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SECTION 1

Thesis Abstract

This thesis explores the development and adaptation of Compassion Focused Therapy

(CFT) groups for adults with Intellectual Disabilities (ID).

A narrative systematic review of the literature focused on how shame and shame-
based processes may play a significant role in the development and maintenance of
psychological distress in adults with ID. The review identified 17 relevant studies that
had investigated shame in some form. Findings indicated that adults with mild to
moderate ID appear to experience both external and internal shame, and that this was
associated with elevated levels of psychological distress. However, the scope of the
review was limited by the fact that many studies were cross-sectional in nature, and
that very little research involved clinical populations. The review concluded by
attempting to synthesise the current available research into an explanatory
biopsychosocial model of how shame develops in adults with ID, and recommending
the development of compassion-focused interventions that might alleviate shame in

this population.

The empirical study utilised a mixed methods design to investigate the feasibility and
acceptability of adapting group CFT for adults with mild ID. Six participants completed
session-by-session feasibility and acceptability measures, attended focus groups, and
completed pre and post-intervention measures of self-compassion, psychological
distress, and social comparison. Focus groups were analysed using thematic analysis,

identifying four main themes: (1) motivations for attending; (2) direct group



experiences; (3) difficulties in being self-compassionate; and (4) positive emotional
changes. Significant increases in overall self-compassion, and significant reductions in
self-criticism and unfavourable social comparison, were found. Results indicate that
CFT can be feasibly adapted for adults with ID, and is experienced as a helpful
intervention. Some issues remain surrounding level of understanding of some
conceptual aspects of CFT, and whether this is relevant to outcomes. Implications for

future research and clinical practice are further explored.
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http://www.endnote.com/support/enstyles.asp
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Abstract

Background: The role of shame in the development and
maintenance of psychological distress in adults with mild to
moderate Intellectual Disabilities (ID) has been relatively
under-researched. This paper provides a review of diverse
current research that has implicitly or explicitly investigated

shame processes in this population in some form.

Methods: A narrative systematic review of the literature was
undertaken. An electronic search of four databases identified

17 studies that met the eligibility criteria.

Results: Findings indicate that individuals with mild to
moderate ID experience both external and internal shame,
which appears to be related to increased psychological
distress. Experiences of being shamed may significantly
negatively impact on self-to-self relating, processes of social

comparison, subsequent self-worth and emotional well-being.

Conclusion: Shame may well be a significant contributory

factor in the development and maintenance of psychological
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distress and subsequent mental health issues in some adults

with mild to moderate ID.

Keywords: intellectual disability, self-criticism, shame, social

comparison, stigma

Introduction

It is well-documented in the scientific literature that
individuals with Intellectual Disabilities (ID) historically have
and continue to be subjected to experiences of
stigma/stigmatisation, which can significantly impact on their
psychological and emotional well-being (Ali et al., 2012;
Ditchman et al.,, 2013; Werner et al., 2015). Much of the
stigma research has focused on attitudes and beliefs towards
people with ID, and/or the experiences of significant others
(e.g. family members) from being associated with someone
with ID, otherwise known as courtesy stigma. However,
somewhat surprisingly, there appears to be relatively little
research examining the impact of such stigmatising
experiences on individuals with ID from a first-person
perspective (Beart et al., 2005), or explanatory models that
provide a comprehensive understanding of stigma processes

for this population (Ditchman et al., 2013). Accordingly, there
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appears to be scant research that explicitly makes reference to

or examines shame in people with ID.

Defining shame and shame-based processes

Shame is a powerful, painful self-conscious affect
characterised by feeling inferior, undesirable, defective,
worthless, powerless and exposed (Gilbert, 1998; Lewis, 1992;
Tangney & Fischer, 1995). Some authors have tended to focus
on shame as a self-focused, self-evaluative experience of the
entire self as being defective or inadequate in some way
(Tangney & Dearing, 2002). However, shame typically begins in
the eyes of the other, or more specifically how we feel we
exist in the minds of others (Gilbert, 1998, 2003). Shaming
experiences are analogous to stigma, in that this involves the
experience of being socially criticised, rejected, excluded,

isolated, humiliated, denigrated, and subordinated by others.

Gilbert (2003) suggests that, from an evolutionary perspective,
shame is related to the competitive dynamics of life and the
need to prove oneself acceptable/desirable to others. Shame
may be part of an evolved (social) threat detection system that
alerts us to the possibility that we are existing negatively

and/or not eliciting enough positive feelings in the minds of
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others, feeling exposed, and vulnerable to attack, punishment,
marginalisation, rejection, ostracism, and exclusion (Gilbert,
2014). Shame thus signals a threat to the social bond (Scheff,
2000), given that acceptance and belonging is crucial to the
survival and well-being of all mammals (Baumeister & Leary,
1995). This typically results in the activation and development
of defensive self-protective strategies/responses, such as
social anxiety and depression (Gilbert, 2000), to protect
oneself from further experiences of shame and/or complete
social rejection. Other conceptualisations, whilst agreeing that
shame reflects a concern with the threatened self, have
attempted to link shame to more positively-oriented
approach-related motivations and behaviours than defensive

ones (De Hooge et al., 2009).

Shame typically involves two key components:

(1) External shame, which refers to how others see the self, or
how we exist in the minds of others (Gilbert, 1997, 1998).
External shame arises primarily out of the experiencing of
shaming by others on the self (Gilbert, 1998, 2003).
Attentional focus is on the (mind of) other, believing that
others view the self negatively, leading to feelings of being

rejected and/or feeling vulnerable to attacks from others. This
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dimension of shame relates to stigma consciousness and

awareness/perception (Pinel, 1999);

(2) Internal shame, which refers to how one exists in one’s
own mind and how one exists for others, where the
attentional focus is on the self, and how the self judges and
feels about the self (Gilbert, 1998, 2003). Internal shame is
thus related to negative self-evaluative processes (such as self-
criticism, self-devaluation, and negative social comparisons)
and self-directed affects (e.g. self-directed anger and
contempt, self-hate, self-disgust), and the self is experienced
as unattractive, inadequate, bad, or flawed (Gilbert, 1998).
This can also be conceptualised as the internalisation of shame
(Gilbert, 2003), which is analogous to internalised stigma or
self-stigma (Ali et al., 2012). Evolutionary-speaking, such self-
evaluative processes are self-protective/defensive and
submissive strategies to limit the social damage (e.g. further
attacks and/or complete rejection) from social threats (Gilbert,

2000).

Thus, shame relates to existing negatively in the minds of
others, but also existing negatively in our own minds. External
and internal shame are highly correlated and are often fused
together (Lewis, 2003). However, it is also possible to

experience these two aspects completely separately. For
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example, one can feel okay within oneself and not personally
ashamed by one’s own behaviour, whilst knowing that others
find oneself or behaviours shameful. Therefore, internal and
external shame are highly related, over-lapping but separate

constructs.

When contrasting stigma and shame, stigma relates to the
social dimension of shame. Specifically, the process of
stigmatisation is where individuals are globally devalued and
marginalised by others because they are deemed to hold
attributes, characteristics or values that deviate from the
dominant cultural/societal norms (Kurzban & Leary, 2001).
This relates to Goffman’s (1963) idea of stigma as a ‘spoiled
identity’, where there is a global attribution about the whole
self as being bad and defined by that stigma. Stigma is thus a

cause of shame (Lewis, 1998).

Shame also differs from guilt, in that both involve different
motivations, attentional focus, functions, and behaviours
(Gilbert, 2003; Kim et al., 2011). Guilt typically involves a focus
on the hurt caused to the other, one’s behaviour (rather than
the ‘whole self’), feelings of sadness/sorrow/remorse, and a

desire to repair or make amends.

The role of shame and shame-based processes (e.g. self-

criticism) in the development and maintenance of
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psychological distress and mental health issues in adults is
now increasingly acknowledged (Kim et al., 2011; Scheel et al.,
2014; Kannan & Levitt; 2013). However, shame has received
little explicit attention in the psychological literature in regards
to adults with ID, other than in relation to the concept of
secondary handicap (Sinason, 1992). Secondary handicap has
been conceptualised as how a primary handicap (i.e. having
ID) is compounded by defensive exaggerations of one’s initial
disability (i.e. the secondary handicap), where awareness of
difference arising from others reactions or one’s own mind
leads to defensive responses as a way of coping (Jones et al.,

2008).

Purpose of review

This paper will attempt to review whether and how shame
(and shame-based process) may significantly contribute to the
development and maintenance of psychological distress and
mental health problems in adults with mild to moderate
Intellectual Disabilities (ID). This will encompass a narrative
review of related research that includes the experience of
stigma (and its internalisation), socio-cognitive shame

processes such as social comparisons and self-evaluative
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threat, and the impact of shame/stigma on the self (in terms

of self-concept and self-esteem).

To our knowledge, there are no narrative or systematic
reviews relating explicitly to the concept of shame and shame-
based processes in individuals with mild to moderate ID. Only
one systematic review has been conducted that reviewed
studies examining self-stigma in people with ID (Ali et al.,
2012), and one narrative review of the literature around
stigma and social identity from the perspective of individuals
with ID (Beart et al., 2005). This review will attempt to update,
complement and expand on these reviews by locating and re-
conceptualising stigma through the lens and concept of
shame. Accordingly, this review will attempt to synthesise
relevant research into an overarching theoretical framework
of how and why shame may contribute to psychological
distress and subsequent mental health issues in people with

ID.

The specific aims of this review are to:

(1) Evaluate how effectively research has identified and
investigated the impact of external shame experiences

on levels of psychological distress in adults with ID;
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(2) Evaluate how effectively research has identified and
investigated whether adults with ID experience internal
shame, and/or engage in shame-related processes such
as self-criticism, negative self-evaluations and social
comparisons, and the level of impact this has on

psychological distress;

(3) Identify what further research may need to be done to
more thoroughly investigate the role of shame (and its
amelioration) in the development and maintenance of

psychological distress in this population.

Method

Inclusion and Exclusion Criteria

Specific inclusion criteria for the review included the following:

e Primary research investigating shame and shame-
based processes (e.g. stigma, social comparison, self-
criticism, self-evaluation) from the perspective of
adults with mild to moderate ID

e C(linical and non-clinical populations

e Quantitative and qualitative methodologies
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e Had to include more than 10 participants (to ensure
some degree of methodological quality and

generalisability)

Specific exclusion criteria included the following:

e Studies examining the attitudes of other groups
towards people with ID

e Studies that specifically examined courtesy and affiliate
stigma (e.g. family/carers’ experience of stigma by
association)

e Studies not specifically referring to ID (i.e. general
disability, physical disability)

e Studies with child populations (as focus is adults with

ID)

Search Strategy

Studies were identified by searching four online databases:
Web of Science, ScienceDirect, Psycinfo, and ERIC (Proquest).
Searches were conducted between the time period of
December 2015 to February 2016. The search terms
“intellectual disability OR learning disability” (using OR as the
Boolean operator) were combined with (using AND as the

4 o“

Boolean operator) “shame OR stigma”, “self-criticism OR self-
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blame”, “social comparison OR self-evaluation”. These
searches were limited to titles, abstracts, and keywords only.
This initially resulted in the identification of 1019 papers,
leaving 736 after duplicates were removed. Subsequently,
titles and abstracts of all identified articles were carefully
screened and reviewed for their relevance/applicability, and
those that were not deemed relevant were removed from the

list.

Additionally, reference lists of all included studies were
searched to identify further potentially relevant studies for
inclusion. The process for study selection is illustrated in detail
in Figure 1 (see Appendix 2), in accordance with PRISMA
guidelines (Preferred Reporting Items for Systematic Reviews

and Meta-analyses; Moher et al., 2015).

Figure 1 [INSERT HERE]

Quality Assessment

Given that the identified studies tended to be of
mixed/heterogeneous methodologies, the STROBE checklist(s)
(Von Elm et al., 2014) were used as an assessment and

checklist of study quality for cross-sectional and case-control
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studies, whilst the CASP tool (Public Health Resource Unit, 2006)
was utilised for the appraisal and assessment of any

qualitative studies.

Results

Overview of Studies

Table 1 (see Appendix 1) provides an overview and summary
of the studies included in the review. A total of eighteen
papers were included in the review, with varying
methodologies including cross-sectional studies (n=8),
between-groups comparisons (n=5), and qualitative methods
(n=5). One study (Ali et al., 2015"%?%) was reported across two
separate papers, each examining slightly different
processes/factors/variables, but is reported as one study as
the data was obtained from the same population sample, thus

leaving seventeen included studies.

Table 1 [INSERT HERE]
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External Shame

A small number (n=4) of qualitative studies found that adults
with ID frequently report having been subjected to numerous
shaming experiences (Jahoda et al., 1988; Jahoda & Markova,
2004; Li et al.,, 2006), and were able to articulate that this
often had significant impacts on their psychological and
emotional well-being (Chen & Shu, 2012). This typically
involved individuals with ID identifying that feeling ‘bad’ in
daily life was linked to social rejection and a lack of social
acceptance. However, studies reported that individuals with ID
appear to cope with these experiences through actively
rejecting the stigma attached to them (Jahoda et al., 1988)
whilst feeling part of a minority group (Jahoda & Markova,
2004), and through various forms of avoidance (Jahoda &

Markova, 2004; Chen & Shu, 2012).

Six studies explicitly utilised self-report measures pertaining to
external shame, namely the Stigma Scale or Stigma Perception
Questionnaire (SS/PSQ; Szivos, 1991) and the Perceived Stigma
of Intellectual Disability Scale (PSID; Ali et al., 2008). The
Stigma Scale (Szivos, 1991) is a ten-item measure that
attempts to measure the perception and experiences of
stigma/discrimination from others. The PSID (Ali et al., 2008) is

also a ten-item measure of self-reported stigma that divides
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into two sub-scales, one measuring discrimination and
negative treatment by others (perceived discrimination), and

the other measuring emotional reactions to discrimination.

Ali et al. (2015)" conducted a cross-sectional study involving
229 individuals with a mild to moderate ID, to investigate the
relationship between self-reported experiences of stigma and
numerous important health outcomes, including whether
there was a relationship with psychological distress such as
anxiety and depression. Utilising multiple linear regression
analysis, results demonstrated that higher rates of self-
reported stigma were associated with higher levels of
psychological distress (regression coefficient = 0.94, p < 0.01)
and lower quality of life (QoL). Psychological distress fully
mediated the relationship between self-reported stigma and
all but one of the other outcome variables. The relationship
between self-reported stigma and all outcome variables
remained unmodified when taking into account potential
confounds such as age, gender, ethnicity, and severity of ID
(regression coefficient = 0.95, p = 0.01). None of the sample
had a diagnosed mental health problem, as this was an
exclusion criteria for the study. Using the same sample, Ali et
al. (2015)° found that those with moderate intellectual

disabilities reported more experiences of having been
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externally shamed, and that this was particularly so for

individuals who were male and of an older age.

Four studies measured the relationship between external
shame and subsequent self-esteem. Two studies (Dagnan &
Waring, 2004; Paterson et al., 2012) utilised the adapted
Rosenberg Self-esteem Scale (RSES; Rosenberg, 1965; adapted
RSES; Dagnan & Sandhu, 1999), whilst the other two studies
(Szivos-Bach, 1993; Abraham et al., 2002) utilised a composite
self-esteem measure developed by Szivos-Bach (1993). All of
these studies found that those individuals with ID who report
being most aware (and experiencing higher levels) of

shaming/stigmatisation from others have lower self-esteem.

Szivos-Bach (1993) found that those who had the greatest
awareness of stigma and subsequent lowest self-esteem
reported the highest levels of feeling inferior (i.e. feeling
fundamentally different to others), and the lowest self-
concept/self-efficacy (i.e. feeling the least likely to live up to
their ideals and aspirations). This was supported by Dagnan
and Waring (2004), who found that perceived stigma was
strongly significantly correlated (r = 0.41, p <0.05) with
perceived other—to-self negative evaluations (i.e. external
shame). This was further associated with feeling

fundamentally different (as measured by a subscale of the
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PSQ), which in turn was positively associated with negative

evaluative beliefs about the self.

Paterson et al. (2012) reported that only the negative self-
esteem factor (r = 0.45, p < 0.01), and not the positive self-
esteem factor, of the RSES was positively related to stigma.
Further regression analysis revealed perceived stigma to be
predictive of self-esteem (B = 0.31, p = 0.005). They suggested
this may reflect that individuals with ID who are more likely to
perceive stigma are thus more likely to feel bad about
themselves (i.e. ashamed), and that the reverse is also true
(i.e. feeling bad/ashamed about oneself leads one to perceive

more stigma).

One other study involving participants with ID in a competitive
employment setting also replicated the findings of higher
perceptions of stigma being associated with lower self-esteem,
and that higher levels of stigma were also associated with

feelings of loneliness (Petrovski & Gleeson, 1997).

Using a novel experimental paradigm, Esdale et al. (2015)
revealed that individuals with mild to moderate ID are
potentially more likely to be sensitive to and distressed by
criticism, when compared to adults without ID. This was
characterised by significant differences (xz(l):22.33,p =

0.001) in the emotional response to criticism, with the ID
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group more frequently reporting an internal negative
emotional response (e.g. sad, depressed, down). These
responses were noted to occur more frequently in the ID than
non-ID groups across scenarios regarding performance
(X2(1)=3.75,p = 0.053), popularity (x2(1)=5.58,p = 0.02),

and autonomy (Xz(l) = 8.64, p = 0.003).

One other study (Garaigordobil & Pérez, 2007), that found
lower self-concept and lower self-esteem in adults with mild
to moderate ID than individuals without ID, reported
significantly higher levels of interpersonal sensitivity (p = 0.01)
in the ID group. Interpersonal sensitivity, as measured by the
SCL-90-R (Derogatis et al., 1983), relates to feelings of shame,
the tendency to feel inferior to others, and hypersensitivity to

attitudes/opinions of others.

Consistent findings across these studies suggest that the
higher the level of perceived or felt external shame, the higher
the level of self-reported psychological distress. However, this
in itself does not directly explain the mechanisms and reasons
why some individuals do or do not develop significant
psychological/emotional difficulties after experiencing such
shaming social interactions. For this, we turn to a review of
research studies that have explored internal processes of self-

evaluation such as social comparison and self-criticism, which
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relate more closely to the previously outlined concept of

internal shame.

Internal Shame

Social Comparison

Social comparison can be conceptualised from an evolutionary
perspective as an evaluation of one’s social rank (Gilbert et al.,
2000), processes associated with competitive motives to gain
status and attractiveness in social groups (Gilbert et al., 1995).
Social comparisons can be directed upwards, downwards, or
laterally. Upwards comparisons are those where one
compares oneself to someone in a more favourable or
superior position, downward comparisons comprising those
comparing oneself to others seen as inferior, and lateral
comparisons being those with others who are considered
similar/the same on a comparison dimension. All of these can
serve different functions and differentially impact on one’s
emotions and self-esteem (Allan & Gilbert, 1995). Research in
adult populations suggests that negative social comparison
(i.e. feeling inferior) is highly related to shame, submissive

behaviour, social anxiety, and depression (Gilbert et al., 2000).
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Eight studies attempted to study the role of the process of
social comparison(s), and its relationship between stigma and
a number of important variables/outcomes pertaining to
psychological distress and self-worth (e.g. levels of anxiety,
depression, and self-esteem). The majority of these (n=5)
utilised an adapted version of the Social Comparison Scale
(SCS; Allan & Gilbert, 1995; Dagnan & Sandhu, 1999), which is
a measure of one’s relative social rank derived through
comparing oneself to others across the domains of rank and
achievement, social attractiveness, and group belonging.
Lower scores indicate general feelings of inferiority and low

rank self-perceptions.

Six studies found that when individuals with ID made negative
(i.e. unfavourable) social comparisons, this was positively
correlated/associated with higher levels of psychological
distress, and negatively correlated with self-esteem (Dagnan &
Sandhu, 1999; Dagnan & Waring, 2004; MacMahon & Jahoda,
2008; McGillivray & McCabe, 2007; Paterson et al., 2012;
Szivos-Bach, 1993). Dagnan and Sandhu (1999) reported a
medium to strong significant correlation between total social
comparison score and depression (r = -.0.50, p < 0.001), whilst
Paterson et al. (2012) also report similar effects for the

relationship between total social comparison score and self-
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esteem (r=0.41 & 0.43, p = 0.01). The two studies that utilised
clinical populations both found that those with ID who were
clinically depressed made significantly more negative social
comparisons than a non-depressed ID comparison group
(MacMahon & Jahoda, 2008; McGillivray & McCabe, 2007),

and that this reliably distinguished the two groups.

However, there was some discrepancy across studies in the
type of social comparisons made. Three studies found that
individuals with ID tend to make downward and/or lateral
social comparisons, namely seeing themselves as the same or
more favourably/superior than others with an intellectual
disability, and that this was generally related to lower levels of
psychological distress and higher self-esteem (Jahoda et al.,
1988; Finlay & Lyons, 2000; Jahoda & Markova, 2004). One
study (Paterson et al., 2012) reported that when individuals
with ID compared themselves to fellow service users, if they
rated themselves as more able/capable than their
counterparts whilst reporting feeling part of the same group,
this was correlated with higher levels of self-esteem (r = 0.4, p
< 0.01). Equally, those with ID who saw themselves as more
socially attractive and capable than comparison targets in the

community also reported higher levels of self-esteem (r = 0.41,
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p < 0.01), and a more positive view of self (Paterson et al.,

2012).

When examining the domains in which social comparisons are
made, four studies indicated that individuals with mild to
moderate ID make more negative social comparisons (i.e. feel
more inferior) on the domains of social attractiveness and
achievement/capability (Dagnan & Sandhu, 1999; Dagnan &
Waring, 2004; MacMahon & Jahoda, 2008; Paterson et al.,
2012; Szivos-Bach, 1993). One study found that social
comparisons in the domain of social attractiveness (B = -0.32,
p = 0.02) and group belonging (B = -0.29, p = 0.04) significantly
and independently predicted depression in a regression model
(Dagan & Sandhu, 1999). One study utilising a clinical sample
found that depressed individuals made more negative social
comparisons on the dimensions of social attractiveness (z = -
3.17, p < 0.01) and achievement (z = -2.01, p < 0.05) than their
non-depressed matched counterparts (MacMahon & Jahoda,
2008). Additionally, one study reported that higher levels of
stigma were related to social comparisons on the dimensions
of social attractiveness (r = 0.35, p < 0.05) and capability (r =
0.34, p < 0.05) when individuals compared themselves to
members of the community, but not similar others e.g. other

service users/people with ID (Paterson et al., 2012).
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Self-criticism and Self-evaluation

Self-criticism can be conceptualised as a harsh, judgmental
relationship with and way of relating to oneself. Theories of
self-criticism suggest that its development is related to how
others have treated us, typically in response to being shamed,
criticised and rejected by others (lrons et al., 2006; Shahar et
al., 2015), and that it can serve various functions (Gilbert et al.,

2004).

Four studies (Dagnan & Waring, 2004; Esdale et al., 2015;
Hartley & Maclean, 2009; McGillivray & McCabe, 2007)
investigated the potential role of the other salient components
of internal shame, namely that of self-criticism and self-

evaluative beliefs.

Using regression analyses, Dagnan and Waring (2004) found
that experiences of stigma were highly predictive of negative
evaluative beliefs about the self (B = 0.55, p = 0.001), which in
turn predicted negative social comparisons (B = -0.35, p =
0.04). They found that whilst stigma was a significant predictor
of social comparison on its own (B = -0.42, p = 0.01), this was

mediated by negative evaluative beliefs.

In examining numerous potential risk factors associated with

and the development of depression in adults with mild to
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moderate ID, McGillivray and McCabe (2007) found that self-
criticism was one of the most frequently reported indicators of
and risk for depression. Self-criticism was self-reported more
highly in the depressed group (68.8%) than both an ‘at risk’
group (39.6%) and a non-depressed group (3.6%). The same
pattern was also observed for punishment feelings (depressed
= 56.3%, ‘at riskk = 25.1%, non-depressed = 3.6%),
worthlessness (depressed = 56.3%, ‘at risk’ = 12.5%, non-
depressed = 5.5%), and self-dislike (depressed = 39.6%, ‘at risk’
= 12.5%, non-depressed = 0%). Further support for the role of
self-criticism was evidenced in their multiple regression
analysis, which found that negative automatic thoughts (as
measured by the ATQ) had the greatest significant impact on
depression scores (B = 0.55). Analyses also highlighted
infrequent (B = -0.21) and poor quality social support (B =
0.22) as significant predictors of depression scores, whilst
social comparison did not contribute significantly (McGillivray

& McCabe et al., 2007).

In the Esdale et al. (2015) study, whilst the study design could
not allow for more detailed analyses, content analysis
revealed that the ID group managed to identify an equivalent
number of self-derogatory responses to perceived/imagined

criticism from others as a non-ID group. However, the ID group
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were significantly more likely to focus the blame for criticism
internally (Xz(l) =22.33, p =0.001). Furthermore, the ID group
were significantly more likely to believe the criticism they
received (xz(l) =3.87, p = 0.049), particularly in the domain of

popularity (xz(l) =13.33, p<0.001).

One other study (Hartley & Maclean, 2009) also reported that
depressed individuals with ID were significantly more self-
blaming for negative events than a matched non-depressed
comparison group, as evidenced by an elevated negative

attributional style for negative and stressful social interactions.

General Criticisms/Limitations of Research

One of the major limitations of the studies lies in the fact that
the majority of studies are cross-sectional in nature, and
therefore any relationships that are found cannot be directly
indicative of causality. Some of the sample sizes were
relatively small, and the heterogeneity of samples makes it
difficult to generalise findings as representative of the majority
of people with mild to moderate ID. The vast majority of
studies (n=11) recruited individuals from settings such as
day/resource centres or residential settings, and thus may not

be representative of individuals with ID in other community
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settings (e.g. competitive and/or voluntary employment,

supported living in the community).

The majority of studies failed to investigate other potential
factors that may act as mediators and moderators of both
shame and psychological distress. These may include age,
gender, race, socioeconomic status, level of social support,
sexuality, presentation of challenging behaviour, and the
degree, nature, and ‘visibility’ of intellectual disability. Only
three studies investigated the association and potential
influence of these sociodemographic variables (Ali et al.,
20151&2) on these domains, or specifically age and gender
(Dagnan & Waring, 2004; Paterson et al., 2012) on scale scores

of social comparative/self-evaluative components.

Some of the limitations of the identified studies relate to the
measurement, and specific elements and dimensions, of social
comparison(s). Many of the studies fail to report the target
group that individuals make comparisons to (e.g. whether this
is fellow individuals with ID, or members of the community in
general). At least two studies demonstrated that this makes a
potentially significant difference on the types social
comparisons made (MacMahon & Jahoda, 2008; Paterson et
al.,, 2012), and the subsequent impact this can have on self-

esteem and psychological/emotional distress. Secondly, it is
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also important to distinguish which domains of self individuals
are making social comparisons on (e.g. social attractiveness
and autonomy), as these will like equally impact on
subsequent psychological distress and self-worth. One study
did not explicitly report this, rather just providing an overall
social comparison score (McGillivray & McCabe, 2007). Thirdly,
the particular social circumstances of the participants used,
such as living in residential and community settings, may also
play a significant impact in terms of who individuals with ID
compare themselves to, and on what domains. This varied
significantly throughout the studies, and may have been a
significant influencing factor on individuals’ experience of

shame.

The validity and reliability of some of the measures for this
population is also somewhat questionable. Some of the
measures utilised in studies are those that were validated on
child populations, had been adapted/modified, and/or had not
been properly validated on ID populations (e.g. McGillivray &
McCabe, 2007). Additionally, the outcome measures and/or
methods utilised to assess psychological distress and self-
worth varied across studies, which makes it difficult to
generalise findings due to the differing psychometric

properties and validity of each measure and procedure. The
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adapted Rosenberg Self Esteem Scale (Rosenberg, 1965),
which was widely used in many of the studies to assess
individual’s self-esteem, has been seriously questioned as a
reliable measure for use in this population, on the grounds of
questionable internal reliability and poor criterion validity
(Davis et al., 2009). The RSES also contains some social
comparative items/components, which may confound findings
when used alongside the Social Comparison Scale. This may
explain why in some studies there was no observed
moderating impact of social comparison between stigma and
self-esteem when regression analysis was conducted, as has
had been predicted (Paterson et al., 2012). As self-esteem and
social comparison share some conceptual similarities, this may
explain why in studies that utilise multiple regression analyses,
social comparison is sometimes not found to be a significant

predictor (McGillivray & McCabe, 2007)

There are also some potential issues with the varying stigma
measures used. Varying levels of reliability and validity have
been reported for the stigma measures across studies,
including differing factor structures (Abraham et al., 2002;
Werner et al.,, 2012). Both stigma measures used in the
identified studies potentially measure different aspects of

shame and load them into one overall score of stigma
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perception. Whilst they are helpful measures, it makes it
especially difficult to distinguish between aspects of external
and internal shame, and the impact that this may have on
different facets of psychological distress and functioning.
Additionally, these measures do not explicitly measure who
has done the shaming (i.e. peers, family, general public), which
may provide important information for effective formulation

and intervention.

Many of the studies identified processes through which
individuals with ID engaged in social comparative and
evaluative processes that helped mitigate psychological
distress, maintain their self-esteem, not internalise shaming
experiences, and/or thus demonstrate adaptive and resilient
responses to such experiences. However, there was little
explicit investigation, exploration or measurement of the
processes, mechanisms, factors and contexts that may have

contributed to these differing responses.

There is a distinct lack of research with clinical populations,
which would helpfully further elucidate to the extent shame
and shame-based processes play in mental health issues in this
population. The majority of studies were conducted with non-
clinical ID populations, so it is hard to generalise these findings

to clinical ID populations. However, it may be safe to assume if
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(milder) shame-based issues are evident and prevalent in non-
clinical populations, these are even more likely to be prevalent
in clinical ID populations, which is supported by a limited
number of studies included in this review (McGillivray &
McCabe, 2007; MacMahon & Jahoda, 2008; Hartley &

Maclean, 2009).

Discussion

Findings from this review appear to support the notion that for
a significant number of individuals with mild to moderate ID,
shaming (stigmatising) experiences may significantly impact on
their sense of self, self-to-self relating (i.e. become self-
critical), the types of social comparisons they make with
salient others, and subsequent self-worth and emotional well-
being. A handful of studies reported findings inconsistent with
these results, where aspects of shame did not appear to
negatively impact on self-concept (Jahoda et al.,, 1988) or
result in unfavourable social comparisons (Jahoda & Markova,
2004). A small number of studies (n=2) also reported relatively
high levels of self-esteem in their participants in the face of
apparent (external) shame (Abrahams et al., 2002; Paterson et

al., 2012).
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In synthesising the results, we draw on Gilbert’s (2002)
evolutionary biopsychosocial model of shame (Figure 2, see
Appendix 2) as a potentially helpful explanatory model and

framework.

Figure 2 [INSERT HERE]

A number of the studies not surprisingly suggest that
experiencing external shame appears in and of itself to elicit
psychological distress, in engendering anxiety, depression and
lowering self-esteem (e.g. Ali et al., 2015; Esdale et al., 2015;
Paterson et al., 2012). This is not surprising, given that shame
signals threat(s) to the (social) self, and corresponding
biobehavioural responses to react to such threats, to prevent
further harm or complete social rejection (Dickerson et al.,
2009). This would appear to suggest that a significant number
of individuals with ID may feel unsafe in the world and their
social contexts, due to previous and current experiences of
seeing others as potentially rejecting or hostile, which
activates a range of defensive processes such as anxiety and
depression to avoid or cope with such actual or anticipated

shame experiences (Gilbert, 1989, 2005).
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Results from the studies in this review generally report
significant relationships between stigma and negative
evaluative beliefs about the self (Dagnan & Waring, 2004),
heightened self-criticism (Esdale et al., 2015; McGillivray &
McCabe, 2007) and negative self-attributions (Hartley &
Maclean, 2009), and lower negative self-concept
(Garaigordobil & Pérez, 2007). This could be explained by the
process of the internalisation of shame following experiences
of external shaming (Gilbert, 2003). One potential conceptual
issue relates to whether these self-evaluative concepts are
indeed distinct concepts and processes, or tapping into a more
global sense of lower self-worth. Social mentality theory
(Gilbert, 2005) would suggest that these processes are part of
competitive social rank mentalities which are activated when
one feels threatened and insecure. However, these issues are
beyond the scope of this review, and require further

investigation.

Additionally, some of these studies suggested some individuals
with ID have a heightened sensitivity to, and self-blame for,
social criticism (Esdale et al., 2015; Dagnan & Waring, 2004).
This may reflect a sensitivity to social put-down, whereby
negative social experiences (e.g. being criticised, rejected,

bullied, subordinated) result in heightened sensitivity to
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criticism and social put-down from others (Gilbert & Miles,
2000, Gilbert et al., 2006). Sensitivity to social-put down and
subsequent self-blame for receiving criticism from others has
been shown to be positively associated with shame, anxiety
and depression in non-ID adult populations (Gilbert & Miles,
2000; Gilbert et al., 2006). Indeed, there is some support for
this from another study in this review, which found that
individuals with ID are more interpersonally sensitive than
those without ID (Garaigordobil & Pérez, 2007). In short, in
many cases it is likely that some individuals internally relate to
themselves in the same critical manner that others have
treated them, particularly when faced with challenges,
setbacks and failures, and that they subsequently expect
others to think of and treat them in a similarly negative
manner. Thus, they may shame themselves, which further
negatively impacts on their psychological well-being, leaving
them vulnerable to depression, anxiety, and other mental
health difficulties. This is supported by research in non-ID
adult populations, which demonstrates that self-criticism
typically develops out of being treated negatively by others
and is reliably associated with vulnerability to increased
psychopathology (Irons et al., 2006; Stuewig & McCloskey,

2005).
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It appears to be a similar story in regards to social comparison.
Although mixed findings were reported, a large majority of
studies included in this review reported that negative social
comparisons were related to higher levels of psychological
distress and lower self-esteem (Dagnan & Sandhu, 1999;
Dagnan & Waring, 2004; MacMahon & Jahoda, 2008;
McGillivray & McCabe, 2007; Paterson et al., 2012; Szivos-
Bach, 1993). There was some suggestion that negative social
comparisons are particularly elevated in adults with ID who
are depressed as compared to those ID individuals who are
not depressed (MacMahon & Jahoda, 2008; McGillivray &
McCabe, 2007). Results would suggest that it is in the domains
of social attractiveness and capability/ability where social
comparisons are particularly salient for adults with ID, in that
individuals with ID are more likely to experience shame in
relation to these domains of self and social roles. The findings
relating to social comparison are consistent with evolutionary
social rank theory that has linked unfavourable social
comparison(s) to shame, social anxiety, depression, and
submissive behaviour in non-ID adult populations (Gilbert,
1997, 2000; Gilbert et al., 2002; Allan & Gilbert, 1997).
However, as this is a narrative review, it is not possible to be
clear about causal theories such as these. This is due to the

previously outlined limitations in the studies, and the fact that
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the studies were not specifically designed to test such theories

in relation to adults with ID.

Whilst the above model can help to make sense of how and
why shame and shame-based processes develop and operate
in people with ID, it does not explicitly explain how shame is
mitigated against or adaptively responded to. Research with
adult populations suggests that protection against shame and
subsequent psychopathology is related to past and current
affiliative relationships with others that lead to experiences of
social safeness, through being able to access and use social
relationships as a source of soothing and safeness (Matos et
al., 2015). At least one of the studies in this review suggested
that for depressed individuals with ID that appear to
experience shame-based difficulties (e.g. self-criticism,
negative social comparison), lack of social connectedness and
emotional support was evident (McGillivray & McCabe, 2007).
Thus, the degree to which individuals feel emotionally
connected and supported may potentially be significant

factors in ameliorating shame and shame-based difficulties.

Equally, many of the studies appear to suggest that individuals
who engage in more downward or lateral social comparisons
may experience less shame, as evidenced by higher levels of

self-esteem when they engage in these more ‘positive’
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comparisons (Jahoda et al., 1988; Finlay & Lyons, 2000; Jahoda
& Markova, 2004; Paterson et al., 2012), and elevated
appraisals of their self-concept (Li et al., 2006). However, it
remains open to debate as to whether this is a solely positively
adaptive process in maintaining/sustaining one’s self esteem,
or in some instances as a form defence against shame through
denial (Allan & Gilbert, 1995; Sinason, 1992). There is evidence
that both upward or downward social comparisons can reduce
prosocial behaviour towards and empathy for others (Yip &
Kelly, 2013), lead to behavioural avoidance of others and
social distancing (Chen & Shu, 2012), and to other forms of
less prosocial behaviour such as derogating against similar
others as a way of maintaining one’s self-esteem (Szivos-Bach,
1993). Only one study in this review reported evidence
relating to this more externalising, humiliating response to
feeling shamed in individuals with ID (Szivos-Bach, 1993).
Other studies not included in this review that have examined
aggressive challenging behaviours in individuals with ID have
suggested that this may be in response to being or feeling
shamed in some way (Larkin et al., 2012). Furthermore, there
is the wider issue that some individuals with ID are not aware
or do not see themselves as having an ID, and therefore do not
internalise the shame/stigma that can be associated with the

label (Cunningham & Glenn, 2004).
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Conclusion

This review and synthesis suggests that shame and shame-
based processes may play a potentially significant role in the
development and maintenance of psychological distress and
mental health issues in some individuals with mild to
moderate ID. Not surprisingly, as much of the previous
research on stigma has suggested, there appears to be a direct
relationship between experiences of being shamed and
believing that others perceive the self negatively (external
shame), and the development/experience of significant
psychological distress in adult individuals with mild to
moderate ID. However, the significance of these findings is
somewhat limited by the cross-sectional nature of the vast

majority of the included studies.

Furthermore, this review provides further support for the
notion that these individuals also experience difficulties
relating to internal shame, in terms of becoming prone to
feeling inferior to others and ‘bad’ about the self. This includes
engaging in shame-based self-evaluative processes such as
negative social comparison and self-criticism, much in the
same manner that adults without an ID also engage in these
processes (Dagnan & Sandhu, 1999; Dagnan & Waring, 2004;

Esdale et al., 2015). Similarly, there is no reason to assume
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that these psychological/emotional processes are not
amenable to psychological intervention as in non-ID
populations, as demonstrated in recent therapy process and
intervention studies (Pert et al., 2013; Idusohan-Moizer et al.,

2015).

Although the evidence reviewed, and thus the scope of the
review, is somewhat limited, there are several implications
that potentially arise. In terms of implications for further
research, more research is required into the potential role of
shame in mental health issues in individuals with ID, possibly
with the development/adaptation and validation of existing
shame measures such as the Other as Shamer Scale (Goss et
al., 1994) for this population. Such recommendations for the
development of similar, stigma-based measures have already
been made elsewhere (Werner et al., 2012). Furthermore,
more research is likely required into the various factors and

processes that mitigate/ameliorate shame in this population.

In terms of potential clinical implications, clinicians need to be
mindful of shame-based issues when assessing and treating
people with ID, and to more actively assess for and include
these in their formulations and treatment plans. Accordingly,
clinicians may wish to develop and adapt psychological

interventions that explicitly work with and reduce shame
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(external and internal), unhelpful social comparisons, and self-
criticism in this population. Interventions that explicitly
cultivate self-compassion as an antidote to shame and self-
criticism may be promising options. Self-compassion has been
shown in general adult populations to be associated with
reduced psychopathology (MacBeth & Gumley, 2012), reduced
shame and self-criticism and (Gilbert & Procter, 2006), and a
more stable sense of self-worth and predictor of emotional

well-being than self-esteem (Neff & Vonk, 2009).

Compassion Focused Therapy (CFT; Gilbert, 2005, 2009, 2010)
is one such promising approach, as it was originally specifically
developed for individuals with mental health difficulties
characterised by high shame and self-criticism. CFT explicitly
targets the development of affiliative emotion that helps to
engage with and regulate difficult (threat-based) emotions,
and tone up positive emotions of safeness, contentment, and
well-being. Given that recent research indicates that
individuals with ID respond to affiliative signals that positively
impact on their sense of self and well-being (Esdale et al.,
2015), helping them cultivate self-compassion could be a
powerful resource to regulate shame, reduce and cope with
distress, and improve emotional well-being and resilience.

There is growing evidence for the effectiveness of CFT for a
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range of psychological difficulties in people without an ID
(Leaviss & Uttley, 2015; Beaumont & Hollins Martin, 2015).
However, there is currently a lack of research into the use of
CFT with people with ID. Hence, this is an area that warrants

further study.
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APPENDIX 1

Table 1 Overview of studies examining shame/shame-based process in individuals with a mild to moderate Intellectual Disability

Study Country Research Sample Size &  Measures & Aspect(s) Main Findings Limitations
Method/Desigh  Characteristics  Procedures of Shame
measured
Abraham et al. UK Cross-sectional 50 (22 male, 28 Stigma Scale, Self- External Self-esteem negatively correlated Participants recruited
(2002) female; age range esteem measure with stigma; self-esteem generally from two day centres,
23-65) (Szivos-Bach, 1993) high; half of sample scored lowest on limited generalisability
aspects of stigma (reputation & (some participants living
stranger concern) at home whilst others in
supported living), IQ not
formally assessed
Ali et al. UK Cross-sectional 229 Perceived Stigma of External Self-reported stigma significantly 1Q not formally measured,
(2015)1&2 (120 male, 109 Intellectual Disability positively associated with all outcome measures

female)

Scale, CORE 14-item
version, QofL

Questionnaire

psychological distress (including when
adjusted for potential confounds),
including both subscales of PSID ;
psychological distress fully mediated
relationship between self-reported
stigma and other outcome variables
(e.g. Quality of Life); moderate ID,
age, and gender (male) related to

severity of self-reported stigma

self-report, excluded
participants with a
diagnosed mental health

problem
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Study Country Research Sample Size & Measures & Aspect(s) Main Findings Limitations
Method/Desigh  Characteristics  Procedures of Shame
measured
Chen & Shu Taiwan Qualitative 14 (8 male, 6 Semi-structured External & Participants aware of sources of Small sample size, limited
(2012) female; age range interviews Internal stigma; evidence they internalised generalisability
17-22) stigma through viewing themselves as  (participants were
‘not good’, ‘odd’, ‘sick’, and students recruited from
‘troublemakers’; utilised avoidance, one higher special
isolation, and self-promotion as way educational
of coping establishment), excluded
those with ASD diagnoses
Dagnan & UK Cross-sectional 43 (25 male, 18 Social Comparison Internal Social comparison and self-esteem Overlap of self-esteem
Sandhu (1999) female), mean age  Scale (SCS), Rosenberg total scores negatively associated and social comparison
35.1 years Self-esteem Scale with depression; positive self-esteem,  measures may confound
(RSES), Zung and social comparison on dimensions analysis, no control group
Depression Scale of social attractiveness and group for comparison or to take
(Zung, 1965) belonging negatively related to account of confounding
depression variables
Dagnan & UK Cross-sectional 39 (21 males, 18 Stigma Scale, External & Total stigma score predicted negative ~ Cannot determine
Waring (2004) females), age Evaluative Beliefs Internal evaluative beliefs, in turn predicting causality due to cross-

range 23-65 years

Scale, Social

Comparison Scale (SCS)

social comparison; relationship
between negative self-evaluations
and social attractiveness dimension of
social comparison, stigma directly

impacted on social comparison

sectional nature, internal
reliability for SCS in study

was low
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Study Country Research Sample Size & Measures & Aspect(s) Main Findings Limitations
Method/Desigh  Characteristics  Procedures of Shame
measured
processes, mediated by evaluative
beliefs
Esdale at el. UK Between-groups 20 with ID (12 Glasgow Depression External & ID group more likely to believe and be  Small sample size,
(2015) male, 8 female; Scale for people witha  Internal distressed by criticism and focus experimental paradigm,
age range 18-54 Learning Disability blame for criticism internally, butalso  no
years), control (GDS-LD), Praise and more likely to believe praise and assessment/measurement
group of 20 adults Criticism Task (PACT) experience related positive affect of perceived stigma
without ID (9 male, (external shame)
11 female; age
range 18-63 years)
Finlay & Lions UK Qualitative 33 (13 male, 20 Semi-structured Internal Tendency to make lateral & No assessment/
(2000) female; age range interviews downward social comparisons with exploration of
18-65) others with ID (viewing themselves as  experiences of stigma
the same or better) (external shame)
Garaigordobil &  Spain Between-groups 42 with ID (33 Rosenberg Self-esteem  Internal Significantly lower self-concept and No measure of perceived
Pérez (2007) male, 9 female; Scale (RSES), Adult & self-esteem in ID group than non-ID stigma (external shame)
age range 19-40 Adolescent Self- comparison; significantly higher utilised, unbalanced
years), 128 without  concept Adjective psychopathological symptoms in ID sample sizes for
ID (74 male, 54 checklist (LAEA), vs. non-ID group, including highly comparison
female; age range Revised Symptom significant difference in levels of
12-65 years) Checklist (SCR-90) interpersonal sensitivity
Hartley & USA Between-groups 47 depressed (24 Causal Attribution Internal Significantly higher frequency of No assessment/measure

Maclean (2009)

male, 23 female;

question (assessed

negative attributions in depressed

of perceived stigma
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Study Country Research Sample Size & Measures & Aspect(s) Main Findings Limitations
Method/Desigh  Characteristics  Procedures of Shame
measured
mean age 42.62) independently by two than non-depressed group for (external shame) utilised,
vs. 47 non- separate parties across stressful/negative events and social potential confounds as
depressed (24 domains of Internality, interactions; significantly more some participants in both
male, 23 female; Stability, & Globality); avoidant coping strategies reported in  groups had non-
mean age 41.74) also assessed depressed vs. non-depressed group depressive psychiatric
frequency & severity diagnosis
of negative social
interactions, and
Coping strategies
Jahoda et al. UK Qualitative 12 (5 male, 7 Semi-structured External All participants reported awareness of  Small sample size, method
(1988) female), age range  interviews stigma; 25% of participants identified  of qualitative analysis (e.g.
21-40 years themselves as ‘essentially different’, coding and identification
majority (75%) identified themselves of themes) not reported
as ‘essentially the same’ as others
Jahoda & UK Qualitative 10 community Semi-structured External & All participants aware of being Small sample size, validity
Markova (2004) group (3 male, 7 interviews Internal stigmatized (e.g. social rejection, & reliability of coding
female; age range humiliation, discrimination, prejudice)  frame for data not
20-40), 18 hospital in day-to-day lives, and aware of assessed or verified
group (15 male, 3 stigma associated with ID; majority
female; age range made downward social comparisons
20-55) with peers
Li et al. (2006) China Qualitative 135 with mild Semi-structured External Lack of social acceptance from others  Cultural variables (e.g.
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Study Country Research Sample Size & Measures & Aspect(s) Main Findings Limitations
Method/Desigh  Characteristics  Procedures of Shame
measured
ID(65 male, 70 interviews using (friends/peers/co-workers/general collectivist values) may
female; age-range Chinese version of public) contributed to ‘bad’ feelingan  have been defining
18-52 years) vs. Adult Source of Self- day-to-day life; majority of influence & not controlled
146 non-ID adults esteem Inventory participants reported more for, generalisabiltiy of
(age range 20-55) (ASSEI; Elovson & positive/elevated self-concept and sample due to majority
Fleming, 1989) self-esteem compared to non-ID being in special
comparison group educational settings
MacMahon & UK Between-groups 18 depressed vs. Glasgow Depression Internal Significantly higher level of negative Small sample size, groups
Jahoda (2008) 18 non-depressed Scale for people with a social comparisons reported in not well matched, limited
Learning Disability depressed vs. non-depressed group; generalisability due to
(GDS-LD), Sung lower levels of self-esteem in specific social
Depression Scale, depressed vs. non-depressed group circumstances
Rosenberg Self-Esteem (low self-esteem & depression highly
Scale (RSES), Social correlated); positive social
Comparison Scale (SCS) comparisons more salient for non-
depressed group
McGillivray & Australia Between-groups 151 (83 male, 68 Beck Depression Internal Significant difference on social No measures relating to
McCabe (2007) female; age range Inventory Il (BDI-11), comparison and self-esteem perceived stigma

19-68 years)

Reynolds Adolescent
Depression Scale
(RADS), Social
Comparison Scale

(SCS), Rosenberg Self-

(significantly lower), and negative
automatic thoughts (significantly
higher) between individuals with and
without depression symptoms; levels

of self-criticism and self-dislike

(external shame) utilised,
use of modified measures
with unsubstantiated
psychometric

validity/integrity

76



Study

Country Research

Method/Design

Sample Size &

Characteristics

Measures &

Procedures

Aspect(s)
of Shame

measured

Main Findings

Limitations

Paterson et al.

(2012)

Petrovski &

Gleeson (1997)

Szivos-Bach

(1993)

UK

Australia

UK

Cross-sectional

Cross-sectional

(mixed methods)

Cross-sectional

43 (18 male, 25
female), age range

20-66

31 (15 male, 16
female), aged

range 18-41

50 (30 male, 20
female), age-range

16-21

esteem Scale (RSES),
Automatic Thoughts
Questionnaire-Revised
(ATQ-R)

Stigma Scale, Social
Comparison Scale
(SCS), Rosenberg Self-

esteem Scale (RSES)

Stigma Scale, Self-
esteem measure
(Social Comparisons
test; Szivos-Bach,
1993); semi-structured
interviews

Stigma Scale, Self-
esteem measure
(Social Comparisons
test) Aspirations &

Expectations

External &

Internal

External

External &

Internal

reported with greater frequency in

depressed vs. non-depressed group

Greater perception of stigma related
to negative social comparisons and
lower self-esteem (only negative self-

esteem factor related to stigma)

Negative correlation between stigma
& self-esteem, 47% reported feeling

‘different’ & not comfortable feeling
this way; stigma also associated with

loneliness

Higher levels of stigma associated
(negatively correlated) with lower
levels of self-esteem; slight tendency
towards downward social
comparisons; participants with lowest
self-esteem reported poorer opinions

of friends and more loneliness

Relatively small sample
size, overlap of self-
esteem and social
comparison measures
may confound analysis
Small sample size only
drawn from one source

(one vocational agency)

Relatively small sample,
limited generalisability
due to where sample
drawn from (further
educational
establishments), potential
confounds with self-

esteem measures
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APPENDIX 2

Records identified from
electronic databases
(n=1019)

A 4

Records after duplicates
removed
(n=736)

A 4

Records identified from other
sources (n =5)

A 4

Studies (full text articles)
selected for detailed evaluation
and further assessed for
eligibility (n = 33)

A\ 4

\ 4

Excluded (n = 681):

Irrelevant

Child & student samples
Parent/sibling/family
experiences (courtesy & affiliate
stigma)

Case studies

Systematic review

Theoretical models

\ 4

Studies (articles) included in the
review (n = 18)

Figure 1 Flow diagram of study selection process

Excluded (n = 15):

Review article (n = 1)
Systematic review (n = 2)
Conceptual/theoretical article (n
= 4)

Adolescent sample (n = 3)
Scale Development (n = 2)
Sample size too small (n = 1)
No implicit/explicit exploration
of shame or stigma (n = 1)
Health disability focus (n = 1)

78



Innate motives for attachment and group belonging;
needs to stimulate positive affect in the minds of others;
Unfolding cognitive competencies for self-evaluations

. 2

Social-cultural contexts relating to economic opportunities, group
conflicts, political structure, cultural rules for honour/pride/shame

PERSONAL EXERPENCES OF SHAMING - STIGMA

Family:

Social group:

Criticism, high expressed emotion, negative labelling, abuse

Bullying, discrimination, prejudice, stigma

Internalised Shame
self-devaluation
internal attribution
depressed/anxious

<=

1 1

External Shame

devalued by other
excluded
avoided criticised

t

11

>

reflected stigma (to family or others)
rejection by the community

Humiliation

other-devaluation
external attribution

unjust - revenge/anger

i |

Figure 2 Evolutionary and biopsychosocial model of shame (adapted from Gilbert,

2002)
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SECTION 3: Empirical paper

“Finding the person you really are...on the inside”: A feasibility study of
adapted group Compassion Focused Therapy for adults with intellectual

disabilities (CFT-ID)
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Abstract

This study utilised a mixed methods approach to examine the feasibility and
acceptability of group Compassion Focused Therapy for adults with Intellectual
Disabilities (CFT-ID). Six participants with mild ID participated in six sessions of group
CFT, specifically adapted for adults with ID. Session-by-session feasibility and
acceptability measures suggested that participants understood the group content and
process, and experienced group sessions and experiential practices as helpful and
enjoyable. Thematic analysis of focus groups identified four themes relating to (1)
Motivations for attending; (2) Direct experiences of the group; (3) Initial difficulties in
being self-compassionate; and (4) Positive emotional changes. Pre and post-group
outcome measures indicated significant increases in self-compassion, and significant
reductions in both self-criticism and unfavourable social comparisons. Results suggest
that CFT can be adapted for individuals with ID, and provides preliminary evidence that
people with ID and psychological difficulties may experience a number of benefits from

this group intervention.

Keywords
Compassion, compassion focused therapy (CFT), intellectual disability, self-criticism,

shame
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Introduction

People with Intellectual Disabilities (ID) are often exposed to, and have to contend
with, experiences of social rejection, exclusion, discrimination and stigmatisation (Ali
et al., 2012; Ditchman, et al., 2013; Werner, 2015). Growing evidence suggests these
experiences significantly negatively impact on a number of psychological and
emotional processes, such as the internalisation of stigma known as self-stigma (Ali et
al.,, 2012), and the development and maintenance of psychological distress in adults
with ID (Ali et al.,, 2012, 2015). Stigma processes can be helpfully conceptualised
through the lens of shame. Gilbert’s (1997, 1998, 2002) evolutionary biopsychosocial
model of shame consists of two separate but over-lapping components. External
shame relates to experiencing oneself as living negatively (e.g. as bad, unattractive,
flawed, defective) in the minds of others, feeling rejected and vulnerable to attack,
making the social world unsafe and thus activating a range of defensive strategies (e.g.
anxiety, depression) to deal with these perceptions. Internal shame relates to an
internal self-focus, negative self-evaluations (e.g. self-criticism) and self-directed

(shame) affects, where the self is evaluated as inadequate, flawed or bad.

The role of shame in the development and maintenance of psychological distress in

those with ID is relatively neglected and overlooked, and not always specifically
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targeted in interventions. Research indicates that some individuals with mild to
moderate ID experience their ‘disability’ as a significant stressor, particularly the
aspect of being seen as ‘disabled’ by the general public (Bramston et al., 1999). Many
individuals with ID engage in negative social comparisons with others that lead to a
sense of shame and subsequent mental health difficulties such as anxiety and
depression (Dagnan & Sandhu, 1999; Dagnan & Waring, 2004), particularly through
internalised shame (i.e. self-stigma) that results in negative self-evaluations and self-
criticism (Ali et al., 2012; Dagnan & Waring, 2004; Esdale et al., 2015). Perception of
stigma in adults with ID has been linked to negative social comparisons, subsequent
depression and low self-esteem (MacMahon & Mahoda, 2008; Paterson et al., 2012).
Recent research suggests that individuals with ID are more likely to believe and be
distressed by (social) criticism than non-ID controls (Esdale et al., 2015). Group-analytic
research has also identified shame, rejection, and grief as a common themes among
individuals with mild ID (O’Connor, 2001), seemingly driven by the desire to fit in and

be ‘normal’, and not be seen as having an ID.

Such research suggests that developing and adapting psychological interventions that
explicitly and directly work with shame (external and internal) may be a promising
avenue in reducing psychological distress and improving the well-being of individuals

with ID. One potential therapeutic avenue as an antidote to shame and self-criticism is
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to focus on helping people cultivate compassion towards the self and others (Gilbert,

2009, 2010; Neff, 2003a; Hofmann et al., 2011).

Compassion Focused Therapy (CFT; Gilbert, 2005, 2009, 2010) is one such promising
approach, as it was specifically developed for people with mental health difficulties
characterised by high shame and self-criticism. CFT focuses on helping people access
and stimulate affiliative motives, emotions and competencies underpinning
compassion that play important roles in threat regulation, well-being, and prosocial
behaviour (Gilbert, 2014, 2015). Research indicates that compassion training can have
wide-ranging physiological and psychological benefits, including changes at a neural
and emotional level (Klimecki et al., 2014; Weng et al., 2013, Jazaieri et al., 2013), and
thus is a trainable skill. This is likely enhanced in a group setting, as central to CFT is the
creation of affiliative contexts to share, de-shame, validate, soothe, and encourage

(Bates, 2005).

There is growing evidence for the effectiveness of CFT for a range of psychological
difficulties in people without ID (Leaviss & Uttley, 2015; Beaumont & Hollins Martin,
2015). CFT has been shown to be feasible, acceptable and efficacious in a group format
for individuals with wide-ranging and complex mental health difficulties (Gilbert &

Procter, 2006; Judge et al., 2012; Lucre & Corten, 2013), and when adapted into briefer
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group therapies (Heriot-Maitland et al., 2014). Group-based CFT has been shown to
reduce shame, self-criticism, negative social comparisons, depression and anxiety in

clinical populations (Gilbert & Procter, 2006; Judge et al., 2012; Lucre & Corten, 2012).

Group interventions have been developed and successfully adapted for individuals
with ID (Rossiter et al., 2016), demonstrating effectiveness in reducing anxiety
(Idusohan-Moizer et al., 2015), depression (McCabe et al., 2006), and problematic
anger (Rose et al., 2000, 2005). In terms of compassion-based group interventions, one
study has attempted to teach self-compassion to adult individuals with ID with
recurrent depression and anxiety, but within the context of an adapted Mindfulness-
Based Cognitive Therapy (MBCT) group intervention (Idusohan-Moizer et al., 2015).
Whilst this resulted in significant increases in compassion for self and other, and
reduced anxiety and depression, compassion was not the primary focus of the
intervention. Hence, it is not possible to tease out the specific effects of the self-

compassion component of this intervention.

To date, no known study has formally adapted CFT and related practices of
Compassionate Mind Training (CMT,; Gilbert & Irons, 2005; Gilbert & Procter, 2006) for
individuals with ID, and/or investigated whether this is feasible and acceptable in a

group format for this population.
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Aims

The main aim of this study is to preliminarily investigate and explore whether an
adapted CFT group intervention is feasible and acceptable for adults with ID who have
concurrent mental health issues. Given that this is the first account of adapting and
delivering a CFT group for individuals with ID, outcome data centres largely around
session-by-session self-reports of participants perceived understanding and
acceptability, and qualitative data regarding people’s experiences of and within the
group. Supplementary quantitative outcome data regarding effects on levels of self-
compassion, psychological distress, and psychological well-being are also provided as

initial exploration around potential efficacy of this adapted intervention.

Method

Recruitment procedure

Participants were recruited from NHS Community Learning Disabilities teams in North
Wales. The nature and aims of the study were discussed within appropriate
multidisciplinary team meetings, and team members were encouraged to identify and

refer potentially suitable candidates that met the inclusion criteria. Referral packs
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were also left for team members as both reminders of inclusion/exclusion criteria, and
participant information sheets were provisionally shared with potentially interested

participants.

The principal inclusion criteria were as follows: (1) a diagnosis of an Intellectual
Disability; (2) aged 18+ (no upper age limit); (3) significant psychological distress,
indicated by minimum score of 13' on the relevant index of the Psychological
Therapies Outcome Scale for Intellectual Disabilities (Vlissides et al., in press); (4)
accompanying self-criticism (as indicated by appropriate measures and informal
behavioural observations); and (5) participants had to demonstrate the capacity to
consent (as formally assessed in the pre-group assessment process). Exclusion criteria
comprised of: (1) currently experiencing psychosis or mania; and (2) lack of capacity to

understand the nature of participating in the research.

Participants

Nine participants were referred as potentially suitable candidates for the group. Two

of these individuals were subsequently not assessed, due to one individual being in

! Equivalent to mean total score on Brief Symptom Inventory for mild ID with Axis 1 diagnoses (Wieland
etal., 2012)
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crisis at the time of referral, and the other being referred too late to be able to
undergo the pre-assessment process. Accordingly, seven individuals underwent the
pre-group assessment process, with all meeting the inclusion criteria for the study.
One of these individuals subsequently did not attend any of the group sessions, and

was thus not included in the study.

The mean age of the six participants included in the study was 38.5 years (SD = 15.6),
consisting of four females (67%) and two males. All participants had previously been
formally assessed for the presence of an Intellectual Disability, with all diagnosed as
having mild ID (i.e. IQ between 51 and 70). All participants had a documented history
of mental health issues that included anxiety (n = 1), depression (n = 1), or mixed

anxiety and depression (n = 4).

Two rounds of the groups ran consecutively on one site, in order to recruit a sufficient
number of participants after receiving a small number of referrals for the first group.
Participants were given a choice as to whether they wished to be accompanied by a
supporter/carer. Group 1 consisted of three participants (2 female, 1 male), one of
whom was accompanied by a support worker for two sessions. Group 2 consisted of
three participants (2 female, 1 male), all of whom were accompanied by support

workers for the entirety of the group.
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Methods of evaluation

This study utilised a mixed methods design combining quantitative and qualitative
measures. Participants completed three outcome measures during the pre-group
assessment process, and the same measures 2-4 weeks after the end of the
intervention. The principal investigator assisted all participants in completing these

measures.

CFT-ID Session Feasibility and Acceptability Measure. This measure was designed by
the project team as a descriptive measure of feasibility and acceptability, which was
administered at the end of every group session. The measure consists of five questions
(each with three response options), which attempt to ascertain: (1) how much of the
session was understood; (2) whether the group was helpful or not; (2) how helpful the
specific exercises were; (4) how easy/hard were the exercises/practices to engage in;
and (5) whether or not they enjoyed the session. The scale was presented in an easy-

read format.

Self-Compassion Scale-Short Form (SCS Short-Form; Raes et al., 2011). This scale is a
shortened 12-item version of the original 26-item Self-Compassion Scale (Neff, 2003b)
designed to assess an individual’s self-compassion across three components: self-

kindness, common humanity, and mindfulness. This provides an overall self-
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compassion score (Neff, 2015), or a two-factor structure where the original six
subscales are separated into ‘self-compassion’ (positive subscales: self-kindness,
common humanity, mindfulness) and ‘self-criticism’ (negative subscales: self-
judgement, isolation, over-identification) factors (Costa et al., 2015; Lépez et al., 2015).
The original Self-Compassion Scale (SCS) has demonstrated good psychometric
properties, with the SCS Short-Form demonstrating a near perfect correlation with the
long form SCS (r = 0.97 all samples), and adequate internal consistency (Cronbach’s
alpha > 0.86 in all samples). This measure has yet to be validated or adequately applied
to research within an ID population. Permission was obtained from one of the original
authors to adapt the scale for the identified population. Adaptations involved
simplifying the wording of the questions so that these were more understandable and
accessible for an ID population, as per consultation with specialists in the field of ID

(i.e. an experienced clinical psychologist and Speech and Language Therapist).

The Psychological Therapy Outcome Scale for Intellectual Disabilities (PTOS-ID; Vlissides
et al., in press). The PTOS-ID is a 29-item scale designed to measure both psychological
distress (encompassing anger and anxiety) and positive wellbeing (psychological and
interpersonal well-being) in people with ID, which lends itself favourably as a scale that
is both accessible and meaningful to this population. Preliminary validation of the

PTOS-ID suggests that it is a psychometrically robust measure of psychological distress
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and well-being in this population, demonstrating good levels of construct and

concurrent validity, reliability, and internal consistency (Vlissides et al., in press).

The adapted Social Comparison Scale (Dagnan & Sandhu, 1999). This scale, adapted for
adults with ID from the original Social Comparison Scale (Allan & Gilbert, 1995),
examines the way people evaluate themselves through comparisons with others,
across the domains of rank and achievement, social attractiveness, and group
belonging. Lower scores indicate feelings of inferiority and general low rank self-
perceptions. The adapted scale has demonstrated a similar psychometric structure to
the original scale (Dagnan & Sandhu, 1999), and reasonable Cronbach’s alphas (ranging
from a = 0.56 to 0.76) for the full scale with this population (Dagnan & Sandhu, 1999;

Paterson et al., 2012).

Statistical Analysis. Within-group comparisons for pre-group and post-group mean
scores across outcome measures were performed. All data were tested for normal

distribution.

Focus groups. A semi-structured interview schedule was utilised and adapted (with
permission) from a previous study that developed the schedule to similarly investigate
adult individuals’ experience of attending CFT groups for acute inpatient settings

(Heriot-Maitland et al., 2014). The focus groups were conducted at the end of the final
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session so as to capture participants’ immediate experiences of having undertaken and
completed the group. Both focus groups were conducted by individuals who were not
involved in the running of the group (a clinical psychologist and a trainee clinical
psychologist), lasting for approximately 45 minutes. The focus groups were recorded
via Dictaphone (with prior consent) in order to aid transcription. All six participants

attended the focus groups.

Intervention

CFT is based on an evolutionary and neuroscience model of mind and emotional
regulation, known as the ‘Three Circles’ model (Gilbert, 2009, 2014; Depue & Morrone-
Strupinsky, 2005) depicted in Figure 1 (see Appendix 2), and suggests that some
mental health difficulties arise when these affect regulation systems become
unbalanced, particularly when the threat system becomes poorly regulated (Gilbert,
2010). CFT involves a significant amount of psychoeducation around the evolved
nature of our minds that have left us with ‘tricky brains’, and how these three systems
have become patterned, organised and conditioned by life experiences. A primary
focus of CFT is to balance these systems through stimulating the affiliative/soothing

system (Gilbert, 2010, 2014, 2015). This involves a series of compassion cultivation
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exercises (CMT; Gilbert & Irons, 2005) such as attention training, soothing breathing
rhythm, mindfulness, mentalizing, compassionate self-identity cultivation, the use of

compassionate imagery, and enacting compassionate behaviours on a regular basis.

Figure 1. [INSERT HERE]

Adaptations to the group were made on the basis of recommendations for adapting
psychological therapies and third-wave approaches for adults with ID (Taylor et al.,
2013; Gore & Hastings, 2016), and clinical experience of working with ID populations.
Adaptations included the presentation of psychoeducational material in a concrete,
visual manner that minimised the use of abstract language (supported by the use of
PowerPoint slides), and other visual methods to support understanding and
demonstrate the purpose of particular practices/exercises. A supporting workbook
that contained simple written and visual summaries of each session and accompanying
practice(s) was also developed, to further aid understanding and support
home/personal practice. Table 1 (see Appendix 1) summarises the content of each

session.

102



Table 1. [INSERT HERE]

Each session lasted for approximately 90 minutes. Participants were instructed to
practice the experiential exercises as part of personal practice between sessions, but

frequency and duration of practice(s) was not recorded.

The groups were facilitated by the principal investigator (NEC), who has approximately
three years supervised CFT practice, has attended numerous CFT trainings and
workshops, and attends regular group supervision with Professor Paul Gilbert. Group 1
was co-facilitated by a senior clinical psychologist (JW) who has extensive experience
adapting and delivering third-wave therapies for adults with ID. Group 2 was co-

facilitated by a trainee clinical psychologist.
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Results

Feasibility and acceptability data — attendance data and session-by-session

feedback

Six out of the seven participants (86%) completed the intervention. One individual who
completed the pre-group assessment process did not attend any of the sessions, and
was thus not included in any further analysis. Four participants (66.66%) completed
the full six sessions, with the remaining two participants (33.33%) completing five of
the six sessions. Participant 1 missed Session 4 due to a misunderstanding around
dates/times of the group for that session, and Participant 2 missed Session 1 due to
difficulties in finding the location of the group. Due to its foundational and
introductory nature, Participant 2 was given the Session 1 module in a one-to-one

session facilitated by the principal investigator.

Table 2 (see Appendix 1) provides a summary of session-by-session feedback from the
feasibility and acceptability measure, regarding perceived understanding and
helpfulness of the group and practices. Participants clearly found the groups helpful
and enjoyable, whilst there is more session-to-session variance in levels of

understanding and perceived difficulty of experiential practices.
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Table 2. [INSERT HERE]

Quantitative analysis

Data analysis. Although Kolmogorov-Smirnov tests were non-significant, these tests
were considered underpowered due to the small sample size, preventing us from
concluding that data met normality assumptions. Accordingly, Wilcoxon Signed-Rank
tests were used to measure differences between pre-group and post-group scores
across the measures, recommended as the most appropriate non-parametric test for a
within-subjects repeated measures design for studies with small numbers of
participants (Field, 2005). Table 3 (see Appendix 1) provides a summary of observed

changes between pre-group and post-group mean scores across outcome measures.

Table 3. [INSERT HERE]
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Self-compassion. Post-group total self-compassion scores were significantly higher
than pre-group self-compassion scores (z = -1.99, p = 0.046). Using the two-factor
structure, scores on the self-criticism factor significantly decreased pre to post-group
(z=-2.21, p =0.027), but there was no significant change on the self-compassion factor
(z=-0.42, p = 0.674). Figure 2 (see Appendix 2) demonstrates changes in overall self-

compassion for each individual participant.

Figure 2. [INSERT HERE]

Psychological distress and well-being. There was no significant change in overall
psychological distress (z = -0.954, p = 0.34) or psychological well-being (z = -0.28, p =
0.783) scores. Figure 3 (see Appendix 2) demonstrates changes in overall psychological

distress for each individual participant.

Figure 3. [INSERT HERE]
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Social comparison. Post-group scores for social comparison (using the total score) were
significantly higher compared to pre-group (z =-2.00, p = 0.046), indicating a reduction
in unfavourable social comparisons and thus feelings of inferiority. Figure 4 (see
Appendix 2) demonstrates changes in overall social comparisons for each individual

participant.

Figure 4. [INSERT HERE]

Qualitative analysis

Data analysis. All data obtained from the focus groups was analysed utilising thematic
analysis (Braun & Clarke, 2006). This analytical approach was chosen as its primary
purpose is to capture emerging themes, which best fit the primary aims of this study in
exploring feasibility and acceptability. Thematic analysis followed the six phases of

analysis outlined by Braun and Clarke (2006), as described in Table 4 (see Appendix 1).
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Table 4. [INSERT HERE]

Thematic analysis yielded four super-ordinate themes, with some containing sub-
themes, which were consistently identified from the focus groups: (1) Motivation(s) for
Attending; (2) Direct Experiences of the Group; (3) Overcoming Fears, Blocks, and
Resistances to Compassion; and (4) Changes relating to Self, Other, and Experiences.

All participants’ names are pseudonymes.

Theme 1: “Wanting to feel better about myself” — Motivation(s) for

attending

This super-ordinate theme describes participants’ many motivations for attending the
CFT group, and thus the beginning of their therapeutic journey. These motives were
often intrinsic (i.e. from within), extrinsic (i.e. from others/the environment), or a
combination of the two. Most participants’ motives centred on the recognition of and

desire to alleviate their own suffering.

Intrinsic. Three participants reported that their main motivation for attending the CFT

group was to change the way that they felt about themselves:
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...to make me feel better about myself. (Beatrice)

Yeah, | think the same as well. (Kathy)

Having the motivation to care for oneself and one’s well-being is seen as a crucial
component of CFT, which leads to being able to engage with suffering and develop
compassion. This is consistent with participants’ reasons for joining the group. For one
participant, this specifically seemed to be grounded in an awareness of the negative

impact that shame and self-criticism had, and was having, on their lives:

It's like, you've been, I've been beating myself up for such a long time, and even the
last, forever...although | knew people felt the same way | did, anxious and scared and
depressed and fed up, | always used to beat myself up to the point where | didn’t want

to be here anymore. (Kathy)

Half of the participants reported struggling to cope with specific events that had
happened in their life, and that coming to the CFT group might help them (or give
them the skills) to cope better with difficulties and suffering in life, as highlighted by

Crispin:

It’s just like, like, | can’t like see them [siblings] anymore, so | thought to come here to

like help me out kinda cope sort of thing...with not seeing them. (Crispin)
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Extrinsic. Some participants also acknowledged that other significant people in their
life (e.g. family members, friends) had encouraged them to attend the CFT group,
explaining to participants that it might benefit them in some way. Two of the
participants differentially described how the advice of others may have been
experienced as more caring and supportive (affiliative-focused), or tinged with

criticism and potential rejection (threat-focused):

My sister...said that there’s a group starting...and it might help you because I've got

issues, like...I've just recently lost Dad, so... (Anne)

and

...all my friends suggested that | should go to the group because they, they said they

were getting a bit fed up of me being negative. (James)

James further describes how his many motivations to attend appeared to reflect a
desire to suffer less, realising that his current ways of coping with life’s difficulties
were actually causing him great suffering, particularly in relation to his social

relationships:

| got to the stage where | got fed, fed up of lock, lock, locking me in my room, not

socialising, wanting to be a calmer person, so so | went...l thought it’s not help, helping
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locking myself in my room ‘cos you wouldn’t want a life at the end...it was getting to

the stage where all my friends were getting upset... (James)

One participant, who had talked about numerous fears of attending the group,
reported that encouragement from a peer had been a significant factor in feeling able

to attend:

Um, and when it was suggested to me again, uh had a word with my friend and she
said “well you know, try it, you don’t know what will happen until you try it.” And to be

honest I’'m glad | did. (Kathy)

Theme 2: “It’s like...you’re not on your own” — Experiences of the group

Participants often described how their direct experiences of being in the group had
been a positive experience and benefitted them in some way (subordinate theme of
‘everything was helpful’). This super-ordinate theme highlights the process and
content of the CFT group, how this helped to de-shame participants’ suffering, and
began to facilitate the cultivation of compassion (subordinate themes of ‘we’re not

alone’ and ‘our brain works in mysterious ways’).
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Everything was helpful. A consistent narrative that emerged from all participants’

responses was that they experienced the entirety of the CFT group as helpful:

Um, everything about it. (Zooey)

Yeah, everything really. (Crispin)

What emerged from participants’ responses, and throughout the analysis, was that
some of the participants appeared to find it difficult to articulate precisely what about

the CFT group was most helpful:

Ummm, everything really. Like, help me type of thing, stuff like that...like, how to like

cope with things and stuff like that (Crispin)

These difficulties in being able to recall, describe and articulate specific aspects of their
learning and experiences within the CFT group may be associated with participants
having an ID. However, despite these difficulties, all participants were very clear in
reporting that the CFT group had been personally (and collectively) beneficial to them

in @ meaningful way:

I’'m, I'm finding it really positive now thanks to this. (James)

| think everything in, in its own way has helped us all in a different way. (Kathy)
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The perceived benefits of attending and participating in the CFT group was further
reflected in Crispin’s response when talking about recommending the group to others,

and why he would do so:

Umm, it would probably help them through life or something...like, probably if they

had a bad life, how to cope with their bad life. (Crispin)

We’re not alone. Participants generally reported that the opportunity to share their
stories and experiences of suffering within the CFT group was powerfully de-shaming.
This process, aided by core CFT concepts/principles such as ‘not your fault’, appeared
to begin to depersonalise suffering and reduce participants’ sense of aloneness, as

reflected by Kathy:

It’s like, you're not, you’re not on your own. You know, there are other people that are
going through the same thing...I'd say [chuckles], I've managed to realise that, that I'm

not on my own. (Kathy)

These emotional shifts in turn appeared to be related to an increased sense of
common humanity. The process of sharing and de-shaming participants’ experiences
and feelings helped them realise the normality of suffering as a shared human

experience, and an increased sense of connectedness to/with others:

Zooey: And being in like the same boat and all that
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Crispin: Yeah

Interviewer: Ahhh, ok, so you learnt that everybody’s in the same boat and
Crispin: Yeah

Zooey: Trying to get through life

Interviewer: Yeah?

Crispin: And we’re not alone.

Our brain works in mysterious ways. One participant reported explicitly remembering
some of the evolutionary concepts such as the ‘tricky brain’, but their articulation of
this concept was vague and did not explicitly communicate a deeper level of

understanding:

Zooey: The way our brain works and that
Interviewer: Ahhh okay, “the way our brain works.” How do our brains work?

Zooey: In many mysterious ways!

This was also true for other core CFT concepts such as the ‘Three Circles’ affect
regulation model. Participants demonstrated they had grasped some of the basic
concepts, albeit displaying a degree of uncertainty when attempting to articulate their

understanding:

Zooey: The red one is where you’re worried a lot

Interviewer: Uh hum
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Crispin: Hum

Zooey: The green one is where you’re so peaceful and relaxed
Interviewer: Aahhhh

Zooey: and the blue one is...(hesitant pause)

Anne: In between

Zooey: Yeah, in between

Crispin: Yeah.

Furthermore, some participants appeared to demonstrate some level of deeper
understanding about these concepts, but some of their responses continued to be
vague. Such responses may be indicative of some of the theoretical/conceptual

aspects of the intervention being a little too complex for participants to fully grasp:

Crispin: The green one’s better

Zooey: Yeah

Interviewer: The green one’s better. Brill. So is that where everybody is trying to get do
you think?

Crispin: Yeah

Interviewer: Yeah? And then if somebody was in the red, how would they know?
Zooey: They'd be feeling stressed

Anne: They’d be down in the dumps

Zooey: Feeling stressed
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Crispin: Yeah.

Theme 3: “Putting together the jigsaw” — Overcoming fears, blocks, and

resistances to compassion

Many of the participants reported initially finding compassion exercises/practices

strange and difficult:

When | first did the breathing, | thought “what is he [therapist] on?!?”...you know,

“this is daft!” (Kathy)

The same participant described how they felt their tendency to be self-critical made it
difficult to be compassionate to themselves, and thus made it initially hard to engage

in the compassion practices:

I’'ve always been the same: beatin’ me self up, doin’ it again, do it again...and the being
kind to yourself doesn’t happen. It's sort of...it's hard to be kind to yourself when

you’re always used to not being kind to yourself... (Kathy)

However, Kathy described how a sufficient level of trust in the therapist and safeness

within the group allowed her to explore new things:
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But once I, once | let myself do it [the breathing], it was kind of relaxing, and it does

help you out in ways you wouldn’t even think about. (Kathy)

Kathy further describes how being able to take in compassion from others, and have it
modelled first, was crucial in overcoming these fears, blocks, and resistances and being

able to develop compassion for oneself:

...the being kinder part was nice because somebody else saw that in you, that you
know is already there but you just can’t access it...l think sometimes you just need to
be shown a couple of times, and then it depends on how your head is. Maybe you can

carry it through... (Kathy)

Another participant, who described having found it difficult their entire life to be
compassionate to themselves, reported how they felt it was through repeated practice
that they began to overcome these initial difficulties, and thus become more self-

compassionate:

Crispin: At first it was a bit hard, but the easier it got, but at first it’s hard...
Interviewer: Yeah?...do you feel like it’s a bit easier to put it all into practice?

Crispin: Yeah, like putting a jigsaw together and that! But with practice it gets easier.

117



Theme 4: “Looking at yourself from the inside” — Changes in relating to

self, other, and experiences

This super-ordinate theme reflects how engaging in CFT-specific compassion practices
within and outside (e.g. personal practice) the group appeared to result in significant
emotional changes. The subordinate themes describe positive changes in participants’
sense of self and self-to-self relating, and how compassion practice(s) appeared to be
beginning to give them the strength to cope with difficulties and flourish in day-to-day

life.

Finding the inner peace of you — feeling calmer. Participants unanimously reported
significant positive emotional changes, particularly as a result of engaging in and
practicing Calm Breathing (Soothing Breathing Rhythm). For many, this appeared to be
reflected in increases in affiliative and contented emotion, such as feeling calmer,

safer, and more relaxed, a core therapeutic target in CFT:

I, I've learnt the breathing exercises can keep you, keep you more relaxed. (James)

...it, it sort of chills you out. (Kathy)

Relaxing your body. (Crispin)
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One participant described how the Calm Breathing exercise helped her find an inner

point of safeness and stability:

Interviewer: What would you say it’s changed? What has it helped you do?

Zooey: Be the...inner peace of you...like, looking at yourself from the inside.

Some participants described how engaging in these exercises helped regulate threat
processing and threat-based emotions, such as worries and anxiety, whilst also

increasing affiliative feelings of safeness, contentment, and well-being:

Interviewer: Any other ways it has helped?
Crispin: Urm (brief pause), trying to clear my mind [of my siblings] really, like, not
seeing them again sort of thing...just like, be happy really and not worry about it. See

like, ‘cos | know they’re safe kinda thing...

Coping with my inner self — increased self-compassion. Participants unanimously
reported changes in self-to-self relating, but again their verbal accounts were often
vague. A number of participants specifically reported that the group in general had

contributed to a sense of increased self-understanding:

It just...helped me understand myself a little bit better...urm, how to cope with my

inner self, basically. (Anne)
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For other participants, developing self-compassion through the compassion practices
appeared to lead to increased self-acceptance, reduced shame and self-criticism, and

positive changes in how they related to others and general experiences in life:

...I'm not that negative like | used to be...being kind, kinder to yourself ones help, ‘cos

‘cos | don’t think much that I’'m a weak link anymore... (James)

and

...and you know you can, you can find it in, in yourself to be nice to yourself, to be nice

to other people...instead of being the one that...beating yourself up... (Kathy)

One participant reported how becoming more compassionate appeared to be a
transformational process of becoming the version of themselves that they wanted to

be, a key therapeutic process in CFT:

Finding the person you really are...on the inside. (Zooey)

Having the courage — using practices in real life. The majority of participants were able
to report and reflect on how they were attempting to generalise their learning and
practices to everyday life, but again found it difficult to articulate how they were doing

so and provide specific examples:
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Interviewer: ...okay, so what sort of time of day do you tend to use it then?

Beatrice: Morning, noon and night! [laughs]

and

Interviewer: Are there any times when you’ve been having a tricky time but you were
kinder to yourself?

Crispin: Probably every day, near enough!

One participant reported that they did not engage in personal compassion practice(s)
outside of the group settings, who was unable to articulate specific reasons for this,

despite reporting having benefitted from the practices within group sessions:

No, | don’t do them at home. (Anne)

For a number of participants, it seemed that continuing to practice and apply
compassion was beginning to have tangible impacts on their everyday functioning and
well-being. Two participants described how undertaking compassion practices now

helped them face and cope with stressful and emotionally overwhelming situations:

Crispin: ...before |, sometimes like when | go to places like the Day Centre and that,
before | go upstairs sometimes

Interviewer: Ok, so when you go to places where you’re worried?
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Crispin: Yeah...| do before | go there, and it makes me happier and that then.

and

| close my eyes, and do the breathing exercises, and | find it helps me with me walk
‘cos | used to have panic attacks when | went out, but it don’t happen so much now.

(Beatrice)

Another participant described how becoming more self-compassionate helped her
recognise and validate her own emotions and needs, and develop the courage and
confidence to be more assertive in her relationships, something she had previously felt

ashamed of and feared doing:

...it felt, it felt like because | had the courage and the guts to say “hang on a minute”,
you know...I thought ‘if you don’t say it now, I’'m never gonna do it, and it’s gonna
continue to get on my nerves, I'll beat myself up and I'll be back to square one’, and |

don’t want that to happen again this time. (Kathy)

Kathy went on to describe how compassion practice was further beginning to

transform her relationships with others:

...Dad...he used to hate talking to me ‘cos |, | was like a spoilt three year old...he said
it's a joy to speak to me now. He says it’s almost like you’ve grown up overnight.

(Kathy)
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Discussion

This study of an adapted Compassion Focused Therapy group for adults with
Intellectual Disabilities (CFT-ID) aimed to primarily explore and evaluate its feasibility
and acceptability for this population. Results from the feasibility and acceptability
measures, high rates of attendance, and qualitative data of participant’s experience of
the group, preliminarily suggests that CFT can be feasibly adapted for this population.
Quantitative data obtained from pre and post-group measures tentatively suggest that
adapted CFT may reduce self-criticism, shame and psychological distress, and improve
levels of self-compassion in individuals with ID. These findings are consistent with
outcomes in studies of group-based CFT in diverse adult clinical populations (Gilbert &
Procter, 2006; Judge et al., 2012; Lucre & Corten, 2012; Heriot-Maitland et al., 2014).
Due to the small sample size, and the associated lack of power inherent in the study,
any findings regarding quantitative data are extremely preliminary and should be
viewed with caution. Such data should be viewed in light of the fact that the main aim
of this study was to determine the feasibility and acceptability of group CFT for this

population, rather than establishing efficacy.

This is the first study to formally adapt and evaluate an explicitly compassion-focused

group intervention for adults with ID. The mixed methods design provides promising
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support for the notion that compassion can be taught and cultivated in adults with
mild ID through the CFT model. Participants were able to report positive emotional
changes and changes in self-to-self relating, as verified by verbal accounts of their
experiences and those provided on self-report measures. These changes appeared to
be related to processes and practices within the group. These changes occurred in a
relatively short space of time (i.e. six weeks), with a clinical population who were
highly self-critical and generally experiencing quite significant psychological distress.
This tentatively suggests that group-based CFT may be a powerful intervention to

reduce complex emotional and psychological difficulties in adults with mild ID.

Some of the data obtained from the acceptability and feasibility measures, supported
by qualitative data from the thematic analysis, suggests that some of the CFT concepts
may be too complex for individuals with ID to understand. For example, participants
could recall some of the evolutionary concepts such as the ‘tricky brain’, but it was
unclear whether they fully understood this and how they might helpfully apply it to
themselves. It is possible that some of these concepts were presented in a manner
that was still too abstract for participants to fully comprehend. Further work may be
required to find more creative ways of presenting these concepts in a more concrete,
and thus understandable, fashion. This may also be achieved by further reducing the

content and spending more time on one particular concept per session, and extending
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the number of sessions. Alternatively, complimentary one-to-one sessions may be a
further means of tailoring and applying CFT concepts for individuals that support

understanding and generalisation.

Nonetheless, all participants were able to engage with the various compassion
practices in session and experience them as beneficial, even if at times encountering
challenges when doing so. This was despite participants often finding it difficult to
articulate their understanding of concepts and practices. For the vast majority of
participants, they were able to start generalising the practices and learning to their
day-to-day lives. This supports the notion that people with ID can make use of
psychological principles and practices, without being able to describe them and/or
changes in private events (Jones & Dowey, 2013). These processes have been observed
in other studies examining the experiences of Dialectical Behaviour Therapy (DBT;
Roscoe et al., 2015) and mindfulness groups (Yildiran & Holt, 2015) for adults with mild
to moderate ID. CFT, like DBT and mindfulness, involves a high degree of experiential
and behavioural teaching, practice(s) and learning. This may lend itself more
favourably to this population, as it minimises the cognitive demands and verbal
reasoning skills placed on participants that they might otherwise struggle with. The
outcomes of this study provide further support for research suggesting that people

with ID can benefit from psychological therapies as long as sufficient adaptations are
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made (Lindsay et al., 2013), and in broadening the evidence-base for the use of third

wave therapies with this population (Gore & Hastings, 2016).

One of the themes that emerged consistently from the qualitative analysis and group
process was that most participants experienced initial difficulties in being able to
generate compassion for themselves. These represent common fears, blocks, and
resistances (FBRs) to developing compassion, which are increasingly reported in the
non-ID adult literature (Pauley & McPherson, 2010; Gilbert et al., 2011; Lawrence &
Lee, 2014). This is the first study to document the presence of FBRs to compassion in
adults with ID, and that the process of overcoming these FBRs appears to be similar to
those observed in non-ID adult populations (Lawrence & Lee, 2014). This was verified
by participants’ accounts of becoming increasingly self-compassionate through

repeated practice and desensitisation to affiliative affect.

Limitations

There are a number of limitations in this study that require consideration. The sample
size was very small, which reflected difficulties in being able to recruit larger numbers

of participants, and the time-limited nature of the research project. This may be
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attributable to geographical challenges specifically related to this study, as it was
conducted in a relatively rural location. This can place severe restrictions on some
individuals’ ability to access services and groups, due to difficulties in securing and
utilising appropriate transportation and support. Such recruitment difficulties maybe
sufficiently ameliorated in a more urban setting, or where possible, processes are put
in place to facilitate people’s ability to attend groups. The sample was also not
particularly heterogeneous, encompassing only individuals with a mild ID who were
White British. This limits generalisability to other individuals with more significant IDs,

or those from different ethnic/cultural backgrounds.

Given that this was a feasibility and acceptability study, no control group was utilised,
nor were any longer-term outcome measures administered. Thus, it is not possible to
begin to speculate about the medium to longer-term impacts of this intervention,
whether or not any observed changes were due to specific group content or more
general group processes, or its effectiveness compared with other adapted
psychological interventions for this population. Future studies should consider
expanding the number of sessions and group content whilst retaining a high degree of

fidelity to the CFT model, before proceeding to pilot studies (Eldridge et al., 2016).
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Other limitations relate to the fact that some of the measures, such as the SCS Short-
Form (Raes et al.,, 2011), are not yet validated and/or standardised with ID
populations. The modifications to the language used in the SCS-SF appeared to result
in a tool that is understandable and accessible to individuals with mild ID. However,
future studies should seek to psychometrically validate this measure with ID

populations.

Conclusion

The findings from this study suggest that adapted CFT groups for adults with mild ID
are feasible and acceptable, and that this maybe a promising method of intervention
to ameliorate complex psychological difficulties in these individuals. Future studies
utilising greater numbers of participants and further adaptations to the group
structure and content are required, before conducting pilot studies in preparation for
randomised controlled trials against other adapted group-based interventions for

adults with ID.
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Appendix 1

Table 1. Summary content of the Growing Kind Minds CFT-ID group programme.

Session number and Title

Content and Key Elements

Specific Experiential
Practice(s)

Session 1: Welcome!
Introduction to
Compassion

Introduction and exploration
around the concept of
compassion, how it might
help/benefit, what might be
difficult (fears/blocks/resistances)

Inner kind friendly
voice

Session 2: Life is Hard —
It’s Not Your Fault

Introduction to ‘tricky brain” and
‘not your fault’ concepts,
importance of ‘slowing down’
(using breathing to calm body
and mind)

Calm Breathing
(Soothing Breathing
Rhythm), Inner kind
friendly voice

Session 3: Getting to know
our brains and bodies
better

Introduction to ‘Three Circles’
model and mini personalised

formulation, ‘multiple selves’
concept

Three Circles, Calm
Breathing,
Compassionate Self

Session 4: Becoming our
own Best Friend

Exploring differences between
self-criticism and self-
compassion, practice becoming
the ‘compassionate self’ through
acting, practice imagining
compassion flowing from another

Calm breathing,
Compassionate Self,
Compassionate
Image

Session 5: Being brave,
letting go, and finding the
good

Exploring how to put the
‘compassionate self’ to work (e.g.
be brave, assertive, let go of and
heal pain), exploring importance
and effects of kindness and
gratitude

Compassionate Self,
Mindfulness with
balloons, Gratitude
and Savouring

Session 6: Keeping
kindness going (review
and maintenance)

Review concepts, practices and
learning, explore how to help
maintain practices in daily life,
further brief compassion
practices to incorporate into daily
life

Compassion in the
mirror, Hand on
Heart meditation
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Table 2. Session-by-session ratings of feasibility and acceptability (percentage of
responses).

Question | Understanding? Group Helpful? Exercises Practice Enjoy group?
Helpful? difficulty?
All Some None Yes No D/K | Very | Abit | Not Easy | A bit | Very | Yes No Not
hard | hard sure
Session1l | 50% | 50% 0% 100 0% 0% 83.3 | 16.7 | 0% 66.6 | 16.7 | 16.7 | 100 | 0% 0%
(n=6) % % % % % % %
Session 2 60% | 40% 0% 100 0% 0% 100 0% 0% 100 0% 0% 100 0% 0%
(n=5)* % % % %
Session 3 83.3 | 16.7% 0% 100 0% 0% 100 0% 0% 50% | 50% | 0% 833 | 0% 16.7%
(n=6) % % % %
Session4 | 80% | 20% 0% 100 0% 0% 100 0% 0% 100 0% 100 | 0% 0%
(n=5)** % % % 0% %
Session 5 66.7 | 33.3% 0% 100 0% 0% 100 0% 0% 83.3 | 16.7 | 0% 100 0% 0%
(n=6) % % % % % %
Session 6 66.7 | 33.3% 0% 100 0% 0% 66.7 | 33.3 | 0% 66.7 | 333 | 0% 100 0% 0%
(n=6) % % % % % % %
OVERALL | 67. 323% | 0% 100 0% 0% 91.2 | 8.8 0% 76.5 | 20.6 | 2.9 97.1 | 0% 2.9%
7% % % % % % % %

*Missing data from one participant due to unreturned feedback form.
**Missing data from one participant due to non-attendance.
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Table 3. Descriptive and inferential statistics comparing changes in pre and post-group
measures (n = 6).

Scale Subscale Pre-group | Post-group | Z-score | Associated
mean (SD) | mean (SD) p value
Self- Total Self- 1.99 (0.54) 2.81(0.80) -1.99 0.046*
Compassion Compassion (mean
Scale total score)
Positive sub-scale 2.72 (1.08) | 2.97(0.90) -0.42 0.674
(self-compassion)
Negative sub-scale | 4.75(0.29) | 3.36(0.92) -2.21 0.027*
(self-criticism)
PTOS-ID Psychological 28.00 (7.80) | 25.67 (7.12) -0.954 0.340
distress (total
score)
Psychological well- | 25.00 (5.62) | 24.67 (4.68) | -0.28 0.783
being (total score)
Social Total Social
Comparison Comparison score 19.33 (4.68) | 22.83(4.17) | -2.00 0.046*
Scale

*significant at p=0.05 level (two-tailed test).
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Table 4. Six steps of thematic analysis (adapted from Braun & Clarke, 2006).

Step 1: Familiarisation with the data

Focus group data fully transcribed (two separate
transcripts), each read over several times before
initially highlighting data relating to study aims.

Step 2: Generation of initial codes

Entire data set (i.e. across the two transcripts) were
coded into groups that began to preliminarily identify
repeated patterns in the data, collating all codes and
related data extracts into a master coding table.

Step 3: Searching for themes

Collation and combining of different codes by looking
for similarities, and grouping them together to come
up with potential themes. This process was aided by
developing thematic maps, which were also utilised to
explore connections between possible themes.

Step 4: Reviewing themes

Meeting with an expert in qualitative analysis (GG),
where analysis of data was shared and themes
discussed, and to further Vvisualise links and
relationships between themes. This further involved
ensuring that themes worked in relation to coded
extracts and formed a coherent pattern, and that they
also matched and reflected the entire data set,
resulting in a final thematic map.

Step 5: Defining and naming themes

Clear definitions and names given to each theme
(using quotes from participants as titles),
accompanied by a detailed analysis to ensure that
themes related to the overarching narrative within the
data.

Step 6: Producing the report

Quotes and extracts were selected that clearly and
vividly highlight themes, and support the overarching
narrative and accompanying analysis.
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Appendix 2

Figure 1. Three types of affect regulation system.

Driven, excited, vitality Content, safe, conmected

Non-wanting/
Affilia tire-focused

nafeness kind ness

Soothing

Threat-focused

Protection and
safety-seeking

Activating/inhbiting

Anger, anxiety, disgust

Source: From The Compassionate Mind (Gilbert, 2009), reproduced with permission from
Constable & Robinson Ltd.
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Figure 2. Changes in overall levels of self-compassion across participants pre to post-

group.
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SECTION 4
Contributions to Theory and Clinical Practice

Summary of Findings

The literature review proposed that shame and shame-based processes may
significantly contribute to the development and maintenance of psychological distress
in adults with ID. The review highlighted that relatively little explicit attention has been
given to the role of shame in ID research, and that there is a lack of adequate
measures to properly assess shame in this population. The review also highlighted a
relative lack of research, and availability, of adapted psychological interventions for
adults with ID that explicitly address shame-based issues. Support for the premise of
the literature review was confirmed in the empirical study, where participants
reported high levels of self-criticism, relatively unfavourable social comparisons (i.e.

high sense of inferiority), and relatively low levels of self-compassion.

The empirical study suggested that adapted Compassion Focused Therapy (CFT) is both
a feasible and acceptable intervention in a group format for adults with ID. Support for
the notion that self-compassion can be cultivated in adults with ID, through the
specific practices of Compassionate Mind Training (CMT), was found through self-
report and focus group data. However, some questions remained as to how fully
participants understood specific CFT concepts, and how (or whether) this affected

outcomes.

The findings of the literature review and empirical paper generated a number of

implications for future research, theory development, and clinical practice.
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Implications for future research and theory development

Theoretical issues around shame and self-compassion in adults with ID

Several theoretical issues in regards to the role of shame and shame-based processes
in the development and maintenance of psychological distress in adults with ID require
further investigation. It is not clear from the existing ID research which variables, such
as frequency of shaming, who has done the shaming, or when shaming has occurred
(e.g. period in life), have the most impact on the development of shame-based
difficulties and subsequent psychological distress. Additionally, diverse biopsychosocial
factors are proposed to be linked to the development of mental health difficulties in
adults with ID (Irvine & Beail, 2016), such as exposure to life events, lower cognitive
ability, and poorer living conditions (Cooper et al., 2007; Hulbert-Williams et al., 2014;
Hatton et al., 2015). The relative contribution, overlap, and interaction of shame with

these variables warrant further investigation.

There remains a theoretical question as to whether individuals with ID are more
sensitive or prone to shame and shame-based process such as self-criticism and social
comparison than non-ID populations. A number of studies included in the literature
review indicated that this may well be the case (Esdale et al., 2015; Dagnan & Waring,
2004; Paterson et al., 2012; Garaigordobil & Pérez, 2007). Social rank theory (Gilbert,
1992, 1997) would suggest that perceived relative inferiority is associated with shame,
social anxiety, the tendency to behave submissively, and thus depression (Gilbert,
2000a), to de-escalate attacks from others and prevent complete social rejection.
Social rank and social mentality theory (Gilbert, 2005a) also suggest threat and social
rank concerns guide self-other processing when one feels insecure and unsure about

their abilities to create positive impressions in the mind of others, leading to a more
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competitive orientation to social relationships (Leary, 1995; Gilbert, 1989, 2005b),
resulting in becoming more prone to feeling inferior to others and vulnerable to
psychopathology. As people with ID are potentially more likely to be placed in
unwanted subordinate positions in their daily lives, this exponentially increases the
opportunities for them to experience shame and for shame-based processes to be
activated. Subsequently, it maybe that people with ID’s sense of safeness in the world
and self-worth is much more dependent on the views of others. One study in the
literature review suggested that people with ID have an increased sensitivity to both
criticism and praise, and thus maybe more prone to internalising others’ views of them

(Esdale et al., 2015).

Theoretically, it is also possible that cultural values such as seeing independence as the
marker for social attractiveness, acceptance and approval are a crucial factor in
engendering shame in adults with ID. This may lead to unhelpful social comparisons
and the development of self-criticism when perceiving they have failed for not being
able to do things independently. It would be interesting to investigate whether those
individuals who value interdependence (Carnaby, 1998) over independence experience
less or more shame, including the types of social comparisons they make. All of these
theoretical issues warrant further investigation through novel research, which may

include longitudinal, ethnographic, and qualitative methods.

It is also important to begin to investigate whether the processes underpinning the
ability to be self-compassionate are the same or different for people with ID as
compared to non-ID populations. Many individuals with ID may have experienced
significantly disrupted attachments and care-receiving experiences (Pert et al., 2013),

including infrequent and poor quality social support (McGillivray & McCabe, 2007).

151



Both social mentality and attachment theories of self-compassion have shown that
warm, consistent care-giving from others and greater attachment security are essential
to the optimal development of self-compassion in non-ID adults (Neff & McGehee,
2010; Pepping et al., 2015; Hermanto & Zuroff, 2016). Fear and lack of ability to be
self-compassionate has also been linked to low recall of memories of parental
emotional warmth in the general adult population (Kelly & Dupasquier, 2016), with
early affiliative memories buffering the impact of shame experiences (Matos et al.,
2015). Whether these theories fully apply to people with ID requires detailed further

testing through research.

Investigating resilience and flourishing

In the empirical study, it was interesting to note that for one participant, as self-
reported self-compassion increased from pre to post-group, so did their overall
psychological distress score. This particular individual was enduring some significantly
stressful life events relating to their living circumstances and interpersonal difficulties
at the time. However, post-group this participant emphatically reported feeling much
happier and content within themselves, but particularly feeling less frightened and
ashamed of angry feelings they had previously avoided. Indeed, their angry feelings
were an appropriate response to being in an environment they felt was overly-

controlling, restrictive, and allowing them little autonomy.

Higher self-compassion is related to emotional and self-acceptance (Leary et al., 2007;
Neff et al., 2007), thus functioning as a resilience mechanism and adaptive emotion

regulation strategy (Trompetter et al., 2016). As such, corresponding elevated
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psychological distress scores may (at times) represent individuals being more aware of,
feeling less ashamed and avoidant of, and safer in (appropriately) expressing emotions
such as anger. Indeed, compassion can often be about the journey into assertiveness
(Gilbert & Choden, 2013; Kolts, 2012), in order to effectively self-advocate for one’s
needs and rights (Stuntzner & Hartley, 2015). Research may wish to disentangle these
processes further, and in what circumstances this may apply. Furthermore, research
could attempt to investigate whether helping individuals with ID become more self-
compassionate increases their ability to self-advocate through a sense of

empowerment (Stuntzner & Hartley, 2015).

Research may also wish to investigate the degree to which CFT helps people with ID
flourish (i.e. live and function well), by buffering against psychopathology and
promoting positive mental health (Muris & Petrocchi, 2015; Trompetter et al., 2016).
This was in light of qualitative data provided from the empirical study, where some
participants were able to identify significant positive changes in their daily functioning

and interpersonal relationships as a result of attending the CFT group.

Development of shame and compassion measures

Whilst the literature review highlighted a number of existing stigma measures, these
vary in terms of their reliability, and often inadvertently mix different aspects of shame
(e.g. external and internal). These may differentially impact on psychological processes
and may require slightly different interventions (Gilbert, 2010). Therefore, developing
and validating appropriate measures of both external and internal shame for ID

populations may be a fruitful avenue for future research.
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The literature review and empirical paper highlighted that no compassion measures
have currently been validated with ID populations. Research may seek to
psychometrically validate the adapted version of the Self-Compassion Scale Short-
Form (SCS-SF; Raes et al., 2011) used in the empirical study. The SCS-SF was chosen as
the most researched, utilised, and validated measure of self-compassion in non-ID
adult clinical populations (Castilho et al., 2015; Costa et al., 2015), even if there are on-
going disagreements about its factor structure (Costa et al., 2015; Lépez et al., 2015;
Neff, 2015). Alternatively, other compassion measures, such as the Self-Other Four
Immeasurables (SOFI; Kraus & Sears, 2008), could feasibly be adapted, trialled and
psychometrically validated on ID adults. One of the potential appeals of the SOFI is
that it places significantly less demand on language abilities. However, it has been

significantly less utilised in research than the SCS-SF.

CFT delivered as an individual psychological therapy

The empirical study found that CFT is feasible, acceptable and potentially efficacious
for adults with ID when delivered in a group format. However, evidence for CFT as an
individually-delivered psychological therapy is virtually non-existent. Given that a
protocol for adapting CFT for this population has now been developed, research
should begin to investigate the feasibility, acceptability and preliminary efficacy of CFT
for ID clients as a one-to-one therapy. This could initially be through detailed case
studies/series and single-case designs, before proceeding to pilot, and (later)

controlled trials.
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Research into effects of specific CFT components

Although high levels of perceived understanding of sessions were reported, analysis of
focus group data suggested that participants may have struggled to fully understand
some of the CFT concepts. Future research may wish to separate out these
components, such as the ‘tricky brain” and ‘three circles’ concepts, more finely explore
people with ID’s understanding, and whether full understanding of these concepts

impacts on outcomes.

Previous research has suggested that some individuals with ID may struggle with
aspects of mental imagery (Brown & Bullitis, 2006). Focus group data from the
empirical study indicated that participants could experience, be aware of, and engage
in mental imagery. This is further supported by research that suggests people with ID
may have relatively good imagery capacities (Roskos-Ewoldsen et al., 2006).
Participants were also able to notice and comment upon the
emotional/neurophysiological effects of imagery. This may have been because very
early on in the group, a concrete exercise to explain and experientially learn the nature
and power of imagery was undertaken. This is an essential and core process to the CFT
model, in explaining how external and internal stimuli stimulate the same
neurophysiological/processing systems in our brains (Gilbert, 2010). Thus, it may not
be the case that individuals with ID don’t experience mental imagery, but that they are
often not aware of it or cannot describe it (Brown & Bullitis, 2006). Future research
may wish to further investigate the imagery-related components and practices, in

order to fully explore these processes and issues further.
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Researching practice-related variables and effects

The empirical study did not explicitly measure factors such as frequency and duration
of engagement in home practice, which may well have had a significant impact on
outcomes. Indeed, one participant in the empirical study explicitly stated that they did
not engage in any home practice. Research into the effects of long-term practice of
mindfulness in individuals with ID has suggested that practice-related variables may
significantly affect outcomes (Hwang & Kearney, 2013). Future research should
therefore seek to more systematically investigate and measure home practice-related

variables, and measure effects on subsequent outcomes.

Carer/supporter participation

Lack of space in the empirical paper precluded the exploration and analysis of
carer/supporters’ observations of change in participants’ behaviour. However, analysis
of focus group data highlighted a number of responses where carers/supporters voiced
noticing positive changes in the individuals they were supporting. These tended to be
emotional (e.g. increased calmness, more relaxed) and relational (e.g. more open,
kinder). Future studies may wish to take appropriate proxy measures or interviews

with carers/supporters to further verify noticeable behavioural change.

On a related note, future research may wish to formally consider the involvement and
utilisation of carers/supporters. Research may wish to investigate whether the
involvement of others close to participants has a significant impact on the following:
(a) participation in the group (whether their presence facilitates or inhibits group

processes); (b) learning of skills and generalisation to everyday life; and (c) outcomes.
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Other adapted group programmes for ID that involve carer/supporter participation
report that such participation appears to greatly influence participants’” motivation to
attend therapy and engage in home practice (Idusohan-Moizer et al., 2015), and better
outcomes (Rose et al., 2005). This was not directly accounted for in the empirical

study, and requires further investigation.

Implications for clinical practice

Referrals and recruitment

Reflections on the recruitment process of the empirical study highlighted potential
issues around referrals. It was clear that the language of shame is rarely used or fully
understood by fellow mental health professionals in ID services. This is supported by
sociological research which suggests that shame remains taboo in society, research,
and clinical domains (Scheff, 2016). If considering running CFT as an individual or group
therapy, clinicians should be mindful of the need to provide sufficient education and
information around shame and shame-based difficulties to referring parties, to ensure
appropriate referrals are made. This is likely most feasibly achieved through presenting
and disseminating such information at departmental meetings (e.g. referral/allocation

meetings), as per the empirical study.

Access to transportation

‘Structural’ aspects of groups, such as picking an accessible location and providing

transport for those who need it, have been identified as contributors to the positive
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functioning of group interventions (Heneage & Neilson, 2012). A clear constraining
factor in the recruitment process for the empirical study appeared to be geographical
and practical restrictions related to the rural location of the study. Whilst this did not
appear to be a factor for participants who attended, potential appropriate referrals
may not have been made due to difficulties in securing additional support and
transportation. These may not be significant issues (or evaporate) in services based in

more urban settings.

Nonetheless, it is important for clinicians to consider these contextual and
environmental factors when setting up groups, particularly in more rural locations. If
doing so, it may require clinicians to creatively advocate for services such as
funded/subsidised transportation and support for individuals with ID to attend groups.
Transport disadvantage and lack of carer/friend support is often cited by people with
ID as a significant barrier to social inclusion and participation (Abbott & McConkey,
2006; Beart et al., 2001). Psychological models have been proposed and evidenced as
to how transport and mobility can either facilitate or inhibit well-being (Delbosc,
2012). This research often highlights that transport disadvantage is linked to social
exclusion and lower psychological/emotional well-being (Delbosc & Currie, 2011; Vella-
Brodrick & Stanley, 2013). Accordingly, an inability to support individuals with ID to
attend groups may compound the shame and related social exclusion, isolation and

disconnection many of these individuals experience.

Clinical psychologists are in a unique position to potentially profoundly influence the
development and provision of the services they work in. Utilising transport
disadvantage research to highlight the emotional (rather than purely economic) costs

of not facilitating access to appropriate transportation may be an important first step
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in increasing access to psychosocial interventions for adults with ID. There are existing
community transportation programs that have been successfully trialled and
implemented in other countries (Battelino, 2009). The rationale for doing so could
further be enhanced by demonstrating the longer-term cost-effectiveness to ID
services of running groups. Cost-effectiveness thus remains a further research
guestion to be investigated, and for clinicians to potentially demonstrate through

service evaluation(s).

Offering CFT as part of a stepped-care model

As shame and self-criticism are transdiagnostic issues, this widens the scope for
potentially suitable referrals. The empirical study demonstrated that CFT was feasible
and acceptable to individuals with ID with comorbid mental health issues, which
potentially renders it a cost-effective way to deliver a powerful psychological
intervention to as many people as possible. CFT could thus feasibly be integrated into a
stepped-care intervention model in ID services (Jackson & Beail, 2016), where
clinicians could increase accessibility by offering CFT as a group and individual therapy.
Given its potential as a therapy to address transdiagnostic issues and processes, CFT
may be a particularly effective and cost-efficient intervention for clinicians to establish
in ID services. This could include integrating CFT principles and practices into other
compatible transdiagnostic therapy programmes that are beginning to show promise

for adults with ID (Lindsay et al., 2015).

A number of participants in the empirical study also reported worrying about the

group ending, particularly that they would not be able to apply what they had learned
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and maintain the gains they had made. Clinicians may be able to address these issues
by establishing top-up or booster sessions, in order to consolidate skills and emotional

benefits (Wellman et al., 2015).

Assessing, formulating, and treating shame in therapy

The literature review highlighted that shame and shame-based processes may play a
significant role in the development and maintenance of psychological distress in
people with ID. Clinicians may wish to use the Perceived Stigma of Intellectual
Disability scale (PSID; Ali et al., 2008), adapted Social Comparison Scale (Dagnan &
Sandhu, 1999), and the self-criticism factor of the adapted Self-Compassion Scale
Short-Form (Raes et al., 2011) as indicators of external and internal shame in adults
with ID. Additionally, clinicians can be sensitive to how people with ID interact with
them, and the language they use to describe themselves. Indicators of shame may be
calling themselves ‘bad, silly, stupid’, having a sense that they are ‘different’ and feel
something is ‘wrong’ with them, and feeling as if they are alone or ‘the only one’.
Behavioural indicators may include averted eye gaze, attempts to hide/conceal (e.g.
thoughts, feelings, behaviours) when discussing emotionally salient topics, inhibition
and lack of confidence, and excessive acquiescence (Gilbert, ZOOOb; Keltner & Harker,

1998).

When working with individuals with ID who have shame-based issues, clinicians need
to be mindful of the language they use in describing and making sense of their
difficulties. CFT emphasises the functional nature of people’s difficulties, seeing these

as safety strategies that have developed to keep them safe from perceived (and real)
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threats. This circumvents the language of maladaptive and distorted thinking used
within some Cognitive Behavioural Therapies, which may serve to maintain some

people’s sense of shame (Gilbert, 2010).

It is important for clinicians to be mindful of the fact that people with ID face frequent
experiences of external shame (i.e. stigmatisation) and perceived failure in their daily
lives. Thus, their social rejection and exclusion is real, and their emotional and
behavioural responses are understandable ways of attempting to cope with these
fears. Equally, the social comparisons they make are likely reflective of the social
environments they find themselves in (MacMahon & Jahoda, 2008). This calls for
clinicians to make thorough formulations that properly take into account the
environmental and interpersonal contexts in which people with ID currently operate in

(Dagnan, 2007; Jahoda et al., 2009)

Commensurate with other therapeutic approaches, helping people with ID deal with
the emotional experiences (Hebblethwaite et al., 2011) and beliefs that stem from
these real life challenges maybe an important process in reducing shame, rather than

challenging ‘maladaptive’ thinking (Jahoda, 2016).

Further adaptations and supporting materials

All of the participants in the second group of the empirical study requested CDs of the
compassion practices to listen to at home. Further exploration revealed that for these
participants, it was the warm, calm, soothing tone of the therapist’s voice that
stimulated compassionate feelings and enabled them to really benefit from the

practices. Personalised CDs were subsequently recorded and given to these
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participants at the end of treatment, after the post-session assessment was

completed.

When conducting CFT with ID clients, it may be especially important for clinicians to
provide, adapt and tailor resources that support home/personal practice, that more
easily allow them to ‘access’ their Compassionate Mind. This is supported by research
examining the use of similar strategies in supporting adults with ID to continue using
mindfulness practices after attending introductory workshops (Chapman & Mitchell,
2013). Equally, it may be important to utilise more sensory-based compassion

exercises, such as compassionate touch or smells, for clients with more significant ID.

Working with fears, blocks, and resistances (FBRs) to compassion

The empirical study highlighted that for the majority of participants, attempting to
initially practice and cultivate self-compassion was difficult. Some participants
described how this initially felt hard, strange, weird, and a little frightening. As
highlighted in the empirical paper, these represent common fears, blocks and
resistances (FBRs) to compassion that are increasingly recognised and documented in

the non-ID adult literature (Gilbert et al., 2011; Lawrence & Lee, 2014).

If clinicians are attempting to help ID clients become more compassionate to
themselves (and others), it is important to be mindful that these FBRs are likely to
arise, and to normalise and validate these reactions. Working through these FBRs
appears to be similar to the process of doing so in mainstream adult clinical
populations (Lawrence & Lee, 2014). Therefore, clinicians should not be discouraged

when faced with these issues, and should proceed with gradually exposing and
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desensitising ID clients to affiliative affect as proposed in a CFT framework (Gilbert,
2010). Indeed, the empirical study highlighted how proceeding in this manner helped
many participants slowly begin to let go of such fears and self-criticism, and become
more used to (and emotionally reassured by) being compassionate towards

themselves.

In further assisting clients with ID to cultivate compassion in therapy, the empirical
study highlighted the centrality of therapeutic relationships in fostering the ability to
be self-compassionate. Indeed, a number of participants spoke about how
experiencing compassion from and having it modelled first by others was central to the
process of developing self-compassion. This is supported by growing research in non-
ID adult populations (Hermanto & Zuroff, 2016), in that helping self-critical individuals
overcome fears of receiving compassion, and experiencing and internalising
compassion from the therapist, buffers against depression (Hermanto et al., 2016).
Therapy process research in adults with borderline to mild ID further supports this
notion, where individuals highlight that it is warm, empathic and validating
(therapeutic) relationships that are particularly important to and valued by them,

potentially enhancing self-acceptance and feelings of social safeness (Pert et al., 2013).

Fostering appropriate emotional support and supporting families

Following on from the above, clinical psychologists could help to ameliorate shame
and foster compassion at the systemic level by working with carers/supporters and
teams. Indirect work may seek to influence the quality and style of support received by

people with ID (Pert et al., 2013). This could be achieved through the facilitation of
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workshops for both carers and teams, utilising a CFT approach and formal
Compassionate Mind Training (CMT; Gilbert & Irons, 2005). Workshops could focus on
cultivating both self and other-focused compassion for carers/supporters, to most
skilfully regulate their own and others emotions. Modern acceptance and mindfulness
oriented behavioural interventions for caregivers of adults with ID have demonstrated
promising benefits and outcomes for both parties (Singh et al., 2016; Noone &
Hastings, 2009, 2010; Bethay et al., 2013; McConachie et al., 2014). This might also
prove to be a more viable method of intervention with individuals who have more

significant ID (Reid et al., 2015).

Clinicians may also need to be mindful of the need to support and work with families
of individuals with ID. Many experience reflected shame, otherwise known as courtesy
stigma (Ali et al., 2012), which is stigma by association. Furthermore, family
members/caregivers can also internalise shame, from experiences of being shamed by
members of the public for having a ‘disabled’ family member, otherwise known as
affiliate stigma (Ali et al.,, 2012; Werner & Shulman, 2013, 2015). Helping family
members feel emotionally connected and supported, including involving them in CFT
groups, may be compassionate ways of ameliorating this type of shame and improving

family/caregivers’ emotional well-being (Cantwell et al., 2015).

Public and community interventions to address shame

The literature review, and the existing literature on stigma related to ID, highlights the
continued role of external and internal shame in both psychological distress and health

inequalities in individuals with ID (Ali et al., 2012, 2015; Emerson et al., 2010). This
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coincides with recent calls for global action to challenge intellectual disability stigma,
as people with ID remain one of the most marginalised groups in society across
countries (Scior et al., 2015, 2016). Shame is eminently about the experience of social
rejection and exclusion, and so fits with long-standing agendas around promoting
social inclusion for people with ID. Rather than solely working with individuals, it is also
important for psychologists to attempt to positively influence the wider social

contextual conditions in which people with ID live.

Drawing on the field of stigma research, several forms of public health intervention
may be fruitful avenues for psychologists to further help reduce shaming experiences
and increase compassion for people with ID. These include public health interventions
such as educational and national initiatives that attempt to raise awareness and
understanding of ID (Scior et al., 2015), and those that directly attempt to address
people’s implicit and explicit attitudes towards people with ID (Wilson & Scior, 2015).
Recent stigma research suggests educational programs need to be contact-based, so
that people’s fears and anxieties around interacting with people with ID are
ameliorated through processes of lowering social distance, increasing familiarity, and
acceptance through feeling calmer (i.e. socially safer) as a result of such contact
(Werner, 2015). Quality of contact, in creating opportunities for affiliative and co-
operative interactions, is crucial for increasing social acceptance and thus reducing
shame (Keith et al., 2015). This could also be achieved by psychologists and people
with ID engaging in co-production (Roberts et al., 2012), both within services and in
community-based interventions, which are already beginning to demonstrate promise
(Seewooruttun & Scior, 2014). Alternatively, working with ID individuals to set up

community support groups that increase their sense of connectedness (Cummins &
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Lau, 2003; Dozorenko et al., 2015) may be a fruitful avenue for reducing their sense of

shame and the isolation that typically ensues.

Personal Reflections

The process of attending the NHS Research Ethics Committee (REC) was both a
frustrating and excellent learning experience. | was aware that my frustration arose
initially from the REC’s insistence on specifically presenting a protocol to the panel as
to how undue distress and disclosures maybe managed. This frustration related to
some of the committee members’ seeming lack of understanding that this was part of
routine clinical practice, and had already been outlined in the ethics form. Some of my
initial thoughts and reactions were that the committee might be being overly-cautious
because of the nature of the population in question. Indeed, it has been suggested
that attitudes of ethics committee members can lead to the exclusion of valid and

valuable research opportunities involving individuals with ID (Lai et al., 2006).

However, further reflection on this issue allowed me to realise that the job of the REC
is primarily to ensure the safety and well-being of this potentially vulnerable
population, and ensuring ethically strong research is conducted (McDonald et al.,
2009; McDonald & Kidney, 2012). This was ultimately a helpful process in encouraging
me to ensure that there was a clear, systematic protocol in place before the research
commenced, that guaranteed the safeguarding of my participants should these issues

have arisen.

The REC also helped to bring awareness to areas of the research project that might

need further refinement and/or development, such as the feasibility and acceptability
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measure that was subsequently developed. The information obtained from this
measure has been a crucial part of the analysis. Contemplating on these experiences, |
am left with a feeling of gratitude for what | now perceive to be their wise, helpful and
supportive advice. This also demonstrated to me how the process of planning and
applying for ethical approval can sometimes leave one ‘not being able to see the wood

for the trees’!

There were times when | experienced doubts about my ability to complete the
research as initially planned, particularly when only being able to recruit three
participants for the first round of the group. These doubts were contained by mindfully
sitting with the uncertainty, and having faith that the recruitment phase had started
early enough to recruit more participants for another round of the group. Having an
experienced and supportive supervisor who had been through this process, coupled
with their expressed confidence and total belief in the project, was both reassuring
and motivating. This further raised awareness of the potential challenges in attempting
to set up (and recruit for) groups in daily clinical practice. This included time-intensive
but necessary visits to potential referral teams, and the realisation that referrals
sometimes only start to increase once a group has become more established within a

service.

The whole research process was both challenging and incredibly rewarding.
Conducting a mixed methods study, whilst also having to formally adapt a
psychological therapy, felt at times to be overly-ambitious. The process of researching
adaptations and creating resources was incredibly time-consuming, and an intellectual
challenge in retaining as high a degree of fidelity as possible to the CFT model. Formal

gualitative analysis was not something that | was particularly confident or fluent in, but
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one that | wanted to pursue. The main motivation for committing to this methodology
was to develop and provide an evidence-based psychological intervention for a
marginalised population that often have limited access to such interventions, and are
often excluded from research. | felt this was an important opportunity for adults with
ID not only to experience a potentially helpful psychological therapy, but also to share
their experiences that may shape future research and provision of helpful
psychological interventions. Seeing and hearing participants’ clearly benefitting from
participating in and contributing to the group has ultimately shown that committing to

this methodology was more than worth the effort.
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comply with them.

Yas

Declaration of sk assessment The pofential risks fo the investigator(s) for this research
project have been fully reviewed and discussed. As an investigator, | understand that | am
immediztedy report any adverse events thaf occur 35 3 consequence of this research.

Yas

Declaration of conflict of interest: To my knowledge, there is no conflict of inferest on my
Yas
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Part2: A
The potential value of addressing this issue
Hypotheses

Participants recruitment. Please attach consent and debrief forms with supporitng
documents

Research methodology

Estimated start date and duration of the study.

For studies recruiting via SONA or advertising for participants in any way please provide a
summary of how participants will be informed about the study in the advertisement. N.B.
This should be a brief factual description of the study and what participants will be required
to do.
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Part 2: B
Brief background to the study

The hypotheses

Parficipants: recruitment methods, age, gender, exclusioninciusion criferis
Research design

Procedures employed

Measures employed

Gualifications of the invesfigafors fo use the measures (Where working with children or
vulnerable adults, please include information on investigators' CRB disclosures here )

Estimated start dafe and duration of the study (N.B. If you know that the research is likely fo
confinue for more than three years, please indicate this here).

Data analysis

Potfential offence’distress fo participanis

Procedures fo ensure confidentialify and datfa protectfion

“How consent is fo be obtained (see BPS Guidelines and ensure consent forms are
expressed bilingually where appropriate. The Universify has its own Welsh franslations
facilities on extension 2036)

Information for parficipants (provide actual consent forms and information sheets)
including if appropriate, the summary of the study that will appear on S0MA fo inform

participants about the sfudy. N.B. This should be a brief factual descripfion of the study and
what parficipants will be required fo do.

Approval of relevant professionals (e.g., GPs, Consulfants, Teachers, parenfs etc.)
Payment fo: parficipants, investigafors, departmentsinstifufions

Equipment required and its availability

I students will be engaged a project involving children, vulnerable adults, one of the
neurclogy patient panels or the psychiatric pafient parel, specify on a separate sheet the
arrangements for fraining and supervision of students. (See guidance nofes)

I students will be engaged in 3 project involving use of MRl or TMS, specify on a2 separafe
sheet the amangemenis for fraining and supervision of students. (See guidance nofes)

What amangements are you making to give feedback fo parficipants ¥ The responsibility is
yours to provide it, not participants' fo request it.
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Finally, check your proposal conforms fo BPS Guidelines on Ethical Sfandards in research
and sign the declaration. If you have any doubis about this, please oufline fhem
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Part 4: Research Insurance

Is the research fo be conducted in the UK?
Yies

Is the research based solely upon the following methodologies 7 Psychological activity,
Gluestionnaires, Measurements of physiological processes, Venepunciure, Collections of
body secrefions by non-invasive methods, The administration by mouth of foods or
nutrients or variation of dief other than the administration of drugs or other food
supplements

fies

Research that is hased solely upon certain typical methods or paradigms is less
problematic from an inswrance and risk perspective. Is your research based solely upon one
or more of these methodologies ? Standard behavioural methods such as guestionnaires or
interviews, computer-hased reacfion fime measures, standardised tests, eye-fracking,
picture-pointing, efc; Measurements of physiological processes such as EEG, MEG, MRT,
BEMG, hearf-rate, GSR (nof TMS or tC5 as they involve more than simple ‘measurement” );
Collections of body secretions by non-invasive methods, venepuncture (taking of 3 blood
sample), or asking paricipants to consume foods and'or nutrients (nof incleding the use of
drugs or ather food supplements or caffine).

fes
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Email confirming Bangor University School of Psychology Ethical Approval

From: e.mcquarrie@bangor.ac.uk

Date: 20/04/2015

Dear Neil,

2015-15008 Growing Kind Minds: A feasibility study and preliminary trial
of adapted group-based Compassion Focused Therapy for people with
Intellectual Disabilities (CFT-ID)

Your research proposal number 2015-15008

has been reviewed by the Psychology Ethics and Research Committee
and the committee are now able to confirm ethical and governance
approval for the above research on the basis described in the
application form, protocol and supporting documentation. This
approval lasts for a maximum of three years from this date.

Ethical approval is granted for the study as it was explicitly described in
the application

If you wish to make any non-trivial modifications to the research project,
please submit an amendment form to the committee, and copies of any
of the original documents reviewed which have been altered as a result
of the amendment. Please also inform the committee immediately if
participants experience any unanticipated harm as a result of taking part
in your research, or if any adverse reactions are reported in subsequent
literature using the same technique elsewhere.
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Confirmation of Bangor University Liability Insurance

CERTIFICATE OF EMPLOYERS’ LIABILITY INSURANCE (a)

(Whers required by requiation 5 of fhe Emplayers” Liabiliy (Compulzory Insurance) Requisfions 1998 [fhe
Regulafionz), one or more copiee of this certificate must be digplayed at each place of business af which
fhe palicy holder employs persons covered by the policy]

1. Mame of policy holder Policy Mo YI16438QBEF 14A 1 026
Bangor University

2. Date of commencement of insurance policy 1" Pasgust 2014

3. Date of expiry of insuramce policy 3™ July 2015

We hereby certify that subject to paragraph 2:

1. the policy to which this cerificate relates satisfies the reqguirements of the relevant law applicable in
Great Britain, Morthem Ireland, Isle of Man, 1sland of Jersey, Island of Guemsey, Island of Aldamey; or
any offshore installations in terrftonial watsrs around Great Britain and its Continental Sheaff (b): and;

2. {(a) the minimum amount of cover provided by this policy is mo less than £5 million (c); or

3. the policy covers the haolding company and all its subsidianes

Signed on behalf of QBE Insurance (Eurcpe) Limited (Authorised Insurer)

MNotes

{a) Where the employer is & company fo which reguisbon 2(2) of the Reguistions spplies, fhe cerfifcsle shal saleina
prominent place, either that the palicy cowvers the holding company and all #s subsidisnes, or thaf the policy covers
the hofding company and all ifs subsidianes except any specifically excluded by name, or thaf the policy covers the

holding company and only the named subsidianes.
{b) Speciy applicable law a5 provided for in reguiaiion 4(5) of the Reguiaions.

(e} See requiafion (1) of the Reguiations and delete whichever of parsgraphs 2(3) or 2(b) doss not apply.  Where
hj is fhe amount of cover provided by the relevant policy.

]

Important

The Empioyers’ Liability (Compulsory Insurance) Reguiatons 1095 requires that you keep this cerificats or 3 copy for 2t least 40 years.
Exira copias of the cartficats wil by suppiled upon request

QSE Insurancs (Europs) Limited, Piantation Plaos, 3] Fenchurch Sirest, London, EC3M 350 - Ragsiered In Engiand No. 1761561
and Reguiatad by the Financial Serices Authorty — Ragistraton Muriber 202842
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NHS REC Ethics Proposal: IRAS form

NHS REC Form Reference: IRAS Version 4.0.0
15N AD228

Thie integrated dataset required for your project will be created from the answers you give 1o fhe following questions. The
systern will generate only those guestions and sections which (a) apply to your study type and [b) are reguired by the bodies
reviewing your study. Please ensure you answer 3 the questions before proceeding with your applications.

Please complete the questions in order. if you change the response to a question, please select "Save’ and review all the
questions as your change may have affected subsequent guestions.

Please enter a short title for this project (maxamum 70 characiers)
Adapted group-based CFT for pecple with Intelleciual Disabilifies W2

1. |s your project research?

® Yes () No

2. Select one category from the list below:

7 Clinical trial of an investigational medicinal product

7 Clinical mwestigation or other study of a medical device

" Cormbined frial of an investigational medicinal product and an investigational medical device

# Crher clinical trial fo study a novel intenvention or randemised clinical trial to compare interventions in clinical practice
(_ Basic science study invohving procedures with human participants

(2 Study administering questionnaires/interviews for guanttative analysis, or using mixed quantiativelquabtative
methodology

2 Study invalving qualitative methads cinly

C “;r?t.ujy lirmited to working with hurnan tissue samples {or other human biclogical samples) and data (specific project
on

2 Biudy limited to working with data (specific project only)

(_ Research fissue bank

(_ Fesearch database

I your work does not fit any of these categories, select the option below:

" Other study

2a_ Will the study imvolve the use of any medical device without a CE Mark, or a CE marked device which has been
muodified or will be used outside its intended purposes?

Yes (Mo

2b. Please answer the following question(s):

a) Doas the study involve the use of any ionising radiafion? CiYes @ MNo
B} Will you be taking new human tissue samples (or other human biclogical samples]?  (Y¥es @ Mo
) Wil you be using existing human tissue samples (or other human biological samples)? () Yes (WMo

3. In which countries of the UK will the research sites be located?{Tick all that apply)

Drate: 4062015 1 184 3668/7958BE/1/7T13
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NHS REC Form Reference: IRAS Version 4.0.0
15MWAD228

[ England
] Scotland

b Wales
[]Morthern Ireland

Ja. In which country of the UK will the lead NHS R&D office be located:
" England
¥ Scotland
W Wales
2 Northern Ireland
2 This study does not imohve the NHS

4. Which review bodies are you applying to?
A NHEMHSC Research and Development offices
[]Secial Care Research Efhics Commitiee
& Ressarch Ethics Commitiee
[[] Confidentiality Advisony Group (CAG)
[ Maticnal Cffender Management Service (MOMS) (Prisons & Probation)

For NHE/HEC RED officas, the CI must créale Site-Spacific Information Forms for sach site, in addition to the
study-wide forms, and transfer therm bo the Pl or local collaborators,

5. Will any research sites in this study be NHS organisations?

@ Yes (yMo

6. Do you plan to include any participants who are children®

(Yes @ No

7. Do you plan at any stage of the project to undertake infrusive research invelving adulits lacking capacity to consent
for themselves?

2¥es ®No

Answer Yes if you plan fo recruif fving parhcipants aged 16 ar over who lack capacify, or to refain them in the sfudy following
lozs of capacily. infrusive research means any research with the hving reguinng consenf in lsw. This includes use of
idenfifizble fissue samples or personal informafion, excepd where application is being made fo the Confidentizlity Advisory
Growp fo set gside the common Iw duty of confidenfialify in England and Wales. Please consult the guidance noles for

8. Do you plan to include any parficipants who are prisoners. or young offenders in the custody of HM Prison Service or
who are offenders supervised by the probation service in England or Wales?

Yes (#:Mo

9. lIs the study or any part of it being undertaken as an educational project?

@ Yes (No

Please describe briefly the imahement of the student{s)

Diate: (40672015 2 184368/795806/1/713
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NHS REC Form Reference: IRAS Version 4.0.0
15MW A2 26

9a. Is the project being undertaken in part fulfilment of a PhD or ofher doctorate?

w:Yes (CiMNo

10. Will this research be financially supported by the United States Department of Heatth and Human Services or any of
its divisions, agencies or programs ?

Yes ()Mo

11. Will identifiable patient data be accessed outside the care team without prior consent at any stage of the project
(incleding identificafion of potential participants)®

iYes #:MNo

Date: 4062015 3 184 368/7958B6/1/T13
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NHS REC Form Reference: IRAS Version 4.0.0

150N AND226

Integrated Research Appl-it:aliun System
Application Form for Other clinical trial or investigation

Health Research Autharity

Application to NHS/HSC Research Ethics Committes

The Chief Investigator should complete this form. Guidance on the questions is available wherever you see this
symbol displayed. We recommend reading the guidance first. The complete guidance and a glossary are available by
sedecting Help.

Please define any terms or acronyms that might not be familar fo lay reviewers of the appScation.

Short tithe and version number: (maxirmum 70 charactars - this will be insered as header on 3l forms)
Adapted group-based CFT for people with Intellectual Disabifties V2

REC Mame:

Wales REC 5

REC Reference Mumbser: Submission date:
15MNADZ2G 040082015

Ad. Full tithe of the research:

Girowying Kind Minds: A feasibility study and preliminary trial of adapted group-based Compassion Focused Therapy for
people with Intellectual Desabilities (CFT-I0)

A2-1. Educational projects

Mame and contact details of student|s):

Student 1

Title Forenamelinitials Sumame
M Meil Clapion

Address Morth Wales Clinical Psychology Programime
Brigantia Building, Bangor University
Bangor, Gwynedd

Post Code LLET 206G

E-miail pep2dBgbangor ac.uk

Telephone O7TE2EE4 2644

Fax

Date: 04106/ 2015 4 184368/795808/1/713
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NHS REC Form Reference: IRAS Version 4.0.0
15MWAD2 28
Give details of the educational course or degree for which this research is being undertaken:
Mame and level of coursed degres:
DCEnPsy

Bangor University

Marme of educational establishment

Mame and confact detads of academic supervison|s):

Academic supervisor 1
Title: Forenamelinitials Surmname
Professor Robert Jones
Address Programme Director, North Wales Clinical Psychology Programme
School of Psychology, Bangor University
Bangor, Gwynedd
Puost Code LL5T 2AS
E-mail r.s.jonesi@bangor.acuk
Telephone 01248 382627
Fax

Please state which academic supendisors) has responsibility for which student(s):
Flease ciich "Bave now™ befors completing this fable. This wil ensure that all of the studenf and academic supenisor

defails are shown comectly
Studentis) Academic supervisors)
Student 1 Mr Meil Clapton 7 Prok Robert &

A copy of 2 current CV for the student and the academic supsnisor [maximum 2 pages of A4) must be submified with the
application.

() Student
(3 Academic supervisar
(3 Criher

A2-2 Who will act as Chief Investigator for this study?

A3-1. Chief Investigator:

Post
CGualifications
Employer
Wiork Address

Post Code
Work E-mail

Date: 4062015

Title Forename(Initials Surname

Mr Meil Clapten

Trainze Clinical Psychologist

BSc (Hons) Psychology

NHS

Morth Wales Chnizal Psychology Programme
Brigantia Building, Bangor University
Bangor, Geynedd

LL5T 2DG

pepldd@bangor.ac.uk

5 184 368/7958B6/1/T13
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NHS REC Form Reference: IRAS Version 4.0.0

15/WAD228
* Personal E-mail neil_claptoni@yahoo.couk
Work Telephone 07825542044
* Personal Telephoneiobde 07325542044
Fax

* This information is opfionall it will not be piaced in fhe public domain or disclosed fo any ofher thind parly wihou! prior
consent.
A copy of a cument CV (maximum 2 pages of A4) for the Chief Invesfigafor must be submitted wifh the application.

B4 Who is the contact on behalf of the sponsor for all comrespondence relating to applications for this project?
This contact will receive copies of aif comespondence from REC and RED reviewers that is senf fo the Ci.

Tile ForenamefInitials Surname

Mr  Hefin Francis
Address School of Psychology
Briganiia Building. Bangor University
Bangor, Gennedd
Post Code LLET 285
E-mail h.franicsi@bangor.ac uk
Telephone 01243338338
Fax 01243332589

A35-1. Research reference numbers. Flesse give any relevant references for your sfudy:

Applicant'sionganisation's own reference number, e.g. R & D (F

auailable);

Sponsors/protocol number: 201515008

Protoco! Version: LSRP W1

Protocel Date: 130412015

Funder's reference number:

Project website:

Registry reference number(s):

The Deparfment of Health’s Ressarch Govemance Framework for Health and Social Gare and the research
governance frameworks for Wales, Scolland and Northem Ireland sef owt the requirement for registration of inals.
Furthermore: Arficle 19 of the Wonld Medical Associsfion Declaration of Helsinki adopied in 2008 states that “every
chinical irial musf be registered on 5 publicly accessible datshase before recruitment of the firsf subjest”; and fthe
Infernational Committee of Medical Jownal Bditors (ICMUE) will consider & cfinical frial for publicafion only if i has
been registersd in an sppropriste regisly. Flease see guidsnce for more mformation.

International Standard Randormised Controlled Trial Mumber (ISRCTM):
ChnicalTrials.gow ldentifier (MCT nurmber):

Additional reference number(s):

Ref Mumber Description Reference Mumber

A3-2. Is this application linked to a previous study or another current application?
CiYes  @iNo

Fiease give brief defsils and reference numbiers.

Date: B4/06/2015 G 184366/735906/1/713
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NHS REC Form Reference: IRAS Version 4.0.0
15N AD228

B5-1. Summary of the study. Flease provide 3 brief summary of the research (maximum 300 words) using lenguage
easily understond by [ay reviewers and members of the public. Where fhe research is reviewed by a REG within the UK
Heglth Departments Research Ethics Senvice, this summary wall be published on the websife of the National Research

Compassion Focused Therapy (CFT) is a particular therapeutic approach originally designed for people who are highly
self-critical and experience feelings of shame. These processes play key roles across mental heatth dfficulties,
including depression and anxiety. There is evidence that people with Intelectual Disabilities (ID) can experience such
shame-based difficulties. Cultvating self-compassion can act as a shame anfidote and reduce self-criticssm, and hawe
positive effects on moocdiwell-being. Whilst there is growing evidence for compassion-based interventions in adult
cinical populations, there is little availabfty of such mierventions for adult individuals with an intellectual Disability.

The aim of this study is to undertake a prefiminary pilot of an adapted CFT group for indwviduals with an Intelliectual
Disabi®ty and co-oourring mental health difficulties, to determine its feasibility with this population and establish
prefmmary efficacy. It is expected that teaching self-compassion through six sessions of a CFT group will reduce
peychological distress and improve psychological well-o2ing.

A5-2. Surmmary of main issues. Plezse summanse fhe main sfhicsd, lzagal, or management issues amsing from your sfudy
and say how you have sddresssd them.

Nod &l sfudies raise significant izsues. Some sfudies may have siraightforvand effical or offier issues that can be idenified
and managed roufinely. Others may present significant issues requinng furfher considerafion by a REC, RED office or other
review body (35 appropriste fo the issue). Studies thal present a minimal nisk fo parficipants may rarse complex
organisafional or fegal issues. You should fry fo consider all the ypes of issues that the different reviewers may need fo
consider.

In developing this proposal, formal and informal consuliation has been scught from the original creator of
Compassion Focused Therapy (CFT), Professor Paul Gitert OBE. and a number of other experts in the CFT
community who have either extensive experience of running CFT groups. or work with individuals/groups with
Intellectual Disabilities {I0).

Several psychometric measures have also had to be speciically adapted and failored to be made understandable,
accessible and meaningful to individuals who have an Intellectual Disabdty. This includes the Self-Compassion
Sicale-Short Form, of which permission has been cbtained and granted to use and adapt from the onginal author
{Kristin Meff). These measures havelwill have been run by a Speech and Language Therapest (SALT). and a semvice-
user consult to test cut face waldity.

The main ethical issues emanating from this research relate to the potential capaciy to consent to inclusion and
treatment. This has been addressad by the creation of a rigorous capacity assessment profocol, based on previous
related research into the capacity of individuals with an Intellectual Disability fo consent to inclusion in research {Arscott
et al, 1998; Bemnal, 2006; Cameron & Murphy, 2007; Fisher et al, 2006; McDenald & Kidney, 2012). This assessment
includes multiple sources and raters to corroborate any decision relating fo capacity. To further enable and ensure this
process, study information and consent forms shall be presented in an easy-read format that best allows individuals
with an ID to make an informed decision. The study will DMLY inchude participants who have been demonsirated to
hanwe the capacity to consent.

Cither potential issues pertain to potential drog-out, and thus having insufficient dafa to conduct a reasonable analysis
of initial efficacy of the intervention. For this reascn, a minimurn of two groups shall be run in order o obtain sufficient
participant numbers. Additionally, the group shall be open to referals across all Learning Disabdty teams in Marth
Wales, to ensure equalty of access to the intervention and adequate referral numbers.

There is some small risk that some paricipants may become mildy dstressed when engaging in practices to culfivate
self-compassion, relating to fears’blocksiresistances to compassion as identified in previcus research (Gilbert 2t al;
2011, 2012, 2014; Pauley & McPhersan, 2010; Rockliff et al, 2008). However, CFT was specifically developed to
explicitly address this issue, and ncludes a number of therapeufic processes and procedures io formally address
these issues (Gilbert; 2010, 2014; Duarte et al, 2014). This shall be an mtegral part of the ntervention and incorporated
into each group sessicn, to ensure that any distress is appropriately identifed, addressed, and reschved.

Drate: 4062015 T 184 3668/7958BE/1/7T13
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NHS REC Form Reference: IRAS Version 4.0.0
15ANAND228

A7. Select the appropriate methodology description for this research. Flease Sck all that snpf)y:

[[] Case sefiesi case note review

[ Case control

[[] Cohort chservation

[[] Controlied trial without randomisation
[T Cross-sectional siudy

[[] Database analysis.

[[] Epidemiclogy

5 Feasibility! pilot shudy

[ Laberatory study

[ Metanalysis

[ Guslitative research

7 Cuestionnaire, inteniew or obsenvation study
[[] Randomised confrolled frial

[ Cther (please specify)

B10. What is the principal research questionfobjective? Please put this in language comprehensible fo 3 lay person.

Is a group-based adapted compassion-focused intervention feasible, acceptable and efficacious for individuals with
an Infellechual Disability (ID) who have concurent Mental Health issues?

A11. What are the secondary research questions/objeciives if applicablde? Please puf this in language comprehensible fo
3 I3y person.

Does teaching self-compassion to people with [0 reduce psychological distress and improve psychological wel-
being?

B12. What is the scientific justification for the research? Flease put this in language comprahensible fo 2 lay person

The role of shame, related social comparison, seff-criticism and its confribution o and maintenance of depression and
anxiety in those with 1D is relatively neglected and not always specifically targeted in inferventions. Ressarch sugpgests
that developing and adapting psychological interventions that explcitly and directly work with shame, related social
comparison and selfworth, may be a promising avenue in reducing psychological distress and improving the well-
being of indviduals with 10, Compassion Focused Therapy (CFT; Gilberd, 2008, 2008, 2010) is one such promising
approach, as it was specifically developed for people with mental heatth dfficulties characiersed by high sharme and
self-criticism.

Previous research has attempted to teach sef-compassion to adult individuals with 1D with recument depression and
anxiety, but within the context of an adapied Mindfulness-Based Cognitive Therapy group intervention (ldusohan-Mozer
et al, 2013). Whilst this appeared o be relatively successhul, evidenced by significant increases in compassion for self
and other, and reductions n anxiety and depression, this was not the primary focus of the infervention. This renders. it
more difficult b tease out the specific effects of the self~compassion component of this intenvention.

To date, no known study has formally adapted Compassion Focused Therapy (CFT), is principle components, and
related practices of Compassionate Mind Training (CMT; Gilbert & Irons, 2005 Gilbert & Procter, 2006) for individuals
with Intellechual Disability, and'or imvestigated whether this is feasible and acceptable in a group format for this
population. Equally, adults with an |0 should arguably have the same access o intenventions that are available for
other populations if they are deemed to be equally efficacious.

A13. Please surmmarise your design and methodology. ¥ showld be ofear exactly what will happen fo the ressarch
parficipant, how many times and in what order. Please complete this sechion in fanguage comprehensible fo fhe lay person.
Do not simply reproduce or refer do the profocol. Furfher guidance is available in fhe guidance nofes.

Drate: D4/D6/2015 g 1843668/7258B6M1/T13
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NHS REC Form Reference: IRAS Version 4.0.0
15/NAND228

The study is looking to recret parficipants whom are open to the NHS Community Leaming Disabilities Teams
infacross Morth Wales. This will imichee visiting teams to explain to them the nature of the study, whom maybe suitable
candidates, discuss nclusion/exclusion criteria, and thus encourage team members to identify and refer potentially
suitable candidates. Criterion for referral will consist of the following:

{1) Diagnosis of a Learning Disability

{2) Significant psychological distress, as measured by the PTCSHD 1| {Beail, in press)

(3) Demonstrate self-criticism and lowmoderate self-compassion, as indicated by the Sel-Compassion Scale-Short
Form {Raes et al, 2011)

{3) Participants MUST hawve the capacity to consent

Participants wil be initially approached by their primary healthcare professional, where they will be informed about the
nature of the group. If they express an inferest and informally agree, they will be invited to a pre-group assessment
session with the primary mvestigator, where they will be invited to participae in the study and be offered the cpportunity
to ask amy questions. Written (andior verbal) consent will b2 sought from participants who agree fo aftend the group
and allow their data to be used in the study. Participants will be informed of ther right to withdraw at any time. as well
as their right to withdraw their data for use in the study. if capacity to consent is established and informed consent is
obtained, parficipants will be invited to complets the relevant psychometric measures (see below) before atiending the
group. They will be offered the opportunity to either complete the measures there-and-then, or at an agreed later date.
The whole initial assessment process is anticipated to last no longer than one o one and a half hours.

Psychometric Measures/ Assessments

Self-Compassion

The Seff-Compassion Scale-Short Form (Raes et al. 2011) is a shortenad 12-item wersion of the criginal 28-tem Self-
Compassion Scale (Meff, 2003), a measure designed fo assess an individual's self-~compassion across three
components: selfkindness, common humanity, and mindfulness. The onginal Sef-Compassion Scale (SC5) has
demonsirated good psychometric properties, with the Short-Form SC5 demonstrating a near perfect correlation with
the long form SCS (rz 0.87 & samples), and adequate internal consistency (Cronbach’s alpha 2 0086 in &l samples).
This measure has yet to be validated or adequately applied fo research within the population of Inbellectual Disability.
Permission has been obtained from the author to adapt the scale for the identified population.

Peychological Distress and Well-Being (Anxiety and Depression)

The Psychological Therapy Cutcome Scale for Intellectusl Disabilites 2nd Edtion (PTOS-ID I Bead, in press)
measwres both psycholegical distress (encompassing anger, anxiety, and depression) and psychological well-being,
which lends itseff more favowrably as a scale that is both accessibée and meaningful to this population. The scale has
both a selfreport and comesponding carer-report wersion.

Shame-related Measures

The: Social Comparison Scale (Allen & Gilbert, 1985) examines the way people evaluate themselves thraugh
comparsons with others, and is often used in research as an indicator of internal shame. It has been successfully
adapied for use with individuals with mild to moderate intellectual disabilities (Diagnan & Sandhu, 18908). The adapted
wersion has demonsirated good psychometric properties such as factor structure and concument validity with the
original scale (Dagnan & Sandhu, 1989), with a reasonable Cronbach’s alpha for the full-scale with this population
{Paterson et al, 2012).

Participants will thus be reguired fo attend the six growp sessions, each of which will last approximately 1-1.5 hours
and require some homelpersonal practice.

Cin completion of the group, participants will be required fo attend a post-group assessment session where they will
be required to complete the same measures administered pre-group. This may also invoive the completion of 3 post-
group evaluation form or semi-structured inferview. This is not expected to fake longer than one hour. In order to further
supplernent the data on feasibility and acceptability, a feedback questicnnaire pertaining to these outcomes will also
be administered at the end of ewvery group session.

Data Analysis

The statistical software package SPSS will be used to analyse the collated data. Datfa analysss is likely to include a
number of within group comparisons for scores obtained at various time points (2.9, pre-group and post-grous),
utdising #-tests to compare mean scores (where data is normally distributed, or non-parametric equivalent where this
is mot the case) and appropriate ffect size analysis. Any semi-struciured inferviews or focus groups are Bely to be
analysad utilising deductive thematic analysss, in accordance with suggestions by Braun & Clarke (2008).
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B14-1. In which aspects of the research process have you actively involved, or will you involve, patients, service users,
and'or their carers, or members of the pulblic?

i Design of the research

[T] Management of the research
[T Undertaking the research
[] Analysis of results

[ Dissemination of findings
] Mone of fhe above

Give defails of involvement, oril’mpieaﬁe;usﬁﬁrﬂre atsence of involvement.

This imvolves consuifation with a senice-usen|s) around the developmentrefinement of psychometric mstruments,
group matenial and resources, and presentation of concepts within the group (io assess if presented at the ‘cormect’
lewel of understandng/comprehiension, accessibility etz).

BAAT-1. Please list the principal inclusion criteria (list the most important, max 3000 characters).

Participants must mest the following principal inclusion criteria:

(1) Have a diagnosis of an Intelectual Disabfty

{2) Male and fernale, aped 18+ (no upper age limif)

{3) Experience significant psychological distress (as indicated by the PTOS-ID 1) that mayimay not encompass andety
andlor low mood, and accompanying self-criticism (a5 indicated by appropriate measures and behavioural
ohservations)

(4) Participants MUST hawve capacity to consent

A1T-2. Please list the principal exclusion criteria (list the most important, max 5000 characters).

Exclusion criteria encompass the following:
{1) Participants who are under the age of 18
{2} Participants whio are actively psychotic or expenencing mania
{3) Participants whi lack the capacity fo provide informed consent

A18. Give details of all non-clinizal intervention(s) or procedure(s) that will be received by participants as part of the
research profocol. Thess include sesking consent, infendews, non-cinical ohsenafions and use of questionnaires.

Please complete the columns for each interventicniprocedure as follows:
1. Total nurnber of interverticns!procedures fo be received by each participant as part of the ressarch protoool.
2. If this interverticn/procedure would be routinely given fo participants as part of their care outside the research,
howr many of the fotal would be routine?
3. Average fime taken per interventioniprocedure (minutes, hours or days)
4. Details of who will conduct the interventicniprocedure, and where it will take place.

Intervention or
123 4
procedurs
Participant 1015 Indtially approached by kead cliniciantheaithcare professional as regards
approached regarding minutzs  potential interest.
Drate: D4/DE/2015 10 184 368/795806/1/713
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pobtential imeohvement

ingroup & study

Consent - assess 1015 Principal imvestigator to explain groupdstudy and proside with relevant

capacity & cbiain minutas  inforrmation, obtain informed consent, preferably in presence of carerlead

informed consent healthcare professional fo comoborate capacity.

Pre-group 10 45 Azzescment underiaken by Principal invesbigator. W involee

Assessment minutes  administration and compietion of all relevant psychometric measures,
including: FTOS IDH, Sef-Compassicn Scale, Social Comparison Scale.
Aszses=ment process should take no longer than 1 hour, and will be
completed at 3 convenient fime, date and location for the: participant.

Post-group 1 0 Thour  Assessment undertaken by Principal inveshigator. W imohee:

Assessment administration and complation of all relevant psychometric measures,
including: FTOS IDHI, Sef-Compassion Scale, Social Comparison Scale.
Aszses=ment process should take no longer than 1 hour, and will be
completed at 3 convenient time, date and kocation for fhe participant.

Ewaluafion session 1 0 Thour  Focus groupdsemi-structured interview session o be conducted by a
Trainee Clinical Psychologist within the Learning Disabilties Senvice.

A13. Give details of any clinical intervention{s) or procedure(s) to be received by participants as part of the research
protocol. Thess include uses of medicing! products or dewices, ofher medics! freafmends or assessments, menfal health

indervenfions, imaging investigabons and faking samples of human biclogical mafenal. Include procedurss which might be
received a5 routing clinical care cutside of the ressarch.
Please complets the columns for each interventicniprocedure as follows:
1. Tetal number of intervertionsdprocedures o be received by each participant as part of the ressarch protocol.
2. If this interverticn/procedure would be routinely given to participants as part of their care outside the research,
o rmany of the total would be routine?
3. Average fime taken per intervention/procedure (minutes, hours or days).
4. Details of who will conduct the interverticniprocadure, and where it will take place.

Iniervention or
123 4
procedurs
CFT group -G G 0 68 Principal Invesfigator and supervisor fo facilitate running of group sessions.
SEssions hours  Group shall be run at a location that is easily and readiy accessible for the
majority of participants.

A20. Will you withhold an intervention or procedure, which would normally be considered a part of roufine care?

T Yes  #)No

BA21. How long dio you expect each participant to be in the study in total?

The approximate duration of the study will be 18 months from start fo compleSion. However, from the obiaining of
informed consent, participants can expect to be actwely invoheed from pre to post-group assessment for approximately
3-4 months. The majority of this time will imaciee attending a 1-1.5 howr group session once 3 week, which will take @
weeks to complete. The amount of total time participants will actively have to devode to the study will be approximately
8-12 hours.

A22 What are the potential risks and burdens for research participants and how will you minimise them?

For all studies, descrbe any pofenfial aoverse effects, pain, dscomior, distress, infrusion, inconvenience or changes

to [festyfe. Only descabe nsks or burdens fhaf cowld ocowr 35 8 result of parhicipation in fhe research. Say what sleps

would be tzken o minimise risks and burdens as far a5 possibie.

In terms of the assessment process, there is some small risk that some participants may find some of the guestions
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middly distressing, as they are of a potentially emotive nature. Howewer, most of the questionnaires have been
routmely and safely used as assessments with mdividuals with Intefectual Disabilities. Prior to starting the
assessment process, the principal investigator shall establish with the participant an agreed way of communicating if
they are disiressed. Should this happen, the principal investigater shall halt the assessment process and address
the immediate distress, and subsequently ascerain whather the participant wishes to comtinue or not. If not. the
participant shall be directed to further appropriate support if required. The principal imvestigator will contact the
participants lead clinician and GP, with the participants consant, to inform them about the participants” curment
situation.

In terms of the intervertion, there is some small risk that some participants may become mildly disiressed when
engaging n practices to culfivate self-compassion, relating to fears/blocks/resistances to compassion as idenfified in
previcus research (Gilbert et at 2011, 2012, 2014; Pauley & McPherson, 2010; Rockliff et al, 2008). Howswer, CFT
was specifically developed to explicily address this issue, and includes a number of therapeutic processes and
procedures io formally address these issues (Gilbert; 2010, 2014; Duarte et al, 2014). This shall be an integral part of
the intervention and incomporated inte each group session, o ensure that amy disiress is appropriately identified,
addressed, and resolved.

A23. Will interviews! questionnaires or group discussions include topics that might be sensitive, embarmassing or
upsetting, or is it possible that criminal or other disclosures requiring action could occwr during the study?

®:Yes (Mo

I ¥es, please give detalls of procedunes in place fo desl with fhese issues:

D to the nature of the measures being used io assess anxely, depression, and shame'stigma, there is some
small risk that some paricipants may find some of the guestions mildly distressing. as they are of a potentially
emotive nature. However, most of the questionnaires have been routinely and safely used as assessments with
individuals with Intelectual Disabfties. Should this happen, the principal investigator shall halt the assessment
process and address the immediate distress, and subsequently ascertain whether the parbicipant wishes io
continue or not. |f not, the participant shall be direcied to further appropriate support if reguired. The principal
inwestigator will contact the participants lead clinician, with the participants consent, to inform them about the
paricipants’ current situation (a letter has been pre-devised should this eventuality arise).

There is some small possbdty that during any phase of the study participants may make disclosures arcund
abuse. The Bmits of confidentiality shall be explicitly set cut and agreed before and when cbtaining consent. &
protocol cutlining the process(es) to manage incidental disclosures has been attached to the application.

A24. What is the potential for benefit to research participants?

A recent systematic review has elucidated early evidential findings related to the possible psychotherapeutic benefits of
Cormpassion Fooused Therapy for a number of ciinical populations (Leaviss & Utiley, 2014). This adds to the extant
research on the numercus benefits of cultvating compassion'self-compassion, in terms of reduced
peychologicallernotional distress, increased psychological resilience and welHoeing (Gibert & Procior, 2008; Leary et
al, 2007; Hofmann et al, 2011; Neff, 201 1; Bamard & Cuwry, 2011; Van Dam =t al, 2011; Macbeth & Gumilsy, 2012).

Furthermore, previcus reseanch has attempted to teach sef-compassion to adult individuals with 1D with recurrent
depression and anxiety, but within the context of an adapted Mindfuness-Based Cognitive Therapy group intensention
{luschan-Moizer e al, 2013). Whilst this appeared io be relatively successful, evidenced by significant increases in
compassion for self and other, and reductions in ansiety and depression, this was not the primary focuws of the
intenvention. This renders it more difficult to fease out the specific effects of the self-compassion component of this
intervention.

This intervenfion shall build on these preliminary findings by explicity cultivating self-compassion to address shame,
related social comparizon, and selferiticism in adults with 10, as these processes can contribute to and maintan
depression and anxiety in those with ID. This study will give individuals access fo a potentially powerful
psychotherapeutic intervention which is as of yet not fully adapted or readily accessible to indviduals with 1D,

A25. What amrangements are being made for continued provision of the intervention for participants, if appropriate,
once the research has finished? May agpdy to any clinical infenvenfion, including 2 drug, medical dewvice, mental health
intenvention, complementary therapy, physiotherapy, diefsrny manipwshon, Westde change, ofc

The study plans to provide a potential para®el one-off session for carers and involved healtheare professionals to
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understand the CFT model, processes and principal components, and how to assist individuals they care forfwork with
practice self~cormpassion in dafy Me (eg. complete personal practice bebawesn groups).

A26. What are the potential risks for the researchers themselves? (i any)

The principal ineestigator may sometimes be conducting the assessments alone, and therefore should follow the NHS
lone worker pobcy. There are no foreseen significant risks for the researcher.

B2T-1. How will potential paricipants, records or samples be identified? Who will camry this out and what resources will
be used®For example, enfificaion may mvolve 3 disease register, compaienised search of GP reconds, or review of
medical records, indicate whether this will be done by the direct healthcare team or by researchers scfing under
arrangements with the responsible care onganisation|s).

Participants will ke recruited from those individuals open to the MHS Community Leaming Désabilities Teams in Morth
Wales. The nature and aims of the study will be discussed within appropriate multidisciplinary team meetings, and
tearn members will b2 encouraged to identfy and refer potentially suitable candidates that meat the inclusion critens
All identification will therefore be made through members of the direct care teamis).

B2T-2.Will the identification of potenfial participants imrolve reviewing or screening the identifiable personal
information of patients, service users or any other person?

Yes  @iNo

Flease give defails below:

A28, Will any participants be recruited by publicity through posters, leaflets, adverts or websites?

3 ¥es (®No

A29. How and by whom will potential participants first be approached?

Participants will be first approached by their lead professionalikey worker o guage potential interest in participating in
the group and ressarch. Potential pariicipants will then be approached by the principal investigator to more fully explain
the nature of the group and study.

B30-1. Will you obtain informed consent from or on behalf of research participants?

#Yes (¥No
ermmmmmmmmmmﬂmwmﬁmdmmmmmmnﬂbe
done, with defails of any steps to provide informafion (2 wrifen information sheet, videos, or inderacfive
.qnangemmib:li:u'am.ﬁ:swahbfomaﬂi:rhmefmssﬂuddhed&suﬁed&paaﬁﬁymﬁdﬂﬁemmﬁ,aﬂﬁr
children in Parf B Secfion 7.

i you pfan to seek informed consent from wulnersbie groups, 53y bow you will ensure fhaf consent is voluniary and
fully informed.

Participants will be invited by the principal investigator to a pregroup session with their carer or primary healthcare
professional (optional). They will be mformed about the nature of the group, provided with a written participant
information sheet, and will be invited to parficipate in the study and be offered the cpporiunity to ask any questions.
They will also be given the option to have some time 1o consider their potential nvolvement. Written consent will be
sought from participants who agree to attend the group and allow ther data fo be used in the study. Participants wil
be informed of their right to withdraw at any time. as well as their right to withdraw their data for use in the study. I
capacity to consent is established and informmed consent is obtained, pariticpants will be imited to complete the
relevant psychometric measures before aftending the group.
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& migorous capacity assessment protocol has been developed, based on previous related research into the capacity
of individuals with an Intellectual Disability fo consent to inclusion n research (Arscott et al, 1908; Bemnal, 2006;
Camercn & Murphy, 2007; Fisher et al, 2008; McDonald & Kidney, 2012). This assessment inchedes multiple sources
and raters to corroborate any decision relating to capacity. To further enshle and ensure fhis process, study
information and consent forms shall be presented in an easyread fommnat that best allows indviduals with an 1D fo
rmake an informed decision.

I you are nof obdaining consenf, please explain why not.

Fiease enclose a copy of the informafion sheel(s) and conseni formys).

A30-2. Wil you record informed consent [or advice from consultees) in wrifing?

WiYes (2 No

A31. How long will you allow potential participants fo decide whether or not fo take part?

Participants will b= given amgle time to reflect on and discuss the information presented, andior discuss it with
someone they trust. Whilst ideally participants will make a decision there-and-then when approached by the principal
imvestigator, they will be given the opticn of having a specified fime peried (e.g. a week) to make an informed decision
(the principal investigator in this instance would agres to refurn and re-assess capacity to provide informed consent).
The participant information sheet will also highlight that they may change ther mind and withdraw from the study at any
time.

A32. Wil you recruit any participants who are invohved in current research or have recently been imvobved in any
research prior to recruitment?

(2 Yes

# No

(% Niot Kmown

A33-1. What arrangements have been made for persons who might not adequately understand verbal explanations or
writfen information given in English, or who have special communication needs?(e.g. fransizafion, use of inferprefars)

All participant information sheets and consent forms shall be presented in an easyread manner with appropriate
wisual supports. Where appropeiate, steps will be taken for parficipants to indicate their respenses in a non-verbal
rmanner (e.g. using visual supports ). If there is any doubt about a participant’s ability to understand the information or
communicate that they hawe fully understood the information presented, capacity to consent shall not be assumed and
they will not be nchuded in the shudy.

A33-2 What arrangements will you make to comply with the principles of the Welsh Language Act in the provision of
information fo participants. in Wales?
Given that the population is located in Morth Wales, every attempt will be made fo accommedate individuals who are

Welsh First Language speakers. This will include the availability of any price consent forms and related matenial in
Welsh (and a Welsh speaker to coneey information), and (if possible) the transiation of group materials into Welsh,

A34. What arrangements will you make to ensure participants receive any information that becomes available during
the course of the research that may be relevant to their confinued participafion?

Participants shall b= reguiary approached at the end of group sessions to assess their lewel of understanding of
inforrration and concepts presented in the group, and any specific difficulties they maybe expenencng within
sessions. This will also prowide an opportunity to monitor continued capacity to consent.

A335. What steps would you take if a participant, who has given informed consent, loses capacity to consent during the
study? Tick one apiion only.
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> The participant and all identifiable data or tissue collzcted would be withdrawn from the study. Data or tissue which
is not idendifiable to the reseanch team may be retained.

(3 The parficipant would be withdrawn from the study. |dentifiable data or tissue already collected with consent would
be retaned and wsed in the study. No further data or tissue would be collected or any other research procedures camed
out on or in relation to the particpant.

(3 The participant would contnue o be included in the study.
(% Not applicable — informed consent will not be sought from any participants in this research.

[ Mot applicable — it is not praciicable for the research fteam to monitor capacity and continued capacity will be
assumed.

Further details:

A3E. Will you be undertaking any of the following activities at any stage (including in the identification of potential
participants)?(Tick as appropriate]
[ Access o medical records by those outside the direct healthcare team
[] Elesctronic transfer by magnetic or optical media, emal or computer networks
[] Sharing of personal data with other crganisations.
[T] Export of personal data outside the EEA
[[] Use of personal addresses. posicodes, faxes. emals or telephone numbers
& PubScation of direct quotations from respondents
[] PubBcation of data that might allow identification of indviduals
[ Use of audscivisual recording devices
i Storage of personal data on any of the following:

i Manual files including X-rays

& NHS computers

[[1Home or other personal compurbers
[ University computers

[ Private comgany computers

[ Laptop computers

Funther details:

The required paper data will be securely kept separately from parficipant's notesifiles. locked in a designated file
draweer in the relevant baselpremises. Any electronic data will b2 ancnymised, collated and entered onio a database
within the appropriate premises fo ensure the secunty of the patient's files. Mo identifiable information will leave the
premises. The anonymised elecironic data will be stored on an encrypted desice fo further ensure secunty. This data
will be kept by the MWCCP until the elapsing of a specified fime period. The collated data will be completely
anonymised and stored securely in accordance with the Data Protection Act.

Ay data collected or recorded through the means of a potential sermi-structured interviews shall be stored in a similar
manner, with any recorded data being erased immediately after #s transcnpfion. Any data collected in this manner
shall b= anonymisad to prevent personal identification and ensure confidentiafty. Devices such as Dictaphones, and
all electronicirelated data encrypied on a SafeStick, shall be securely locked in a boe, and will be brought to and from
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base (if required) in a locked bod'cabinet.

A38. How will you ensure the confidentiality of personal data?Please provide a genersl stafement of fie policy and
proceduras for ensuing confidentialily, e.q anonymisafion or psewdonymisation of dafs.

See above AZE

BAD. Who will have access to participants” personal data during the study? Where access is by indhviduals oufside the
direct care team, please jushfy and say whether consent will be sought

Mo other individuals or parties outside the direct care tearm will have access to participants” personal data.

843, How long will personal data be stored or accessed after the study has ended?

@ Less than 3 manths
"+ 3 — & months
"8 — 12 months
12 months — 3 years
3 Creer 3 years

BAG. Will research participants recaive any payments, reimbursement of expenses or any other benefits or incentives
for taking part in this research?

CiYes @Mo

BAT. Will individual researchers receive any personal payment over and above normal salary, or any other benefits or
incentives, for taking part in this research?

(¥es [#)No

BA8. Does the Chief Imvestigator or any other investigatoricollaborator have any direct personal involvement (e.g.
fimancial, share holding. personal relationship efc.) in the organisations sponsoring or funding the research that may
give rise to a possible conflict of interest?

i¥es [#)Mo

B43-1. Will you inform the participants” General Practitioners (and/or any other health or care professional responsible
fior their care) that they are taking part in the study?

®iYes Mo

if Yes, please enclose a copy of the informafion sheetiefer for the GPrthesith professional with 3 version number and dais.
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BA49-2 Will you seek permission from the research participants to inform their GP' or other health! care professional ?

#:Yes ([ HNo

If shouwld be made ofear in the participanfs information sheef if fhe GPrhealth professional will be informed.

AS0. Will the research be registered on a pubdic database?

The Depsniment of Heslth's Research Govemanes Framewaork for Heaith and Soeial Gare and the research
govermnance frameworks for Wales, Scofland and MNovthem hﬂaﬂsa‘aﬁhmﬂrﬂ#ﬁrmgﬂaﬁmdhab

Fu'ﬂmm Arficie 19 of the World Medical Associafion Declaration of Helsinki adopfed in 2008 sisfes fhal “every

chnical inal must be registersd on a publicly accessible dsfabase before recruitment of the first subject”; and fhe

Infemational Commitfee of Medical Jounal Editors (ICMUE) will consider a cinical frial for publicafion anly if it has

been registersd in an sppropriste registry. Flease see guidance for more informabion.

*Yes (Mo

Flease give delails, or jusfify if nof registening the reseanch.

This is mot the type of research sustable for regisiration on a public database. Howewer, all research conducted at

Bangor University forms part of the universily's repository, which is publicly accessible.

Fiease enswe fhat you have entersd regishy referance number(s) in guesfion A5-1.

A51. How do you intend to report and disseminate the results of the stedy?Tick a5 appropriafe:
A Pesr reviewsd scientific joumals

5 Intemal report

B Conference presentation

[[] PulbBcation on website

[[] Ciher pubBcation

[] Submission to regulatory authorities

[] Access to raw data and right to publish freely by all invesfigators in study or by Independent Steering Commitiee
on behalf of a8 irmestigators

[ Ne plans to report or disseminate the results

[[] Caher (please specify)

A3 Will you inform participants of the results?
®iYes (Mo

Flezse give defails of how you will inform parficipants or justify f not doing s0.
Feedback of the resulis will be offered to all pariies invelved in the study. Participants will be offered the choice of which
method (one-to-one session, letier, hele-ph:mena]l] they would like to receive the feedback, if any. Preference shall be

sought at the stage of initial consent.

A54. How has the scientific quality of the research been assessed?Tick 35 sppropriate:
[ Indegendent exiemal review
["] Review within 3 company
[] Review within a multi-cenire research group
B Review within the Chief Investigator's institufion or host organisation
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[ Review within the research team
[ Review by educational supendsor
[JCther

Jusfify smd describe the review process and oufcome. [F the review has been undertsken but nof seen by the

researcher, give defails of the hody which has underfaken the review:
The current research progosals has been submitied fo the NWCPP ressarch departrment to be assessed and
approwed. The principle imvestgator has received approval from the NWCPP research depariment.

Reference: IRAS Version 4.0.0

For s studies except non-docforal sfudenf research, please enclose 3 copy of any avaifable scientific critigue reports,
together with any relsted comespondence.

[For non-docforal sfudent research, plesse enclose 3 copy of the assezsment from yowr educshions! supendsorn’ instifufion.

ASE. How hawve the stafistical aspects of the research been reviewed? Tick 55 appropiate:

"] Revizw by independent statstician commissioned by funder or sponsor

[ Cher review by independent statistician

[ Review by company stafistician

[ Review by a statistician within the Chisf Investigator's institution

[ Review by a statistician within the research team or multi-centre group

[ Review by educational supenvisor

[ Criher rewview by individual with relevant statisfical expertise

1Mo review necessary as only frequencies and associations will be assessed — details of statistical input not
required

In all cases please give defails below of the individua! responsible for reviewing the statistical sspecfs. i advice has
been provided in confidence, give details of the depariment and inshitubion concerned.

Tile ForenamelInitials Surname

Or Gemma Griffith
Department Morth Wales Clinical Psychology Programme (MWCPP) Research Deparirment
Institution Bangor University
Work Address ~ Morth Wales Clinical Psychology Programme (MWCPP)
Bangor University
Bangor
Post Code LL5T 2045
Telephone 01248338305
Fax 01248333718
Iizbile
E-mail g.m.griffithi@bangor. ac.uk

Fiease enclose a3 copy of any available comments or reports from a safisfician.

AST. What is the primary outcome measure for the study?

The primary cutcome measwre will be changes in overall psychological distress and welHoeing, as measured by the
PTOE-ID 11 {refeming to relevant clinical cut-offs).

ASE. What are the secondary outcome measures ? (i any)

The secondary outcome measures will be changes in overall leve! self-compassion, social comparison, and shame,
as measured by the S=if-Compassion Scale-Short Form and Social Comparison Scale.
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A58, What is the sample size for the research? How many parficipanfsSamples'dsta records do you plan to study in fofal?
If there is mare than one group, please give furfher defails below:

Total LK sample size: 20
Teotal intermnational sample size (including UK
Total in European Economic Area:

Funther dedails:
A rrinirnium of fwo groups (no more than three) shall be un o ensure there are adequate numibers of participants and
data to conduct a meaningful analysis.

B0, How was the sample size decided upon? i a forms! sample size calowation was wsed, indicale how this was done,
giwing sufficienf informafion fo jusiify and reproduce the calowation.

The sample size for the research has been based on the nunning of related previous groups o obtain adequate and
meaningful data for analysis (Mduschan-Moizer et &l 2013).

A1, Will participanis be allocated to groups at random?
CiYes  @iMo

AG2. Please describe the methods of analysis [statistical or other appropriate methods, e.g. for qualitative research) by
which the data will be evaluated to meet the study objectives.

The statisbical sofhware package SPSS will be used to analyse the collated data. Data analysis is likely to include a
number of within group comparisons for scores obtained at vanows time points (2.9, pregroup and post-group).
utdising +-tests to compare mean scores (where data is normally distibuted, or non-parametric equivalent where this
is not the case), and appropriate effect size analysis.

Any semi-structured intendiews will be based on previous interview schedules developed to examine the feasibility and
acceptability of CFT groups (Heriot-Maitland et al, 2014), and are Feely to be analysed utfsing deductive themiatic
analysss, in accondance with suggestions by Braun & Clarke (2006).

AS3. Other key investigatorsicollaborators. Please nolude a’igraﬁm—appﬂnml!s, profocol co—authors and odher key
members of the Ghief Investigafors feam, inciuding non-docforsl student researchers.

Title Forename/indtials Surname
Professor Robert Jones

Post Programme Director

Clualifications DClinPsy, BSe (Hons) Psychology

Employer Bangor University

Work Address Morth Wales Chnical Psychology Programme

School of Psychology, Bangor University
Bangor, Genymedd
Post Code LL5T 245
Telephone 01248 382827
Fax
Mobile
Work Email r.s_ jonesgitbangorac.uk
Date: 04/06/2015 18 184368/795208/1/713

213



NHS REC Form

Qualifications

Work Address

Post Code

Telephone

Mcbile
Work Email

Reference:
15/NAD228

Tile Forename/Initials Surname

Or .Jonathan Williams

Senior Clinical Psychologist

DClinPsy, BSc (Hons) Psychology

Betsi Cadwaladr University Health Board
Denbighshire Complex Disabilities Team

B7, Trem Y Diyffrym, Colomendy Industrial Estale
Denbigh, Denbighsire

LL18 5TX

01824 712750

Jonathan. williams@wales nhs uk

IRAS Version 4.0.0

AE4-1. Sponsor

Lead Sponsor

Given names
Family nami
Address
Town/city
Post code
Courntry
Telephons
Fax

E-mail

Drate: 4062015

Contact person

Status: () MHS or HSC care organisation Commercial statws:
%) Arademic
(" Pharmaceutical industry
(" Medical device industry
1 Local Authority
(" Other social care provider {including woluntary secior or
private organisation)
(1 Other

If Odher, plegse specifi;

Mame of organisation School of Psychology, Bangor University

Hefin
Francis
School of Psychology, Adeilad Building
Bangor
LLE7 2ZAS
UMITED KINGDOM
01248388334
01248382504

hfrancis@bangor ac.uk

Is the sponsor based outside the UK?
2¥es ®Ne

Uinder fhe Ressarch Governance Framework for Heaith and Social Gare, a sponsor outside the UR musf sppoinf 5
legal representative esfablished in the UK. Please consul the guidance nofes.

20

Mian-

184 3668/7958BE/1/7T13
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15MWWAN228
| L |

A3, Has external funding for the research been secured?

] Funding secured from one or more funders
] External funding apglication o one or more funders in progress.
i Mo application for external funding will be made

What type of research project is this?
2 Standalone project
(_ Progect that is part of a programme grant
(_ Project that is part of a Centre grant
# Project that is part of a fellowship! personal award/ researnch traming award
(3 Orber
Cither — please state:

BET. Has this or a similar application been previously rejected by a Research Ethics Committee in the UK or another
country?

iYes

) No

Fiezse provide & copy of the unfavourable opinion leffers). You should expiain in yowr answer fo question A5-2 how fhe
reasons for fhe unfavousble opinion have been addressed in this spplication.

ABE-1. Give details of the lead NHS RED contact for this research:

Tille Forenamelinitials Surname

Or Rossela Roberts
Cirganisation Clinical Govemance Officer, BCUHB
Address Research and Development Office
Chnical School
“febyty Gwynedd
Post Code LLAT 2PW
Wrk Email ressela roberts@wales.nhs.uk
Telephone 01248333377
Fax
Muobile

Di=tails can be obiained from fie NHS RED Forum website: hifp:dwww roforum.nbs. uk

AE3-1. How long do you expect the study to last in the UK?

Planmed start date: 02/D372015
Planned end date: 08/DE2016
Tikal durafion:

Years: 1 Manths: 3 Days- 5

Date: 4062015 21 184368/795806/1/713
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15/WAND224
A71-2. Where will the research take place? (Tick as sppropnafe)
[] England
[ Scotland
B Wales

[[] Morthem Ireland
[[] Other countries in Ewopean Economic Area
Total UK sites in siudy 1

Dioes this trial involve countries outside the EU?
Caes (WMo

AT2. What host organisations (NHS or other) in the UK will be responsible for the research sites? Please indicate the
type of organization by ficking the box snd give approcamate numbers of planned research sites:

[[] NHS organisations in England

& NHS organisations in Wales 1

[ NHS crganisations in Scotland

[JHSC organisations in Morthern kretand

[[] GP practices in England

[ &P practices in Wales

[[] &P pracfices in Scofland

[ GP practices in Morthem Ireland

[[] Social care crganisations

] Phase 1 frial units

[ Prison establishments

[] Probation areas

[ Independent hospitals

[ Educational estabfshments

[ Independent research units

[ Cher {give details)

Total UK. sites in study: i

AT5-1.What amrangements will be made to review interim safety and efficacy data from the trial? Will a formal data
manitoring commities or equivalent body be convenad?

Mo formal procedures or bodies/committees involved, frequent monitoring by academic supendsor will be utilised to
review safety and efficacy.

i & formal DG is fo be comened, please fomward detalls of the membership and sfandand operaling procedures fo the
Research Ethics Commitfee when available. The REC should also be nofified of DME recommendations and receive
smmary reparts of inferim analyses.

AT3-2. What are the criteria for electively stopping the frial or other research prematurely?
Lack of atbendance andior significant drop-out from the shudy.

Drate: (/0672015 22 1843668/795806/1/713
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ATE-1. What arrangements will be made for insurance andior indemnity to meet the potential legal liability of the
sponsor(s) for harm to participants arising from the management of the research® Please fick boxfes) a5 applcable.

Node: Where & NHS organiszhion has agreed fo aof a5 sponsor or co-sponsor, indemniy is provided fhrough MHS schemes.
Indicafe if this appiies (Thers is no need fo provide documentany svidence). For all other sponsors, please describe the
arrangements and provide evidence.

[[] NHS indemnity scheme will apply (NHS. sponsors cnly)

& Ciher insurance or indemnity arrangements will apply (give detais below)

The study will be nsured by Bangor University (indemnity cerfificate enclosed).

Flease enclose & copy of relevand documenis.

AT6-2. What amangements will be made for insurance andl or indemnity to meet the potential legal liability of the
sponsor(s) or employers) for hamm to parficipants arising from the design of the research? Please fick boxfes) as
applicabile.

Note: Where resegrchers with subsfanfive NHS employmenf confracts have designed fhe research, indemnify s prowided
throwgh NHS schemes. Indicafe if this spplies (there is no need fo provide documentary evidence). For other profiocal
suthaors (e.q company employess, universiy members), pleass describe the arangements and provide evidence.

[[] NHS mdemnity scheme will apply {protocol awthors with NHS contracts only)
& Ciher insurance or indemnity arrangements will apply (give detais below)

See ATG-1

Flease enclose & copy of relevand documenis.

ATE-3. What amrangements will be made for insurance andf or indemnity to meet the potential legal liability of
imvestigatorsicollaborators arising from harm to participants in the conduct of the research?

Note: Where the parficipants are NHE pafienfs, indemnity is provided through the NHE schemes or firough professional
indemnify. Indicafe if this applies to the whole study (thers is no need fo provide documentany evidence). Where non-NHS

sifes are fo be included in the research, including privafe praclices, please describe the amangemenis which will be made ai
these sifes and provide svidence.

& NHS indermnity scheme or professional indemnity wil apply (participants recruited at NHS sites anly)
[[] Research includes nonMHS sites (give details of msurance/ indermnity arrangements for these sites below)

See ATG-1

Flease enclose & copy of relevand documenis.

ATT. Has the sponson(s) made arrangements for payment of compensation in the event of harm to the research
participants where no legal liability arises?

¥es [#No

Flease enclose a copy of relevand documenis.

Drate: (/0672015 23 1843668/795806/1/713
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Please enfer details of the host organisations (Local Authority, NHS or ofher) in the UK that will be responsible for the
research sites.  For NHE sites, the hosf onganisafion is e Trust or Health Board Where the ressarch sife is @ primany cans
sife, eq GP prachice, plagss insert the host organissdion (PCT or Heslth Board) in the institution row and insert the research
sife fe.g GP practice) in the Deparfment row:

Research site Inwestigator’ Collaborator’ Contact

Institution name  Betsi Cadwaldr University Health Board Tithe Or

Department name Denbsghshire Complex Disabilites Team First name/ Jonath

Street address  B7, Trem Y Dyffryn, Colomendy Industrial Estate Initials

Townicly Denbigh Surnarme Williarms

Post Code LL16 5TX

Date: 04/06/2015 24

184366/735006/1/713
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15WAND226

. Declaration by Chief Investigator
1. The infoermation in this form is accurate o the best of my knowledge and belief and | fake full responsibility for it

2.l undertake to abide by the ethical principles underying the Declaration of Helsinki and good practice
guidelines on the proper conduct of research.

3. Ifthe research is approved | undertake to adhere to the study protocol, the terms of the full application as
approved and any conditions set out by review bodies in giving approwval.

4 |undertake o notfy review bodies of substantial amendments to the protocsl or the terms of the approved
application, and to seek a favourable opinion from the main REC before implementing the amendment.

5. lundertake to submit anmusl progress reports setting ocut the progress of the research, as reqguired by review
bodies.

G. | am aware of my responsibdity to be up to date and comply with the requirements of the law and relevant
guidelines relating to security and confidentiality of patient or other personal data, mcluding the need to regester
when necessary with the appropriate Data Protection Cficer. | understand that | am not pemmitted o disclose
identifiable data to third parties unless the disclosure has the consent of the data subject or, in the case of
pafient data in England and YWales, the disclosure is covered by the ferms of an approval under Section 251 of
the NHS Act 2006

7. lunderstand that research records/data may be subject to inspection by review bodies for audt purposes if
required.

8. I understand that amy perscnal data in this applicafion will be held by rewssw bodies and ther operafional
managers and that this will be managed according to the principles established in the Data Protection Act
1e8a.

8. lunderstand that the information contained in this application, any supporting documentation and all
comespondence with review bodies or their operational managers relating to the application:

= Wiill be held by the REC (where applicable) until at least 3 years after the end of the study; and by NHS
RAD offices (where the research requires NHS management permission) in accordance with the NHS
Cade of Practice on Records Management.

» May be disclosed to the operational managers of review bodies, or the appointing authority for the REC
{where applicable], m order fo check that the application has been processed comectly or to invesfigate
any complaint.

= May be szen by auditors appointed fo undertake accreditation of RECs (where applicable].

= Wi be subject to the provisions of the Freedom of Information Acts and may be discosad in response
fo requests made under the Acts except where statutory exemplicns apply.

= May be sent by email to REC members.

10. | understand that information relating to this research, including the contact details on this application, may be
held om naticnal research information systerns, and that this will be managed according to the principles
established in the Data Protection Act 1998,

11. | understand that the main REC or its cperational managers may share information in this application or
supporting documentation with She Medicines and Healthcare products Regulatory Agency (MHRA] where itis
relevant to the Agency’s statutory responsibilities.

12, Where the research is reviewed by a REC within the UK Health Departments Researnch Ethics Seniice, |
undersiand that the surmmary of this study will be pub®shed on the website of the National Research Ethics
Sennce (MRES), together with the confact point for enguinies named belos. Publication will take place no earlier
than 3 months after issue of the ethics committee’s final oginion or the withdrawal of the application.

Contact point for publication|MNof sppéicable for RED Foms)
NRES would fike fo include & contact point with the publizhed summary of the sfud)y for those wishing fo seek further

Drate: 4062015 25 184 3668/7958BE/1/7T13
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information. Wi would be gratefl if you would indicate one of the contsct points below.
(@) Chief Imestigator

[ Sponsor

[ Study co-ordinator

(s Student

(" Oter — please give details

7 Mone

Beccess to application for training punposes (Nof spplicable for RED Forms)
Opfional — please fick 55 approprate:
& | would be content for members of ofher RECs to have access to the information in the application in confidence

for traiming purposes. All personal identifiers and references to sponsors, funders and research units would be
remowed.

This section was signed =lectronically by Mr Neil Clapion on 03008/2015 13:24.

Job Tile/Post Trainee Clinical Psychologist
Organisation: BCUHE
Email: pep2dd@bangor.ac.uk
Diate: D4/06/2015 28 184 368/735006/1/713
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D2. Declaration by the sponsor’s representative

If there is more than one sponsor, this declarafion should be signed on behalf of the co—sponsors by a represeniziive
of the lesd sponsor named ai A64-1.

| carfirrn that:
1. This research propesal has been discussed with the Chief Investigator and agreement in principle to sponsor
the research is in place.

2. An appropriate process of scientific critigue has dermonsiratad that this research propesal is worthwhile and of
high scientific quality.

3. Any necessary indermnify or insurance amangements, as described in question ATE, will be in place before
this research starts. Insurance or indemnity policies will be renewed for the duration of fhe study where
NECessary.

4. Amangements will be in place before the study starts for the research team to access resources and support
to deliver the research as proposed.

5. Amangements to allocate responsibilities for the management, monitering and reporting of the research will
b= in place before the research starts.

8. The duties of sponsors set out in the Research Governance Framework for Health and Social Care will be
underiaken in relation to this research.

Please note: The declaradions below do not form parf of the applicalion for approval above. They will not be
considered by the Research Ethics Commifies.

7. Where the research is reviewed by a REC within the UK Health Depariments Research Ethics Senvice, |
understand that the surmmary of this study will be published cn the website of the Mational Research Ethics
Service (MRES), together with the contact point for enquiries named in this application. Publication will take
place n earlier than 3 months after issue of the ethics commitbes's final opinion or the withdrawal of the
application.

8. Specifically, for submissions io the Research Ethics Committees (RECs) | declare that any and all clinical
trials approved by the HRA since 20th September 2013 (as defined on IRAS eategories as clinical trals of
medicines, devices, combimation of medicines and devices or other clinical trials) have been registered on a
publicaly accessible register in compliance with the HRA registration requirements for the UK, or that any
defemal granted by the HRA stil applies.

This saction was signed electronically by Mr Hefin Francis om 04062015 09:06.

Job Tile/Post School Manager for Psychology
Organisation: Bangor Uiniversity
Email: h francisg@bangor.acuk
Date: 04062015 b 184368/795906/1/713
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D3. Declaration for student projects by academic supervisorn(s)

1. | hawe read and approved both the research proposal and this application. | am satisfied that the scientific content
of the research is satisfaciory for an educational qualification at this level.

2. | undertake to fulfd the responsibilities of the supervisor for this study a5 s2t out in the Ressarch Govemancs
Framework for Health and Social Care.

3. | take responsibdity for ensuning that this sbudy is conducted n accordance with the ethical principles underlying the
Declaration of Helsinki and good practice guidelines on the proper conduct of research, in conjunciion with dinical
supendisors as appropriate.

4| take responsibility for ensuring that the applicant is up to date and complies with the requirements of the law and
relevant guidelines relating to security and confidentiality of patient and other personal data, in conjuncSion with
climical superisors a5 appropriate.

Academic supervisor 1
This sechion was signed electronically by Professor Robert Jones on 030D82015 18:46.

Job TitlefPost: Programme Director
Cirganisation: NWCPP
Email:
Date: 04/06/2015 28 184368/735208/1/713
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North Wales REC Favourable Opinion Letter

Part of the research infrasrecters for Wales fusded by the Mational irdfioee Tor Sodal Care and) Bealth Besearch, Welsh Goverament
i rhid o selbeaith yincewd] Cymin @ aransll gan v Sefydiad Cemedleth ol & @yfer Yol Golal Cymdeithasal e il Uyvwednasth Cyming

Pwyllgor Moeseg Ymchwil Cymmu 5
N I S ‘3 H R wales Research Ethics Committee 5

Betsi Cadwaladr University Hezlth Board

wasanmrth Rasearch Ysbyty Gwynedd
khnase Ethics Clirical Acmdemic Office
Yrnchwi Gerdice Bangzor, Ganymedd
LLST ZPW

Telephore Facsimile: (248 - 3B4 577
Emiait Rossela RBoberts@wales. nhs.uk
Website © wew nresnhs. wk
Mr Meil Clapton
Traimese Clinical Psychologist
Maorth Wales Clinical Psychology Programme
Brigantia Building, Bangor University
Bangar, Gwynedd
LLET 2D psp2ddfibangor.ac.uk

22 Jume 2015
Dear Mr Clapton,

Study title: Growing Kind Minds: A feasibility study and preliminary trial of
adapted group-based Compassion Focused Therapy
for people with Intellectual Disabilities (CFT-10)

REC reference: 15/WA/D226
Frotocol number: 201515008
IRAS project ID: 184366

The Rasearch Ethics Committee reviewed the above application at the mesatimg held on 18 June
2015. Thank you for attending to discuss the application.

We plan to publish your research summary wording for the above study on the HRA website,
together with your contact details. Publication will ke no earlier than three months from the date
of this favourable opinion letter. The expectation is that this information will be published for all
studies that receive an ethical opinion but should youw wish to provide a substitute contact point,
wish to make a request to defer, or require further information, please contact the REC Manager
Dr Rossela Roberts, rossela.robertsi@wales.nhs.uk

Under very limited circumstances (e.g. for student research which has received an unfavourable
opinicn), it may be possible to grant an exemption to the publication of the study.

Ethical opinion

The members of the Committee present gave a favourable ethical cpinicn of the above research
on the basis described in the application form, protocol and supporting documentation, subject to
the conditions specified below.

Conditions of the favourable opinion

The favourable opinion is subject to the following conditions beimg met prier to the start of the
study.

The Committee requested that the Participant Information Sheet is revised

The paragraph "What will happen” should include a sentence to detail the need for a focus group
or semi-structured interview in the follow-up phase of the study.

GG | B Chyohalir Cyduritmding Gwyddor lochyd Arademaidd v Safidiind Cansdlasthal ar -
|y A wyfer Yenchwdl Gofl Cvsdsi®asel ac leird mm Fardd Addvgn Tecryd P ﬂg—; '"‘f‘"i‘mm
mJHS | P Teasbers
H5 Heal#: Board Tha Natiomal Institata for Social Care and Haalth Research Acadamic Haalth Scisnce r.'-;:"‘l'
Colbboration i3 hosted by Powrys Teacking Fealth Board Geverament J
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You should notify the REC in writing once all conditions hawve been met (excapt for site approvals
fram host arganisations) and provide copies of any revised documentation with updated version
nurnbers.

The REC will acknowledge receipt and provide a final list of the approved documentation for the
study, which can be made available to host organisations to facilitate their permission for the
study. Failure to provide the final wersions to the REC may cause delay in obtaining permissions.

Management permission or approval must be obtained from each host crgpanisation prior to
the start of the study at the site concemed.

Management permissicn ("R&D approval™) should ke scught from all NHS crganisations
inviolved im the study in accordance with MHS research governance amangements.

Guidance on applying for NHS permission for research is available in the Integrated
Research Application System or at hitp:/fwerw. rdforum.nhs. uk.

Where a MHS organisation’s role in the study is limited to identifying and refemring potential
participants to research sites (“participant identification centre™), guidance shiould ke sought
fram the R&D office on the information it requires to give permission for this activity.

For nan-MHS sites, site management permission should be abtained in accordance with the
procedures of the relevant host organisation.

Sponsors are mot reguired to notify the Committee of approvals from host organisations.

Registration of Clinical Trials

All climizal trials (defined as the first four categories on the IRAS filter page ) must be
registered on a publically accessible database. This should be before the first participant is
recruited but no later than @ weeks after recruitment of the first participant.

There is no requirement to separately notify the REC but you should do so at the earliest
opportunity e.g. when submitting am amendment. We will audit the registration details as
part of the annual progress reporiing process.

Ta ensure transparency in research, we strongly recommend that all research is registered
but for nom-climical trials this is not currently mandatory.

If @ sponsor wishes to request a deferral for study registration withim the reguired timeframe,
they should contact hra.studyregistrationd@nhs.net

The expectation is that all climical trials will be registered, however, in exceptional
circumstances non registration may be permissible with prior agreement from MRES.
Guidance on where to register is provided on the HRA website.

It is the responsibility of the sponsor to ensure that all the conditions are complied
with before the start of the study or its initiation at a particular site {as applicable].

Ethical review of research sites

NHS Sifes

The fawourable opinion applies to all MHS sites taking part in the study taking part in the
study, subject to management permission being obtained from the NHS/HSC R&D office
prior to the start of the study (see "Conditions of the favourable cpinicn”™ below).
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Summary of discussion at the meeting

Social or scientific value; scientific design and conduct of the study

The Committee considered whether the chjectives, design, methodology, and the conduct of
the study are appropriately described im the protocol and concluded that the research design
and the proposed analysis are adeguate to answer the research question.

It was moted that this is a re-submission of an application with a previous unfavourable
cpinicn.

The Committee reviewsd the revised documentation and concluded that all issues raised in
the previous review have been addressed.

The primary outcome measure reflects the feasibility nature of the study and is assessing
acceptabilityfeasibility of the intersention.

A description of the compassion-focused therapy and associated delivery protocol for this
intervention has been included.

Favourable risk benefit ratio; anticipated benefitrisks for research participants

The Committee discussed the anticipated bensfits and potential risks to participants

and was satisfied that the applicant has suitably identified the risks and benefits and
highlighted them in the information given to potential participants.

The Committee noted that the revised protocol now includes a description of the process to
manage distress and incidental disclosures.

Informed Consent process and the sdeguacy and completeness of participant information
The Committee noted that written informed consent is taken as part of a process - with
participants having adequate time to consider the information, and opportunity to ask
guestions. The information is clear as to what the paricipant comsents and there is no
imducement or cosrcion. The Committee agreed that the procedures described in the
profocol have been adequately addressed in the Information Sheet.

The Participant Information sheet has been written in lay language accessible o the target
group for whom the intervention has been designed; it provides adequate detail about the
context and content of the intervention/group mestings.

A query was raised in relation to the consent process for the past-group semi-

structured interviewfocus group.

You clanfied that the interview/focus group will take place after the last group session
and all participants will be invited.

The Committee requested that details about the interviewfocus group are included in

the Participant Information Sheet'Consent Form.

The Chairman thanked youw and Dr Williams for your availability to speak to this submission
and gave you an apportunity to ask questions. You did not raise any issues.

Crthier ethical issues were raised and resolved in preliminary discussion before your
attendance at the meeting

Based on the information provided, the Committee was satisfied with the following

aspects of the research:

+  Social or scientific value; scientific design and conduct of the study

»  Recruitment arramgements and access to health information, and fair paricipant selection
»  Favourable risk benefit ratio; anticipated benefit'isks for research participants

s  Care and protection of research participants; respect for participants’ welfare and dignity

*  Informed consent process
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»  Suitability of the applicant and supporting staff
»  Independent review

»  Suitability of supporting information

»  Other general issues

*»  Suitability of the summary of the research

Page 4 of @

The Committee identified issues with the following aspects of the ressarch:

» Adequacy and completeness of participant information

Approved documents

The decuments reviewesd and approved at the meeting were:

Document Version |Date

REC Application Form 04 June 2015
Other [Covering letter outlining changes to application] 1 02 June 2015
Research protocol or project preposal 1 15 April 2014
Participant information sheet [Growing Kind Minds group and study] 2 02 June 2015
Participant consent form [Growing Kind Minds group and study] 2 02 June 2015
GPleonsultant information sheets or letters [Study Participation] 1 13 April 2015
GP/consultant infommation sheets or ketters [Raising Concerns) 1 13 April 2015
Interview schedules or topic guides for participants 1 13 April 2015
Maon-validated questionnaire [Feasibility Acceptability Measure] 1 02 June 2015
Validated questionnaire [PTOS-ID I

Vabhdated questionnare [Self-Compassion Scale-Short form]

Validated questionnaire [The Social Comparison Scale]

CFT-ID Group Intervention Protocol 1 02 June 2015
Other [Guidelines for the Functional Assessment of Capacity | 2 02 June 2015
Other [CFT-ID Incidental Disclosure Eamp; Undue Distress Protocol] 1 02 June 2015
Evidence of Sponsor insurance or indemnity (non MHS Sponsors only)

Summary CW for Chief Investigator (Cl) [Med Clapton] 13 April 2015

Membership of the Committes

The members of the Ethics Committee who were present at the meating are listed on the

attached sheet.

Mo declaraticns of interest were made im relation to this application

The Committee is constituted in accordance with the Governance Arrangements for
Research Ethics Committees and complies fully with the Standard Operating Procedures for

Research Ethics Committees in the UK.
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After ethical review

Beporting requirements

The attached document "After ethical review — guidance for researchers” gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

. Motifying substantial amendments

. Adding new sites and investigators

. Maotification of serows breaches of the protocol
. Pragress and safety reports

E Motifying the end of the study

The HRA website also provides guidance on these topics, which is updated in the light of
changes in reporting requirements or procedures.

User Feedback

The Heaalth Research Authority is continually striving to provide a high quality service to all
applicants and sponsors. You are invited to give your view of the service you have received
and the application procedure. If you wish to make your views known please use the
feedback form available on the HRA website: hitpfwww.hra.nhs_uk/about-the-
hra‘governancefquality-assurance/

HRA Training

We are pleased to welcome researchers and R&D staff at our training days — see details at
hitp:fenare hra.nhs ukfhra-training/

[15wWanz2s Please quote this number on all correspondence |

With the Commitiee's best wishes for the success of this project
Yours sincerely

Refge o [ Dbk

Oir Philip Wayman White, MBChB, FRCGP

Chair
E-mail: rozsela_robertsiflwales. nha.uk

Enclosurez: Lizf of names and professions of members who were prezent at the meeting
and those who submiffed writfen comments ﬁ_

“Affer ethical review — guidance for researchers™ SL-ARZ After ethical
review - research oth

Copy: Sponsor; Mr Hefin Francis
School of Psychology,
Bangor University,
Penralt Road, Brigantia Building,
Bangor, LLST 2AS h.francisiflbangor.ac.uk

R&D Office:  Ms Debra Slater
Clinical Academic Office
sbyty Gwynedd Hospital
Betsi Cadwaladr University Health Board
Bangor, Gwynedd, LL57 2PW debra.slater@wales nhs.uk
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Wales Research Ethics Committee §

Attendance at Committee meeting on 18 June 2015

Committee Members

Page & of 8

Name Frofeszzion Capacity | Present
Dr Karen BE Addy Clinical Psychalogist Expert |Yes
Dir Swapna Alexander Consultant Physician Expert |Yes
Mrs Kathrym Chester Resesarch Murse Expert |Mo
M= Geraldine Jenson Retired College Vice-Principal Lay + ez
Mr Eliezer Lichtenstein Student Lay + Mo
Dr Mark & Lord Consultant Pathologist Expert |Yes
Dr Pamela & Martin-Forbes NISCHR Research Officer Exzpert |Mo
Dr Paul G Mullins Reader, MRI Physicist Lay + Mo
Mr Vishwanath Puranik Azzociate Specialist ENT Surgeon Exzpert |Yes
Mrs Lynn C Roberts Matron, Emergency Depariment Expert Mo
Mrs Rachel L Roberts-Jones Student Lay + Yes
Mr David A Rowlands Retired Development & Menitoring Officer Lay + Yes
Dr Jason D Walker Consultant Anaesthetist (Vice-Chairman) Expert | Mo
Dir Philip W White General Practitioner (Shairman} Expert |Yes
M= Sydna A Williams Lectursr Lay + ez

In attendance

Name

Pasition {ar reazon for aftending)

Dr Rossela Roberts

Clinical Governance Officer / RES Manager
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North Wales REC — Acknowledgment of compliance with additional conditions

Part of the ressarch infrasiructues for Wiakes fusded by the Mational irmdoete Tor Soclal Care and) Health Besearch, Welsh Gesssimment.
e this o sellaaith vyl Cyming @ arlansin gan v Selfydled Ceaedlesthol & gyfer Yeckhell Gofal Cymdsithasol e ey, Uvwwadnasth Cyming

Pwyllgor Moeseg Ymchwil Cymru 5
N I S ‘2 H R Wales Research Ethics Committee 5

Betsi Cadwaladr University Hezlth Board

Swassnaeth Reyzarch Wshyty Gweynedd
Mineseg Ethics Clirical Aczdemic Office
Yimechwell Gerdoe B G edd

LLS7 2P

Telephore Facsimile: 012458 - 384 277
Ermrait Rossela. Boberts@wales nhs.uk
Wiebeite © wowwe_niresnhes. uik
Mr Meil Clapton
Traimee Clinical Psychologist
Morth Wales Clinical Psychology Programme
Brigantia Building, Bangor University
Bangor, Gwynedd
LL5T 2DG psp2dffibangor.ac.uk 08 July 2015

Dear Mr Clapton,

Study title: Growing Kind Minds: A feasibility study and preliminary trial of
adapted group-based Compassion Focused Therapy for people with
Intellectual Disabilities (CFT-ID)

REC reference: 15/WAIDZ226

Frotocol number:  2015-15008

IRAS project ID: 184366

Thank you for your letter of 05 July 2015.
I ¢an confirm the REC has received the documents listed below and that these comply with
the approval conditions detailed in our letter dated 22 June 2015,

Documents received

The decuments received were as follows:

Documendt Version |Date
Participant information sheet [Growing Kind Minds group and study] 3 03 July 2015
Participant consent form [Growing Kind Minds group and study] 3 03 July 2015

Approved documents
The final list of approved documentation for the study is therefore as follows:

Dacument Version |Date
REC Apphcation Form 04 June 2015
Other [Covering letter cutiining changes to application]) 1 03 June 2015
Research protocol or project proposal 1 15 Apnl 2014
Participant information sheet [Growing Kind Minds group and study] 3 03 July 2015
Participant consent form [Growing Kind Minds group and study] 3 03 July 2015

1

1

1

GP/consultant information sheets or letters [Study Participation] 13 Aprl 2015
GP/consultant information sheets or letters [Raising Concemns] 13 Apnl 2015
Interview schedules or topic guides for participants 13 Apnl 2015
(list continues overleaf)

Chmhalir Cydunithredind Guryddor Academaidd v Safydiiad Canedlasthol ar =

v Yootk Gofl Cyosdsisosn] ac Jackyd pm A Techrd P .*;g-;} ‘ Arivenk 4ty
. = . . . Tusded by

The Naticmal Institchy fior Secial Carg and Health Ressarch Acadamc Fealth Sciancs EEP

Collaboration is hosted by Powy Teacking Health Board

229



15MWADZ26 Page 2 of 2

(list continwed from previcus page)
Document Version |Date

Mon-validated questionnaire [Feashility Accepiability Measure] 1 02 June 2015
Validated questionnaire [FTOS-D 1]
Validated questionnaire [Self-Compassion Scale-Short form]

Validated questionnaire [The Social Comparison Scale]

CFT-ID Group Intervention Protecol 1 02 June 2015
Other [Guidelines for the Functional Assessment of Capacity 2 02 June 2015
Other [CFT-ID Incidental Disclosure &amp; Undue Distress Protocel] 1 02 June 2015
Evidence of Sponsor insurance or indemnity (non MHS Sponsors only)

Summary CV for Chief Investigator (CI) [Med Clapton] 13 April 2015

You should ensure that the sponsor has a copy of the final documentation for the study.

It is the sponsar's responsibility to ensure that the documentation is made available to R&D
offices at all participating sites.

| 15WAND226 Please guote this number on all correspondence

With the Committee's best wishes for the success of this project

Yours sinceraly
Roige e /DTS

RES Manager

E-mail: rozzela_roberts{@wales. nhe.uk

Caopy: Sponsor: Mr Hafin Framcis
School of Psychology.
Bangor University,
Penralt Road, Brigantia Buildimg,
Bangaor, LLET 2AS h.francisifbangor.ac.uk

RE&D Office:  Ms Debra Slater
Climical Academic Office
bty Gwynedd Hospital
Betsi Cadwaladr University Health Board
Bangaor, Gwynedd, LLET 2PW debra.slater@wales.nhs.uk
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NHS R&D Application Form

NHS R&D Form IRAS Version £.0.0

The integrated dataset required for your project will be created from the answers you give to the following questions. The
systern will generate only those questions and sechions which (a) apply to your study type and (b) are reguired by the bodies
reviewing your study. Please ensure you answer all the questions before proceeding with your applications.

Please complete the questions in order. if you change the response to a question, please select "Save’ and review all the
questions as your change may hawve affected subsequent guestions.

Please enter a shart tithe for this project (maxmum 70 characters)
Adapted group-based CFT for pecple with Intelleciusl Disabilities W2

1. Is your project research?

# Yes () Mo

2. Select one categaory from the list below:
" Clinical frial of an investigational medicnal product
" Clinical investigaticn or other study of a medical device
. Combined trial of an investigational medicinal product and an investigational medical device
# Crther dinical tial fo study a novel intervention or randomised clinical frial to compare intenventions in clinical practice
. Basic science siudy involving procedures with human participants
) Study administering questionnaires/interviews for quantiative analysis, or using mixed quantitativelquaitative

) Study invelving quaBiative methods cinly

" Study limited to working with human tissue samples {or other human biological samples) and data (specic project
anly)

2 Budy limited to working with data (specific project only)

) Research tissue bank

) Research database

IF your work does not fit any of these categories, select the option below:

(") Cther study

2a_ Will the study involve the usa of any medical device without a CE Mark, or a CE marked device which has been
maodified or will be used outside its intended purposes?

Yes (@:No

2b. Please answer the following question|s):

a) Dipes the study involve the use of any ionising radiation? (iYes @i Mo
b} Will you be takimg new human tissue samples (or other human biological samples)?  (Yes @ MNo
c) Wil you be using existing human tissue samples (or other human biological samples)? () Yes WMo

3. In which countries of the UK will the research sites be located?(Tick al that apply]

1 184366/80186211 4534
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[ England
] Scotland

i Wales
1 Morthern Ireland

Ja. In which country of the UK will the lead NHS R&D office be located:
) England
 Scotland
) Wales
" Northern Ireland
(3 This study does not involve the NHS

4. Which review bodies are you applying to?
& NHEMSC Research and Development offices
[]Secial Care Research Ethics Commitiee
i Research Ethics Commitiee
[[] Confidentiality Advisory Group (CAG)
[ Maticnal Offender Management Service (MOMS) (Prisons & Probation)

For NHE/HEC RED officas, the CI must créate Site-Specific Information Forms for aach site, in addition fo the
study-wide forms, and transfer them o the Pls or focal collaborators,

3. Will amy research sites in this study be NHS organisations?

#:Yes (Mo

6. Do you plan to include any participants who are children®

2Yes @i No

7. Do you plan at any stage of the project o undertake infrusive research involving adults lacking capacity to consent
for themselves?

Yes  @iNo

Answer Yes if yow plan fo recruif fving parhcipants aged 16 or over who lack capacily, or fo refain them in the sfudy following
lozs of capacily. infrusive research means any research with the lving requining consenf in lsw. This includes use of
idenfifizble fissue samples or personal informafion, excepd where applicalion is being made fo the Confioeniizlily Advisory
Group fo set gside the common law duty of confidenfialify in England and Wales. Please consul the guidance nofes for

8. Do you plan to include any parficipants who are prisoners or young offenders in the custedy of HM Prison Service or
who are offenders supervised by the probation service in England or Wales?

tYes  [#:No

9. Is the study or any part of it being underfaken as an educational project?
®Yes (Mo

Please describe briefly the imchiement of the student{s)

2 184366/801 802/ 14/934
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9a. Is the project being undertaken in part fulfilment of a PhD or ofher doctorate?

#:Yes (Mo

10. Will this research be financially supported by the United States Department of Health and Human Services or any of
its divisions, agencies or programs?

Yes (Mo

11. Will identifiable patient data be accessed outside the care team without prior consent at any stage of the project
(inciuding identification of potential participants)®

tYes  [#:No

3 184366/801 802/ 14/934
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Integrated Research Appl-i{:aliun System
Application Form for Other clinical trial or invesfigation

MHSMS5C R&D Form (project information)

Flegse refer fo the Submission and Checkist tahs for instructions on submitting R&D spplicadions.

The Chief Imvestigator showld complete this form. Guidance on the quesiions is available wherever you ses this
symbol displayed. We recommend reading the guidance first. The complete guidance and a glossary are available by
selecting Help.

Please define any terms or acronyms that might not be famiar fo lay reviewers of the appScation.

Short tithe and version numbser: {maxirmuem 70 characters - this will be insered as header on a8 forms)
Adapied group-based CFT for people with Intellectual Disabdfies W2

A Full fithe of the research:

Girowying Find Minds: A feasibility study and preliminary trial of adapted group-based Compassion Focused Therapy for
people with Intellectual Dsabilities (CFT-100

A2-1. Educational projects

Mame and contact details of student(s):
Student 1

Title Forenamenitials Sumame
K Meil Clapion
BAddress Marth Wales Clinical Psychology Progranime
Brigantia Building, Bangor University
Bangor, Gwynedd
Post Code LL5T 2DG
E-mail psp2dBg@bangor ac.uk
Telephone OTE2RE4 2644
Fax

Gove details of the educational course or degres for which this research is being underiaken:

MNarme and lewel of course! degres:
DCEnPsy

Mame of educational establishment
Bangor University

Mame and contact detads of academic supenvison(s):
Academic supervisor 1

4 184366/801 852/ 14/934
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Title Forenamenitials Surname
Professor Robert Jones
Address Programme Director, Morth Wales Clinical Psychology Programme
School of Psychology, Bangor University
Bangor, Geynedd
Post Code LLST 2A5
E-mail r.s.jonesi@bangor.ac uk
Telephone 01248 382627
Fax

Please state which academic supenisor(s) hasrespnnﬂblllqrf-rvmmh student(s):
Fiease chick "Save now” before compieling this fable. This wal ensure that all of the studenf and scademic supenisor

aefails are shown comecly
Studentis) Academic supervisons)
Student 1 Mr Meil Clapton

& Professor Robert Jones

A copy of a curment CV for the student and the academic supenisor (maximum 2 pages of A4) must be submifted with fhe
application.

A2-2 Who will act as Chief Investigator for this study?

# Student
(3 Academic supenisor
(3 Oher

A3-1. Chief Investigator:

Title Forenamedinitials Surname

M Neil Clapton

Post Tramee Clinical Psychologist

Gualifications B5c (Hons) Psychology

Employer MHS

Wiork Address Morth Wales Chnical Psychology Programme
Briganiia Building. Bangor University
Bangor, Genmedd

Post Code LLAT 2DG

Wiork E-mail pep2dSi@bangor.ac. uk

* Personal E-mail neil_claptoni@yahoo.couk

Work Telephone 07325542044

* Personal Telephone/Mobile 07325542044

Fax

* This information is opfional. & will not be placed in fhe public domain or disclosed fo any ofher third parly withou! prior
consent
A copy of a current CV (maximum 2 pages of A4) for the Chief Invesfigafor must be submilfed with the application.

B4 Who is the contact on behalf of the sponsor for all comespondence relating to applications for this project?
This coniack will receive copies of aif comespondence from REC and RED reviewers that is senf fo the Ci.

5 184366/801 8020 14/934
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Tile ForenamefInitials Surname

M Hefin Francis
Address School of Psychology
Brigantia Building. Bangor University
Bangor, Geynedd
Post Code LLET 245
E-mail h.franics@bangor.ac uk
Telephone 01248388339
Fax 01243382509

A3-1. Research reference numbers. Flezse give any relevant references for your sfudy:

Applicant'slorganisation's own reference number, e.g. B & D (f

available):

Sponsor's/protecol number: 201515008
Protecel Wersion: LSRP WM
Profocel Date: 130412015
Funder's reference number:

Project website:

Registry reference number(s):

The Deparfment of Health’s Research Govemance Framewark for Heaith and Social Care and the research
govemnance frameworks for Wales, Smﬂaﬁaﬁhhﬂaﬂhﬂaﬂsdathmﬁrmgsﬁmdtﬂb

Fu'ﬂ:erme Arficle 19 of the World Medical Associafion Declarafion of Helsinki adopied in 2008 states thal “every

chnical inal musf be registered on & publicly sccessible datsbase before recruifment of the firsf subject”, and fhe

Infernational Committee of Medical Jownsl Editors (1CMUE) wall consider 2 cfinical frial for publicsfion only if it has

been registersd in an sppropriste registny. Plaase see guidsncs for more informabion.

Internaticnal Standard Randormised Controlled Trial Mumber (ISRCTM):
ChnicalTrials.gov ldentifier (MCT nurmiber):

Additional reference number|s):
Ref Number Description Reference Mumber

A3-2. Is this application linked to a previous study or another current application?
*Yes [#MNo

Flease give brief defails and reference numbers.

B5-1. Summary of the study. Flease provide a brief summary of the research (maximum 300 wonds) wsing language
easily undersiood by 2y reviewers and members of the public. Where fhe research is reviewed by @ REC within fhe LK
Heglth Departments Research Ethics Sendice, this summary will be published on fhe websife of the National Reseanch

Compassion Focused Therapy (CFT) is a particular therapeutic approach criginally designed for people who are highly
self-critical and experience feelings of shame. These processes play key roles across mental health &fficulties,

i 184366/801 802114834
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including depressicn and anxiety. There is evidence that people with Intellectual Disabilities (ID) can expenence such
shame-based difficulties. Culfvating self-compassion can act as a shame anfidote and reduce selferiticism, and hawve
positive effects on moocdiwel-being. Whilst there s growing evidence for compassion-based interventions in adult
chnical populations, there is litthe availabty of such mierventions for adult individuals with an Intellechual Disability.

The airm of this study is to undertake a prefminary pilot of an adapted CFT group for indwiduals with an Infellectual
Disabidty and co-courring mental health difficultes, to defermine its feasibility with this population and establish
prefmmary efficacy. It is expected that teaching self-compassion through six sessions of a CFT group will reducs
peychological distress and improve psychological well-being.

A5-2. Surmmary of main issues. Flease summanse the main efhicsl, lagal, or management issues ansing from your sfud)y
and 53y how you have sddressed fhem.

Nod all sfudies raise significant issues. MMWFMW%HNWHMMWMW

organisafions! or legal isswes. You should fry fo consider al the lypes of issues that the differanf rewiewers may nead o
consider.

In developing this proposal, formal and informal consulation has been scught from the orignal creator of
Compassion Focused Therapy (CFT), Professor Paul Gibert OBE. and a number of other experts in the CFT
community who have either extensive experience of running CFT groups. or work with individuals'groups with
Intellectual Disabilities (I0).

Several psychometric measures have also had to be specfically adapted and failored to be made understandable,
accessible and meaningful to individuals who have an Intellectual Disabdity. This includes the Sel-Compassion
Scale-Short Form, of which permission has been obtamed and granted to use and adapt from the ongnal author
{Kristin Meff). These measures haveiwill have been run by a Speech and Language Therapist (SALT), and a senvice-
user consult to test cut face walidity.

The main ethical issues emanating from this research relate o the potenfial capacity to consent to inclusion and
treatment. This has been addressed by the creation of a rigorous capacity assessment profocol, based on previous
related research into the capacity of individuals with an Intellectual Disability to consent to inclusion in research (Arscott
et al, 1998; Bernal, 2008; Cameraon & Murphy, 2007; Fisher et al, 2006; McDonald & Kidney, 2012). This assessment
includes multiple sources and raters to cormoborate any decssion relating fo capacty. To further enable and ensure this
process, study information and consent forms shall be presented in an easy-read format that best allows individuals
with an ID to make an informed decision. The study will ONLY include participants who have been demonsirated to
hawe the capacity to consent.

Cither potential issues periain to potential drop-cut, and thus having insufficient data to conduct a reasonable analysis
of initial efficacy of the infervention. For this reascn, a minimum of fwo groups: shall be run in order fo obiain sufficent
participant numbers. Additicnally, the group shall be open to referals across all Leamning Disab#ty teams in Morth
Wales, to ensure equailty of access fo the mtervention and adequate refermal numbers.

There is some small risk that some participants may become mildly distressed when engaging in practices to cultivate
self-compassion, relating to fearsblocks/resistances to compassion as identified in previous research [Gilbert et al;
2011, 2012, 2014 Pauley & McPherson, 2010; Rockliff et al, 2008). Howewver, CFT was specifically developed to
explicitly address this isswe, and includes a number of therapeutic processes and procedures fo formally address
these issues (Gilbert; 2010, 2014; Duarie et al, 2014). This shall be an integral part of the niervention and incorporated
into each group session, fo ensure that any distress is appropriately identifed, addressed, and rescived.

A7. Select the appropriate methodology deseription for this research. Flesse Sch all that apply:

[[] Case series case note review

[] Case control

[] Cohart chsenvation

[ Controlied trial without randomisation
[] Cross-sectional study

T 184366/801 88214834
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[[] Database analysis

[] Epidemiclogy

& Feasibility! pilot study

[ Labaratory study

] Metanalysis

[ Qualitative research

i Questionnaire, intendew or cbsenvation study
[7] Randomised confrolled frial

[ Cher (please specify)

A10. What is the principal research question/objective? Plesse puf this in lsnguage comprehensible fo 3 lay person

Is a growp-based adapted compassion-focused intervention feasible, acceptable and efficacious for individuals with
an Intellectual Disability (I0) who have concwrent Mental Health issues?

A11. What are the secondary research questions/objectives if applicable? Please puf this in Bnguage comprehensible to
3 lay person.

Dioes teaching self-compassion to peopde with 1D reduce psychological distress and improve psychological wel-
being?

BA12. What is the scientific justification for the research? Fiease put this in language comprehensible fo 2 lay person

The role of shame, related social comparison, seff-crificism and its contribution to and maintenance of depression and
anxiety in those with IDis relatively neglected and not always specfically targeted in imterventions. Research suggests
that developing and adapting psychological inferventions that exphcitly and directly work with shame, related social
comparison and selfworth, may be a promising avenwe in reducing psychological distress and improving the well-
being of indviduals with ID. Compassion Focused Therapy (CFT; Gilbert, 2005, 2008, 2010) is cne such promising
approach, as it was specifically developed for people with mental health dfficulies charactenised by high sharme and
self-criticism.

Previous reseanch has attempted to teach self-compassion to adult individuals with 1D with recurent depression and
anxiety, but within the context of an adapted Mindfulness-Based Cognitive Therapy group intervention (lduschan-Moizer
et al, 2013). Whilst this appeared to be relatively successful, evidenced by significant increases in compassion for self
and other, and reductions in anxiety and depression, this was not the primary focus of the intervention. This renders i
maore difficult to fease out the specific effiects of the self-~compassion component of this mtenention.

To date, no known study has formally adapted Compassion Focused Therapy (CFT), s principle compenents, and
related practices of Compassionate Mind Training (CMT; Gilbert & Irons, 2005; Gilbert & Procter, 2006) for indiwiduals
with Intellectual Disability, andior imvestigated whether this is feasible and acceptable in 3 group format for this
population. Equally, adults with an |D should argusbly have the same access fo interventions that are available for
other populations if they are deemed to be egually efficacious.

A13. Please surnmarise your design and methodology. ¥ showd be clear exactly what will happen fo the research

participant, how many times and in what order. Flease complefe this sscfion in language comprehensible fo fhe lay person.
Do not simply reproduce or refer fo the profocol. Furfher guidance s avaifable in fie guidance nofes.

The study is looking fo recnet participants whizm are open to the NHS Community Leaming Disabiliies Tearms
infacross Morth Wales. This will imvcive visiting teams to explain to them the nature of the study, whom maybe suitable
candidates, discuss inclusionfexclusion critenia. and thus encourage team members to identfy and refier potertially
suitable candidates. Criterion for referral will consist of the following:

{1) Diagnesis of a Learning Désability

{2) Significant psychological distress, as measured by the PTCSHD 1 (Beail, in press)

{3) Demonstrate selfcribicism and lowmoderate self-compassion, as indicated by the Self-Compassion Scale-Short
Form (Raes et al, 2011)

{3} Participants MUST hawve the capacity to consent

g 184366/801 852/ 14/934
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Parficipants will be initially approached by their primary healthcare professional, where they will be informed about the
nature of the group. IF they express an interest and informally agree, they will be nvited to a pre-group assessment
session with the primary investigator, where they will be invited to participate in the study and be offered the oppertunity
to ask amy questions. Wiitten (andior verbal) consant will be sought from participants who agree fo attend the group
and allow their data to be used in the study. Participants will be informed of their right to withdraw at any ime, as well
as their right to withdraw their data for use in the study. If capacity to consent is established and informed consent is
obtained, participants will be invited to complete the relevant psychometric measures (see below) before attending the
groug. They will be offered the opportunity to either complete the measures thers-and-then, or at an agreed later date.
The whole initial assessment process is anticipated fo last no longer than one toone and a half hours.

Psychometric Measures/Assessments

Self-Compassion

The Self-Compassion Scale-Short Form {Raes et al, 2011) is a shoriensd 12-item wersion of the original 28-item Self-
Compassion Scale (Neff, 2003), a measure designed to assess an individual's self-compassion across three
components: selfkindness, commaon humanity, and mindfulness. The orignal Self-Compassion Scale (SCS) has
demaonstrated good psychometnic properties, with the Short-Form SCS demonstrating a near perfect coneiation with
the long form SC5 (rz 0.87 al samples), and adequate internal consistency (Cronbach's alpha 2 086 in &l samples).
This measure has yet to be validated or adequately applied 1o ressarch within the population of Intellectual Disability.
Permission has been cbiained from the author to adapt the scale for the identified population.

Psychological Distress and Well-Being (Anxiety and Depression)

The Psychological Therapy Outcome Scale for Intellectual Disabiliies 2nd Edfion (FTOS-ID I Beal, in press)
measures both psychological distress (encompassing anger, anxiety, and depressicn) and psychological well-being,
which lends tseff more fawourably as a scale that is both accessible and meaningful to this population. The scale has
both & selfrzport and comesponding carer-report version.

Shame-related Measures

The Social Comparison Scabe (Alen & Gilbert, 1885) examines the way people evaluate themsehmes through
compansons with others, and is often used in research as an indicator of imtermal shame. It has been succasshully
adapied for use with individuals with mild fo mederate intelleciual dissbilities {Dagnan & Sandhu, 1098). The adapted
wersion has demonstrated good psychometric properties such as factor structure and concument validity with the
oniginal scale (Diagnan & Sandhu, 1999), with a reasonable Cronbach’s alpha for the: full-scale with this population
{Paterson et al, 2012).

Participants will thus be reguired to attend the six group sessions, each of which will last approsimately 1-1.5 hours
and require some home/personal practice.

O cormpletion of the group, participants will be required to attend a post-group assessment session whers they will
be reguired to complete the same measwres administersd pre-group. This may also invohes the completion of a post-
group evaluation form or semi-structured inferview. This is not expected to take lenger tham one hour. In order to further
supplement the data on feasibility and acceptability, a feedback questicnnaire pertaining to these outcomes will also
be administerad at the end of avery group session.

Data Analysis

The stafistical software package SPSS will be used to analyse the collated data. Data analysss i likely fo include a
number of within group comparisons for scores obtained at variows fime points (e.g. pregroup and post-groug],
utfising f-tests to compare mean scores (where data is nomally distributed, or nonparametric equivalent where this
is mot the case) and appropriate effect size analysis. Any semi-struciured interviews or focus groups are Bely to be
analysed utilising deductive thematic analysis, in accordance with suggestions by Braun & Clarke (20048).

A14-1. In which aspects of the research process have you actively involved, or will you involve, patients, service usars,
andlor their carers, or members of the public?

& Design of the research

[[] Managerment of the research

[ Undertaking the research

[[] Analysis of results

a 184366/801 802/ 14/934
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[[] Dissemination of findings
[ Mone of the above

Give defals of involvement, or if none please justify the ahsence of involemeant.

This imvohves consultation with 3 sendce-usen(s) around the developmentirefinement of psychometric instruments,
group material and resources, and presentation of concepts within the group (io assess if presented at the ‘comest

lewel of understandng/comprehension, accessibility efc).

IRAS Wersion £.0.0

B13. What is the sample group or cohort to be studied in this research?
Select all that apply:

[ Blood

[[] Cancer

[] Cardiowascular

[[] Congenital Disorders

[] Dementias and Meurodegenerative Diseases
[[] Dhakwetes

[ Ear

[Eye

[[] Generic Health Relevance

[ Infection

[ Inflammatory and immune System
[] Injuries and Accidents

% Mental Health

[[] Metabolic and Endocrine

[ Musculoskeletal

[[] Meurclogical

[ Oral and Gastrointestinal

[] Paediatrics

[] Renal and Urogenital

[[] Reproductive Health and Childbarth

[] Respiratory

[] Skin

[ Siroke
Gender: Male and female participants
Lower age limit: 18 Years
Upper age Bmit Mo upper age limit

A1T-1. Please list the principal inclusion criteria (list the most important, mas 3000 characters).

Participants must mest the following principal mclusion criteriac
(1) Have a diagnosis of an Intelectual Disabdty
{2) Male and female, aged 12+ (no upper age limit)

10
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(3) Experience significant psychological disiress (as indicated by the FTOS-ID Il that mayimay not encompass anxdety
andlor bow mood, and accompanying self-criticism (as indicated by appropriate measures and behavioural
observations)

(4) Participants MUST hawe capacity to consent

B17-2. Please list the principal exclusion criteria (list the most important, max 5000 characters).

Exclusion criteria encompass the following:
(1) Participants who are under the age of 18
(2} Participants whi are actively psychofic or expenencing mania
(3) Participants whi lack the capacity to provide informed consent

B18. Give defails of all non-clinical intersentionis) or procedure(s) that will be received by participants as part of the
research profocol. Thess include sesking consenf, infendews, non-clinical chsenafions and use of quesionnaires.

Please complete the calumns for each interventionprocedure a5 follows:
1. Total number of interventicns/procedures fo be received by each participant as part of the research profocol.
2. If this interverticn/procedurs would be routinely given to participants as part of their care cutside the research,
howr many of the tofal would be routne?
3. Awerage fime taken per intervention/procedure (minutes, hours or days)
4. Details of who will conduct the interventioniprocedure, and where it wil take place.

Intervention or
i23 4

procedurs

Participant 1015 Indially approached by lead cliniciantheaithcare professional as regards

approached regarding minutes potential imterest,

pobtential imeohemient

in group & study

Consent - assess 1015 Principal imvestigator to explain groupdstudy and prowide with relevant

capacity & cbtain minutes  infiormation, obtain informed consent, preferably in presence of carerflead

informed consent healthcare professional fo comoborate capacity.

Pre-group 10 45 Aszsessment underiaken by Principal invesbigator. Wl imichve

Asesecsment minutes  administration and complation of all relevant psychometric measures,
including: PTOS IDH, Sef-Compassion Scale, Social Comparson Scale.
Assessment process should take no lenger than 1 hour, and will b
completed at a convenient time, date and location for the participant.

Post-group 1 0 Thour  Assessrment underiaken by Principal investigator. Wl imiche

Assessment administration and completion of all relevant psychometric measures,
including: PTOS IDHI, Sef-Compassion Scale, Social Comparison Scale.
Azzecement process should take no lenger than 1 hour, and will b
completed at a comeenient time, date and location for fhe participant.

Ewalusfion session T 0 Thour  Focus group'semi-structured interview session fo be conducted by a
Trainee Clinical Psychologist within the Leaming Disabilties Senvice.

A19. Give details of any clinical intervention{s) or procedure(s) to be received by participants as part of the research
protocol Thess include uses of medicing! products or dewices, ofher medics! freafments or assessments, menfal health
indervenfions, imaging invesfigations snd fsking samples of human biological maferal. Mpﬂmedmufm‘:mg’#he
recefved 35 routine cinical care outside of fhe ressarch.

Please complete the columns for each interventionprocedure as follows:
1. Total nurmber of intervertions/procedures fo be recaived by each participant as part of the research protoool.

2. If this interverticn/procedurs would be routinely given to participants as part of their care cutside the research,
howr many of the todal would be routine?
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3. Awerage fime taken per intervention/procedure (minutes, hours or days).
4. Details of who will conduct the interverticniprocadure, and where it will take place.

Intervention or
123 4
procedurs
CFT group -6 [ i 2] Principal Imestigator and supsmvisor fo facilitate running of group sessions.
SEssions hours  Group shall be run at a location that is easily and readiy accessible for the
majority of parficipants.

B20. Will you withhold an intersention or procedure, which would normally be considered a part of routine care?
(rYes [ No

AZ1. How long do you expect each participant to be in the study in total?

The approximate duration of the study will be 18 months from start fo compleSion. However, from the obiaining of
informed consent, participants can expect to be actwely invoheed from pre to post-group assessment for approximately
3-4 months. The majority of this time will imacive attending a 1-1.5 hour group session once 3 week, which will take @
weeks to complete. The amount of total time participants will actively have to devode to the study will be approximately
8-12 hours.

A22 What are the potential risks and burdens for research participants and how will you minimise them?

For all studiss, descrbe any pofenfial adverse effects, pain, discomdort, distress, infrusion, incomvenience or changes
to [festyfe. Only descabe nsks or burdens fhaf cowld ocowr 35 8 result of parhicipation in fhe research. Say what sleps
would be tzken o minimise risks and burdens as far a5 possibie.

In terms of the assessment process, there is some small risk that some participants may find some of the guestions
middly distressing, as they are of a potentially emotive nature. Howsswer, most of the questionnaires have been
routinely and safely used as assessments with individuals with Int=Sectual Disabilities. Prior o starting the
assessment process, the principal investigator shall establish with the participant an agreed way of cormmunicating if
they are distressed. Should this happen. the principal investigator shall halt the assessrment process and address
the immediate distress, and subsequently ascerain whether the parficipant wishes to continue or not. If not, the
participant shall be drecied to further appropriate support if required. The principal imeestigator will contact the
participants bead clinician and GP, with the participants consent, to infoem them about the paricipants” curment
situation.

In terms of the interventicn, thers is some small risk that some participants may become mildly distressed when
engagng in practices to culfivate self-zompassion, relating to fearsiblocks/resistances to compassion as identified in
previous research (Gilbert et ak 2011, 2012, 2014; Pauley & McPherson, 2010; Rockliff et al, 2008). However, CFT
was specifically developed to explicitly address this issue, and includes a number of therapeutic processas and
procedures o formally address these issues (Gilbert; 2010, 2014; Duarte et &, 2014). This shall k= an integral part of
the intervention and incomporated inte each group session, 1o ensure that any distress is appropriately iderntified,
addressed, and rescived.

A23.Will interviews! questionnaires or group discussions include topics that might be sensitive, embarmrassing or
upsetting, or is it possible that eriminal or other disclosures requiring action could ocewr during the study?

#Yes ([aNo

i Yes, please give defails of procedues in place o deal with fhese issues:

D to the nature of the measures being used fo assess ansely, depression, and shame'stigma, there is some
small risk that some participants may find some of the questions mildly distressing, as they are of a potentially
emotive nature. However, most of the questionnaires have been routinely and safely used as assessments with
indiwiduals with Intelechual Disabfties Should this happen, the principal investigator shall halt the assessment
process and address the immediate distress, and subsequently ascertain whether the parbicipant wishes fo
continue or nod. I not, the participant shall be direcied to further appropriate support if required. The principal
inwestigator will contact the parbicipants lead clinician, with the parbicipants consent, toinform them about the
participants’ cumment situation (a letter has been pre-devised should this eventuality arise).
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There is some small possibdty that during any phase of the study participants may make disclosures arcund
abuse. The Emits of confidentiality shall be explicitly set cut and agreed before and when cbiaining consent. A
protocol outlining the process(es) fo manage incidental disciosures has been attached o the application.

A24. What is the potential for benefit to research participants?

A recent systematic review has elucidated early evidential findings related to the possible psychotherapeutic benefits of
Compassion Focwsed Therapy for 3 number of cinical populations (Leaviss & Utiley, 2014). This adds o the extant
reszarch on the numerous benefits of cultvating compassion/self-compassion, interms of reduced
psychologicalfernctional distress, increased psychological resilience and well-being (Gibert & Procior, 2008; Leary et
al, 2007; Hofmann et al, 2011; Meff, 201 1; Bamard & Cumry, 2011; Van Dam et al, 201 1; Macbeth & Gumisy, 2012).

Furthermore, previcus research has attempted to feach seff-compassion to adult individuals with 1D with recurrent
depression and anviety, but within the context of an adapted Mindfuness-Based Cognitive Therapy group intensention
(Muschan-Moizer e al, 2013). Whilst this appeared o be relatively successhul, evidenced by significant increases in
compassion for self and other, and reductions in anoety and depressicn, this was not the primary focus of the
intenvention. This renders it mone difficult io tease out the specific effects of the self-compassion component of this
irtervertion.

This imtervention shall build on these preliminary findings by explicity cultivaiing self-compassion to address shame,
related social comparison, and selfcrificism in adults with |10, as these processes can contribute to and maintain
depression and anxiety in those with 10 This study will give individuals access fo a potentially powerful
psychotherapeutic intersention which is as of yet not fully adapied or readily accessible to indwiduals with 10,

A23. What amrangements are being made for continued provision of the intersention for participants, if appropriate,
once the research has finished? May apply fo any clinical infervention, including 3 drug, medical device, menisl health
intenvention, complemenfary therapy, physiotherapy, diefary manipwation, Westyfe change, efc

The study plans to provide a potential parafel one-off session for carers and involved healtheare professionals e
understand the CFT model, processes and principal compenents, and how to assist individuals they care forfwork with
practice self-compassion in dady e (e.g. complete personal practice bebween groups).

A26. What are the potential risks for the researchers. themselves? [if anyl

The principal investigaior may sometimes be conducting the assessments alone, and therefore should follow the MHS
lone worker policy. There are no foreseen significant risks for the researcher.

B27-1. How will potential parficipants, records or samples be identified?® Who will camry this out and what resources. will
b used®For example, dMentification may invalve 3 disease register, computensad seanch of GP recaonds, or review of
medical records. indicate whether this will be done by the direct heaithcare feam or by researchers scfing under
arrang=ments with the responsible care organisation]s).

Participants will be recruited from those individuals open to the MHS Community Learning Disabilities Tearms in North
Wales. The nature and aims of the study will be discussed within appropriate multidisciplinary team meetings, and
tearm members will be encouraged fo identfy and refer potentially suitable candidates that mest the inclusion criteria.
Al identfication will therefore be made throwgh members of the direct care teamis).

B2T-2.Will the identification of potential participants involve reviewing or screening the identifiable personal
information of patients, service users or any other person?

Yes  [#:No

Flease give defails belme:
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A28, Will any participants be recruited by publicity through posters, leaflets, adveris or websites?

[ ¥es [#)Mo

BA29, How and by whom will potential participants first be approached?

Farticipants wil be first approached by their lead professionalkey worker io guage potential interest in participating n
the group and research. Potential parficipants will then be approached by the principal investigator to more fully explain
the nature of the growp and study.

A30-1. Will you obtain informed consent from or on behalf of research participants?

#Yes (No

If you will be obiaining consent from adulf participants, please give defails of who will fake consent and how i will be
dane, with defails of sny steps to provide informafion (2 wrilfen information sheet videos, or inderscfive
Arrangements for aduffs unabie fo consenf for themselves should be described separalely in F"artﬂSedimE,am‘ﬁ:r
children in Parf B Secfion 7.

i you pfan to seek informed consent from wulnersbie groups, 53y bow youw will ensure fhaf consent is voluntary and
fually informed,

Participants will be invited by the principal investigator to a pre-group session with their carer or primary healthcare
professional (optional). They will be informed about the nature of the group, provided with a written participant
inforrration sheet, and will be invited to parficipate in the study and be offered the opporiunity to ask any questions.
They will also be given the option to have some time 1o consider their potential invobvement. Written consent will be
sought from participants who agree to attend the group and allow their data fo be used in the study. Participants. will
be informed of their right to wiihdraw at any time, as well as ther right to withdraw their data for use in the study. I
capacty to consent is established and informed consent is obtained, pariticpants will be imited to complete the
relevant psychometric measures before attending the group.

A rigorous capacity assessment profocol has been developed, based on previous refated research info the capacity
of individuals with an Imtellectual Dizability o consent to inclusion in research (Arscott et al, 1908; Bemal, 2006;
Carmeron & Murphy, 2007 Fisher et al, 2008; McDonald & Kidney, 2012). This assessment inciudes muftiple sources
and raters to comroborate any decision relafing to capacity. To further enable and ensure this process, study
information and consent forms shall be presented in an easyread format that best allows indwviduals with an 1D to
miake an informed decision.

i you are nof obdaining consenf, please explain why not

Flease enciose a copy of the informafion shesl(s) and consent formys).

A.30-2. Will you record informed consent [or advice from consultees) in writing?

®:Yes (No

A31. How long will you allow pofential participants to decide whether or not o fake part?

Participants will b= given ample fime to reflect on and discuss the information presented, andlor discuss it with
someone they trust. Whilst ideally parficipants will make a decision there-and-then when approached by the principal
imvestigator, they will be given the option of having a specified fime pericd (e.g. a week) fo make an informed decision
{the principal invesfigator in this instance would agree to return and re-assess capacity o provide informed consent).
The participant information sheet will also highlight that they may change ther mind and withdraw from the study at any
time.

B32. Will you recruit any participants who are involved in current research or have recently been imeohved in any
research prior to recruitment?

3 Yes
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) Mo
(3 Mot B

A33-1. What arrangements have been made for persons whio might not adequately understand verbal explanations or
written information given in English, or who have special communication needs?(e.g. fransiafion, use of inlerprefers)

All participant informiation sheets and consent forms shall be presented in an easy-read manner with appropriate
wisual supports. Where appropriate, steps will be taken for participants o indicate their responses in a non-verbal
manner (e.g. using visual supports). If there is any doubt about a participants ability to understand the information or
communicate that they hawe fully understood fhe information presented, capacity to consent shall not be assumed and
they will not be included in the study.

A33-2. What arrangements will you make to comply with the principles of the Welsh Language Act in the provision of
information to participants in Wales?

Given that the population is lecated in Morth Wales, every attempt will be made fo accommodate individuals who are
Welsh First Languape speakers. This will inchude the availability of any prior consent forms and refated matenial in
Welsh (and a Welsh speaker to convey information], and {if possible) the translation of group materials info Welsh.

A34. What amrangements will you make to ensure participants receive any information that becomes. available during
the course of the research that may be relevant to their confinued participafion®

Participants shall be regularly approached at the end of group sessions to assess their level of understanding of
information and concepts presented in the group, and any specific difficulties they maybe experiencing within
sessions. This will also provide an opporiunity to moenitor continued capacily to consent.

A35. What steps would you take if a participant, who has ghven informed consent, loses capacity to consent during the
study? Tick one option only.

) The participant and all ideniifiable data or tissue colected would be withdrawn from the study. Data or tissue which
is not idendifiable to the research team may be retained.

(3 The participant would be withdrawn from the study. ldentifisble data or tissue already collected with consent would

be retained and used in the study. Mo further data or tissue would be collected or any other research procedures camied
out on or in relation to the paricpant.

() The participant would continue to be included in the study.
(_ Mot applicable — informed consent willl not be sought from any participants in this research.

(_ Mot applicable — it is mot practicable for the research team to monifor capacity and continued capacity will be
assumed.

Further defails:

BA3E. Will you be undertaking any of the following activities at any stage (including in the identification of potential
participants) ?{Tick a5 appropniats)

[[] Aceess to medical records by those outside the: direct healthoare team
[] Electronic transfer by magnedic or optical media, emai or computer networks
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[ Sharing of personal data with other organisations

[ Esport of personal data outside the EEA

[[] Use of personal addresses. postoodes, faxes. emals or telephone numbers
& PubBcation of direct quotations from respondents

[ PubBcation of data that might allow identification of indviduals

[ Use of audicivisual recording devices

i Storage of personal data on any of the following:

i Manual files inchuding X-rays

& NHS computers

[[1Home or other personal computers
[ University compuiers

[ Private comgpany computers

[ Laptop computers

Funther details:

The required paper data will be securely kept separately from participant’s notesifiles, locked in a designated file
draweer in the relevant base/premises. Any elecironic data will be anonymised, collated and entered onfo a database
within the appropriate premises o ensure the securnity of the patieni’s files. Mo identifiable nformation will leave the
premises. The ancnymised elecironic data will be stored on an encrypted dewice o further ensure security. This data
will be kept by the MWCCP until the elapsing of a specified time period. The collated data will be completely
anonymised and stored securely in accordance with fthe Data Protection Act.

Ay data collected or recorded through the means of a potential semi-structured interviews shall be stored in 3 similar
manner, with any recorded data being erased immediately after s transcription. Any data collected in this manner
shall b= ancnymised to prevent personal identification and ensure confidentiafty. Devices such as Dictaphones, and
all electronicirelated data encrypied on a SafeStick, shall be securely locked in 3 box, and will be brought to and from
base (if required) in 3 locked bodcabinet.

A3T7. Please describe the physical security arrangements for storage of personal data during the study?
Sies above A36

BA38. How will you ensure the confidentiality of personal data?Please provide a general stafement of fie policy and
procedures fior ensuning confidentialify, e.g anonymisafion or psewdonymisafion of dafa.

See above K36

B40. Who will hawve access to participants” personal data during the study® Where access is by indhidusls oufside fhe
direct care team, please jusfify and say whether consent will be sought

Mo other individuals or parties cutside the direct care tearmn will have access to paricipants” personal data.

A41. Where will the data generated by the study be analysed and by whom?

In sccordance with the Data Protection Act, data will be anonymised and stored on an encrypied device before leaving
any BCUHB premises. The anonymised data will be analysed by the Principal vesfigator ence data collection has
been completed. As data will be fully ancmymised, the principle nvestigator will analyse the data using their parsonal
computer and fhe encrypticn device.

BA2. Who will have control of and act as the custodian fior the data generated by the study?
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Tile ForenamelInitials Surname
M Meil Clapton

Post Tramee Clinical Psychologist
Qualifications B5c (Hons) Psychology
Work Address Morth Wales Chnical Psychology Programme

Brigantia Buildng. Bangor University
Bangor, Geynedd

Post Code LLAT 204G

Work Email pep2dSi@bangor.ac.uk

Work Telephone 07325542844

Fax

843, How long will personal data be stored or accessed after the study has ended?

#) Less than 3 months
_*3—6 months

(28— 12 months
712 months —3 years
(» Ower 3 years.

BA4. For how long will you store research data generated by the study?

fears: &
Moanths: D

BAS. Please give details of the long term arangements for storage of research data after the study has ended. 53y
wihere dafa will be sored, who will have access and the amangements fo ensure sscunily.

Research data on the encryption device will be securely stored in the Morth Wales Clinical Psychology Progranmme
{NAWCPP) for up o 5 years. This is due to NWCPP data availability policy for the Doclorate of Chnical Psychology.

BAE. Will research participants receive any payments, reimbursement of expenses or any other benefits or incentives
fior taking part in this research?

iYes [®iNo

BAT. Will individual researchers receive any personal payment over and above normal salary, or any other benefits or
incentives, for taking part in this research?

iYes ®HNo

BA8. Does the Chief Imestigator or any other investigatoricollaborator have any direct personal involvement (e.g.
financial, share holding, personal relationship efe ) in the organisations sponsoring or funding the research that may
give rise to a possible conflict of interest?

iYes ®HNo
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B49-1. Will you inform the participants’ General Pracfitioners [andfor amy other health or care professional responsible
fior their care) that they are taking part in the study?

®iYes ('No

¥ ¥es, please enclose a copy of the informafion sheeliefter for the GPrthesith professional with 3 version number and date.

A43-2 Will you seek permission from the research participants to inform their GP or other health! care professional ?
®Yes (Mo

1 showld be made clear in fhe participant’s infovmation sheef if fhe GRhealth professions! will be informed.

B30, Will the research be registered on a public database?

The Department of Health's Research Govemancs Framewark for Health and Social Care and the research
governance frameworks for Wales, Scoffand and Novthem lreland sef cut the requirement for registration of insls.
Furthermore: Arficle 19 of the Word Medical Associafion Declaration of Helsinki adopled in 2008 siafes thaf “every
clinizal frizl must be registered on 2 publicly accessible dafabase before recruitment of the first subject” and the
Infemnations! Commitee of Medical Jownal Editors (ICMUE) will consider a cfinical frial for publicafion only if it has
been registensd in an sppropriste regisiry. Flease see guidsnes for more informsbon.

'Yes  [#:MNo

Flease give delails, or jushfy if nof registening the research.

This is not the type of research suiable for registration on a public database. However, all research conduched at
Biangor University forms part of the universily's repository, which is publicly accessible.

Fiease ensure thaf you have enfersd regisfry reference number(s) in quesfion A5-1.

A51. How do you intend to repart and disseminate the results of the study?Tick a5 appropriate:
& Peer reviewed scientfic joumnals

& Intemnl report

A Cenference presentation

[[] Puiblcation cn website

[[] Cher publication

[ Submission to regulstony authorities

[ Access foraw data and right to publish freefy by all invesfigators in study or by Independent Steering Committee
on behalf of 3l imeestigators

[ Mo plans to report or disseminate the resulis

[[] Other (please specify)

A2, If you will be using identifiable personal data, how will you ensure that anomymity will be maintained when
publishing the resulis?

Mix identifiable personal data will be used in the study.

A53. Will you inform participants of the results?
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®iYes ('No

Flease give delails of how pou wil inform parficipants or jusiiffy if nof doing so.

Feedback of the results will be offered to all parties mvolved in the study. Participants will be offered the choice of which
method (one-to-one session, letier, telephone call) they would like to receive the feedoack, if any. Preference shall b=
sought at the stage of initial consent.

A4, How has the scientific quality of the research been assessed?Tick 25 sppropriste:

[ Independent extemal raview
[[] Review within 3 comparny

[[] Review within a multi-centre research group

i Review within the Chief Investigator's institufion or host organisation
B Review within the research team

A Review by educational supenvisor

[ Ceher

Jusfify snd descrbe the review process and oufcome. I the review has been underfshen bud nof seen by the

researcher, ghve defails of the hody which has underfaken the review:
The current research proposals has been submitied to the NWIPP ressarch departrment to be assessed and

approwed. The principle investigator has received approval from the NWCEPP research depariment.

For &l studies excent non-docforal sfudenf research, please enclose 3 copy of any available scientific oritigue reports,
together with any relsted comespondence.

For non-docforal sfudent research, please enclose a copy of the assessment from powr educafions! supendsor instifufion.

A56. How hawve the statistical aspects of the research been reviewed ? Tick 55 appropaate:

["] Review by independent statistician commissioned by funder or sponsor

[] Crher review by independent statistician

[ Review by company statistician

B Review by a stafistician within the Chief Investigator's institution

i Review by a statistician within the research team or multi-centre group

pvi Review by educational supervisor

[ Crhier reviesw by individual with relevant statistical expertise

[]Me review necessary as only frequencies and associations will be assessed — details of statistical input not
required

In all cases please give defails below of the individual responsible for reviewing the siabsiical sspects. if aodvice has
been provided in confidence, give deiails of the depariment and insfitubion concemed.

Tile Forenamellnitials Surname
Or Gemma Griffigh

Crepariment Morth Wales Clinical Psychology Programme (MWCPP) Research Departrment
Instituticn Bangor University
Work Address. Morth Wales Clinical Psychology Programme (MWCPP)
Bangor University
Bangor
Post Code LLAT 204G
Telephone 01248338305
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Fax 01243383718
Mihile
E-mail gum.griffithi@bangor.ac.uk

Flease encloss a copy of any avaidabfe comments or reporfs from a Satisfician.

AST. What is the primary outcome measwre for the study?

The primary outcome measure will be changes in overall psychological distress and welHoeing, as measured by the
PTCE-ID |1 {refeming to relevant clinical cut-offs).

A58, What are the secondary outcome measwres ? (i any)

The secondary cutcome measures will be changes in overall leve! self-compassion, social comparison, and shame,
as measured by the Sef-Compassion Scale-Short Form and Social Companson Scale.

B39, What is the sample size for the research? How many paricipantsSamplesidala records do you plan fo study in fofal?
I there is mare than one group, plesse give furfher defails balow

Tedal UK sample size: 20
Teodal intermational sample size (including LK)
Total in European Economic Anea:

Funther details:

A rrenamum of fwo groups. (no: more than three) shall be run fo ensure there are adequate numbers of participants and
data to conduct a meaningful analysis.

B0, How was the sample size decided upon? i 2 formsl sample size calcwlation was wsed, indicate how this was dons,
giwing sufficienf informafion fo justify and reproduce the calowstion.

The sample size for the research has been based on the umning of related previous groups to obiain adeguate and
meaningful data for analysis (Musohan-Moizer et &l 2013).

B51. Will parficipants be allocated fo groups at random?

tYes  [#:No

A52. Please describe the methods of analysis (statistical or other appropriate methods, e.q. for qualitative research) by
which the data will be evaluated to meet the study objectives.

The stafistical software package SPSS will be used to analyse the collated data. Data analysss is likely fo include a
number of within group comparisons for scores obtained &t variows fime points (2.g. pregroup and post-groug]),
utdising f-tests to compare mean scores (where data is nomally distributed, or nonparametric equivalent where this
is not the case), and appropriate effect size analysis.

Ay semi-structured interdews will be based on previous intenview schedules developed to examine the feasibility and
accepiability of CFT groups (Heriot-Maitland et al, 2014), and are Fkely to be analysed uilsing deductive thematic
analysss, in accordance with suggestions by Braun & Clarke (2008).

B53. Other key investigatorsicollaborators. Please include al grant co—appliicants, profocol co—authors and obher key
members of the Chief Investigafor’s team, including non-docfors) student reseanchers.
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Tile Forename/indials Surmame
Professor Robert Jones
Post Programme Director
Cualifications DClinPsy, BSc (Hons) Psychology
Employer Bangor University
Work Address Morth Wales Chnical Psychology Programme
School of Psychology, Bangor University
Bangor, Geymedd
Post Code LLET 245
Telephone 01248 382827
Fax
IMcbile
Work Email r.s jonesibangor ac.uk
Title Forename/Indials Surname
Dr Jonathan Williams
Post Senior Clinical Psychologist
CGualifications DClinPsy, BSe (Hons) Psychology
Employer Betsi Cadwaladr University Health Board
Work Address Dienbighshire Complex Disabilites Team
B7, Trem % Dyffryn, Colomendy Industrial Estate
Denbigh, Denbighsire
Post Code LL16 5TX
Telephone 01824 712750
Fa
IMcbile
¥ork Email jonathan.williams@wales nhs.uk
AE4-1. Sponsor
Lead Sponsor
Status: {3 NHS or HSC care organisation Commercial statws:  Nop- )
#) Academic Commercial
[ Pharmaceutical indusiry
(2 Medical device industry
[ Lozal Authority
(3 Other social care provider (including woluntary secior or
private organisaion)
(3 Cher
If Cither, please specify:
Contact person
Mame of organisation School of Psychology, Bangor University
Given nams Hefin

21
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Family name Francis

Address School of Psychology, Adeilad Building
Town/city Bangor

Post code LLST 285

Country UMITED KINGDOM

Telephons 01248388338

Fax 01245382599

E-mail h.francisi@bangor.ac.uk

Is the sponsor based outside the UK?
2¥es @ Ne

Linder fhe Research Governance Framewark for Health and Social Care, a sponsor owiside the UR muwsf sppoinf 5
legal representative esfablished in the UK. Please consul the guidance nofes.

A53. Has external funding for the research been secured?

[] Funding secured from cne or more funders
[[] External funding apglication o one or more funders in progress.
A Mo application for external funding will be made

What type of research project is this?

(2 Standalone project

I3 Project that is part of a programme grant

I3 Project that is part of a Centre grant

@ Progect that is part of a fellowship! personal award! research training award
(s Odher
Cither — please state:

AS6. Has responsibility for any specific research activibies or procedures been delegated fo a subcontractor (other than
a co-sponsor listed in AB4-1] 7 Flease give defails of subcontrachors if appiicable.

CiYes  #:Mo

BET. Has this or a similar application been previously rejected by a Research Ethics Committes in the UK or another
country?

Yes ®Ho

Flease provide & copy of the unfavourable opinion lefter|s). You should explain in yowr answer o question AG-2 how the
reasans for fhe unfavourable opinion have been addresssd in this spplicalion.

ABE-1. Give details of the lead NHS RED contact for this research:

Tile Forenamelnitials Surname
Or Rossela Roberts

Organisation Clinical Govemance Offcer, BCUHB

22 184366/801 802/ 14/934
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Address Research and Development Office
Chnical School
“fshyty Guwynedd

Post Code LL&T 2PW

Winrk Email rosselaroberts@wales.nhs.uk

Telephone 01248383877

Fax

Mobile

Defails can be obizined from fhe NHE RED Forum website: hifpdwww. rdforum. nhs. uk

BE3-1. How long do you expect the study to last in the UK?

Planned start date: 02032015
Planned end date: 08/0872016
Total durafion:

Years: 1 Months: 3 Days: 5

AT1-1. Is this study?

) Single cenire
" Mulficentre

AT1-2. Where will the research take place? (Tick 25 sppropriafe)

[] England

] Scotland

A Wales

[T] Morthem Ireland

[[] Other countries in Eurcpean Economic Area

Total LK sites in study 1

Dioes this trial imvolve countries outside the EL?
'Yes WMo

AT2. What host organisations (MHS or other) in the UK will ke responsible for the research sites? Plegse indizafe fhe
type of organisation by ficking the box and give approximate numbers of planned ressarch sites.

[ NHS organisations in England

B NHS organisations in Wales 1

[ MHS organisations in Scotland

["]HSC organisations in Morthern lreland

[[] GP practices in England

[ GP practices in Wales

[7] GP practices in Scofiand

[7] GF practices in Morthem Ireland

["] Social care crganisations

[T Phase 1 trial units

["] Prison estabfshments

23 184366/801 802/ 14/934
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[T] Probation areas

[ Independent hospitals

[ Educational estabbichments
[ Independent reseanch units
[ Cther (give details)

Tedal UK sites in study: i

BAT3-1.Will potential participants be identified through any organisaticns other than the research sites listed above?

»Yes [#:No

AT4. What amrangements are in place for monitoring and auditing the conduct of the research?

Monitoring of the research will be complsted by the MWCPP. This will consist of frequent research progress reports o
the NWCPP research department. The principal imvestigator's research supervisor (Dr Jonathan Williams) wll also
rmanitor the study's prograss through regular meatings.

AT3-1.What arrangements will be made to review interim safety and efficacy data from the trial ™ Will a formal data
manitoring commitiee or equivalent body be comenad?

Mo formal procedures or bodies/commitiees imeohved; frequent monitoring by academic supendsor will be utilised fo
review safety and efficacy.

if & formal DMC is to be comened, please forward delails of the membership and sfandard operafing procedures fo the
Research Ethics Commitfee when available. The REC should afso be nofified of DIME recommendations and receive
summary reports of inferim analyses.

AT3-2. What are the criteria for electively stopping the trial or other research prematurely ?
Lack of atbendance andior significant drop-cut from the: shudy.

AT6-1. What arrangements will be made for insurance and/or indemnity fo meet the potential legal liability of the
sponson(s) for harm to participants arising from the management of the research? Please fick boxfes) 25 applicable.

Nede Where 5 NHS organisshion has sgresd fo 3of 35 sponsar or co-s5ponsor, indemnily s provided fhrough MHS schemes.
Indiicafe if this appiies (thers is no need fo provide documenfary evidence). For all ofher sponsors, please describe the
arrangements and provide ewvidence.

[ NHS indemnity scheme will apply (NHS spomsors onily)

B Ciher insurance or indemnity arrangements will apply (give detais below)

Thie study will be insured by Bangor University (indemnity certificate enclosed).

Flease enclose & copy of relevant documenis.

ATE-2.What arrangements will be made for insurance andl or indemnity to meet the potential legal liability of the
sponsors) or employeris) for harm to parficipants. arising from the design of the research? Please fick boxjes) as

24 184366/801 802114834
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Node: Where researchers with subsfanfive NHS employment confracts have designed fhe ressarch, indemnify is provided
through NHS schemes. Indicafe if this spplies ([thers is no nesd fo provide documendary evidencs), For other profiocal
suthors (e.q company employess, universiy members), please describe the arrangements and provide ewdence.

[ MHS indemnity scheme will apply (protocol authors with MHS condracts only)
& Crher insurance or indemnity arrangements. will apply (give detals below)

Ses ATE-1
Flezse encloss a copy of relevant documenis.

ATE-1. What arrangements will be made for insurance and/ or indemnity to meet the potential legal liability of
imvestigatorsicollaborators arising from harm to parficipants in the conduct of the research?

Note: Where the parficipants are NHE pafients, indemnity is provided through the NHS schemes or firough professional
indemnify. Indicafe i this apphes fo the whole study (Thers is no nesd fo provide documentary evidence). Where non-MHS
sifes are fo be included in the research, including prvalte prachices, please describe the amangemenis which will be made af
these sifes and provide evidence.

B MHS indemnity scheme or professional indemnity will apply (parficipants recruited at NHS sites only)
[[] Research includes nonMHS sites {give details of msurance/ indemnity arrangements for these sites below]

Ses ATE-1
Flezse encloss a copy of relevant documenis.

A77. Has the sponsor{s) made arrangements for payment of compensation in the event of harm to the research
participants where no legal liability arises?

(»Yes (@ No

Flezse enclose & copy of relevant documents.

A78. Could the research lead to the development of a new productiprocess or the generafion of intellectual property?

2 ¥es () No (&) Mot sure

25 184366/801 802/ 14/934
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Please enter details of the host organisations (Local Authority, MHS or ofher) in the UK that will be responsible for the
resaarch sites.  For NHS sites, the hosf organisafion is fhe Trust or Health Board Where the ressarch sife is 3 primary cans
sife, eq GP prachice, plesse insert the host organisation (PCT or Health Boavd) in dhe inshifution row and insert the research

sife (2.g GP practice) in the Deparfment mow:

Research site

Institution name  Betsi Cadwaldr University Health Board
Department narme Denbighshire Complex Disabilities Team
Street address BT, Trem % Dyffryn, Colomendy Industrial Estate
Town/ciy Denbigh

Post Code LL18 5TX

Inwestigator Collaboraton’ Contact
Title Or

First name{

Initials Jonathan
Surmarme Williams

26
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. Declaration by Chief Investigator
1. The infoermation in this form is accurate o the best of my knowledge and belief and | fake full responsibility for it

2.l undertake to abide by the ethical principles underying the Declaration of Helsinki and good practice
guidelines on the proper conduct of research.

3. Ifthe research is approved | undertake to adhere to the study protocol, the terms of the full application as
approved and any conditions set out by review bodies in giving approwval.

4 |undertake o notfy review bodies of substantial amendments to the protocsl or the terms of the approved
application, and to seek a favourable opinion from the main REC before implementing the amendment.

5. lundertake to submit anmusl progress reports setting ocut the progress of the research, as reqguired by review
bodies.

G. | am aware of my responsibdity to be up to date and comply with the requirements of the law and relevant
guidelines relating to security and confidentiality of patient or other personal data, mcluding the need to regester
when necessary with the appropriate Data Protection Cficer. | understand that | am not pemmitted o disclose
identifiable data to third parties unless the disclosure has the consent of the data subject or, in the case of
pafient data in England and YWales, the disclosure is covered by the ferms of an approval under Section 251 of
the NHS Act 2006

7. lunderstand that research records/data may be subject to inspection by review bodies for audt purposes if
required.

8. I understand that amy perscnal data in this applicafion will be held by rewssw bodies and ther operafional
managers and that this will be managed according to the principles established in the Data Protection Act
1e8a.

8. lunderstand that the information contained in this application, any supporting documentation and all
comespondence with review bodies or their operational managers relating to the application:

= Wiill be held by the REC (where applicable) until at least 3 years after the end of the study; and by NHS
RAD offices (where the research requires NHS management permission) in accordance with the NHS
Cade of Practice on Records Management.

» May be disclosed to the operational managers of review bodies, or the appointing authority for the REC
{where applicable], m order fo check that the application has been processed comectly or to invesfigate
any complaint.

= May be szen by auditors appointed fo undertake accreditation of RECs (where applicable].

= Wi be subject to the provisions of the Freedom of Information Acts and may be discosad in response
fo requests made under the Acts except where statutory exemplicns apply.

= May be sent by email to REC members.

10. | understand that information relating to this research, including the contact details on this application, may be
held om naticnal research information systerns, and that this will be managed according to the principles
established in the Data Protection Act 1998,

11. | understand that the main REC or its cperational managers may share information in this application or
supporting documentation with She Medicines and Healthcare products Regulatory Agency (MHRA] where itis
relevant to the Agency’s statutory responsibilities.

12, Where the research is reviewed by a REC within the UK Health Departments Researnch Ethics Seniice, |
undersiand that the surmmary of this study will be pub®shed on the website of the National Research Ethics
Sennce (MRES), together with the confact point for enguinies named belos. Publication will take place no earlier
than 3 months after issue of the ethics committee’s final oginion or the withdrawal of the application.

Contact point for publication|MNof sppéicable for RED Foms)
NRES would fike fo include & contact point with the publizhed summary of the sfud)y for those wishing fo seek further

iy 184366/801 802/ 14/934
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information. Wi would be gratefl if you would indicate one of the contsct points below.
(@) Chief Imestigator

[ Sponsor

[ Study co-ordinator

(s Student

(" Oter — please give details

7 Mone

Beccess to application for training punposes (Nof spplicable for RED Forms)
Opfional — please fick 55 approprate:
& | would be content for members of ofher RECs to have access to the information in the application in confidence

for traiming purposes. All personal identifiers and references to sponsors, funders and research units would be
remowed.

This section was signed =lectronically by Mr Neil Clapion on 110082015 20:14.

Job Tile/Post Trainee Clinical Psychologist
Organisation: BCUHE
Email: pep2dd@bangor.ac.uk

28 184366/801 802114834
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D2. Declarafion by the sponsor's representative

If fhere is more than one sponsaor, this deciarafion should be signed on behalf of the co—sponsors by a represeniative
of the lead sponsor named st AG4-1.

I confirmn that:
1. This research proposal has been discussed with the Chief Imvestigator and agreement in principle to sponsor
the research is in place.

2. An appropriate process of scierific critigue has dermonstrated that this research proposal is worthwhile and of
high scentific quality.

3. Any necessary indermmity or insurance amrangements, as described in question ATE, will be in place before
this research starts. Insurance or indemnidy pofiicies will be renewed for the duration of the shudy where
NECEsSATY.

4. Amangements will be in place before the study starts for the reseanch team to access resources and support
to deliver the research as proposed.

5. Amangements io allocate responsibilities for the managerment, monitoring and reporting of the research will
b= in place before the reseanch starts.

G. The duties of sponsors s2t out in the Research Governance Framewark for Health and Social Care will be
underiaken in relation to this research.

Flease note: The declarations befow do not form part of the applicafion for approval above. They will not be

7. Wihere the research is reviewsd by a REC within the UK Health Deparimenis Research Ethics Senvice, |
undersiand that the surmmary of this study will be published on the website of the Mational Research Ethics
Senvice (MRES), together with the contact point for enquiries named in this application. Publication will take
pace no earier than 2 months after issue of the ethics committes's final opinicn or the withdrawal of the
apphcation.

8. Specifically, for submissions fo the Research Ethics Committees (RECs) | declare that any and all clinical
trials approved by the HRA since 30th September 2013 (35 defined on IRAS categories as clinical fnals of
medicines, devices, combmation of medicines and devices or other clinical trials) have been registered on a
pulblically accessible register in compliance with the HRA regisiration requirements for the UK, or that any
defemal granted by the HRA still applies.

This saction was signed electronically by Mr Hefin Francis on 15062015 09:27.

Job Title/Post School Manager for Psychology
Crganisation: Bangor University
Email- h francisi@hotrmad. com
28 184366/80 185201 4/834
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D3. Declaration for student projects by academic supervisorn(s)

1. | hawve read and approved both the research proposal and this application. | am satisfied that the scientific confent
of the research is satisfactory for an educational qualification at this level.

2. | undertake to fulfd the responsibilities of the supervisor for this study as s2t out in the Research Govemance
Framework for Health and Social Care.

3. | take responsibdly for ensuring that this study is conducted in accordance with the ethical principles underhying the
Declaration of Helsinki and good practice guidelines on the proper conduct of research, in conjunciion with cdinical
SUpEVisors as appropriate.

4| take responsibility for ensuring that the applicant is up to date and complies with the requirements of the law and
relevant guidelines relating to security and confidentiality of patient and other personal data, in conjunciion with
climical superisors as appropriate.

Academic supervisor 1

This section was signed electronically by Professor Robert Jones on 11/0872015 20033,
Job Title/Post: Programme Direcior
Cirganisation: MNWCPP
Email: r.s.jonesg@bangor.ac.uk

a0 184366/801882/14/934

260



Site Specific Information Form

NHS 551 IRAS Version 4.0.0

The integrated dataset reguired for your project will b2 created from the answers you give o fhe following questions. The
systern will generate only those questions and sechions which (&) apply to your study type and (b) are reguired by the bodies
reviewing your study. Plesse ensure you answer 3 the guestions before proceeding with your applications.

Please complete the questions in arder. i you change the response to a question, please select "Save’ and review all the
questions as your change may have affected subsequent guesticns.

Please enter a shart tite for this project (maamuom 70 characters)
Adapted group-based CFT for pecple with Intelleciual Disabilifies V2

1. Is your project research?

®Yes () No

2. Select one category from the list below:

 Clinical trial of an investigational medicinal product

( Clinical mwestigation or ether study of a medical device

2 Cormbined trial of an imvestigational medicinal preduct and an invesfigational medical device

# Cher clinical frial to study a nowel intervention or randomised clinical trial to compare intenventions in clnical practice
_ Basic science study invohing procedures with human participants

 Study administering questionnaires/interviews for guanttative analysis, or using mixed quantiativelqualtative
methodology

 Study invalving quaiative methods only

. L?‘h.u:ly lirmited to working with hurnan fissue samples (or other human biclogical samples) and data (specfic project
an

" Sludy limited to working with data (specific project only)

¥ Research fissue bank

¥ Research dafabase

If your work does not fit any of these categories, select the opfion below:

" Cther study

2a. Will the study involve the use of any medical device without a CE Mark, or a CE marked device which has been
modified or will be used outside its intended purposes?

C2¥es (#No

2b. Please answer the following question|s):

a) Doas the study imvolve the use of any ionising radiation? iYes WMo
B} Will you be taking new human tissue samples (or ofher human biological samples)? aYes  (ExMNo
¢} Wil you be using existing human tissue samples (or other human biological samples)? () Yes WMo

3. In which countries of the UK will the research sites be located ¥ Tick all that apply)

1 184366/801385/8/958/282 1187325837
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[] England
] Scotland

i Wales
1 Morthern Irefand

Ja. In which country of the UK will the lead NHS RED office be located:
) England
 Scotland
) Wales
" Northern Ireland
(3 This study doss not imvolve the NHS

4. Which review bodies are you applying to?
& NHEMHSC Research and Development offices
[]Secial Care Research Ethics Commitiee
i Research Ethics Commitiee
[[] Confidentiality Advisory Group (CAG)
[ Maticnal Cffender Management Service (MOMS) (Prisons & Probation]

For NHE/HEC RED officas, the CI must creale Site- Spacific Information Forms for sach site, in addition to the
study-wide forms, and transfer them bo the Pl or local collaborators,

3. Will amy research sites in this study be NHS organisations?

#:Yes  (CiMNo

6. Do you plan to include any participants who are children®

rYes  @MNo

7. Do you plan at any stage of the project to undertake infrusive research invelving adults lacking capacity to consent
for themselves?

Yes  @iMNo

Answer Yes if youw plan fo recruif fving parhcipants aged 16 or owver who lack capacify, or to refain them in the sfudy following
lozs of capacily. Infrusive research meaans any research with the fving requiring consent in lswe. This includes use of
idenfifizble tissue samples or personal infoymation, excepd where spplication is being made fo the Confidentialily Advisary
Group fio 5=t gside the common Ew duty of confidenfialify in England and Wales. Flease consult the gwidance notes for

8. Do you plan toinclude any parficipants who are prisoners or young offenders in the custoedy of HM Prison Service or
who are offenders supervised by the probation serice in England or Wales?

tYes  #:MNo

9. Is the study or any part of it being underfaken as an educational project?
®Yes (DMo

Please describe briefly the invehaement of the student{s)

2 184366/B0130508/856/292118/325837
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9a. Is the project being undertaken in part fulfilment of a PhD or other doctorate?

#:Yes ([ No

10. Will this research be financially supporied by the United States Department of Health and Human Services or any of
its divisions, agencies or programs?

iYes [®iMo

11. Will identifiable patient data be accessed outside the care feam without prior consent at any stage of the project
{including identificafion of potential participants)?

Yes [®iMNo

3 184366/801 365/8V856/282118/3 25837
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Is the site hosting this research a NHS site or a non-MHS site? NHS sifes inciude Heaith and Social Gare organisations in
Novthern freland, The sifes hosfing the research are the sifes in which or firowgh which research procedwres are conducied.
For NHS sites, this includes sifes where NHE sizff are parficipanfs.

#> NHS site
2 Non-NHS site

This question must be complefed before proceeding. The filter will cusfomise the form, disabing quesiions which are nod
relevant fo this application.

One Site-Specific Information Form showld be completed for esch research sife and submitted fo the refevant RED office
with fhe documents in fhe checkiist See guidance nofes.

The dats in this box is popwated from Part A-

Title of research:

Growing Kind Minds: A feasibility study and preliminary trial of adapted group-based Compassion Focusad Therapy
for people with Intellectual Disabilibes {CFT-I0)

Short tite:  Adapted group-based CFT for people with Imtellectual Disabdties V2

Title Forenamelnitials Sumarme

Chief Investigator: M Meil Clapion

Mame of NHS Research Ethics Committes to which appScation for ethical review is being made:
Wales REC 5

Project reference number from above REC: 15MNATD228

1-1. Give the name of the NHS arganisation responsible for this research site
Betsi Cadwaladr University Health Board

1-3. In which country is the research site located?

) England

) Wales

(7 Scotland

7 Northern kreland

1-4. Is the research site a GP practice or other Primary Care Organisation®

Yes ()Mo

2. Who is the Principal Investigator or Local Collaborator for this research at this site?

4 184366/B0130508/856/292118/325837
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Select the appropriate fle: (&) Principal Investigator
(" Local Collaborator

Title Forenameinitials Sumame
Mr Med Clapton

Post Trainee Chnical Psychologist

Qualifications BSc {Hons) Psychology

Organisation WHES

Work Address Morth Wales Clinical Psychology Programme
Brigantia Building, Bangor University
Bangor, Gwynedd

PostCode LL57 2DG

Work E-mail psp2dB@bangor.ac.uk

Work Telephone 07825542644

Mobde 07825542644

Fax

a) Approximately hiow much time will this person allocate to conducting this research? Please provide yowr response
in terms of Whale Time Bquivalenfs (WTE).
0.3WTE

b) Dios this persen hold a curment substantive employment contract, Honorary Cinacal wWYes (Mo
Contract or Honorary Research Contract with the MHS crganisation or accepied by the NHS
organisation?

A copy of 3 currenf GV for fhe Principal [nvestigator (maximum 2 pages of A4) must be submitted with fhis form.

3. Please give details of all locations, deparfments, groups: or unifs at which or throwgh which research procedures will
be conducted at this site and describe the activity that will take place.

Fiease lisf all locations'departmends elo where research proceduwes will be conducfed within the NHS organisafion,
gescnbing e mvolvement in a few words. Where access o speciic facilities will be required these showld also be lisfed for
each locafion.

Name the main locabon'depsniment firsf. Give defails of any reseanch procedures fio be camied out off sile, for example in
participants” homes.

Location Bctivityifacilities
1 Denbighshire Complex Disabifties Team, BY. Trem Y Dyffyn, Colomendy  Co-ordination of all research activities
Industrial Estate Denbigh, Denbighsire, LL18 5TX

2 TBA Location(s) within Morth Wales Leaming Disability Services Running of group
3 TBA Morth Wales Leaming Disabiity Teams Asseszments: capacity to consent,
pre and post-group

3. Please give details of all other members of the research teamn at this site.

1

Tite Forenamelinitials Sumame
Dr  Jonathan Williams

Work E-mail jonathan williams@wales.nhs.uk

5 184366/801 305/8/956/282118/325837

265



MNHS 551 IRAS Wersion £.0.0

Emplaying . R

ization Betsi Cadwaladr University Health Board
Post Senior Clinical Psychologist
Cuaffications DCEnsPsy. BSc
Role in
research tearm: researcher

a) Approvimiately how much time (approximately) will this person alliocate to conducfing this research? Flease
provide your response in terms of Whole Time Equivalents (WTEL
0.1 WTE

b} Does this person hold a cument substantive employment contract, Honorary Clinical ®WYes (Mo
Confract or Honorary Ressarch Contract with the NHS crganisation or accepted by the MHS
organisation?

A copy of 3 cument GV for the research feam member (maxmum 2 pages of A4) must be submiffed fo the RED office.

@ve rise to a possible conflict of interest?
(Yes [#:No

6. Does the Principal Investigator or any other member of the site research team have any direct personal involvement
{e.g- financial, share-holding, personal relationship efc) in the organisation sponsoring or funding the research that may

7. What is the proposed local start and end date for the research at this site?

Start date: D1/0B/20M5
End datec DEDB/2MME
Duration (Marths): 12

8-1. Give details of all non-clinical intervention{s) or procedure(s) that will be received by participants as part of the
research profocol. (These include seeking consenf, infenviews, non-clinical ohsenvadions and wse of guestionnaires. )

Columns 1-4 have been completed with information from A 18 a5 belowc
1. Total number of intenvendionsprocedures fo be received by each participant 35 parf of the research profocad.
2. [f this infervenfion would have been routinely given to pariicipants as parf of their care, how many of the fols/
would have been routine?
3. Aversge fime faken per infenvenfion (minutes, hours or days)
4. Defails of who will conduct fhe procedure, and where it will fake place

Fiease complete Column 5 with defails of the names of individuals or names of sa=if groups who wall conduct the
proceduwe aif s site.

Infervention or
i213 4 5
proceduns
Participart 1015 Initially approached by l=ad
approached minutes clinicianhealthcare professional as regards
regarding potential mterest.
pobential
imvoiwernent in
group & study
Caonsent - 1015 Hﬂqﬂ]lmh-gah:rhaqﬂmnguﬂsmdy
assess capaciy minutes and proside with relevant infermaticn, obtain
& obtain informad informed consent, preferably in presence of
consent carerflead healtheare professional o
corcborate capacity.
3] 184366/601365,/8/956/292118/325837
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Pre-group 10 45 Assessment undertaken by Principal

Assessment minutes investigaior. Wil imaohe administration and
completion of all relevant psychometric
measures, inchuding: PTOS ID-1, Seif-
Compassion Scale, Social Comparison
Seale. Assessment process should take no
lomger than 1 hour, and will be completed at a
comvenient time, date and location for the

parficipant.
Post-group 1 0 Thour  Assessment undertaken by Principal
Ascessment imvestigator. Wil imamhee administration and

completion of all relevant psychometric
measures, inchding: PTOS ID-1, Seif-
Compassion Scale, Social Comparison
Scale. Assessment process should fake no
longer than 1 hour, and will be completed at a
conenient tme, date and location for the

participant.
Bualuaticn 1 0 1hour  Focus group/semi-stuctured interview
session session o be conducted by a Traines Clinical
Psychologist within the Learning Désabilities
Sanice.

8-2. Will any aspects of the research at this site be conducted in a different way to that described in Part A or the
profoce ?

(Yes #)MNo
If Yes, please node any relevant changes fo the information in the above fabie.
Are there any changes other than those noted in the fabfe?

9-1. Give details of any clinical intervention{s) or procedure|s] to be received by parficipants as part of the research
protocol. (Thess include uses of medicingl products or devices, ofher medical freatments or assessments, menfal health
interventions, imaging investigaiions snd faking samples of human bislogical maferal. fnclude procedures which might be
received 35 routing ciinical care owlside of fhe research.)

Columns 1-4 have been complefed with information from A19 a5 befow:
1. Tofal number of infenventions fo be received by esch parficipant 25 pant of the research profocal
2 If this indervention would have besn rowtinely given fo participants 35 part of their care, how many of the fofal
wou'd have been roufine?
3 Average fime faken per infenvention (minufes, hours or ds)ys)
4. Details of who will conduct the procedure, and where it will take place

Flezse complete Column 3 with defails of fhe names of individuals or names of siaff groups who wil conducf e
procedure &t this site.

Intervention or procedurs 1 2 3 4 5
CFT group - 6 sessions i1 o 88 hours Principal

T 184366/B01385/8/958/282118325837
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location that
s easily
and readity
accessible
for the
miajarity of
participarts.

9-2. Will any aspects of the research at this site be conducted in a different way to that described in Part A or the
profoce ?

d¥es @) Mo
If Yes, please node any relevant changes fo the information in the above fabie.
Are there any changes other than those noted in the fabfe?

10. How many research participantsisamples is it expected will be recruitediobiained from this site?
The study plans to recruit approximately 20 people.

11. Give details of how potential participants will be identified locally and who will be making the first approach to them
to take part in the study.

Participants will b= recruited from these individuals open e the NHS Community Leaming Disabilites Teams in North
Wales. The nature and aims of the study will be discussed within appropriate muftidisciplinary team mestings., and
tearn members will b2 encouraged to identfy and refer potentially suitable candidates that meat the inclusion critens
All identification will thersfore be made through members of the direct care team(s). Potential paricipants will be
primarily approached by their lead healthcare professional or key worker o ascertain their interest in taking part in the
research.

12. Whio will be responsible for obtaining informed consent at this site? What expertise and training do these persons
hawe in obtaining consent for research purposes?

Mame  Experizefiraining

[eil Frevious experience of working in Leaming Disabilities Senvices, which immolved being familiar with

Clapton  prnciples and processes of establishing capacity to consent and cbtaining such informed consent (for
aszessments and formnal therapy). Doctoral training also extensively covers capacity/consent, how to
aszess and how to obtain. Principal investigator has also developed rigorous capacity fo consent protocol
based on previous and current researchiguidelines.

13-1. Is there an independent contact point where potenfial participants can seek general advice about taking part in
research?

‘fes - participants are encouraged and advised to talk about their pariicipation with someone they trust [carer, kay
worker), who are impartial and not directly connected o the research. However, there is no other independent contact
regarding general advice.

13-2. Is there a contact point where potential participants can seek further details about this specific research project?

'fes - participants will be able to contact the principal investigator for further information or questions about the
research (mformation is at the end of the Pariicipant Information form).

16. Are there any changes that should be made to the generic content of the information sheet to reflect site-specific
issues in the conduct of the study? A subsfantial amendment may need o be discussed with fhe Chisf Investigator and

g 184366/B01385/8/958/282118325837

268



MNHS 551 IRAS Version 4.0.0

submifted to the main REC.
Mo

Flezse provide 3 copy on headed paper of the parficipant information shest and consend form that will be wsed locsly
Unfess indicaied abowve, this must be the same genenic version submitfed fn/approved by fhe main REC for the study whils

17. What local arrangements have been made for participants who might not adequately understand verbal
explanations or written information given in English, orwho have special communication needs? fe.g. fransizfion, use of
interpreders efc)

All participant information sheets and consent forms shall be pre sented in an easy-

read manner with appropriste visual supports. W here appropriate, steps will be taken for paricipants to indicat

e their responses in 3 nonverbal manner (2.0, using visual supports). Ifthere is any doubt about a paricipants ability

to undiersiand the information or communicate that they hawe fully understood the information presented, capacity fo

consent shall mot be assurned and they will not be included in the shudy.

Given that the population is located in Morth Wales, every a fiempt will be made to accommodate ndividuals who are
Welsh First Language speakers. This will inchude the availability of any prior consent forms and related material in
Welsh (and a Welsh speaker to comnvey information), and (if possibie) the franslation of group miaterials into Welsh

18. What local arrangements will be made fo inform the GP or other health care professionals responsible for the care
of the participants?

GP's and other refevant healthcare professionalis) will be mformed of their client’s participation in the research by letter.

19. Mﬁmie.g.hulhes.shﬁmpﬂdmmd support, emergency procedures) will be in place at the
site, where appropriate, to minimise the risks to parficipants and staff and deal with the consequences of any harm?

The study plans to provide a potential parafiel one-off session for carers and involved healthcare professionals to
understand the CFT model, processes and principal components, and how to assist individuals they care forfwork with
pracfice self~compassion in dady Me (eg. complete personal practice bebwesn groups).

Prigr to starting the assessment process or attending the group, the principal invesfigator shall establish with the
participant{s) an agreed way of communicating if they ars distressed. Should this happen at any point, the principal
investigator shall halt the assessment or group process and address the immediate distress, and subseguently
ascerian whether the parficipant wishes to confinue or not. If not, the parficipant shall be directed to further appropriate
support. The principal inveshigator will contact the paricipant's lead clinician, with the participant's consent, o inform
thern about the participant’s cument situation. Support will b2 available (via consultation) for staff should they need any
advice/support in addressing concems or distress.

20.What are the arrangements for the supervision of the conduct of the research at this site? Plegss give the name and
confact detalls of any supernvisor nof slready Fsfed in fhe applicafion.

Wieekly supenvision between the principal investigator and supenisar (Dr Jenathan Williams) shall ensure the
conducting of such research is effectvely monidored and continucusly evaluated. This will also be supporied by as-
and-when contact with the Research Team at Bangor University (for the Morth Wales Clinical Psychology Programme).

21.What external funding will be provided for the research at this site?

(3 Funded by commercial sponsor
(& Crher funding
(3 No extemal funding

Please give details of the funding:
Bangor University
This research is part of the DCEnPsy programme and is conducted in the research sessions of the MWCPP (Morth

\Wales Clinical Psychology Programme). it will ahve no cost implications for BOUHE as it requires no resources. Al
research activities shall be run by the trainee/principal investigator and academnc supendosr.

a 184366/B01385/8/958/282118325837
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Type of funding Details (including breakdown ower years if appropriate)
{i) Block grant
{{i) Frer participant
{iii) Other {give details)

Which organisation will receive and manage this funding?

23, Authorisations required prior to R&D approval

Thee local reseanch team are responsible for contacting the local MHS RAD office about the research project. Where the
research project is proposed to be coordinated centrally and therefore there is no local research team, it is the
responsibility of the central research team to nstigate this contact with local R&0.

MHS RED offices can offer aduwice and support on the setup of a research project at their crganisation, inchuding
informiation on local amangements for support senvices relevant fo the: project. These support services may inchude clinical
supendsors, line managers, senice managers, support depariment managers, pharmacy, data probection officers or
finance managers depending on the nature of the research.

Oibtaining the necessary support service authorisations is not a pre-reguesite to submission of an appheation for NHS
research permission, but all appropriate authorisations must b= in place before MHS research permission will be granted.
Processes for obiaining authorisations will be subject to local arangements, but the minimum expectation is that the local
RE&D office has been contacted to noffy it of the proposed research project and to discuss the project’s needs prior o
subrrission of the application for NHS research pemmission via |RAS.

Failure to engage with local NHS RED offices prior to submission may lead to unnecessary delays in the process of this
application for NHS research permissions.

Declaration:

&4 | confirm that the relevant NHS organisation RED office has been contacied to discuss the needs of the project
and local arrangements for support services. | understand that failure to engapge with the local NHS RED office before
submission of this application may result in unnecessary delays in obtaining MHS research permission for this
project

Please give the name and contact details for the NHS RED office staff member you have discussed this application
with:

Fiease nofe that for some sifes the NHE RED office confact may mot be physically based af the site. For confact defails refer
to the guidance for fhis question.

Tille Forenama/indials Surmname
Mrs Rossela Roberts.

Work E-mail Rosella. Robertsi@wales nhsuk
Work Telephone 01243334877

Declaration by Principal Investigator or Local Collaborator
1. The information in this form is accurate to the best of my knowledge and | take full responsibility for it

2. |undertake to abide by the ethical principles underpinning the World Medical Association’s Declaration of Helsinki
and relevant good practice guidefines in the conduct of research.

3. [fthe research is approved by the main REC and MHS organesation, | undertake to adhere fo the study protocal, the
terms of the application of which the main REC has given a favourable opinion and the conditions reguested by the
MHS crganisation, and toinform the MHS organisation within lozal timelines of any subsequent amendments to
the protocol.

10 184366/801365/6/958/ 2921187325937
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4 [fthe research is approved, | underiake to abide by the prnciples of the Research Govemance Frameswork for
Health and Social Care.

5. | am aware of my responsibity io be up fo date and comply with the reguirements of the law and relevant
guidelines relating to the conduct of ressarch.

8. | underake to disclose any conficts of interest that may anse during the course of this research, and take
responsibility for ensuring that all staff immlved in the research are aware of their responsibdties to dsclose
conflics of inberest.

7. lunderstand and agree that study fles, documents, research records and data may be subject to inspection by the
MHS crganisation, the sponsor or an independent body for monitoning, awdit and inspection puposes.

8. |tiake responsibility for ensuning that staff mvolved in the research at this site hold appropriate contracts for the
duraticn of the research, are familiar with the Research Governance Framework, the NHS ocrganisation’s Data
Protection Policy and all other refevant policies and guidelines, and are appropriately tramed and experienced.

2. lundertake to complete any progress andfor final reports as requested by the MHS crganisation and understand
that continuation of permission fo conduct research within the NHS organisation is dependant on satisfactony
completion of such reparts.

10. | undertake to mantain a project file for this research in accordance with the MHS onganisation's policy.

11. | take responsibility for ensuring that all senows adverse events are handled within the NHS crganisation’s policy
for reporting and handling of adverse events.

12, | undersiand that information relating to this research, incheding the contact details on this application, wil be held
by the RED office and may be held on national research information systems, and that this will b2 managed
according to the principles established in the Data Protection Act 16048,

13. | undersiand that the information contained in this application, any supporting documentation and all
correspondence with the RED office andfor the REC system relating fo the application will be subject to the
prowisions of the Freedom of Information Acts and may be disclosed in response to reguests made under the Acts
except where statutony exemptions apply.

This secfion was signed electronically by Mr Med Clapton on 11/08/2015 20:09.

Job Title'Post: Trainee Clinical Psychologist
Cirganisation: BCUHB
Emiail: psp2dBbangor ac. uk
1 134366/801 385/8/956/2921187325837
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R&D Review Panel — Request for further information

Dear Mr Neil Clapton

Re: BCUHB R&D - request for information/clarification - response required

Study Title Adapted group based CFT for people with Intellectual Disabilities
IRAS reference 184366

The above research project was reviewed at the meeting of the BCUHB R&D Internal
Review Panel (IRP) on 09" July 2015.

The IRP discussed the research governance issues arising under the following
checks:

Protocol assessment

The Panel considered whether the objectives, design, methodology, statistical
considerations (methods of data analysis) and the organisation of the study are
appropriately described in the protocol. The panel noted that throughout the protocol
documentation the words pilot, preliminary trial and feasibility were used.

Participant information / consent documents and process

The Panel considered the proposed consent process to ensure that any legal
implications presented by the study are highlighted, and considered the accuracy of
the information provided. The Panel noted how the R&D form states “direct quotes to
be published” but the Info sheet does not give information around this.

Risks to NHS organisation assessed

The Panel noted that the Risk Assessment completed by the study had not been
signed or dated.

The Panel considered the potential risks generated by the study, the consequences
of those risks and the arrangements for mitigation. It was noted that the Risk
Assessment Form has been completed by the researcher but an overall risk category
has not been adequately assigned.

The Panel concluded that this is a LOW risk hosted study and there would be no
requirement for site monitoring unless there are concerns identified from central
monitoring that cannot be addressed by any other means; the audit plan will request
the submission of progress reports; the study may be included in other audits.

Implications for internal departments assessed

The Panel discussed the additional work to support a study, ensuring that each
department has assessed the impact of any additional procedures on their routine
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work. The Panel asked for clarification as to who within the HB will be assisting with
the identification of participants and for confirmation from the department stating they
are happy for staff to take part.

Before confirming its final opinion the Panel asked for a complete response to
the issues identified in the following governance checks:

Participant information / consent documents and process

The Panel would like clarification regarding “direct quotes to be published” and the
need to reflect this within the participant Information Sheet as necessary.

Implications for internal departments assessed

The Panel asked for details as to who within BCUHB will be identifying participants.
A signature should be obtained from the CoS (or equivalent) as confirmation they
support the study and are happy for BCU staff to take part.

Authority to consider the further information and to confirm the Panel’s final
opinion has been delegated to the Chairman.

If you would like further information on any other points covered by this letter please
do not hesitate to contact me directly. A response should be returned to me within
14 days of this notification email.

Yours sincerely

Debra Stater

Research Governance Officer

Betsi Cadwaladr University Health Board (BCUHB)
Ysbyty Gwynedd

Penrhos Garnedd

Bangor

LL57 2PW

Te. 01248 384877 / 01352 718382
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Response to R&D request for further information
Date: 16/07/2015

Dear Debra,

Thank you for your email/letter. The following response(s) outline how the issues identified
have been addressed:

(1) Partcipant Information / consent documents and process

In terms of clarity surrounding “direct quotes to be published”, this relates to the collection
and recording of information through a focus group utilising a semi-structured interview
schedule. This process usually encompasses the recording of such a session, which is then
anonymised, transcribed, analysis conducted (e.g. searching for themes), upon which quotes
are sometimes utilised to reflect the common/over-arching themes identified by participants.
Please refer to A36 and A62 of the IRAS form.

The PIS and Consent forms highlight that information shared in the focus group will be
recorded (of which consent is sought). A sentence has been added to the PIS (see attached) to
highlight that information shared in the focus group may be written up in published material,
but that this will be completely anonymised.

(2) Implications for internal departments assessed

In terms of clarity around who within BCUHB will be identifying participants, these will be
identified by colleagues within BCUHB Community Mental Health teams (please refer to A13
and A27-1 of the IRAS form). The inclusion/exclusion criteria and nature of the group will be
explained to Mental Health colleagues in appropriate forums (e.g. team meetings), so they
can begin to identify potentially suitable participants. Potential participants will then be
approached by the relevant (primary) healthcare professional with information about the
study (the Participant Information Sheet), of which they can then preliminarily express interest
in taking part and agree to be seen by the principal investigator to ascertain capacity to
consent, formally consent to participation, and subsequent pre-group assessment.

A signature has been requested from the CoS equivalent (Mike Sinnott) as confirmation they
support the study and are happy for BCU staff to take part.

Kindest Regards,

Neil Clapton
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R&D Review Panel — R&D Approval

| " Fanel Arclygu Mewnol Y&D - Canolog
Buwsrdd lechyd Pr |

c(i']M% B:; cafif.v:lanrlwc' RE&D Internal Review Fanel
| ESS University Health Board — far University Bealth B

''shyty Genymedd

Clinical Academic Office

Bangor, Gweynedd

LL5T 2PN

Mr. Neil Clapton

Trainee Clinical Psychologist mm‘mﬁﬁm Wmlﬁmmﬁﬂg. FH
Marth Wales Clinical Psychalogy Pragramme debra.sl rins.uk
Brigantia Building, Bangor University sion.lewisfwales. nhs.uk
Bangor, TelFac Di24E 384 ET7
Gwrynedd
LL5T 2D5 Psp2dBffbangor.ac.uk

20™ July 2015

Dear Mr Meil Clapton
Re: Confirmation that R&ED governance checks are complete | RED approval granted

Study Title Growing Kind Minds: A feasibility study and preliminary trial of adapted
group-based Compassion Focused Therapy for people with Intellectual
Disabilities (CFT-10)

IRAS reference 184368

REC reference 15/WAID226

The above research project was reviewead at the mesting of the BCUHB RE&D Internal Review Panel

Thank you for responding to the Panel's request for further information. The R&D office considered
the response on behalf of the Panel and is satisfied with the scientific validity of the project, the risk
assessment, the review of the HHS cost and resource implications and all other research
management issues pertaining to the revised application.

The Internal Review Fanel is pleased to confirm that all governance chechs are now
complete and to grant approval to proceed at Betsi Cadwaladr University Health Board
(BCUHEB) sites as described in the application.

The decuments reviewed and approved are listed below:

Diorzumment: Version Drate
R&D Form 4.0.0 11/06/2015
1551 Form 4.0.0 11/06/2015
Protocol W1 03/06/2015
LSRP Proposal W1 16/0/2014
Managing distress and incidental disclosure protocol V1 03/06/2015
Farticipant Infarmation Sheet V3 03/07/2015
iConsent Form W2 0:3/08/2015
(ZPMHC Prof assessment distress letter (raising concerns) W1 13/04/2015
GP/HC Prof notification letter W1 13/04/2015
Guidelines for functional assessment of capacity V2 0:3/06/2015
The Social Comparison Scale (LD Adapted) Mo version Mo date
Self Compassion Scale (SCE-5F 1D) W1 Mo date
Fsychological Therapies Qutcome Scale (FTOS-1D 1) Mo version Mo date
Feasibility & Acceptability Measure (CFT-1D) W1 03/06/2015
Interview schedule — senvice users V1 13/04/2015
Summary CW: Clapton W1 13/04/2015
Summary SV Williams Undated
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. Expires
Evidence of Insurance (QBE) 94/07/2015
Risk Assessment 15/05/2015
REC favourable opinion letter 22/06/2015

All research conducted at the Betsi Cadwaladr University Health Board (BCUHB) sites must comply
with the Research Govemnance Framework for Health and Social Care in Wales (2009). An
electronic link to this document is provided on the BCUHB RED WebPages. Alternatively, you may
ocbtain a paper copy of this document via the R&D Office.

Attached you will find a set of approval conditions outlining your responsibilities during the course of
this research. Failure to comply with the approval conditions will result im the withdrawal of the
approval to conduct this research in the Betsi Cadwaladr University Health Board.

If your study is adopted cnto the NISCHR Clinical Research Porffelio (CRP), it will be a condition of
this NHS research permission, that the Chief Investigator will be required to regularly upload
recruitment data onto the porffolic database. To apply for adoption onta the MISCHR CRP, please
go to: hitpfeww wales nhs uklsites3ipage ofm?orgid=0808pid=31878 Once adopted, NISCHR
CRFP studies may be eligible for additional support through the MISCHR Clinical Research Centre.
Further information can be found athttpSanses wales nhis uk/sites3/page ofm Porgid=580&pid=28571
andfor from your MHS R&D office colleagues.

To uplead recruitment data, please follow this link:

http:/fwww.crmec.nibr.ac.uk/about usiprocesses/porifolio’p recruitment.

Uploading recruitment data will enable MISCHR to monitor research activity within NHS
crganizations, leading to MHS R&D allocations which are activity driven. Uploading of recruitment
data will b2 monitored by your colleagues in the RED office.  If you need any support in uploading
this data, please contact debra slateri@wales nhs. uk or sion lewis@iwales nhs.uk

If wou would like further information on any other points coverad by this letter please do not hesitate
to contact me.

Om behalf of the Panel, may | take this opportunity to wish you every success with your resesarch.

fours sincersly,

r‘_‘} - F. "‘_‘:, 1
2o0% e [ lehT S

Dr. Rassela Roberts, MICR, CSai

Climical Govemnance Officer (RE&DVEthics)

Copy to

Sponsor: Mr Hefin Framcis
School of Psychology,
Brigantia Building
Bangor University
Bangor
LLET 2ZAS h.francis{@bangor.ac. uk

Academic Supervisor: Professor Robert Jones
Programme Director, Morth Wales Clinical Psychology
Programmme
School of Psychology,
Bangor University
Bangor
LLET ZAS r.s.jones@bangor.ac.uk
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Participant Information Sheet

'Q~ G IG Bwrdd lechyd
a o HyWel Dda PRIFYSGOL
¢ NHS Health Board BANGOR

UNIVERSITY

Participant Information Sheet — Growing Kind Minds group and study
Information about the Research
About me

This is Neil Clapton. He is a trainee Clinical Psychologist at Bangor
University. Clinical Psychologists are trained to help people who

have difficulties in their daily life.

He is doing some research and would like to ask for your help.
What is research?
Research is finding out about things.

Neil’s research is looking at what happens to people when they are

helped to be kinder towards themselves.

What is the research about?

Neil is going to be running some groups. These groups help

people cope with how they feel, by learning to be kinder to
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themselves. Neil would like to find out if this might help people feel

better about themselves.

What happens in the group?

The group will involve practicing lots of different ways of being
kind, caring and helpful to yourself, and learning how this can be

helpful and useful in life.

Some of things you will practice in the group include:

e learning to breathe in a way that calms and relaxes you, and
helps you think more clearly

¢ noticing and accepting what happens in your mind and body

e how to deal with difficult feelings like when you feel angry,
worried, scared, upset, sad, no good

¢ talking to yourself in a kind and friendly voice, and how this

can help calm you, feel stronger and feel happier.

How many sessions would | have to attend?

The group is six sessions long, takes place once a week, and will

last for about an hour to an hour-and-a-half.

Where and When will the group take place?

The group will take place in ...(insert location here)..........
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at

..(inserttime here).........ccoiiii i

Why have | been asked to take part?

You have been asked to take part because you live in North
Wales, you have a Learning Disability, and sometimes feel

anxious, stressed, or low in mood.

What will happen?

1. If you want to take part, then please circle the ‘yes’ at the end

of this information sheet. If you can, please sign your name at

the bottom and give it back to your key worker. They will pass

it on to Neil. You can keep a copy for yourself too.

2. If you say ‘yes’, Neil will meet with you to ask you some

more questions and help you complete some forms.

The first form is called a Consent Form. This form says that
you understand what the group and study is about, and you want

to take part.

The other forms ask you about how you feel. We will also ask you
these questions when the group is finished. This will help to see if

the group is helpful or not.

You can bring along someone you trust with you to talk to Neuil,
and to the group, if you want (e.qg. your carer or key worker).
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3. All the information you give will be kept private. No-one [ PRIVATE &
CCNFIDENTIAL

"

except Neil and the research team will know who you are.

4. When you have finished taking part in the group, you will have  FEEDBACK: ,
a chance to tell someone what you thought was good/bad G?ﬁgg’)!ﬂ
about the group, and what was helpful/unhelpful. This is called / .

a focus group. You will only be asked to do this just once. .

This will be done by one of Neil’'s colleagues, so that you are R

free to say whatever you want about the group. This will be ﬁ:‘a’
-

recorded on a tape recorder. It is up to you whether or not you ?J

want to take part in the focus group. A0,

If you want, Neil will also let you know about the results of the

group (e.g. did it help people feel better about themselves?).

What happens if | get really upset when answering questions

or in the group?

If you become really upset when Neil asks you some questions about
how you feel, he will try and help you feel less upset. You would also be
able to get in touch with somebody you know from the learning
disabilities team to help you with your problems. If it's OK, Neil might
want to tell and write to your GP to let them know. Neil will ask you if
this is OK when you meet with him. The same will happen if you

become really upset when you come to the group.
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What will happen if | tell you certain things about me?

Whatever you say will not be shared with anybody outside our research
team. But, if you tell us something that makes us worried about you or

other people (such as abuse), then the research team may need to talk

about this with other people, such as the police or social services, to
make sure that you are safe.

Do | have to take part?

¢ No. If you do not want to take part in the group, just say no.
e If you say yes, but then you change your mind, that is OK too.

e This will not affect the way you are treated now or in the future.

Would you like to take part in the research?

It is up to you to decide if you would like to take part. You can have

some time to think about it and talk to someone you know about it.

YES

Then sign/initial your name here..................... and the

282



What if | have questions about the study?

If you have any questions you can phone or ask someone to
phone Neil on xxxxxxxxxx. Or you can email Neil — his email

address is psp2d9@bangor.ac.uk.

Complaints

If you have any complaints about this research, please contact:
Hefin Francis (school manager)

The School of Psychology,

Bangor University

Pen yr Allt Road

Bangor, Gwynedd

LL57 2AS.

Phone number: 01248 388339
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Formal assessment of capacity to provide informed consent

Protocol for Assessing Capacity (Screening)

This protocol is based on procedures followed by Arscott, Dagnan, and Kroese
(1998), and recommendations made by Bernal (2006), Cameron and Murphy (2006),
McDonald and Kidney (2012), and Fisher et al (2006).

Read Information sheet once to/along with the potential participant, then say:

“To take part in this research I need to be sure you understand what I am asking
you to do. If it is ok, I will just ask you some questions about what we have just
read’.

Questions

1. Read the following part of the Information sheet: “We are doing research about
what happens to people when they are helped to be kinder towards themselves. These
groups help people cope with how they feel, and be kinder to themselves. We would
like to find out if this group might help people feel better by helping them to be more
kind, caring, and helpful to themselves.”

Ask the participant: “What is the research and group about?”

Score 2 for a clear and accurate answer such as “To find out if people feel better
when they are helped to be kinder to themselves.”

Score 1 if the person gives an answer similar to but less clear than above response

Score 0 if the answer is irrelevant or too vague (e.g. “See me”).

2. Read the following part of the information sheet: “You have been asked to take part
because you live in North Wales and have been assessed as having a Learning
Disability, and because we have been told that you often feel very anxious/worried,
stressed, and/or depressed.”

Ask the participant: “Why have you been asked to take part in the
group/research?”

Score 2 for a clear and accurate answer such as “Because I have a Learning
Disability” and/or “I often get very anxious/worried, stressed, depressed.”

Score 1 if the person gives an answer similar to but less clear than above response

Score 0 if the answer is irrelevant or too vague (e.g. “See me”).
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3. Read the following part of the Information sheet: “If you want to take part, then
please fill in the consent form, which is in this information pack. This form says that
you understand what the group and study is about, and you want to be part of the
research.

“If you have signed the consent form, Neil will then want to ask you some more
questions about how you feel, and help you complete some forms.”

Ask the participant: “What will happen next if you want to take part?”

Score 2 for answer similar to “Sign a form to say yes, and then Neil will want to ask
me some more questions, and help me complete some forms.”

Score 1 if the person gives an answer similar to but less clear than above response.

Score 0 for incorrect answer or an answer that is too vague.

4. Ask the participant “Are you happy to take part in the group/research?”
Answers Yes or No.

For consent to be given the participant needs to answer Yes to question 4

5. Read the following part of the Information sheet: “If you do not want to take part in
the group/research, just say no. If you say yes, but then you change your mind, that is
OK too.”

Ask the participant: “What will you do if you change your mind?”

Score 2 for a clear and accurate answer such as “tell you I don’t want to do it
anymore.”

Score 1 if the person gives an answer similar to but less clear than above response

Score 0 if answer is irrelevant or too vague.

Overall scoring

2 (110
Question 1 What is the group/research about?
Question 2 Why have you been asked to take part?
Question 3 What will happen next if you want to take part?

Question 4 Are you happy to take part in the group/research? .

Question 5 What will you do if you change your mind?
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If the participant scores 0 to any of the questions under items 1, 2, 3 or 5, then the
participant is assessed as not having the capacity to consent in this specific

context.

If the participant scores 2 in every question under items 1,2, 3 and 5 and answers
“Yes” to question 4, then the participant is assessed as having the capacity to
consent and s/he is indicating their wish to participate. If the participant scores 2
in every question under items 1,2, 3 and 5 but answers “No” in question 4, the
participant is assessed as having the capacity to consent and is indicating their

refusal to participate.

If an individual scores 1 on all questions it would indicate that their responses are not
very clear indicating that perhaps they are not adequately understanding the
information. In this situation, you will need to discuss the individual’s potential
involvement with their carer or a member of staff who knows them well. Use your
judgment to decide whether the individual has provided a sufficiently coherent
understanding of the questions in the context of their level of intellectual disability,
memory ability, and potential for suggestibility and acquiescence.

Particular attention should be given to the following other potential indicators
(positive and doubtful) of consent (Cameron & Murphy, 2006):

POSITIVE INDICATORS

Assessor

Yes

Carer

Assessor

No

Carer

High level of engagement (e.g.
eye contact, body language)

Relevant elaboration (e.g. verbal
comments indicating willing to
take part)

Positive non-verbal responses
(e.g. nodding)

DOUBTFUL INDICATORS

Assessor

Yes

Carer

Assessor

No

Carer

Low level of engagement (e.g.
lack of eye contact, indifference)

Concern that responses were
overly acquiescent (e.g. agreeing
without clear understanding)

Ambivalent non-verbal responses
(e.g. negative facial expression)

286




Participants’ responses and the above indicators should be discussed and corroborated
with carers (if they are present) to check for agreement.
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Participant Consent Form

'Q~ QGIG | Bwrdd lechyd
a o Hywel Dda PRIF:’”SGOL
~' NHS Health Board BANGOR

UNIVERSITY

Consent form — Growing Kind Minds group and study

If you would like to take part in the research, you need to do two things:

1) Answer the questions below (1-8) by putting a circle round the answer, and writing

the initials of your name next to your answer

2) Sign and date the form (on the next page)
Questions

1. | have been given information about the group and the study

A¥es G0

2. | understand what the group and study is about

Lves ST

3. | have been able to ask questions if | wanted

B . %

4. | know that I can stop taking part at any time

A¥e ... ...

5. 1 agree to take part in the study

é YES %; NO

A S
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7. 1 am happy for my doctor (GP) to be informed if | have any problems

BYE .. % .

8. I understand that if | tell the therapist something that made them worry

about me or somebody else, they would need to tell somebody

dBYes . e N

I would like to be told the results by (please tick which one you would most
like):

= ¥ = @

Letter Meeting (face-to-face) E-mail Telephone

FOCUS GROUP

Focus Groups

I would be happy to attend a focus group ﬁ >
-

Bl [
e ves...... E oMo
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| am happy for my answers to be recorded on tape

PARTICIPANT

RESEARCHER
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GP/HC Professional Notification Letter

PRIFYSGOL
RHAGLEN SEICOLEG CLINIGOL GOGLEDD CYMRU BANGOR

UNIVERSITY

NORTH WALES CLINICAL PSYCHOLOGY PROGRAMME

O\ GIG
"’*'-g"’ NHS

Ref:

Llyth-el/E-mail: psp2d9@bangor.ac.uk
Llinell Uniongyrchol/Direct line:

Date here 2015

Address Here

Dear (GP/Healthcare Professional),

I am writing to inform you that Xxxxxxx has consented to take part in a
research project that I am carrying out as part of my doctoral research.

As part of the research, this will involve Xxxx attending a six-session
Compassion Focused Therapy group. The group shall be running from
(insert dates here) at (insert location here). The purpose of this research
is to see if adapting this therapeutic approach for individuals with a
Learning Disability in a group format is feasible, acceptable and
efficacious. Additionally, we are attempting to initially explore whether
helping individuals with Learning Disabilities and concurrent mental health
issues be more compassionate to themselves reduces their overall level of
psychological distress and improves well-being.

Capacity to and informed consent has been established and gained. It has
been communicated and established that participation is entirely
voluntary. He/she has been made aware that they can withdraw at
anytime without any adverse consequences, and he/she does not have to
give a reason.

If you have any further queries, please do not hesitate to contact me.

Yours sincerely

Neil Clapton

Trainee Clinical Psychologist
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GP/HC Professional Undue Distress Letter

RHAGLEN SEICOLEG CLINIGOL GOGLEDD CYMRU

NORTH WALES CLINICAL PSYCHOLOGY PROGRAMME

PRIFYSGOL

BANGOR

UNIVERSITY

Q G IG Bwrdd lechyd
Hywel Dda

N HS Health Board

el
0
Ref:
Llyth-el/E-mail: psp2d9@bangor.ac.uk
Llinell Uniongyrchol/Direct line:
Date here 2015

Address Here

Dear (GP/Healthcare Professional),
Re: Xxxxxxxxx Xxxxxxxx (insert participant’s details here)

I am writing to you, with the consent of the above, to inform you of their
current circumstances and concerns regarding their emotional well-being,
having attended an assessment session with myself on XX/XX/XX. This
was in preparation to attend a six-session Compassion Focused Therapy
group that we are carrying out as part of my doctoral research.

During the assessment session, Xxxxxx became sufficiently distressed as
to warrant cessation of the assessment. Whilst every attempt was made
to ensure that Xxxxx’s distress was appropriately addressed and resolved,
it was agreed that (and they are aware of) we would contact you to inform
you of this. I kindly ask that you further investigate and monitor
Xxxxxxx’'s current level of distress and well-being, and take appropriate
steps to address any unresolved distress/issues with them.

In the interests of Xxxxxxx’s current well-being, they will no longer be
required to complete the formal assessment process or take part in the
aforementioned group and research.

If you have any further queries, please do not hesitate to contact me.

Yours sincerely

Neil Clapton

Trainee Clinical Psychologist
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Protocol for managing undue distress and incidental disclosures

CFT-1D Incidental Discloswre & Undue Distress Protocol 03.06_2015/w1

PROCESS AND PROTOCOL FOR MANAGING

UNANTICIPATED/UNDUE DISTRESS AND INCIDENTAL DISCLOSURES

The following document outlines processes, procedures and protocols to manage distress
and incidental disdosures of harmabuse for individuals with an Intellectual Disability that

may occur in either the assessment or intervention phase of the outlined study.

This is in accordance with standard practice owtlined in Betsi Cadwaladr University Health
Board’s Policy and Procedures for the Protection of Vulmerable Adults (POVA). &l
information in this protocol is taken and/or adapted from this specific document, and
guidance/recommendations from the Mational Disability Awthority’s ‘Ethical Guidance for
research with People with Disabilities’ (2003).

PROCESS[ES] FOR MANAGING INCIDENTAL DISCLOSURES

Limits of Confidentiality

Complete confidentiality cannot be offered to a persom making a disclosure, relative or
member of the public. Information given to 3 member of staff belongs to that agency and
must be shared on a “need to know” basis. The BCUHB confidentiality policy cutlines that
the law permits the disclosure of any confidential information [Public Interest Disclosure Act
1998) necessary to safeguard a person in the public interest and that it may not be possible
to assure a service user of absolute confidentiality because of this requirement. Howewver,
anonymity could be offered but the BCUHB may not be able to guarantee this.

The following key principles underpin confidentiality:
®*  Information will be shared only on a “need to know" basis
*  Information will be shared anly when it is in the best interest of the service user
*  Confidemtiality must not be confused with secrecy
*  Informed consent should be obtained where possible
*  Decision about who needs te know and what needs to be known should be
considered on a case-by case basis.

The limits of confidentiality will thus be set out and agreed at the very beginning of the
study/research. This infermation is included in both the Participant Information Sheet and
the Consent Form.

The exact process for dealing with incidental disclosures is cutlined in Figures 1 and 2.
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CFT-ID

Figure 1. Flow Chart for reporting alleged abuse

Incidental Disclosure & Undue Distress Protocol

Responsibility of all hospital, community and Primary Care Staff

o~ o

- Instigate immediate

Where BCUHB staff is
Involved, inform HR.
Complete POVA proforma
Inform BCUHB POVA lead.
Inform Social Services in
all cases and other key
agencies where

appropnata. :
. Lead Agency to determine

whather multi agency
strateqy discussion /

10 take placa.
Health Lead /Alerter
to be informed by Lead
agency of progress.

03.06.2015/v1

. Inform CPG Lead

Manager.

Inform patients/clients
Medical Officer (GP or
Consultant).

. Complete vulnerable

Adult Abuse Reporting
Form (appendix 1).

. Refar to Lead Agency

(refer all cases to Social
Services).

. BCUHE Adult Protection

Lead to be informed of all
referrals as soon as
possible.

. Lead Agency to

dotermine whether muilti
aoency/sﬁaiegy meating

5 Docmonwilbomadom

the basis of the
information,
gathered/evidence by the
lead agency.

In the absence of the CPG Leads the Clinical Site Facilitators to be informed

during out of hours (Hospital only)
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CFT-ID Incidental Disclosure & Undue Distress Protocol 03.06.2015/v1

Figure 2. Flow chart summarising process for dealing with incidental disclosures
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CFT-ID Incidental Disclosure & Undue Distress Protocol 03.06.2015w1

PROCESS{ES) FOR MANAGING UNANTICIPATED AND UNDUE DISTRESS

In terms of the assessment process, there is some small rizk that some participants may find
some of the questions mildly distressing, as they are of a potentially emotive nature.
However, most of the guestionnaires have been routinely and safely used as assessments
with individuals with Intellectual Disabilities.

Prior to starting the assessment process, the principal investigator shall establish with the
participants an agreed way of communicating if they are distressed. Should this happen, the
principal investigator shall immediately halt the assessment process and address the
immediate distress in situ [e.g. dinic), preferably with its immediate resclution. Additional
supervision and support to address/manage this will be available from the principal
investigator's supervisor. The principal investigator will subsequently ascertain whether the
participant wishes to continue or not with the assessment process. If not [and/or the
distress has mot been satisfactorily resclved, and/or significant concerns remainj, the
participant shall be supported and directed to further appropriate support if required, and
monitered accordingly. The principal investigator will contact the participant’s lead clinician
and GP, with the participant's pricr consent, to inform them about the participant’s current
sitwation. Other professionals will be adequately supported and advised through
appropriate means (e.g. consultation) to managefresolve any undue distress until all parties

collectively agree that this has been satisfactorily resolved.

In terms of the intervention, there is some small risk that some participants may become
mildly distressed when engaging in practices to cultivate self-compassion, relating to
fears/blocks/resistances to compassion identified in previous research (Gilbert et al; 2011,
2012, 2014; Pauley & McPherson, 2010; Rockliff et al, 2008). However, CFT was specifically
developed to explicitly address these issues, and includes a number of therapeutic
processes and procedures to formally address these issues (Gilbert et al; 2010, 2014; Duarte
et al, 2014). This shall be an integral part of the intervention and incorporated into each
Eroup session, to ensure that any distress is appropriately identified, addressed, and
resolved. Participants will NOT be required to disclose or talk about specific emotionally
sensitive events as part of the group, as this is not the focus of group (is primarily skills-
based).

References

Betsi Cadwaladr University Health Board (200%). Policy and Procedures for the Protection of
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Mational Disability Authority (2009). Ethicol Guidance for research with People with
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PTOS-ID I Name

Gender Male

Psychological

Therapies Age
Outcome
Scale 1Q
Intellectual Hemr:rg
Disabilities =
Date of
nd - completion
2™ Edition Theragist

ID NUMBER

B w

it

|

;

E

E
E'

|

g

Episode of Care

Mot at A little Someti
all bit mes
OVER THE PAST WEEK...
Hawve you been interested in doing things or - - -
1 meeting people?
2 | Have you felt sad? 0 1 2
3 | Have you felt angry? ] 1 2
4 | Have you felt frightened of things or places? i 1 2
5 | Have you felt like you can make friends? i 1 2
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OVER THE PAST WEEK...

Mot at
all

g | Have you felt annoyed? 0

7 | Have you felt you are a good person? ]

g | Have you suddenly felt scared? 0

g | Have you felt like smashing things? 0

1o | Have you felt anxious? 1]
Have you been sleeping less than usual?

11 If no, have you been sleeping more 0
than usual?

12 | Have you been able to cope with problems? 0
Have you checked things over and over

13 - g
again

14 | Have you looked forward to things? 0
Have you been able to stand up for -

15

yourself?

Jackson, Beail & Vlissides (2011} Psvehologmical Therapies Cutcome Scale —ID T
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Mot at

OVER THE PAST WEEK... all
Hawve you felt you can do things as well as -
18 other people?
17 | Have you felt faint or dizzy? 0
15 | Have you felt like you are no good? 0
19 | Have you felt like hitting someone? 0
Hawve you been able to tell people how you
0
20 feerz
Hawve you stayed away from some places or -
21 things because you are frightened of them?
Hawve you been eating more than usual?
79 If no, have you been eating less than 0
usual?
73 | Have you had a bad temper? 0
24 | Have you felt happy with your life? 0

Jackson, Beail & Viissides (2011} Psychologieal Therapres Outcome Scale —ID 1T
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OVER THE PAST WEEK... Mot at
all
25 | Have you thought about death or dying? i
Have you felt people love or care about
26 . g
you?
Have you been able to show other people -
=7 you love or care about them?
0
25 | Have you felt wound up?
0

29

Have you felt happy?

Jackson, Beanl & Vlissides (2011) Psyveholomeal Therapres Outcome Scale —ID T
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PTOS-ID II: Risk Screening

Mot at A little Someti
all it mes

OVER THE PAST WEEK...

1 | Have you hit another person? 0 1 2

2 | Have you thought of hurting yourself? 0 1 2z

3 | Have you made plans to end your life? L] 1 2

4 | Have you hurt yourself? 0 1 2z

5 | Have you threatened another person? L] 1 2

Jackson, Beail & Viissides (2011} Psyehological Therapres Outcome Scale - ID T
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PTOS-ID II: Scoring

Psychological
Distress
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Positive Well-Being
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SELF-COMPASSION SCALE-Short Form for Intellectual Disabilities (SCS—SF ID)

To Whom it May Concern:

Please feel free to use the Self-Compassion Scale — Short Form in your research (12 items
instead of 26 items). The short scale has a near perfect correlation with the long scale when
examining total scores. We do not recommend using the short form if you are interested in
subscale scores, since they’re less reliable with the short form. You can e-mail me with any
guestions you may have. The appropriate reference is listed below.

Best wishes,

Kristin Neff, Ph. D.

e-mail: kristin.neff@mail.utexas.edu

Reference:

Raes, F., Pommier, E., Neff, K. D., & Van Gucht, D. (2011).
Construction and factorial validation of a short form of the Self-
Compassion Scale. Clinical Psychology & Psychotherapy. 18,
250-255.

Coding Key:

Self-Kindness ltems: 2, 6
Self-Judgment Items: 11, 12
Common Humanity Items: 5, 10
Isolation Items: 4, 8
Mindfulness Items: 3,7

Over-identified Items: 1, 9

Subscale scores are computed by calculating the mean of subscale item responses. To
compute a total self-compassion score, reverse score the negative subscale items - self-
judgment, isolation, and over-identification (i.e., 1=5,2=4,3=3,4=2,5=1) - then
compute a total mean.
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Running head: SELF-COMPASSION SCALE-Short Form (SCS—SF) 2

HOW I TYPICALLY ACT TOWARDS MYSELF IN DIFFICULT TIMES

Please read each statement carefully before answering. To the left of each item, indicate
how often you behave in the stated manner, using the following scale:

Almost Sometimes About Quite Almost
never half of alot always
the time
1 2 3 4 5

1. When | get something wrong | feel like I'm no good at anything
2. | try to be kind to myself about the things | don’t like about me

3. When something happens that upsets me, | try to think carefully and calmly about
what has happened

4. When I'm feeling down, | tend to feel like most other people are probably happier
than | am.

5. When | get things wrong | remind myself that everyone gets things wrong
sometimes

6. When I'm going through a hard time, | try to care of myself

______7.When something upsets me | try to keep my emotions in balance.

8. When Ifail at something that’s important to me, | tend to feel like the only one
_____9.When I'm feeling down | tend to get stuck on thinking about what is wrong.

10. When | feel no good/ not good enough in some way, | try to remind myself that
everyone feels like they’re not good enough sometimes.

11. | give myself a hard time about the things I’'m not good at or don’t like about
myself

12. | can’t stand/accept the parts of me that | don’t like.
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The Social Comparison Scale

IOIRNSTUNUPY
N uedire g
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1. When I am with other people I
generally feel:

worse than better than
other people other people
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2. When I am with other people I
generally feel:

better at not as good
things at things
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3. When I am with other people I
generally feel:

More friendly Less friendly
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4. When I am with other people I
generally feel:

more less
shy shy
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5. When I am with other people 1
generally feel:

part of the on my
group own
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6. When I am with other people 1
generally feel:

the same different
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Feasibility and Acceptability Measure

CFT-ID Feasibility & Acceptability Measure 03.06.2015/v1

CFT-ID Group Session Feedback

Crate: Session: Participant Number:
FPlease tick one bock for each of the questions:
1. How much of the group did you understand today?

All of it Some of it Mone of it

2. Was the group helpful today?

fes Mo Dion't know

3. How helpful were the exercises (e.g. breathing, kindness practice) we did today?

WVery helpful A little helpful Mot helpful

4. How easy was it to do the practices today?

Easy A kit hard Very hand

2. Did you enjoy what we did in the group today?

fes No Mot sure

Thank you for filling in the questionnaire.
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Focus Group Interview Schedule

CFT-ID Interview Schedule for Focus Group

QUESTIONS

[THE MAIN QUESTIONS ARE NUMBERED IN BOLD, AND ARE THE GUIDING
QUESTIONS. PLEASE FEEL FREE TO USE PROMPTS TO ELICIT FURTHER
AND MORE SPECIFIC INFORMATION]

1. What made you want to go to the group?

2. What did you learn from the group?

PROMPTS:

- Could you follow the group ok?
- Was there anything in the group that you did not know before?

IF PARTICIPANTS STRUGGLE, USE FOLLOWING PROMPTS (and visual
aids/prompts):

- Compassion (being kind, caring and helpful to ourselves)

- Having ‘tricky’ brains

- ‘Not your fault’ and ‘all in the same boat’ (common humanity)
- Three circles

- Being kind and caring rather than mean to yourself

3. What was the most helpful part of the group and why?

PROMPTS:

- Can you tell me how this has helped you? (elicit examples)

- Can you tell me how and why this had made a difference to you?
- What has it changed? What has it helped you with?

- What has it helped you do?

4. What was the least helpful part of the group and why?

PROMPTS:

- What did you like least?

- What might make the group better?

- What would you change about the group?

- What would you like to do more of in the group?
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5. How did you find the practices/exercises you did in the group?

PROMPTS for exercises:

- In the group, you practiced lots of things like ‘Calm Breathing’,
practicing having an ‘inner kind friendly voice’ to yourself, practicing
being and acting as your most kind/caring/helpful (compassionate)
self, and practicing imagining somebody very kind/caring/helpful
(compassionate image) talking to you

PROMPTS for eliciting practice-specific information and effects:

- How did you find the practices/exercises, in general? How were the
exercises for you?

- Were they easy/hard to understand?

- Were they easy/hard to do?

- How often did you use the exercises/practices?

- Which one(s) did you use/practice?

- When did you use the exercises/practices?

- How did they help you?

6. What do you think it will be like to put these things into practice in your
everyday life?
PROMPTS:

- How might you do that?
- What would help you do that?

7. Do you think the group has changed the way you feel you feel about, talk
to, and treat yourself?

- Can you tell or show me how (give examples)?

8. Would you go to the group again?

- Would you recommend the group to other people? Why?
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About CFT

Compassion Focused Therapy (CFT; Gilbert, 2005, 2009, 2010) was originally specifically
developed for clients with mental health difficulties characterised by high shame and self-
criticism. CFT explicitly targets the development of affiliative emotion that helps to engage
with and regulate difficult emotions, and tone up positive emotions of safeness,
contentment, and well-being. This is supported by research indicating that compassion
training can have wide-ranging physiological and psychological benefits, including changes at
a neural and emotional level (Klimecki et al, 2013; Weng et al, 2013, Jazaieri et al, 2013), and
is thus an eminently trainable skill. This is likely enhanced in a group setting, as central to
CFT is the creation of affiliative contexts to share, de-shame, validate, soothe, and
encourage (Bates, 2005). CFT has been shown to be feasible, acceptable and efficacious in a
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group format for individuals with wide-ranging and complex mental health difficulties
(Gilbert & Procter, 2006; Judge et al, 2012; Lucre & Corten, 2013), and has begun to be
adapted into briefer group therapies such as for acute psychiatric inpatients, where it has
also shown to be feasible and efficacious (Heriot-Maitland, 2014).

Outline of Intervention

CFT focuses on helping people access and stimulate affiliative motives, emotions and
competencies underpinning compassion that play important roles in threat regulation, well-
being, and prosocial behaviour (Gilbert, 2014). These include interventions such as the use
of breathing, posture, facial expressions and voice tones to help balance the autonomic
nervous system through parasympathetic activation/stimulation. This further involves the
teaching of a series of compassion cultivation exercises that involve attention training,
practising mindfulness, mentalizing, compassionate self-identity cultivation, the use of
compassionate imagery, and enacting compassionate behaviours on a regular basis. These
fall under the umbrella of Compassionate Mind Training (Gilbert, 2010), which is designed to
cultivate and develop the various subcomponents and competencies of the two
psychologies of compassion — engagement with and alleviation/prevention of suffering
(Gilbert & Choden, 2013).

Session Outline

e SESSION 1: ‘Welcoming each other!’

(1) Introduction to group members and facilitators

(2) Setground rules

(3) Repeat/reiterate purpose of group

(4) Brief introduction to the concept of compassion (as ‘kindness’ and ‘true
strength’): practical exercise — what it is and isn’t, how it might be helpful,
fears about developing; brief introduction to principles of CFT

(5) Establish group ‘compassionate mind’

e SESSION 2: ‘Life is Hard — It's Not Your Fault!’
(1) Tricky brain
(2) ‘Not your fault’ concept
(3) Practical exercise: demonstration of importance of mindfulness & slowing
down (beaker exercise)
(4) Introduction to ‘Calm Breathing’ (Mindful SBR practice)

e SESSION 3: ‘Getting to know our brains and bodies better’
(1) Introduction to the ‘Three Circles’ model of CFT
(2) Practical exercise: Three circles and how they affect our minds and bodies
(motives, emotions, attention, thoughts, bodily urges, behaviours)
(3) Talk about ‘stress’ related to threats, relate to the three circles
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(4) Practical exercise: Beginning to move out of the red (threat) and into the
green (affiliative/soothing) = SBR practice

(5) Practical exercise: Beginning to practice using our inner warm, kind, friendly
voice

e SESSION 4: ‘Becoming our own Best Friend’

(1) Exploring the power of our minds (thoughts, images, self-relating)

(2) Exploration of self-compassion: distinguish differences between self-
criticism and self-compassion

(3) Practical exercise: feeling the difference between being critical and
compassionate to ourselves

(4) Fears/blocks/resistances to compassion for self/others/from others

(5) Practical exercise: Beginning to carry around a friend in our own head

(6) Practical exercise: ‘Compassionate Self’, ‘Compassionate Ideal’

e SESSION 5: ‘Let It Go! Being Here Right Now, and Looking for the Good’
(1) Letting go and focusing on what is helpful
(2) Being brave
(3) Being kind to others
(4) Gratitude

e SESSION 6: ‘Keeping Kindness Going’ — Review and Maintenance

SESSION 1: “Welcoming Each Other!” — Introduction to the group

(1) Names and Introductions
- Give out name tags
- What has brought them here today (why they are here?)
- What would they like to get out of the group, and what are
they worried about in terms of being in the group (hopes and
fears)?

(2) (Re) Introduce the purpose of the group
(3) Establish group rules [USE FLIPCHART]
(4) GROUP EXERCISE: Introduction to concept of compassion [USE

FLIPCHART]
- Elicit participants’ understanding and meaning
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Clarify what compassion is/isn’t
What do they like about it? What do they not like about it?

(5) GROUP EXERCISE: Initial Fears/Blocks/Resistances (FBRs) to
compassion [USE FLIPCHART]

What might people’s FBRs be?

Where might these have started/come from?

What would it be like if we could overcome these blocks?
(compassionately validate FBRS, whilst stressing that we will be
helping to overcome these blocks in the group, and that is an
essential part of the practice)

SESSION 2: “Life is Hard — It’s Not Your Fault!”

(1) Psychoeducation about the nature of human existence - life

is hard

The three noble truths of CFT: the flow of life, the tragedy of
human existence, the socially shaped nature of ourselves

‘Not your fault’: didn’t choose to have this brain, these
emotions, your experiences, have an LD - cant change these,
BUT is our responsibility about how to best deal with (do the
best we can)

Introduce concept of ‘Common Humanity’ — we are all in the
same boat together

Practical exercise: blame vs. no blame, resistance vs.
acceptance

(2) Psychoeducation about our evolved ‘tricky’ brains

Introducing this as understanding how our brain works, so we
can understand ourselves better

Playfully explore concept of ‘Old Brain/New Brain’ interactions
and loops

(3) Mindful breathing as a first step to being kinder to ourselves

Practical exercise: the threat system as the ‘magnet of the
mind’
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Exploration that attention is moveable: we can move it (like a
spotlight), and what we choose to focus on affects how we feel
Exploration of why it is important to slow down and become
aware of what is going on in our mind

Practical exercise: ‘Clear Mind Activity’ demonstration (beaker
of water and soda exercise), and practicing ‘Calm Breathing’
(Mindful Soothing Breathing Rhythm — SBR) = learning to be
‘strong and still, like a mountain’

(4) Beginning to treat ourselves more kindly

Practical exercise: Beginning to practice using our inner warm,
kind, friendly voice

(5) Set home/personal practice

SESSION 3: ‘Getting to know our brains and bodies better’ — Intro to 3 Circles

(1) Introduction to the ‘Three Circles’ Model of CFT

Practical exercise: Three circles and how they affect our minds and
bodies (motives, emotions, attention, thoughts, bodily urges,
behaviours) — stepping into each three

Talk about ‘stress’ related to threats, relate to the three circles
Practical exercise: how big are our own three circles? DRAWING! -
What might have shaped these? What might have made them
unbalanced (de-shame and validate)

Re-iterate the goal of the CFT group: to re-balance the systems,
particularly building up and using the green system to do so (can’t
get rid of threat system/emotions, have to learn how to
compassionately respond to and manage them so we are calmer,
peaceful, content, strong/brave, less frightened or down all the
time, feel less alone)

(2) The many different parts of us

Exploration of how we can have many different reactions to things,
and that these ‘selves’ can take control of our minds and ‘run the
show’
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Explain how we can train/build up the kind, helpful, caring part of
ourselves (the self that we would like to be), and explore as a group
how/why this might be helpful

(3) Helping ourselves move out of the Red and into the Green

Re-iterate the importance of practice/training: like working out at
the gym, training for a marathon/climb a mountain; like a workout/
physio for the mind (treading a new path — forest example)
Practical exercise: Re-visit and re-practice ‘Calm Breathing’ (SBR)
Practical exercise: Practicing becoming the compassionate self
(method acting)

(4) Helping each other be kinder (compassionate) to ourselves

Practical exercise: use previous exercise to practice being
compassionate to each other, and how they would respond to
difficult situations in their lives

(5) Set home/personal practice

SESSION 4: ‘Becoming our own Best Friend’ — Behavioural and Imagery

Practice

(1) Exploring the power of our minds (thoughts, images, self-relating)

Practical exercise: how internal and external cues activate the same
emotional systems (cake, winning the lottery, bullying, kindness)
Explore how this can not only help calm and soothe us when
distressed, but help us face difficult things and flourish

(2) Exploration of self compassion: distinguishing the difference

between self-criticism and compassionate self-correction

Practical exercise: feeling the difference between being critical and
compassionate to ourselves > model to group (facilitators
exploring a difficult situation, demonstrating the response of the
critical self and the compassionate self), sit facilitator in middle and
encourage members to take it in turns being (briefly) self-critic and
(more extensively) compassionate self

(3) More practice becoming our kindest (compassionate), best

possible self
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Explore qualities we might need to develop, how might we go about
doing that (flip chart)

Re-explore fears/blocks/resistances to compassion for
self/others/from others

Practical exercise: giving and receiving compassion in pairs
Practical exercise: beginning to carry around a friend in our own
head

(4) Creating our own Compassionate Ideal Other to help calm and

soothe us
Explore how we can use this to generate feelings of warmth and
kindness (does not matter if is not real — is stimulating systems in
our brain)

(5) Learning to notice and appreciate the good in us

Learning to notice what we are good at, our own unique strengths
Emphasise our common humanity that we all have strengths and
weakness

Practical exercise: learning to take joy in ourselves, what we are
good at, our successes (how this helps us be happy and grow)

(6) Set personal/home practice

SESSION 5: ‘Let It Go! Being here right now, and looking for the good’

(1) Being brave (how kindness helps us be strong and brave —

courageous)

Explore how being kind to ourselves can help us face and do
difficult/new things, overcome our fears

Explore how kindness can help us (appropriately) stand up for
ourselves/get what we need

(2) Letting Go and focusing on what is helpful

Explore why this is helpful, but can be very difficult!

Practical exercise: red and green balloons — letting go of
unhelpful thoughts/emotions/reactions (red balloons); finding,
noticing, and keeping hold of helpful ones (green balloons)
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(3) Being Kind to Others

Explore how and why this is good for us and others
Practical exercise: doing Random Acts of Kindness for others

(4) Gratitude practice

Practical exercise: think of three things in your life that make
you feel happy or lucky to have (try and do this every day for
the next week — what do you notice?)

Practical exercise: Practicing gratitude with each other — tell
another person in the group what you like about them, what
you think their strengths are, and why you have liked having
them in the group

(5) Set personal/home practice

SESSION 6: ‘Keeping Kindness Going’ — Review and Maintenance

(1) Review what has been learnt in group

Review concepts

Review exercises

Brief exploration around what people think they have learnt,
how the practices have gone, what they have found
useful/helpful or hard

Encourage to explore if they have noticed any changes

(2) Maintenance

Explore ways of keeping kindness going in their day-to-day lives
Share ideas around how they might do this

Reiterate the importance of PRACTICE, PRACTICE, PRACTICE!
Explore how this might continue to be helpful in their life —
what changes, what are the consequences, what can they do
more of, how might life be better?

Workbooks

Explore helpful relationships: how they can use others they
trust as compassionate coaches
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CFT-ID Supporting Workbook
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® COMPASSION FOCUSED THERAPY (CFT) GROUP

GROWING KIND MINDS

Building true inner strength

........................... WORKBOOK
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SESSION 1
WELCOME and INTRODUCTION

This group will help you learn how to be kind, caring,
and helpful to yourself. This is something we call

COMPASSION

The group will involve practicing lots of different ways
of being kind, caring and helpful (compassionate) to
yvourself, and learning how this can be helpful and
useful in life.

Together we will also look at how and why our
minds work the way they do, learn about our
emotions (feelings), and how to cope with

them in a helpful way.
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What is Compassion?

Compassion (being kind, caring and helpful to
ourselves) is....

T;-h:.-'-«.r"‘""h? \
* A type of strength, that helps us face ECGHPASSIGN 1

: : GIVES
hard arl"ld painful things, and how to ( STRENGTH |
deal with them AL T A

| M ST -

i'!:?ﬁ-'
¢ Being nice to yourself instead of being find
o a

mean to yourself rrseld

LS

¢ Feeling like you are linked up with
people and not alone (on your own)

e Being focused on one thing at a
time in the here and now, and not
getting stuck on things from the

past or in the future

¢ Focused on being well and content
(peaceful), not just seeking excitement
and happiness (pleasure)
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Exercise 1

How might being kinder to ourselves be
helpful?

Think of some ways this might help you:

How might being kinder to ourselves be
hard?

Think of some reasons (for example, worries)
that might make this hard to do:
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The Benefits of Compassion

Learning to be more compassionate will make the
following things a bit better:

What you feel and think about yourself

How you talk to and treat yourself

How you deal with life problems (the
ups and downs of life)

How you get along with other people

How you choose your goals and work 604y

™
towards them R
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HOME PRACTICE WEEK 1

(1) Practicing having a friendly voice to ourselves

e Sit up as straight as you can, with your feet flat
on the floor. You can close your eyes if you
want.

¢ Take a moment to take a few (maybe three)
slow deep breaths

e First of all, keep a neutral face and voice, and
say “hello” to yourself.

e See if you can notice how this makes
you feel in your body.

¢ Now, try and bring a half-smile to your face
(gentle, warm, friendly) and in a warm

friendly voice, say “hello” to yourself.

e Again, see if you can notice how this
makes you feel in your body.
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Maybe try practicing the friendly voice and smile when you
wake up in the morning.

If you want, with your inner friendly voice, ask yourself:

“How would | like to treat myself today?”

Then, if it feels right, maybe say to yourself:
“May | treat myself with kindness today”
“May | find some joy today”

“May | find some peace today”

If you can, see if you can start to notice when you have
been (or tried to be) kind, caring and helpful to yourself in
the day.

Write it down below if you want (think about: what you
were doing, how you were feeling, how you tried to be
kind/caring/helpful, and how it made you feel):
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SESSION 2
LIFE IS HARD = IT IS NOT YOUR FAULT!

Sometimes we give ourselves a hard time and &

beat ourselves up over things that are not

really our fault: ﬁ
- A

G

2\ E

gt

e We didn't chose to be born, or what
time in history we were born

e We didn't choose our brains and how
they work — we didn’t choose our
emotions, or our basic human desires -

and needs

¢ We didn’t choose our body and how it works J;Q[\\J

It's not your fault.
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We are all in the same boat!

e We all want to be happy
e We all don't want to suffer
e Even though things are not our fault,
N
we do have to work out how best to
deal with things
* This is why we are learning compassion |

(being kind caring and helpful to
ourselves): it helps us survive, grow
and live as well as we can
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HOME PRACTICE WEEK 2

(1) Practicing ‘Calm Breathing’

This is something you can practice to help you when
you are stressed, angry, frightened, upset.

This is how it can help:

e Notice what you are feeling and thinking,
without getting caught up in them

¢ Slow down your body and mind...

SLOW YL,
DOWN! ===

e So you can think more clearly...

¢ And choose how to respond to whatever
itis...

e With a calm, kind mind
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Here's how to do it:

Sit up as straight as you can, with your feet flat on
the floor. You can close your eyes if you want.

Gently focus on your breathing (and the F
sensations that go with it), noticing and \
following it as it comes in through your nose, e H—H
down into your belly, and rises back through ';f -'.\
your body and out of your nose. Fﬁ\

Start to breathe a little more slowly and
deeply than you would normally.

When you breathe out, see if you can focus
on the sense of slowing down - like a fast
flowing river as it reaches a wide open lake.

See if you can start to notice feeling a
little heavier — as if you are becoming
strong, still, and stable, like a mountain.

You may find that thoughts and feelings pop T @
into your mind. This is OK and very normal. ' 1{9
You are not trying to get rid of anything. B

334



CFT-ID

¢ Every time this happens, gently notice it r_
has happened, see if you can let them :5,
go free, and gently return and rest your f
attention back to the breathing (and the H;'\ . 1
st

calm sensations that come with it).

¢ Try this for a few minutes, and then (if you closed them)

open your eyes to finish.

TIP: It is good to practice this when you are not stressed or
upset, so that you get used to it and then it is easier to do

when you really need it!

(2) Continue practicing using the inner
kind, friendly voice to yourself (from
Week 1)

¢ Notice when you are being hard/mean to yourself, or

beating yourself up

¢ Practice ‘Calm Breathing’

¢ Then try being kind to yourself by using your inner

kind friendly voice
o Think what kind, caring, helpful things you could say to yourself
o Motice how this makes you feel after you have tried it out
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SESSION 3

UNDERSTANDING OUR BRAINS AND
BODIES BETTER

Drive and
achievement

We have different bits of our brain
that make us feel and think certain
thi ngs. Theeat and

protection

Our THREAT system (the red circle) is
designed to pick up on things that might
be harmful, dangerous or painful to us

in some way.

It works in a ‘Better Safe Than Sorry’ way — B . - .
this means that it kicks in very quickly. It is BE"HI Sﬂf[
trying to protect us from something

THAN SORRY

threatening and keep us safe. It easily
makes mistakes!
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When we are in our THREAT system (red circle):

s We feel lots of difficult emotions (like
anxiety/fear, anger, sadness), and these
can take over us

& QOur bodies often start to ‘speed up’ — our heart
beats faster, are breathing speeds up, and the
muscles in our body become tense

s We feel constantly threatened — our
thoughts and what we focus on are
threats (something bad happening)

+ We don’t see many options —so we can
feel trapped

+ We can feel like we want to run away,
fight back, or ‘shut down’ (give in and

give up)

337



CFT-IDv

Our DRIVE system (the blue circle) gives Drlve and
us energy to do things and get things that achievement

will help us survive.

It makes us feel excited and feel good
when we get what we want or do well at
something.

However, we can feel frustrated when we
cant get what we want, or lose all our
energy and joy when we feel too
threatened and alone.

Our SOOTHING system (the green circle)

Soothing and
helps us to feel safe, calm, content, cared

connection
for, and connected to others.

It is this part of our brain that helps
calm and soothe us. It balances us out,
so we feel less threatened (stressed,
frightened, angry), and gives us the
strength to cope.

338



CFT-ID

When we (or others) are kind, caring and helpful
(compassionate) to ourselves, it switches this part of
our brain on.

When we are in our SOOTHING system (green circle):

* We still feel lots of difficult emotions,
but they don't take over us — we feel

safe with them

e (Our bodies start to slow down — our
breathing slows down, our heart

slows down, and we can feel calmer, i I
relaxed and more peaceful
¢ We can more easily focus on what . I B

is helpful — we can see many

options, and decide what is best

¢ We feel connected to others —we
feel similar to others, we feel less
alone, and we can turn to others for

help if we need it
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HOME PRACTICE WEEK 3

(1) Practicing being our kinder, caring, helpful
(compassionate) self

e Start with the ‘Calm Breathing’ we practiced
last week...

¢ _.until you can feel your mind and body
slowing down — like a fast flowing river as it
reaches a wide open lake...

¢ __feeling yourself becoming more strong,
still, and stable, like a mountain.

¢ Now, try and bring a half-smile to your face
(gentle, warm, friendly) and in a warm friendly

voice, say “hello” to yourself.

« Now, in your mind, imagine that you are:
o Warm, friendly and kind
o Calm and wise (this means understanding and
giving helpful advice)
o Strong, confident and patient (and that you can
deal with any difficulty that comes your way)
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o Deeply caring and wanting to help you suffer less
and feel safe (like a best friend)

« How would this part of you speak? What would its tone
of voice sound like?

e How would it try to help you? What kind of things would
it say to help you feel safe?

 How would it try to help you feel supported? How
would it help you face something difficult?

(2) Continue practicing using the inner kind,
friendly voice to yourself

* Notice when you are being hard/mean to yourself, or

beating yourself up

O Motice how this makes you feel
¢ Practice ‘Calm Breathing’

¢ Then try being kind to yourself by practicing being
your ‘Compassionate Self’

o Using your inner kind friendly voice
o Think what kind, caring, helpful things you could say to yourself
o MNotice how this makes you feel after you have tried it out
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SESSION 4
BECOMING OUR OWN BEST FRIEND:

Practice being our ‘Compassionate Self’

We have spent a lot of time understanding how
the way we talk to and treat ourselves (the
‘voice in our head or on our shoulder’) effects

how we feel.

This week, we are going to carry on practicing
being the kind, caring, helpful (compassionate)
part of ourselves.

This can help us to:

* Calm and soothe ourselves
* Understand scary or difficult feelings

* Give us strength to face, deal with and do hard
things (be brave)

We do this by practicing being this way (a bit
like if we were an actor in a film or musical), so
we get used to being this way to ourselves.
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Then, when we are stressed, having difficult feelings,
or finding things hard, we can use this part of us to
helps us out (it ‘pops up’ and is there for us, like a
good friend).

Practicing being our kinder, caring, helpful
(compassionate) self

Start with the ‘Calm Breathing’ we have been
practicing...

e _.until you can feel your mind and body
slowing down — like a fast flowing river as it
reaches a wide open lake...

¢ _ feeling yourself becoming more strong,
still, and stable, like a mountain.

e Now, try and bring a half-smile to your face
(gentle, warm, friendly)

e Now, in your mind, imagine that you are:
o Warm, friendly and kind
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o Calm and wise (this means understanding and giving
helpful advice)

o Strong, confident and patient (and that you
can deal with any difficulty that comes
your way)

o Deeply caring and wanting to help you
suffer less and feel safe (like a best friend)

e How would this part of you speak? D) C\
” . rm:u):'? \\—J/mew and Usdriendly e/
What would its tone of voice sound _ Tora of Voioe
i "t's not WHAT you sy, but
like? N e

e How would it try to help you? What
kind of things would it say to help
%

you feel safe?

e How would it try to help you feel
supported? How would it help you

face something difficult?

Three helpful things that your Compassionate Self
remembers:

Self-Kindness: gf;"msﬁg,:

Humanity:

Understanding, Everybody
not punishment goes through
this
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We can also practice imagining a compassionate person or

thing in our head that speaks to us in a kind, helpful, caring
and supportive way. This can be whatever you want it to be
(human, animal), it is whatever is helpful to you. If it helps,

you can also draw this or find a picture that best fits.

Here's how to do it:

¢ Start with the ‘Calm Breathing’, so your mind
and body slows down. Close your eyes if it
helps... 9 —

* |magine that someone or something is smiling at you
¢ This someone or something is:

o Kind and warm towards you

o Strong and protective towards you

o Is wise, understands you, and gives you good
advice

¢ Allow a picture to come into your mind of someone or

something:
o What do they look like? Are they human or not?
o Are they young or old? Are they male or female?
o What do they sound, smell, and feel like?

* How would you like them to behave towards you?
¢ You can imagine this kind person or thing

whenever you need to

¢ Come back to your breathing, and open your eyes
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HOME PRACTICE WEEK 4.

Compassion Practice Diary

Over the next two weeks, see if you can fill in the diary. Write in

which practice you did, what time, how you felt before and after.

Day and
Time

Type of Practice and
How Long

How did you feel
before and after?
What was helpful?

Monday

Tuesday

Wednesday

Thursday

Friday

Saturday

Sunday
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Day and
time

Type of Practice and
How Long

How did you feel
before and after?
What was helpful?

Monday

Tuesday

Wednesday

Thursday

Friday

Saturday

Sunday
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SESSION 5
BEING BRAVE, LETTING GO,
and FINDING THE GOOD:
Using our ‘Compassionate Self’ to face and do

hard things that help us grow and live well

This week, we are going to carry on practicing
being the kind, caring, helpful (compassionate)
part of ourselves. We are going to use it to help
us:

* Be BRAVE, by facing and doing hard, difficult
and frigthening things

& Stand up for ourselves

# Accept and let go of painful things so that
we dont suffer as much, and live our lives
right now

* Notice, remember and do things that make us
and others feel safer, calmer, peaceful, and
happier
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Using our Compassionate (kind, caring, helpful) Self or
Image to face and do something hard (be BRAVE)

L]

Start with the ‘Calm Breathing’ we have been
practicing...

& __until you can feel your mind and body
slowing down — like a fast flowing river as it
reaches a wide open lake...

s __feeling yourself becoming more strong,
still, and stable, like a mountain.

# Take a few minutes to ‘get into’ your compassionate
self, or bring your compassionate image into
your mind. Remember the things that it has:

o Strength and confidence
o s kind, caring, warm and friendly (has

kind feelings, kind thoughts, and
speaks kind words)

o Is very wise (understands, knows the right
thing to do, and knows what helps — gives

helpful advice)
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* Now, think of something you find hard to do, but
would like to do
o How would your compassionate self or
image help you face this?

SOMETINES

o What would it say to you (and how would it ST LA

say it)?
o What would it help you to do? How would it
help you do this?

We can also use our Compassionate Self or Image to help us
STAND UP FOR OURSELVES (what is called “assertive’).

When we practice this, our Compassionate Self can:

e Speak our thoughts and feelings clearly and mm""
confidently Iﬁ?qfﬁ\

* Ask for what we need and want clearly and e
confidently

* Help us to say 'no’” when we need to
s Be honest, whilst caring for the feelings of others
& Listen and understand, but also speak up when it

needs to
We can also use our Compassionate Self or Image to ﬁﬂm
help us accept and let go of difficult and painful ;.“'*f:ﬁ

things that we get ‘stuck’ on (like thoughts, feelings, -:“'”'“’“‘“*
memories).
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FINDING AND DOING GOOD: KINDNESS AND GRATITUDE

Kindness (and being kind to ourselves and other people) is
really important, because:

& |t makes us happier

s |t gives us healthier hearts

* |t makes for better relationships (we feel more
connected)

s |t spreads to others and ‘catches on’
Two things you could try that might be helpful are:

1. Spending 5 minutes remembering kindnesses RANDOM ACTS

that happened during the day KINDNESS

2. Do at least one act of kindness to yourself and

someone else every day — and notice how these
practices make you feel

Gratitude (noticing and being thankful for good and
helpful things we have in our lives) can also help us

feel more balanced, safer, happier, and content ?

(peaceful).

See if you can think of three things each day that you feel
lucky to have, that give you joy, peace, and happiness:
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HOME PRACTICE WEEK 5:

Compassion Practice Diary

Over the next two weeks, see if you can fill in the diary. Write in

which practice you did, what time, how you felt before and after.

Day and
time

Type of Practice and
How Long

How did you feel
before and after?
What was helpful?

Maonday

Tuesday

Wednesday

Thursday

Friday

Saturday

Sunday
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Day and
time

Type of Practice and
How Long

How did you feel
before and after?
What was helpful?

Monday

Tuesday

Wednesday

Thursday

Friday

Saturday

Sunday
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SESSION 6
KEEPING KINDNESS GOING

Over the past few weeks, we have learnt lots
about this thing called ‘compassion’ (being kind,

caring, and helpful).

We have also practiced lots of different ways of being this
way towards ourselves, instead of beating ourselves up and
saying mean things to ourselves.

Together we have learnt that:

» Being kind, caring and helpful (compassionate) to
ourselves) “turns on’ and builds up our GREEN
system

® This turns down our RED system, by calming and
soothing us when we feel threatened (stressed,
upset, angry, anxious)

# [t also helps us be brave, by facing and doing hard,

difficult and frigthening things. This can help us do Drive and

things that are good for us and make us feel good achievement

about ourselves (turns on the BLUE circle)

# 50 alot of what we have practiced together is to help us notice,
remember and do things that make us feel safer, calmer, more
peaceful, and happier.
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Here are a few more practices we can do every day
to help us be kinder to ourselves, and helps us out
when we are struggling with something.

Practice being our Compassionate Self in the mirror

e Take a look at yourself in the mirror
o Notice how you are feeling

e Practice being your ‘Compassionate
Self!
o Warm, friendly face and voice

o Half-smile

e Practice saying some kind, caring,

helpful things to yourself

e Notice how it makes you feel
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Hand on Heart Practice

Start with some ‘Calm Breathing’

Put your hand(s) over your heart
o Feel the warmth of your hands or touch
over your chest

In a kind, warm, friendly voice say to yourself:

(1) “This hurts”, “this is pain”, or “this is stress”

(2) “Suffering is part of life” or “I'm not alone,
other people feels this way too”

(3) “May | be kind to myself”

Notice how it makes you feel

Some Ideas on how to ‘Keep Compassion Going’

It is really important to keep practicing what we have learnt
together in the group. Sometimes the hardest thing to do is
to remember to use the stuff we have learned!

Here are some ideas to help us use our compassion skills:
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e Objects
o Astone, pebble, key ring

e Kindness Cards
o To carry around with you

e Make it a habit...!
o Pick a time every day to do one of the
practices
© Write on a calendar/diary/post-it, use a
mobile phone to remind you!

See if you can think of any ideas that might help you

remember to practice and use your compassion skills in your
life:

--------------------------------------------------------------------------------------------------

and remember: Rﬁoﬁi

Y UGET
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General Appendix 1. Annotated Extract from Focus Group Transcript

1 [I] So | guess I'm just gonna ask the three of you really libe what mace you want to come to this
2 groupinthe first piace | spose. | don't know [brief pause] if yourve got any thoughts on that?

3 [P35 [fo make me feel betrer soout myses — G [MEC1]: Taking b
4 (o wrting bt aer snace Sve ned |COOO0
u
3 |F3) And other peopie as well
& [I] Yeah. “To make you fez| better about yourself™, ard and
7 |P3) Other pzople
B [I] &nd to feel better about other people™
3 [P3)vesh | e [MEC2]: Takcing abeast
PR — e et i i
11 IPd:lfl'nuh.. | think the same n:w:l”lt‘: ke, you've been, I've been beating mysel up for sucha long | & [MECE]: with
. — - warting to fu sl ecier soow the ne OO0
1z time, snd even the last, forever...| wanted, | didn't. afhough | knew peopie fek the same way | did, prguirriderasrariray wvark
13 snaious and scared and depressed and fed up, | alweys used to best myself up to the point whers | —
- s |
14 dion't wanna be her:arll,lmm-_l o] Comment [NECA]: Taking sbosn
warting to b bea vt oritics | OO 4
15 Uk Eailting abcut sngaging in nef.criicam, and
II] m ThE MEgATE atthoms & oaf-
crticien )
18 |P-ﬂ:||.l|.|1d this course: was, &rm, Suggested to me, | first thought “nessh, Rot another one!™ Cos |'ve
17 be=n omCourses before| ] [MEES]: Taking skt
andeties, doubo, and fess sround
smerchgite roor [

18 (i) Oh, why yourve been on courses before?

15 |Pa) Mot THIS one! I've been on &rm confidence courses before
20 (1] Yesk

21 [P4) And that didm't go down very well, cos the people that were in the course actually lived in the
22 samie area that | did, and went to the same, hung arownd the same neighbourhosod that | did

[1] On okay

B

[P4) Which wasm't very mopd, bacsuse what everyone said in the group kind of cwer-=spilled inko my
25 persorad lite, which wasm't good either. |

2% [urm

7 |P4)Butl missed the first, the first group of this | missed
28 |1 DEmy

28 IP#] Um, 2nd when it was suggested to me again, uh had 8 word with my friend and she said, “well

30 [ dion 't knonw wihat will k| Lantil it~ Andto be honest Fm giad | did e [ S e
you know, try it, you don't know PR & nestrm L S

(ared Fesl more meat e ed] to rnend the
31 i) okay o= [
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3z
a3

33

v

41
4z

43

a3

47

45

3

iz

33

33
38
37

38
39

IM]B-emlseithus, it hias helped me guite & ot | mean, if you'd hawve been hene day one like Mo
saic

[1] Year
IP-I!-]IIm:. | never shut up! And then, |...1 didnt think for one minaute that I'd say anything
(1] Okny

[P4] But | gidnt shut wp? |

[1] Dkay! 5o Fm gomna come back to that, because that's really important, thank you lf:uh.tsn- tsa
bit like, pecole had said “why dom't you give it 2 20?7, and then you gave its go, and

[P4) Fm glad 1 did

[1] Ared your're ghad you did. [okay, 1 find out & bit more sbout wiy you're giad in & minute if thet's

=] Comment [NECE]: Tuldng skt nos-
ﬁmdmhm

] Commant [NECD]: Talking shrt s
neree ofurferem ard morfidenae oo

-.w—ﬂ-'-l'- J

"

okay?

Iﬂ] | thirk, | think it"s good that [orief pause of 2 seconds| yeah, | would say six srangers?
[1] Year? ¥esh, exactly

[53] Ang, they all op=n up to esch other

[1] Yean

[53] Wmich you probanly wouldn't do with your closest friends, you know what | mean?
[P4] Weah

[1] Yeak, Yeah

[53] 5o, because, becausE RO CGNE judges aNyORE

[Pa) Exmctly

[53] That's, that's

(1] Yeak, no one judges anyone

[53] That's = zood thing thatiz |

[1] That's, thet's really important, thank you How about you PG is it? Any thoughts on why you
decided to come slong? | know it was suggested to you wasn't it? But you had a choice whether you
wanted to Come ar not

IFE]Uh huh. | got, | got to the stage where | got fed, fed up of lock, lock, locking me in my room, ot
secislising, wanted ko be 8 calmer person, m-sn-lw:rrt|

[MECLO]: Taking atcer o |

tha sncmrapETHeE aral tuppert of pehan
oo it wo L imariedy arid
=arafichl n the bng-te

=

[MECI1]):

Siking Noo4s Fos the nuts sireomptars of
tha grour snpenzanssd § sems ot rotusl
£rust an oparraay -+ KODP STPARKTE
PR FATTHOIRANTE

COHRADHTS AHALYSS

~1 &

[1] DEkmy. So the ides that you wanted to be a calmer person?

|PE) ¥esn

[MECLE]: Taking aboes

| ooDe 1)

how they fek aboan themeshvee rior, and
the oype of paron they muETIRC Do De
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B2

B3

B3

4|

0

1

Tz

T3

T4
73
76

7B

B1
B2

83

By

a1
az
53

a3

(1] Okay

IFE]Ithu-u;hl:i:nut help, helping locking myself' in my room cos you wouldrt, wouldn't want a lite
=t the end [Tinaudicie? —* see 3 mins 23 secs) becsuse it was getting to the stage where all of my
Triends were petting upset

[1] Urm® Ckay, so you noticed you were locking yoursslf awsy, and, but you wantad to be 2 caim
parson® |

IFE] &nd, and =il my friends sugzested that | should g0 to group because they, they said they were
Eetting & bit f=d up of me behg:ugaﬁwd

© [MECL3]: Taking sees

what they seould Bos o change sbzig

[0t 3 .
wmt e reeuit ol smotkoral Sffcckies

[1] Dkay
IFE]Sb,.suI"mnutﬂlut negative like | used to be
[1] So other peapie kad raticed

(P& ¥eah |

ywaracc G008 1 cooc

Comment [ NECL4]: Tak smmet
sctringlc [mmerrall mochas o far
n—-ﬂ-m-lmlm
af premursfthresa Jusgemacis fom
athere rether than cutright suppart ¥

o [NECLE]: Taking sboet

[1] thet you wene starting to think regatively? Okay, that's great Okay well thank you, that's that's
some really good reasons. Okay. Okey dokey. S0 Fm just putting up what the question is there, but
you dom't, we don't really need to worry about that. Okay, so this is the bit that you talked a bit
sbout alresdy P4, its basically “what did you leam from the group™ So. you've said & littke bit
aiready, haven't you? S0, 0 you, Can you kinda sy thet to me again, and sort of exolein to me what
it i that you you think you_.

IP#] It like, you're not, YOU'TE NCt N YOUF OWT. Wou kKRow, thers are other people thet are going

through the same lh'l'lg.ﬂ you kRow you can...you can fing it in, in yoursel to be nice to yourself, .1

to be nice to other people |

[1] Uk B

IP#]Irlmu of being the ome that (brief pause).. you're besting yourself up, oos the way | was, | was
proper (orief peuse]... was harriole to me ul'.and|

K

chorgpsn In esres of ps ¥ and casicok
o2

il =
(pie

ming w1 Ssaling lem s the
el ans share’) 1
Comment [MECLE]: Taking st s |

o
Seesl burn mion withi chale

“ﬂmm—md

Commant [NECLT]: Taking sbonz |

Saaling mare aise o be Hred iz che eaifand

stern [ -+ \-smec e K oo
IpmErss changss Inaslooasd

[1] Year?

[Pa) Like, ke | said to Meil, b would rather me be pasty to myself and beat myself up in the head,
than =t someone else :Inni'ﬂ

.

& et cthar rabiing 07T

Comman [MECLE]: Taling st

warting to be e cert-oricnl| 4
angaging = saf-criicharr e
scoming s saf-iial| 1N l,
= [MECLIO]: Tabing ntene

[I] Like, you're getting inthere first?!? Yeah, yeah ™"

IP#] Yeah. Ang, even though, if, Bke you were standing there now (beief psuse of about 3
seconds)...l, | used to et really andous and really really, it | was in & meeting anywhers 1'd be effin’
&and jeffin’ at them, cos | wouldn't understard what they wers saying, and then all of & sudden
they'ne going “nasir nair nair nair nair [finger wagging, paintingl, dont do this, don't do thet™ and I'd
be like “&rgh, argh!™ And because |, | didn't understand whet was going on in my own head, never
mind what they were saying, | was kicking nd'I'I

Commeant [ NBCHE]: Taling stour

sngaging = asf-oHohm, i oetienn\evenn
e which this woukd curor In resgonesin
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a7
a8

100
10
10z

103

104
103

106

17
ki)
103
110

111

11z
113

1ia

113
116
117

118

113

(1] might

ll’-ﬂ-]n.nd Eatting reslly angry with them, and sweasing and screaming at them. Ard then, coming out

of that meeting and besting myself up again. 50, it was Eke, | was on the fioor before you knew it. |
P.m!,. through some gpood help and some good people, | have managed [brief pause appros. 3
seconds]...Fd say [chuckies], erm, Ive managed to reslise that, thet Fm not on my own. | have got
peopie who, who are gorns b= thers to support me and help me change, o b= the person | wanna
hc..msl‘v:r‘l.':-urqubbmnil:.butlju.ﬂdnn’t,rmjustnutnh::tnmyszlﬂ _

= [MEC22]: Taking

[1] Yeah?

[P4) But this group, it-.it showed me thet, even aithough when | first did the oreathing | thought

che sy 1o s Infrecees | anc Sesling
mare able to soept T compamlon from

aﬂ.ﬂ_k:r-ll-
E

ke haiphul

o slpesd theen fesl lman plons b thelr

“What is ke an®!™
(1] Yean? Ha ha!

lﬂjmhﬁumﬂ,hﬁhaymmm'mis is daft!™ But once I, once | ket myself do it, it was kind of
relaxing, and it does, it Soes help you cut in ways that you wouldm't even think about. Cos before I'd
have gone, “yesh right, okay, just another thing to not do”, snd then best mys=H uD some more

mbout ity i

[1] Year?

[Pa] And then be back on the floor again! But touchwood, she says, Ft's..h"n: been teaching my
dm.lght:r:u'm:q.su

[1] O okay, 5o you're teaching your daughters as well?

[P4) ¥eah, so that's kinda going on as wel at the momient, sn:!...i'lﬂ'ml: sometimes you just nasd to be
shown & couple of times, and then it cepends on how your kead is. Maybe you can canry it through. | -

Jrust think it= not long enough! Raughs]

-

how feery & ssf-aiticiem gt In the sy o
treng samthing rew: Impheing thas s

i
Ir arderts oy nomething new T

Commant [NBEI4): Taking

aEoE

cenching w it thay s BanT jeg

ancpet gl | mracticen| o shary

Comment [NECIS]: Taling
Imporeancs of baing howm heea

[1] "N mctualy thats a really good thing \

[P4) P5etting = little tearful] Know what | mean?

acex The |
o b

youmsf Aot La

dtplﬂmi

Commant [NBEIE): T
the group wit oo ehert

afcet hea
[=TH

de with mars ssmicrn, thma o lsarm &

(1] Hmmim, to ko, whm

II’-I'-I-] | ke certain days of the week that | have to do stuff, ke Wednescey's today and I'm here,
tomorrow | meet my counselor and I'm with her on the Thursday. 5o, you know, it's like part of my
routine ak the moment, so | don't know what I'm gonna do mext Wednescay! | wont see Joanne
:i‘th:d e

peemine oo deeas-chy Hed0Y

L= [NECEF]): Talking

[1] &hh, well thet is & downside, definitely
[Pa) 1 Erow
[1] Ok, thank you, thats reslly_.How about you P35, what, what do you think you've lzarnt from...

[P 3] mtmicn friends az wei| -

frp——

[OODRE 21) bmeman L weerias w8
the group ending?T?

ranui of
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13z

133

133

143

1a3

147

143

[1] 50 making friends? Yeah® Yeah, that's an important thing, yesh. Anything eise you can think of
that youve leamnt T You said & Tew things earker on...

|73) v mindtuiness

[1] ¥our mindfulness?

[P3]) Uh-hmm

(1) Dy

[P3] Moo Xaxi [ancner prycholagist] got me o do that
(1] Ahk right, 50 pou'se dane

[73] shes my psychokagist

[1] Y= | lnow Xxiuxe, yesh, yesh. So you, 5o you'd done some with XXk, some mindrulress
already?

[P5] ¥Yesh
[1] Anc you'd done some in this group®

[P5) 1 did it &t home as we |

[1] 5o what, so what do you do®

lF!:IldDG-E me eyes, and do the breathing exercises, and | find it helps me with me walk cos | used to
hane panic attacks when | wenk out, but it don't happen 5o much now

(1) DRy

[P5) Ard | find bresthing kelps mz |

[1] 5o wms that part of.did that...did you do that from this group as well? Did you leam about that
hare?

|P3] ¥aah, yeah

[1] Right, okay. Dkay, is this...s0 you do your breathing. Are there, have you gat like & fawourite one
that you, with your mindhiness, thet you do®

5] juot particutarty, n|

g | - I[l!ﬂi]!nuum

& mame Ih;l.l p::h-_,
calking azcag sngaging i mincfulnmx
Eraction 5t home [La. borsyzenaonal

[1] Hi? [Eriaf pause spprod. 3 seconds) Okey, so what sort of time of day do you t=nd to uss it than?

|73) marning, noon and right [Laughs]

& [WBESE]: Tuking atoes

[1] DR right, yeah, wow. Ok=y, okay, thank you, that's great. How about you FE, what do you think
YOUrve, you might have said & bit earier on but, | worder if you could tell me again what, what you
think you've lesrnt from coming hiere?

Sngaging br orecri e com ke of groug e
athar e, and ‘requency of practios
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General Appendix 2. THEMATIC ANALYSIS — MASTER CODING TABLE

Code

Transcript, page no.,
line(s)

Quote (participant
number)

Additional
Comments/Observations

1. Wanting to feel better about self

2,p-1,line 3

2,p-1,line 11

2, p-2-3, line 58-65

(P5) To make me feel better
about myself

(P4) Yeah, I think the same
as well.

(P6) Uh huh.I got, I got to the
stage where I got fed, fed up
of lock, lock, locking me in
my room, not socialising,
wanted to be a calmer
person, so so [ went

(I) Okay. So the idea that you
wanted to be a calmer
person?

(P6) Yeah

(I) Okay

(P6) I thought its not help,
helping locking myself in my
room cos Yyou wouldn’t,
wouldn’t want a life at the
end(?inaudible? -> see 3
mins 25 secs), because it was
getting to the stage where all
of my friends were getting

Reflects reasons and motivations
for coming, what they would like
to change and/or be different
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upset

. Wanting to change how they feel
about and relate to others

2,p-1,lines 5-10

(P5) And other people as
well

(I) Yeah. “To make you feel
better about yourself”, and
and...

(P5) Other people

(I) And to feel better about
other people?

(P5) Yeah

(I) Ok. Ok. Thank you

Reflects reasons and motivations
for coming, what they would like
to change and/or be different

. Wanting to deal better with life
events/problems

1, p.2, lines 49-51

1, p.2, lines 54-57

1, p.2-3, lines 61-71

(P1) And it might help you
because I've got issues,
like..I've just recently lost
Dad, so...

(D Right...[writes on

flipchart] So your sister
thought it might be helpful
for you?

(P1) Yeah.

(P3) Ummmmm...problems
in life...family.

() Yeah? [writes on
flipchart] ‘Problems in my
life’. So, did you think if you
came to the group it might
help you to cope with those?
(P3) Yeah.

Reflects reasons and motivations
for coming, what they would like
to change and/or be different
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(P2) Urrmm, my brother and
sister.

(I) Okay. [writes on flipchart]
What did they say to you?
(P2) It's just like, like, I can’t
like see them anymore, so I
thought to come here like to
help me out like kinda cope
sort of thing.

(I) Okay. So again it was
about coping

(P2) Yeah.

(I) With the things that were
quite difficult.

(P2) Yeah.

(I) [Pause and silence whilst
writes on flipchart for
approx. 5 seconds] Would
you say, coping with not
seeing them?

(P2) Yeah, like, with not
seeing them, like...yeah.

4. Wanting to be less self-critical

2,p.1, lines 11-12

2, p-3, lines 84-85

(P4) It’s like, you've been,
['ve been beating myself up
for such a long time, and
even the last, forever...

(P4) Instead of being the one

Realisations around how long they
have been self-critical, and the
negative impact this has had; ; also
reflect reasons and motivations for
coming, and what they would like
to change/be different
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that (brief pause)..you're
beating yourself up, cos the
way [ was, I was proper
(brief pause)...I was horrible
to me self, and...

5. Talking about engaging in self-
criticism/self-blame, and negative
impact of shame & self-criticism

2,p-1,lines 11-14

2, p.3-4, lines 91-98

(P4) It’s like, you've been,
['ve been beating myself up
for such a long time, and
even the last, forever...I
wanted, | didn’t...although I
knew people felt the same
way I did, anxious and scared
and depressed and fed up, I
always used to beat myself
up to the point where I didn’t
wanna be here anymore.

(P4) 1 used to get really
anxious and really really, if I
was in a meeting anywhere
I'd be effin’ and jeffin’ at
them, <cos [ wouldn’t
understand what they were
saying, and then all of a
sudden they’re going “naair
nair nair nair nair [finger
wagging, pointing], don’t do
this, don’t do that” and I'd be
like “Argh, argh!” And

Realisations around how shame
and self-criticism has negatively
impacted on their lives — mood,
sense of self etc.

Common humanity around
shame/self-criticism?

367




2,p.7,lines 205-208

2,p-14, lines 431-435

because I, | didn’t
understand what was going
on in my own head, never
mind what they were saying,
[ was kicking off

() Right

(P4) And getting really angry
with them, and swearing and
screaming at them. And then,
coming out of that meeting
and beating myself up again.
So, it was like, I was on the
floor before you knew it.

(P5) I used to blame me self
because me mom died six
years ago, and I blamed me
self for that as well. Think it’s
my fault you know, all the
worry about you know and
that

() Uhm, yeah, so its
something that people do a
lotisn’tit?

(P5) Uhhmmm [nodding]

(P4) ..and I've got a tendency
to..even if I'm okay for a
while, I've got a tendency to
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2, p.15, line 448

beat myself up anyway...cos
I'd rather do it than let
someone else do it, and I
think

(I) So you've got a tendency
there already, yeah?

(P4) Yeah, the, I think it’s...

(P4) ..I've always been the
same: beatin’ me self up,
doin’ it again, do it again, do
it again, do it again

. Anxious/reluctant/ambivalent
around going to group

2,p.1, lines 16-17

(P4) And this course was,
erm, suggested to me, I first
thought “naaah, not another
one!” Cos I've been on
courses before

Reflects FBRs to going to the group

Negative previous experiences of

attending other groups

2,p.1, lines 18-25

(I) Oh, why you've been on
courses before?

(P4) Not THIS one! I've been
on erm confidence courses
before

(I) Yeah

(P4) And that didn’t go down
very well, cos the people that
were in the course actually
lived in the same area that I
did, and went to the same,
hung around the same

Reflects FBRs to going to the group
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neighbourhood that I did

(I) Oh okay

(P4) Which wasn’t very good,
because what everyone said
in the group kind of over-
spilled into my personal life,
which wasn’t good either.

8. Encouragement from others to go
to the group

2,p-1, lines 29-30

2,p-2, lines 38-41

2, p-3, lines 68-69

1, p.2, lines 40-51

(P4) Um, and when it was
suggested to me again, uh
had a word with my friend
and she said, “well you know,
try it, you don’t know what
will happen until you try it.”
And to be honest I'm glad I
did

(I) ..So it’s a bit like, people
had said “why don’t you give
ita go?”, and then you gave it
a go, and

(P4) I'm glad I did

(I) And you’re glad you did.

(P6) And, and all my friends
suggested that [ should go to
group because they, they said
they were getting a bit fed up
of me being negative

Reflects reasons and motivations
for going to the group
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(I) Can you have a think back
to the very first time that you
found out about the group,
what made you want to
come?

(P1) My sister.

(I) Okay...so, your sister...I'm
gonna, if I sit here is that ok
for everybody?

(P2) Yeah.

(I) Yeah? So, your sister
[writing down answer on
flipchart for approx. 5
seconds]. And, what did she
say to you?

(P1) Ooh, she just..knew Neil
and Jonathan, and said that
there’s a group starting...

(I) Okay.

(P1) And it might help you
because [I've got issues,
like..I've just recently lost
Dad, so...

(D Right...[writes on
flipchart] So your sister
thought it might be helpful
for you?

(P1) Yeah.

9. Talk about everything being

1, p.4, lines 93-101

(P2) Everything really, hum,

General tendency to describe
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helpful (non-specific beneficial
effects of attending the group)

1, p.5, lines 128-130

1, p.5, lines 138-139

1, p.11, lines 295-298

() Hey? (P2) everything
really

(F1) Everything?

(P2) Yeah.

(I) Everything’s a really big
word. Can you tell me a bit
more about that? What does
everything mean?

(P2) Like, how to like cope
with things and stuff like
that.

() Uh huh [writes on
flipchart] “How to cope with
things”..and you said “stuff
like that”. What, what's that
mean?

(P2) Like, like when you like
breathing and things like
that, and..

(I) Yeah? So what would you
say you learnt from the
group?

(P3) Quite a lot.

(I) Quite a lot? What sort of
stuff?

(P3) Ummmm (pause for
approx 8 seconds whilst

derived emotional benefits,
without being able to identify
specifics (e.g. how it has helped,
what has changed)
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2,p-2,lines 32

2,p-12, lines 367

2,p-19, line 577

2,p-21, line 619-620

1, p.15, line 410-415

formulating an answer),
ummmm, there is quite a lot
but I cant think of one word
more.

(I) ..Okay. So, what was the
most helpful part of the
group and why? What do we
think was most helpful?

(P3) Um, everything about it.
(P2) Yeah, everything really.

(P4) Because it has, it has
helped me quite a lot...

(P4) I think everything, in, in
its own way as helped us all
in a different way

(P6) I'm, I'm finding it really
positive now thanks to this

(P4) And I, I would literally
do it all over again, because
its, it has helped so much,
but..you know, you cant
cover everything you’'ve had
happen or done in six weeks
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2,p-17, lines 487-496

() What d’ya think? What
was the least helpful part?
[Pause for approx 10
seconds]

(P2) Can’t think of any!
[laughs]

(I) Was there anything when
you thought, “oh why are we
doing this? This is awful, I
really don’t wanna do it!” or
“I don’t see how this is going
to help me” or “I wish they’d
done this”? Anything like
that? (Brief pause)

(P2) No, cant think of any.

(I) ..Anything else you can
think of about how you found
them?

(P2) Mmm, helpful.

(I) Helpful? Brilliant, that's a
good start. [F1 then provides
a prompt/reminder of some
of the practices/exercises
undertaken in group] So,
how were all of those?

(P2) Umm...good.

() What was good about
them?
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(P2) Ummm, everything
really. Like, help me type of
thing, stuff like that

(I) Uh-huh? So, “everything
was good, it helped you.”

(P2) Yeah.

10. Increased confidence to express
self

1,p.7,lines 178-182

2,p-2,lines 32-37

2,p-9, lines 266-267

(P2) Like, speaking about my
feelings and that

() Uh hum? So, is that
something you didn’t do very
much before?

(P2) Not much, no.

(I) No. Would you feel more
confident in doing that now?
(P2) Yeah.

(P4) ..I mean, if you'd have
been here day one like Xxx
said

(I) Yeah

(P4) I was, I never shut up!
And then, I...I didn’t think for
one minute that I'd say
anything

(I) Okay

(P4) But I didn’t shut up!

(P4) That was everything.
Um, and I suppose the good I

Reflects emotional changes —
(positive) change in sense of self

Changes in both inter &
intrapersonal relating?

Increase in social safeness (feeling
safer and more connected to
others)? Reduced shame?

375




2,p.18-19, lines 549-561

got out of that one was..], |
opened up here. I didn’t
think [ would but I did.

(P6) ..I said I forgot that bit
Xxxxx, | upset my mate, I said
[ didn’t mean to upset you. I
pushed my mate Xxxxx a bit
though, I said, I, that’'s why I
thought I'd upset my mate
cos I forced him, I forced you
todoit

(P4) Yeah, but I spose in that
respect, when he did it, did
he chill out a little bit?

(P6) Yeah, ch chill him out,
chilled him out

(P4) Exactly

(P6) I said I'm like a brother
to you Xxxxx

(P4) Yeah, so so, where, you
didn’t wanna upset him, he’s
he’s then taken that onboard
and he’s been alright with
you, aint he?

(P5) He, he’s alright when I
reminded

(P4) Exactly

(P6) I reminded him he’s got
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me
(P4) Yeah

11. Being and feeling less negative
(about self and others)

2,p.3, lines 71-73

(P6) So, so I'm not that
negative like I used to be

() So other people had
noticed

(P6) Yeah

Changes in sense of self, self-to-
self relating, positive emotional
shifts

12. Feeling less alone with one’s
difficulties/suffering

1, p.7, lines 195-201

2,p.3, lines 80-81

2, p-4,lines 100-102

(P3) And being in like the
same boat and all that

(P2) Yeah

(I) Ahhh, ok, so you learnt
that everybody’s in the same
boat and

(P2) Yeah.

(P3) Trying to get through
life

(I) Yeah?

(P2) And we're not alone.

(P4) Its like, you’re not,
you're not on your own. You
know, there are other people
that are going through the
same thing...

(P4) ..I have managed [brief
pause approx. 3 seconds]...I'd
say [chuckles], erm, [I've
managed to realise that, that

Common humanity — de-shaming,
increase in sense of
connectedness?

Positive emotional changes/shifts?
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I'm not on my own. I have got
people who, who are gonna
be there to support me and
help me change, to be the
person | wanna be, cos I've
['ve always been nice, but I
just don’t, I'm just not nice to
myself

13. More able to be kind to self and
others

2, p-3,lines 81-84

2,p-12, lines 347-348

1, p.10, lines 272-290

(P4) ..and you know you
can..you can find it in, in
yourself to be nice to
yourself, to be nice to other
people

(I) Uh huh

(P4) Instead of being the one
that (brief pause)..you're
beating yourself up

(P6) The, the being kind,
kinder to yourself ones help,
cos cos | don’t think much
that I'm a weak link anymore
much

(I) Sounds like you've learnt
loads, really good, brill! And
then he’s also put being kind
and caring rather than mean
to yourself

Changes in self-to-self and self-to-
other relating (increased self and
other compassion); development
of courage?
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1,p.21-22, lines 602-617

(P3) Yeah.

(P1) Definitely!

(P2) Definite.

(I) Definitely? Is that a big
double tick on here?

(P2) Yeah he he

(P1) Yes!

(P2) Definitely.

(I) Are you all managing to
do that?

(P2) Getting there, but yeah
ha ha!

(I) Getting there..getting
there’s good cos it means
you're on the way to doing it.
(P2) Yeah.

() Which is good. What
about you?

(P3) Same really!

(I) Same, getting there?

(P3) Yep.

(I) What about you, P1?

(P1) Getting there.

(I) ..So do you think the
group has changed the way
you feel about, talk to, and
treat yourself?

(P2) Hum..yeah, found it
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hard a little bit, but getting
there though

(I) Uh huh? So, you found it,
found it hard a little bit, but
you're getting there?

(P2) Yeah

(I) When did you find it most
hard?

(P2) Umm..my whole life
really

(I) So your whole life you've
found it hard?

(P2) Yeah

() And then when you
started coming to the group,
did you find that it was
harder at first?

(P2) At first it was a bit hard,
but the easier it got, bit at
first its hard, at first

(I) Yeah? So compared to
when you started the first
session, do you feel like its a
bit easier to put it all into
practice?

(P2) Yeah, like putting
together a jigsaw and that!
But with practice it gets
easier
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(I) Yeah, that’s good. So
hopefully with practice, it
might still get a bit easier?
(P2) Yeah

14. Talking about reasons for being
self-critical

2, p-3,lines 87-90

(P4) Like, like I said to Neil, I
would rather me be nasty to
myself and beat myself up in
the head, than let someone
else do it

(I) Like, you’re getting in
there first?!? Yeah, yeah?!?
(P4) Yeah...

Insight into functions of self-
criticism (realising where it
developed, why they do it, fears
behind dropping/changing it)

15. Talk about being more able to
take in compassion (kindness,
support, encouragement) from
others

2, p-4, lines 99-102

2,p-12, lines 348-354

(P4) ..And, through some
good help and some good
people, I have managed
[brief pause approx. 3
seconds]..I'd say [chuckles],
erm, I've managed to realise
that, that I'm not on my own.
[ have got people who, who
are gonna be there to
support me and help me
change, to be the person I
wanna be...

(P6) ..cos my mate Xxxxx
was getting a little bit fed up
that 1 was, he said “you’re
not, you're a nice person”.

Changes in other-to-self relating
(affiliation) —> interpersonal,
increased social safeness?
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(I) Yeah

(P6) Cos Xxxxx, he doesn’t
tell me it, and then I don't
always think that

(I) Okay

(P6) So I said to Xxxxx “don’t,
don’t, don'’t be silly”, but then
[ thought “wait a minute he’s
right, I am a nice person”
because I like helping people,
and I had a second thought
about

16. Talk about being able to be

kind/nice to others, but not the

self

2,p.4, lines 102

(P4) ..I've always been nice,
but I just don’t, I'm just not
nice to myself

Recognising differences in the flow
of compassion; reflective of
submissive niceness?

17. Blocks and resistances to
practices

2, p.4, lines 104-110

(P4) But this group, it..it
showed me that, even
although when I first did the
breathing I thought “What is
he on?!?”

(I) Yeah! Ha ha!

(P4) Thinking that, ha ha,
you know, “This is daft!” But
once I, once I let myself do it,
it was kind of relaxing, and it
does, it does help you out in
ways that you wouldn’t even
think about. Cos before I'd
have gone, “yeah right, okay,

Representative of common
fears/blocks/resistances (FBRs) to
compassion practice(s)
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2,p-9, lines 262-266

1, p.18, lines 505-510

1, p.18, lines 515-521

just another thing to not do”,
and then beat myself up
some more about it!

(P4) That's the one that I
found really difficult, wasn’t
it?

(S1) Yeah

(P4) That’s the one I found
really really difficult

(I) So you found the (three)
circles really difficult?

(P4) Yeah, cos everything in
my head was in the red

(I) So that’s the threat bit
isn’'tit?

(P4) That was everything...

(I) Did you find them helpful
in the session, but not
outside? Or did you...

(P1) Mmm (nodding)

(I) Yeah? Cos I know you
said you didn’t practice them
so much outside the session...
(P1) No

(I) But when you were here
in the moment, you thought
that it was really helpful?
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1, p.21, lines 590-600

(P1) Yeah.

(I) Okay. So here’s a question
we’ve talked about a bit. How
often did you use the
exercises or practices outside
of the session?

(P1) Ididn’t

(I) No? Was there anything
that stopped you from using
them?

(P1) No

(I) No? Did you just not want
to?

(P1) [nods]

(I) Do you reckon there are
any ways that you might be
able to start incorporating it
into your everyday life?

(P1) [Shakes head]

(I) No? Any reminders or
anything?

(P1) [Shakes head]

(I) No? Do you not feel like
you want to?

(P1) [Nods]

(I) Is that a nod that you
don't feel like you want to?
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(P1) [Nods]

(I) But when you came to the
group, it was good?

(P1) Yeah

18. Becoming less self-critical

2, p-4,lines 108-112

2,p.9, lines 269-271

1, p.8-9, lines 236-242

(P4) ..Cos before I'd have
gone, “yeah right, okay, just
another thing to not do”, and
then beat myself up some
more about it!

(I) Yeah?

(P4) And then be back on the
floor again! But touchwood...

(P4) ..my dad has actually
said it was, its basically his
and my mum’s fault the way
that I've turned out. And it
wasn’t, okay I was a brat, but
it wasn’t, you Kknow,
everything that happened
after, it wasn’t my fault.

(I) Do you remember “not
your fault” as well?

(P1) Yes. (P3) Yeah. P2)
Yeah.

(I) Yeah? Was that something
that was helpful for you?

(P3) Yep.

Realisation of ‘not your fault’
concept & focus, and feeling it
emotionally (de-shaming)
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(P2) Yeah...yeah.
(I) Was it for you P1?
(P1) Yes.

19. Talk about the importance of
being shown how to, and
practicing, being kind to yourself

2,p.4, lines 115-116

2,p-14, lines 435-436

2, p-15, lines 438-443

(P4) Yeah, so that’s kinda
going on as well at the
moment, so...] think
sometimes you just need to
be shown a couple of times,
and then it depends on how
your head is. Maybe you can
carry it through.

(P4) ..the being kinder part
was nice because somebody
else saw that in in you, that
you know is already there
but you just can’t access it

(P4) See, when S3 said to me
the other day, “just take it
easy, just chill”, and [ was like
“What?” he he [laughs]. And
he was like, then Neil was
like, now say it to her again,
slowly and calmly, and in a
nice voice

(S3) Yeah

(P4) And I was like, when he
said it again, [ was like “ahhh,

Reflects challenges in developing
self-compassion, but importance
of practice and being encouraged-
supported to do so (overcoming
SBR, getting used to, feeling more
reassured by — emotional benefits
and changes)
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1,p.21-22, lines 602-617

he sounds like me dad!” And
it, it just chilled me out a
little bit

(I) ..So do you think the
group has changed the way
you feel about, talk to, and
treat yourself?

(P2) Hum..yeah, found it
hard a little bit, but getting
there though

(I) Uh huh? So, you found it,
found it hard a little bit, but
you'’re getting there?

(P2) Yeah

(I) When did you find it most
hard?

(P2) Umm..my whole life
really

(I) So your whole life you've
found it hard?

(P2) Yeah

() And then when you
started coming to the group,
did you find that it was
harder at first?

(P2) At first it was a bit hard,
but the easier it got, bit at
firstits hard, at first

387




(I) Yeah? So compared to
when you started the first
session, do you feel like its a
bit easier to put it all into
practice?

(P2) Yeah, like putting
together a jigsaw and that!
But with practice it gets
easier

(I) Yeah, that’s good. So
hopefully with practice, it
might still get a bit easier?
(P2) Yeah
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General Appendix 3: Example Thematic Map (identification, generation, sorting of and relationship between Themes)







General Appendix 4: Final Thematic Map
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