienced
by my cliemis). ..o 1 2 3 4 5
4. Ihad trouble sleeping. ... 1 2 3 4 5
5. 1 fel discouraged about the future. ... 1 2 3 4 5
fi. Feminders of my work with clients upset me................ 1 2 3 4 3
7. 1 had litthe interest in being around others. ... 1 2 3 4 5
B Dl jumpy. 1 2 3 4 5
9. I'was less active thanwsual. ... 1 2 3 4 5
10. 1 thought about my work with clients when | dsdnt
LT T PRSP 1 2 3 5
11. 1'had trouble concentrating. .........oooveveeieiiiccieen, | 2 3 5
12. 1 avoided people, places, or things that reminded me
of my work wath clients. ... 1 2 3 4 5
13, ['had disturbing dresms abowt my work with clients......... 1 2 3 4 5
14. I'wanted to avoid working with some clients. .. ........_.... 1 2 3 4 5
15. Dwas casily annoyed. ... e e 1 2 3 4 5
16. Iexpected something bad to happen....._........._..... e 1 2 3 4 5
17. I noticed gaps in my memory about client sessions 1 2 3 4 5
L'l:l-p}'right & 1999 Brian E. Bride.
Intrusion Subscale (add items 2, 3, 6, 10, 13) Intrusion Score _
Avoidance Subscale (add items 1, 5, 7,9, 12, 14, 17) Avoidance Score
Arousal Subscale (add items 4, §, 11, 15, 16) Arousal Score B
TOTAL (add Intrusion, Arousal, and Avoidance Scores) Total Score B

Bride, B.E., Robinson, MR, Yegidis, B, & Figley, C.R. {2004). Development and validation of the Secondary Traumatic
Stress Scale, Research on Social Work Pracrice, 14, 27-35.
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10

11

12

13

14

15

16

21

24

Brief Coping Orientation to Problems Experienced (Brief COPE, Carver, 1997)

Appendix O.

| haven't been
doing this at all

A little bit

A medium amount

I've been doing
this a lot

I've been turning to work or other activities to take my
mind off things.

1

2

3

4

I've been concentrating my efforts on doing
something about the situation I'm in.

2

3

4

I've been saying to myself “this isn't real”.

I've been using alcohol or other drugs to make myself
feel better

I've been getiing emotional support from others.

I've been giving up trying to deal with it.

I've been taking action to fry to make the situation
better.

I've been refusing to believe that it has happened.

I've been saying things to let my unpleasant feelings
escape.

I've been getting help and advice from other people.

I've been using alcohol or other drugs to help me get
through it.

I've been trying to see it in a different light, to make it
seem more positive.

I've been criticizing myself.

I've been trying to come up with a strategy about what
to do.

I've been getting comfort and understanding from
BOMEDNE.

I've been giving up the atternpt to cope.

I've been looking for something good in what is
happening.

I've been making jokes about it.

I've been doing somathing Lo think aboul it less, such as
going to movies, walching TV, reading, daydreaming.
sleaping, or shapping.

I've been accepting the reality of the fact that it has
happened.

I've been expressing my negative feelings.

I've been trying to find comfort in my religion or
spiritual beliefs.

I've been trying to get advice or help from other
pecple about what to do.

I've been leaming to live with it.

I've been thinking hard about what steps to take.

I've been blaming myself for things that happened

I've been praying or meditating

I've been making fun of the situation.
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Appendix P.
GAD-7 and PHO-8

GAD-7 Anxiety

Over the last two weeks, how often have you
been bothered by the following problems?

Not
at all

Several
days

More
than half
the days

Nearly
every
day

1.

Feeling nervous, anxious, or on edge

2

2.

Not being able to stop or control worrying

2

Worrying too much about different things

Trouble relaxing

Being so restless that it is hard to sit still

Becoming easily annoyed or irritable

0

1

Feeling afraid, as if something awful
might happen

0

1

Patient Health Questionnaire -8 (PHQ-8)

Name:

Date of Birth:

Over the last 2 weeks, how often have

you been bothered by any of the
following problems?

Not at all

Today’s Date:

1.

Little interest or pleasure in doing
things

Several
days

(]

More
than half

the days

L

L

Nearly
every day

Feeling down, depressed, irritable
or hopeless

Trouble falling or staying asleep, or
sleeping too much

O

O

O

Feeling tired or having little energy

Poor appetite or overeating

Feeling bad about yourself — or
that you are a failure or have let
yourself or your family down

Trouble concentrating on things,
such as school work, reading or
watching television

Moving or speaking so slowly that
other people could have noticed?
Or the opposite — being so fidgety
or restless that you have been
moving around a lot more than
usual
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Appendix Q.

Demographic questions

65. To which gender identity do you rost identify? *
() Fomake
) sk

() Proter insek idenitty

O

Peeder not 1o sy

6. Mleaze self-identify your gender in the box below *

Sl Ol e

&7 What is your ethnic group? *

This i a 2 pam question, chooss onie aption that best desenibes your eEhni group of Background
l:.'l ‘Wit

Mized Multiple athric groups
AslanAian Sritish

Slacks African Carbdan,Shick Srittsh

o O O O

Orthar ethnic groop

58, What iz your ethnicity? *
l::l White Englich/MelshyScottish/Mormhern Irish/Seitish
() st s

() white Gypsy or Insh Trawedlen

O

Any other White backgeound
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52, What iz your sthnicinT ¢
() wihite and Black Aftican
() white 2nd Black Canbboan
() white and &skan

{7} any cther MimdMukipie eshnic hadkground plase describe

T What is your ethniciy? *

O!‘rﬂm

[} any other Asizn background plaszs describe

T1. What i your sthnicinT *
() atvican

{) casisbean

[} any other Black/&tican Caribbesn backgroend, please describe

T2 What is your etanicis?
() anb

O Ay ofhier ethmic group, phease describa

T3. Fleaze state your ethnic group ™

ENiGs pour ansacs
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T4, ‘Wt is your rmantal status? *

() singie

TE. ‘What is your age? *
18 24
25 34
35 44

45 =4

000000

Th. What is the highest level of education you have completed? =
[:] Frimany school
[} sacondary schoal jup o 15 years)
Highar of secondary of further education (& hewaks, BTEC, o)
Colkagi o univirsity

Fosl graduans dognes

0 0O O

Freeder not 1o sy

T7. Which type of foster carer describes you best? *

D Lol authoriny

D nodepandent fosnaning agency

[:]nlha'
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T8. How many pecple live in your home? *

vt JOAr s

T9. How mary foster children hawe you cared for over the years (provide total estimate)? *

ErTies POl SNseT

B0. How mary years of experience do you have a5 3 foster carer? Please round up to 3 full year. *

TG WO S

B1. Howr many foster children do you ourrently care for? *

vt JOAr s
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Appendix R.
Signposting information

If answering the questionnaires highlights to you that you are either struggling with coping or
raises feelings about your role as a carer, we strongly encourage you to discuss this with your
supervising social worker. If you do not feelable to do this, we would strongly encourage you

to contact your GP, Mind (0300 123 3393) or Samaritans (116123) to think through what

support you can access.
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Appendix S.
G*power calculation

P G*Power 3.1.94 — <
File Edit View Tests Calculator Help

Central and noncentral distributions  Protocol of power analyses 1

critical F= 3.91755%

0.6
0.4
f
0.2 |
1 -__Zﬂ_______ 1
Oh.‘—.k\ I : —-—-—..____I__'.___-____
0 5 10 15 20
Test family Statistical test
F tests e ANCOWVA: Fixed effects, main effects and interactions £

Type of power analysis

A priori: Compute required sample size - given o, power, and effect size Ed

Input Parameters QOutput Parameters
Determine == Effect size f 0.25 Noncentrality parameter & 8.0000000
ot err prob 0.05 Critical F 3.9175498
Power (1-p err prob) 0.80 Denominator df 124
MNumerator df 1 Total sample size 128
Number of groups 2 Actual power 0.8013621

Number of covariates 2

X-Y plot for a range of values Calculate
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Appendix T.
Analysis data

ANCOVA output for emotion-focused coping.

Tests of Between-Subjects Effects
Dependent Variable: E_12

Type 11l Sum Mean Partial Eta
Source of Squares df Square F Sig. Squared
Corrected 8.2322 2 4116  6.024 .003 .085
Model
Intercept 369.564 1 369.564 540.802 <.001 .807
phg_total 2.310 1 2.310 3.381 .068 026
STS total 1 1.084 1 1.084  1.586 210 012
Error 88.154 129 .683
Total 1339.000 132
Corrected 96.386 131
Total

a. R Squared = .085 (Adjusted R Squared = .071)

Estimates

Dependent Variable: E_12

95% Confidence Interval
STS total 1 Mean Std. Error Lower Bound Upper Bound
high 3.1652 105 2.957 3.374
low 2.9362 127 2.685 3.188
a. Covariates appearing in the model are evaluated at the following
values: phg_total = 7.2197.

Report
E 12
STS total 1 Mean N Std. Deviation
high 3.25000 76 .802081
low 2.82143 56 .876089
Total 3.06818 132 857773
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ANCOVA output for problem-focused coping.

Tests of Between-Subjects Effects

Dependent Variable: P_8

Type 1 Sum Partial Eta
Source of Squares df Mean Square F Sig. Squared
Corrected 3.506? 2 1.753 3.606 .030 .053
Model
Intercept 343.292 1 343.292 706.200 <.001 .846
phg_total 235 1 235 484 488 .004
STS total 1 3.026 1 3.026 6.224 014 .046
Error 62.708 129 486
Total 1040.547 132
Corrected Total 66.214 131

a. R Squared = .053 (Adjusted R Squared = .038)

Estimates

Dependent Variable: P_8

95% Confidence Interval

STS total 1 Mean Std. Error Lower Bound Upper Bound
high 2.879% .089 2.703 3.055
low 2.4972 107 2.285 2.709

a. Covariates appearing in the model are evaluated at the following

values: phq_total = 7.2197.

Report
P_8
STS total 1 Mean N Std. Deviation
high 2.8520 76 .61329
low 2.5335 56 .79469
Total 2.7169 132 .71095
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ANCOVA output for Avoidant coping.

Tests of Between-Subjects Effects
Dependent Variable: A 8

Type 111 Sum Partial Eta
Source of Squares df Mean Square F Sig. Squared
Corrected 22.5402 2 11.270  26.089 <.001 .288
Model
Intercept 141.490 1 141,490 327.541 <.001 717
phg_total 7.446 1 7.446  17.237 <.001 118
STS total 1 2.194 1 2.194 5.080 .026 .038
Error 55.725 129 432
Total 685.000 132
Corrected Total 78.265 131
a. R Squared = .288 (Adjusted R Squared = .277)
Estimates

Dependent Variable: A_8

95% Confidence Interval
STS total 1 Mean Std. Error Lower Bound Upper Bound
high 2.2822 .084 2.116 2.448
low 1.957% 101 1.757 2.156

Covariates appearing in the model are evaluated at the following values:
phg_total = 7.2197.

Report
A 8
STS total 1 Mean N Std. Deviation
high 2.4342 76 75429
low 1.7500 56 .61051
Total 2.1439 132 77294
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ANCOVA- Active coping facet
Tests of Between-Subjects Effects
Dependent Variable: neg_active

Type 11 Sum Partial Eta
Source of Squares df Mean Square F Sig. Squared
Corrected 1562 2 .078 2.279 107 .034
Model
Intercept 3.367 1 3.367  98.139 <.001 432
phg_total .070 1 .070 2.027 157 .015
STS 155 1 155 4.522 .035 .034
Error 4.425 129 .034
Total 16.461 132
Corrected Total 4.582 131
a. R Squared = .034 (Adjusted R Squared = .019)
STS

Dependent Variable: neg_active
95% Confidence Interval

STS Mean Std. Error Lower Bound Upper Bound
High 2632 .024 217 310
Low .350% .028 294 406

a. Covariates appearing in the model are evaluated at the
following values: phq_total = 7.2197.

Report
Active_coping
STS N Median Mean  Std. Deviation
High 76 3.0000 2.9474 .76846
Low 56 2.7500 2.6607 .94440
Total 132 3.0000 2.8258 .85602
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ANCOVA- Planning facet

Tests of Between-Subjects Effects
Dependent Variable: neg_planning

Type 11 Sum Partial Eta
Source of Squares df Mean Square F Sig. Squared
Corrected 2902 2 .145 3.924 .022 .057
Model
Intercept 3.702 1 3.702 100.009 <.001 437
phg_total .030 1 .030 .820 .367 .006
STS .093 1 .093 2.505 116 .019
Error 4.775 129 .037
Total 13.854 132
Corrected Total 5.066 131

a. R Squared = .057 (Adjusted R Squared = .043)

STS
Dependent Variable: neg_planning
95% Confidence Interval

STS Mean Std. Error Lower Bound Upper Bound
High 2302 .025 181 278
Low 2972 .030 .238 .355

a. Covariates appearing in the model are evaluated at the
following values: phg_total = 7.2197.

Report
Planning
STS N Median Mean  Std. Deviation
High 76 3.0000 3.1842 .76960
Low 56 3.0000 2.7500 .96295
Total 132 3.0000 3.0000 .88023
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ANCOVA Self-blame facet

Tests of Between-Subjects Effects

Dependent Variable: pos_self blame

Type Il
Sum of Mean Partial Eta
Source Squares df Square F Sig. Squared
Corrected 1.7812 2 890 32.153 <.001 333
Model
Intercept 1.531 1 1.531 55.289 <.001 .300
phg_total .685 1 685 24.729 <.001 161
STS 118 1 118 4.273 041 .032
Error 3.572 129 .028
Total 16.964 132
Corrected 5.353 131
Total
a. R Squared = .333 (Adjusted R Squared = .322)
STS
Dependent Variable: pos_self blame
95% Confidence Interval
Std. Lower Upper

STS Mean Error Bound Bound
High 3292 021 287 371
Low 2532 026 202 .304
a. Covariates appearing in the model are evaluated at
the following values: phq_total = 7.2197.

Report
self Blame
STS N Median Mean  Std. Deviation
High 76 2.5000 2.5789 97997
Low 56 1.5000 1.6696 64157
Total 132 2.0000 2.1932 96236
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ANCOVA output for positive reframing

Tests of Between-Subjects Effects

Dependent Variable: Positive_Reframing

Type 11l Sum Mean Partial Eta
Source of Squares df Square F Sig. Squared
Corrected 1.3542 2 677 .829 439 013
Model
Intercept 280.089 1 280.089 342.971 <.001 127
phg_total 277 1 277 339 .562 .003
STS 1.314 1 1.314 1.609 .207 012
Error 105.349 129 817
Total 889.750 132
Corrected 106.703 131
Total

R Squared = .013 (Adjusted R Squared = -.003)

STS

Dependent Variable: Positive_Reframing
95% Confidence Interval

STS Mean Std. Error  Lower Bound Upper Bound
High 2.5422 115 2.314 2.771
Low 2.291° 139 2.016 2.565

a. Covariates appearing in the model are evaluated at the
following values: phq_total = 7.2197.

Report
Positive_Reframing
STS N Median Mean Std. Deviation
High 76 2.5000 2.5132 .85234
Low 56 2.0000 2.3304 .96426
Total 132 2.5000 2.4356 90251
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ANCOVA output for Humour

Tests of Between-Subjects Effects

Dependent Variable: Humour

Type 11

Sum of Mean Partial Eta
Source Squares df Square F Sig. Squared
Corrected 4.663? 2 2,331 2.617 077 .039
Model
Intercept 139.585 1 139.585 156.709 <.001 548
phg_total 1.114 1 1.114 1.251 .266 .010
STS 772 1 172 .866 354 .007
Error 114.903 129 .891
Total 598.750 132
Corrected 119.566 131
Total

a. R Squared = .039 (Adjusted R Squared = .024)

Report
Humour
STS N Median Mean  Std. Deviation
High 76 2.0000 2.0461 93516
Low 56 1.2500 1.7143 95754
Total 132 1.5000 1.9053 .95536

STS

Dependent Variable: Humour

95% Confidence Interval

STS Mean Std. Error  Lower Bound = Upper Bound
High 1.9872 120 1.749 2.225
Low 1.7942 145 1.507 2.081

a. Covariates appearing in the model are evaluated at the
following values: phq_total = 7.2197.
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ANCOVA output for acceptance

Tests of Between-Subjects Effects
Dependent Variable: Acceptance

Type Il

Sum of Mean Partial Eta
Source Squares df Square F Sig. Squared
Corrected 1.085? 2 542 .862 425 .013
Model
Intercept 346.356 1  346.356 550.173 <.001 810
phq_total 1.081 1 1.081 1.717 192 .013
STS 453 1 453 .720 .398 .006
Error 81.211 129 .630
Total 1182.000 132
Corrected 82.295 131
Total

a. R Squared = .013 (Adjusted R Squared = -.002)

STS
Dependent Variable: Acceptance
95% Confidence Interval

STS Mean Std. Error  Lower Bound = Upper Bound
High 2.824% 101 2.623 3.024
Low 2.9722 122 2.730 3.213

a. Covariates appearing in the model are evaluated at the
following values: phg_total = 7.2197.

Report
Acceptance
STS N Median Mean Std. Deviation
High 76 3.0000 2.8816 .70649
Low 56 3.0000 2.8929 .90310
Total 132 3.0000 2.8864 .79260
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ANCOVA output for religion

Tests of Between-Subjects Effects

Dependent Variable: Religion

Type 1 Sum Partial Eta
Source of Squares df Mean Square F Sig. Squared
Corrected 4252 2 212 215 .807 .003
Model
Intercept 125.798 1 125.798 127.068 <.001 496
phq_total .005 1 .005 .005 .946 .000
STS 230 1 230 232 .631 .002
Error 127.711 129 .990
Total 501.500 132
Corrected Total 128.136 131
a. R Squared = .003 (Adjusted R Squared = -.012)
STS
Dependent Variable: Religion
95% Confidence Interval
STS Mean Std. Error  Lower Bound Upper Bound
High 1.7272 127 1.475 1.978
Low 1.621° 153 1.319 1.923

a. Covariates appearing in the model are evaluated at the
following values: phq_total = 7.2197.

Report
Religion
STS N Median Mean Std. Deviation
High 76 1.2500 1.7303 .92535
Low 56 1.0000 1.6161 1.07446
Total 132 1.0000 1.6818 .98901

ANCOVA output for planning
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Tests of Between-Subjects Effects
Dependent Variable: neg_planning

Type Il

Sum of Mean Partial Eta
Source Squares df Square F Sig. Squared
Corrected 2902 2 145 3.924 .022 .057
Model
Intercept 3.702 1 3.702 100.009 <.001 437
phg_total .030 1 .030 .820 .367 .006
STS .093 1 093  2.505 116 .019
Error 4.775 129 .037
Total 13.854 132
Corrected 5.066 131
Total

STS

Dependent Variable: neg_planning
95% Confidence Interval

STS Mean Std. Error Lower Bound Upper Bound
High 2302 .025 181 278
Low 2972 .030 238 355

a. Covariates appearing in the model are evaluated at the
following values: phq_total = 7.2197.

Report
Planning
STS N Median Mean Std. Deviation
High 76 3.0000 3.1842 .76960
Low 56 3.0000 2.7500 .96295
Total 132 3.0000 3.0000 .88023

ANCOVA for self-distraction

Tests of Between-Subjects Effects
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Dependent Variable: Self distraction

Type Il

Sum of Mean Partial Eta
Source Squares df Square F Sig. Squared
Corrected 20.278% 2 10.139 19.833 <.001
Model

.235

Intercept 231.345 1  231.345 452525 <.001 778
phq_total 3.807 1 3.807 7.446 .055
STS 4.349 1 4349  8.507 .062
Error 65.949 129 511
Total 941.500 132
Corrected 86.227 131
Total

a. R Squared = .235 (Adjusted R Squared = .223)

STS
Dependent Variable: Self_distraction
95% Confidence Interval

STS Mean Std. Error  Lower Bound Upper Bound
High 2.740? .091 2.559 2.920
Low 2.282° 110 2.064 2.499

a. Covariates appearing in the model are evaluated at the
following values: phq_total = 7.2197.

Report
Self_distraction
STS N Median Mean Std. Deviation
High 76 3.0000 2.8487 .69292
Low 56 2.0000 2.1339 .78330
Total 132 2.5000 2.5455 81131

ANCOVA for emotional support

Tests of Between-Subjects Effects
Dependent Variable: Emotional_support
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Type 1 Sum Mean Partial Eta
Source of Squares df Square F Sig. Squared
Corrected 4.5252 2 2.263  3.444 .035 .051
Model
Intercept 341.257 1 341.257 519496  <.001 .801
phq_total 1.066 1 1.066 1.623 .205 .012
STS 4.444 1 4.444 6.765 .010 .050
Error 84.740 129 .657
Total 1012.000 132
Corrected 89.265 131
Total

a. R Squared = .051 (Adjusted R Squared = .036)

STS
Dependent Variable: Emotional_support
95% Confidence Interval

STS Mean Std. Error Lower Bound Upper Bound
High 2.840? .103 2.636 3.045
Low 2.377° 124 2.131 2.623

a. Covariates appearing in the model are evaluated at the
following values: phq_total = 7.2197.

Report
Emotional_support
STS N Median Mean  Std. Deviation
High 76 3.0000 2.7829 .86539
Low 56 2.5000 2.4554 .73408
Total 132 2.5000 2.6439 .82548

ANCOVA for use of informational support

Tests of Between-Subjects Effects
Dependent Variable: Use_of_informational_support
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Type 11

Sum of Mean Partial Eta
Source Squares df Square F Sig. Squared
Corrected 5.149? 2 2575  3.429 .035 .050
Model
Intercept 325.870 1 325.870 433.974 <.001 171
phg_total 128 1 128 970 327 .007
STS 4.820 1 4820 6.419 012 .047
Error 96.866 129 751
Total 998.500 132
Corrected 102.015 131
Total

R Squared = .050 (Adjusted R Squared = .036)

STS
Dependent Variable: Use_of_informational_support
95% Confidence Interval

STS Mean Std. Error  Lower Bound Upper Bound
High 2.811° 111 2.592 3.029
Low 2.328? 133 2.065 2.592

a. Covariates appearing in the model are evaluated at the
following values: phq_total = 7.2197.

Report
Use_of_informational_support
STS N Median Mean  Std. Deviation
High 76 3.0000 2.7632 .85819
Low 56 2.0000 2.3929 87757
Total 132 2.5000 2.6061 .88246

ANCOVA for use of venting

Tests of Between-Subjects Effects
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Dependent Variable: Venting

Type Il

Sum of Mean Partial Eta
Source Squares df Square F Sig. Squared
Corrected 9.3822 2 4691 10.832 <.001 144
Model
Intercept 160.356 1 160.356 370.276  <.001 42
phg_total 2.047 1 2.047 4.726 .032 .035
STS 1.729 1 1.729  3.992 .048 .030
Error 55.866 129 433
Total 640.250 132
Corrected 65.248 131
Total

a. R Squared = .144 (Adjusted R Squared = .131)

STS
Dependent Variable: Venting
95% Confidence Interval

STS Mean Std. Error Lower Bound Upper Bound
High 2.210? .084 2.044 2.376
Low 1.921° 101 1.721 2.121

a. Covariates appearing in the model are evaluated at the
following values: phq_total = 7.2197.

Report

Venting

STS N Median Mean Std. Deviation
High 76 2.5000 2.2895 .68927
Low 56 2.0000 1.8125 .63649
Total 132 2.0000 2.0871 .70575

Mann-Whitney U output for substance use

Ranks
STS N Mean Rank Sum of Ranks
Unstandardized Residual  High 76 84.01 6385.00
Low 56 42.73 2393.00
Total 132
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Test Statistics?

Unstandardized

Residual
Mann-Whitney U 797.000
Wilcoxon W 2393.000
Z -6.143
Asymp. Sig. (2-tailed) <.001
a. Grouping Variable: STS
Report
Substance_use
STS N Median Mean
High 76 1.0000 1.3553
Low 56 1.0000 1.0714
Total 132 1.0000 1.2348

Mann-Whitney U output for behavioural disengagement

Test Statistics?
Unstandardized
Residual
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Mann-Whitney U
Wilcoxon W

z

Asymp. Sig. (2-tailed)

1135.500
2731.500

a. Grouping Variable: STS
Ranks

STS N Mean Rank = Sum of Ranks
Unstandardized Residual  High 76 79.56 6046.50
Low 56 48.78 2731.50
Total 132
Report
Behavioural_disengagement
STS N Median Mean
High 76 1.5000 1.7829
Low 56 1.0000 1.1161
Total 132 1.0000 1.5000

Mann-Whitney U output for denial
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Ranks

STS N Mean Rank = Sum of Ranks
Unstandardized Residual  High 76 84.32 6408.00
Low 56 42.32 2370.00
Total 132
Test Statistics?
Unstandardized
Residual
Mann-Whitney U 774.000
Wilcoxon W 2370.000
Z -6.240
Asymp. Sig. (2-tailed) <.001
a. Grouping Variable: STS
Report
Denial
STS N Median Mean
High 76 1.5000 1.6842
Low 56 1.0000 1.2679
Total 132 1.0000 1.5076
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