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Thesis Context
Thisthesiswasundertakenalongside a feasibility randomised controlled trial

(RCT) The RCT wasonducted bya research team at The University of
Nottingham of which the thesis author was a padas Nair, Kontou, Smale,
Baker, & Lincoln, 20151t investigated the feasibilitpf conductinga larger
scale RCT to compathe efficacyof individual and group psychological
adjustment interventions for people with low mood and multiple sclerosis
(MS).One of theaimsof the doctoral research programme was to inform the
dedgn of thelargerscale RCT. Accordingtyexplored not just the question of
the relative efficacy of group and individual formats, but why and for whom

deliveryformat is important, and how thigfluences intervention efficacy.

The longterm goal of the doctoral research programmie for the processes
identified tobe tested in the proposed muisite RCT This will provide a more
comprehensive and theoreticalipformed evidence base to guidelinical

policy and practice.



Abstract
People with multiple sclerosis (MS) commonly experience psychological

problems including anxiety and depression. Evidence indicates that
psychological interventionsased oncognitive behaviourgprinciplescan help
improvemental health Such iterventions areoften delivered in groupsind a
common assumption is that the social interaction afforded by a group format
is beneficial. The aim of this thesis is to explore this assumption and, drawing
on social identity theory, investigate why and for whom MS psychological

adjustment intervetions are effective (or not) when delivered in a group.

{20AFf ARSYy(GAG& NBTFSNA-cangptthét B dekidledNIi 2 F
from belonging to social groupk the first studya survey was conducteat
establish an evidence base for theelationship between psychological
wellbeingand social identity process&s people with MS (n=203Continued
membership of groups belonged to prior to diagnogigs associated with
reduced psychological distress, highlighting the importanceoaial igntity
continuity. Increasedanticipation of stigmaas a result of having MS was
associated with increased psychological distrddentification with an MS
group was associated with a small decrease in psychological distress when the
effect of the other ariables was accounted fofhis raised the possibility that
positive effects oMSgroup identification may be suppressed by an underlying

negative influence of identifying with a socially devalued group.

A realist synthesis was undertaken to gain furthesight into how these
processes may contribute to intervention success or failli@s dentified
several benefits ofjroup format but indicated that these benefits were more
readily obtained when MS was not experienced as posing a threat to identity.
Whenthe identity threatfrom MSwas highthere were indications thaa group

format couldhave negative consequences for psychological wellbeing.

The dentity-related benefits and drawbacks of individual and group

interventions were exploredurther in a thematicanalysis of interviews with



16 people vith MS. Participantdiad taken part ina feasibility randomised
controlled trial(RCTpf group versusndividual cognitive behavioural therapy
(CBT) Several bnefits of group deliverywere identified includng shared
understanding normalisation of illnesand the opportunity to socialise, share
information and ballenge negative stereotypeBerceived chwbacks included
unhelpful group norms, putting on a mask aodnfrontation with a feared
identity. Identity threat wagound to beespecially marked in the group delivery
format and appearedto reduce intervention engagement. Identity threat
varied deending on social identitycontinuity, incorporation of MS into
identity, stigma, time since diagnosis, symptom progressagejng and illness
narrative A narrative analysis @ivo of the interview transcriptdighlighted
the power of narrative perspective to influence how people respond to MS and
offered an explanatin for the differing responses to the prospectaking part

in group or individual interventions.

This thesis makes valuable contribution to the literature in making explicit
those aspects of group interventiomrimat that confer benefit. It also draws
attention tothe identity-related drawbacks odgroup format. The finding that
identity threat may influence perceptions ,ofand engagement with
interventions offers an explanation fahe mixed results in the literature
regarding the efficacy of groumterventions The thesis findings begin to
establish a theoretical basis fafinicaldecisions regardingvhether to offer
group or individual psychological adjustment interventions. An important
implication is theneedto frame, design and deliver group interventions in such

a way as to reduce idenyitthreat and promote gositive shared identity.

Further research is now needed to investigate whether the proposed identity
related mechanisms impact intervention effaya In theplannedmulti-site RO

of group versus individual CBTvould be valuable to incorporate measures of
MS group identification and identity threat. This would enable quantitative
investigation of the degree to which these variables influenceruastion

engagement and efficacy.
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Chapterl. Introduction

1.1 Summary

Multiple Sclerosis (MS) is a chronic, progressive neurological conc
affecting more han two million people worldwideln addition to physica
symptoms, the mental health of people with MS is often affected, with a
prevalence of mod disorders Evidenceindicates that psychologica
adjustment interventionsparticularly those based on cognitive behaviou
principles, can lead to improvements in pehological wellbeingSuch
interventions are commonly delivered in groupsdacommon belief is tha;
the social interaction afforded by a group format is beneficial. fis
assumptionhas not been explicitly examined. Taking a social ide
approach to mental health offers a usefbieoreticalplatform from which to
investigate the processes underlying groumyghobgical adjustment
interventions and address this gap in the literatuirawing on socia
identity theory, this thesis aims to address why and for whom
psychological adjustment interventions are effective (or not) when delive

in a group format.

In this chapter an overview of the literature on MS and psycholog
distress and psychological interventions for MS is presented. Literature
the social identity approach and its application to health and wellbein

then introduced. Finallythe implications of the social identity approach f

psychological adjustment interventionsrfpeople with MS areiscussed.




1.2 Multiple Sclerosis and Psychological Adjustment

1.2.1 Multiple sclerosis

MS is a chronic, progressive disease of the central nervous sysisitihdtight

to affect more than twomillion people worldwide and is one of the most
common causes of neurological disability in young adilisgwell et al 2013;
World Health Organigen [WHO], 2008 Estimated incidence of MS is highest
in Europe 8.8 per 100000) (WHQ 2008) MS is also more common amongst
women, with an average female to male prevalence ratio of two to one

(Kingwell et al., 2013; WHO, 2008)

The progression of the disease is unpredictable and can include symptoms in
physical, sensory, cognitive and affective domains. Common symptoms include
fatigue, balance problems, muscle weakness, spasticity, sexual dysfunction,
bladder dysfunction, mood dorders and visual, speech and godive
difficulties. The specific aetiology remains poorly understood, but MS is
believed to be an autoimmune disord@Keegan & Noseworthy, 2008)ith

both genetic susceptibility and contributory environmental fact@@smpston

& Coles, 2008Simpson Blizzard, Otahal, Van Der Mei, & Taylor, 2011).
Symptoms arise as a result of inflammation and damage to myelin, axonal and
grey matter in the brain and spinal cord, impeding transmission of electrical
impulses(DeLuca & Noc#ini, 2011) The pathological hallmark is focal areas

of demyelination, known as plaques or lesions, although the presence of

lesions alone is not sufficient for diagnosis, which can be complex.



Consequently, diagnosis is commonly reported to occur yafies the onset
of initial symptoms and following the exclusion of alternative diagnoses
(Robinson, 1990)Recently, new criteria are allowing for earlier diagnosis

(Compston & Coles, 2008; Polman et al., 2011)

The current clinical classification systemnoadly describes four common
patterns of disease progression in MS: primary progressive, relapsing
remitting, secondary progressive and benigPtimary progressive MS is
characterised by progression from onset. Within this, the disease path shows
considenble variation, with some patients experiencing marked deterioration
in a short period, while others plateau or progress far more slowly.
Approximately10% of patiats experience this form of M@MS UK, 2014
People with relapsingemitting MS experiencacute attacks of demyelination
resulting in the worsening of original symptoms or the appearance of new
symptoms. These relapses vary in durafilmm days to weeks or month¥he
period inbetween relapses; remissions¢ are marked by a reduction in
sympboms and, similarly, vary in duration, sometimes lasting for years. Over
time, recovery from each episode becomes less complete, and persistent
symptoms accumulate as a result of the neuronal dam@yenpston & Coles,
2008) This is the most common form BIS, affecting up to 85% of people with

a positive diagnosigMS UK, 2014) Approximately 50% of people with a
diagnosis of relapsingemitting MS will eventually develop secondary
progressive MS, where the disease progresses more steadily, independent of

any relapsedMS UK, 2014) Benign MS starts with an initial episode, but



symptoms subside with no further attacks or lasting disability. Future relapses
are possible, but these are infrequent and do not usually occur untiElyears
after the onset othe disease. By nature, it is not possible to diagnose this form

of MS until long periods of time have ssed with little activity.

1.2.2 Multiple sclerosis and psychological distress

The mental health of people with MS is often affected and mood dissrsiech

as anxiety and depression are comm@rhomas, Thomas, Hillier, Galvin, &
Baker, 2006)Depression is the most common psychiatric disorder in people
with MS(Mendis, Rickards, & Cavanna, 2010; Wallin, Wilken, Turner, Williams,
& Kane, 2006) Lifetime prevalence of clinically significant depression is
estimated to be as high as 50%einstein, 2011)This is higher than in other
chronic illnesses or neurological conditigiis Dalton & Heinrichs, 2005Yhe
depression is generally stable longitudinallynlikely to remit without
treatment and can have devastating consequences for the day to day
functioning of those living with the diseag@rnett, Barwick, & Beeney, 2008)
Indeed, depression is implicated as a unique source of disability for people with
MS, with indications that reductions in depression can lead to corresponding
reductions in disabilit{Mohr, Hart, & Vella, 2007)n addition, the Goldman
Consensus Group suggested that depression may result in decreased
adherence to MS medicatioffArnett et al., 2005)The socieeconomic impact

in terms of lifetime medical expenses, productivity loss amangible costs to

carersis also highly significaiiRostiOtajarvi & Hamalainen, 2011)



The explanation of depression in people with MS idtisiactorial, including
both neurologichand psychosocial mechanisnisere is evidence indicating
that the depression is partly attributable to disease processes and the direct
neurological consequences of the condition. Links have been proposed
between depression and demyelinatio(Zorzon et al., 2001as well as the
disproportionate contribution of certain affected brain areasluding parts of

the pre-frontal cortex andhe temporal regionFeinstein et al., 2004ptudies
indicate that such endogemus disease factors account for approximately 20%
of the variance in depressiqiolden & Isaac, 2011pisease factors may also
contribute to depression in MS indirectly, via their influence on common MS
sequelae, such as physical disability, fatiguentog dysfunction and pain
(Arnett et al., 2008)Psychosocial variables are also implicated. These include
coping strategies, stress, uncertainty, hope, illness representations, social
support and conceptions of self and iling¢8snett et al., 2008; Jgon & Moss
Morris, 2003; Lynch, Kroencke, & Denney, 2001; Omrani, Mirzaeian,
Aghabagheri, Hassanzadeh, & Abedini, 2012; Pakenham, 2006; Wilkinson & das
Nair, 2013)Indeed, cognitive and behavioural variables have been found to be
more strongly related t@sychological outcomes than have the physical effects
of MS(Chalk, 2007)This finding is replicated in other studig3ennison, Moss
Morris, Silber, Galea, & Chald@010)for instance, found that cognitive and
behavioural factors accounted for more of the variance in psychological
distress than symptom severity (37% as opposed to only 2%), with unhelpful
beliefs about the self the strongest predictor. Further experimentatl a

longitudinal studies are needed to determine causality. Nevertheless, the fact



that the behaviours and cognitions identified as important are potentially
modifiable highlights the value of addressing these factors within psychological

adjustment intervetions(Dennison et al., 2010)

1.2.3 Psychological adjustment interventions for MS

Evidence from a recent systematic review suggests that psychological
interventions for people with MS can lead to improvements in psychological
wellbeing as well as phigdogical symptoms of the disease, particularly fatigue,
pain, sleep disturbances and physical vitaliBagnini, Bosma, Phillips, &
Langer, 2014)According to guidelines from thidational Institute for Healt

and Clinical Excellence (NICByrative belavioural therapy(CBT) isne of the
currently recommended psychological treatment fpeople with a chronic
physical health condition, such as MS, and depressive symp(biaisonal
Collaborating Centréor Mental Health [NCCMH], 2010 hisis in line with the
evidence discussed above, that cognitive and behavioural factors contribute
significantly to psychological distress in people with BT emphasises the
relationship between thoughts, feelings and behaviours and aims to provide
participants with the tools to enable them to challenge underlying negative
thoughts, problem solve and intentionally increase actigitibat bring them
enjoyment (Dennison & Mosdslorris, 2010; Forman & Lincoln, 2010Q)is the
most researched type of psychoiogl intervention in MS, as well as in the

general population{(Mohr, 2010).



A 2006 Cochrane review to assess the effectiveness of psychological
interventions for people with MS was encouraging with respect to
improvements in depression, particularly wittcognitive behavioural
approachegThomas et al., 2006\ more recensystematic review and meta
analysis supported the conclusion that CBT can be an effective intervention for
treating depression irpeople withMS (Hind et al., 2014)What cannot be
determined from these reviews is how much benefit is derived from the
intervention content and what effects mdpe due to factors not specific to the
intervention, including the social interaction that occurs when the intervention
is delivered in a group setty. Indeed, although both group and individual
interventions are used in practice and research, the majority of the literature
focuses on the model of therapy as opposed to the relative efficacy of

intervention format(Firth, 2014)

In a largely individualistic western healthcare system, the assumption is often
that individual therapy that can be tailored to each patient is preferable to
group intervention. While there is literature indicating that individual CBT is
effective for peoge with MS, evidence to support the provision of CBT in a
group format is limited by poor study quality and small sample sizes
(Malcomson, Dunwoody, & Low&trong, 2007; Thomas et al., 2008)notable
exception is a randomised contledl trial (RCT)Lincoln et al., 2011yhich
found that group interventions based on cognitive behavioypahciples
improved mood in those with initial low mood, as well as reducing the impact

of the disease on everyday life. Moreover, participants reported finding the



social element helpful, particularly being able to talk to other people with the
same condition and similar problenid M.Holmes,Ford, Yuill, Drummond, &
Lincoln, 2012)In accord with this, there are suggestions within the literature
that group formatcan be beneficial over and above intervention content.
However, the evidence for this remains largely anecdotal and theoretical
explanation is otably lackingVisschedk, Collette, Pfennings, Polman and Van
Der Ploeg (2004tatedthat the opportunity for patients to share experiences
isadly26y I ROgrodpiforEad(g. 738)Tut provide no empirical
substantiation of this claim. In a review of group psychological adjustment
interventions,Firth (2014 p. 790 assertedhat group delivery offers a number

of benefits over individual therapy, including increased social interaction
which, the author speculates, may itself improve arte. Firth 014)further
noted that social support and the opportunity to share with etls are
commonly mentioned as beneficial by participants, but again, this evidence is
largely anecdotal. The justification for the use of grodmased treatment is
similarly sparse in thé&Cochrane reviewdGroup therapy is often used to
decrease feelings @lienation, facilitate expression of emotions related to the
RAaSI&AST | yR LINEhGMaR& al.| 2606 Nuld¥o dzfeleiReNdi €

offered to validate this statement.

Given the paucity of empirical literature regarding delivery fornkihd etal.
(2014) stressed the need for further research exploring optimal treatment
modalities. Thomas et al(2006)similarly calledF 2 NJ NB & S| NXh& SELI Y A

relative merits of providing treatment in groups oron aeme2 Y S o(p. & A & €
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27). This is oparticular importancegiven the priority of delivering cost
effective interventions in the current NHS climdkearth, 2014 NCCMH, 2010)

A group format is less resource heavy than-tm@ne delivery(Lincoln et al.,
2011, NCCMH, 203(and allows therajsts to see more people in less time,
reducing waiting lis and intervention costs (Firth, 20143roup CBT has been
found to be cost effective compared to usual care for people with MS and low
mood (Humphreys, Drummond, Phillips, & Lincoln, 20E3)d inthe general
population, the costs of group CBT for major depression have been estimated
to be approximately half the costs of individual theraf§os, Corry, Haby,
Carter, & Andrews, 2005)Accordingly interventions are now commonly
delivered in groupswith a rationale that is apparently more econarally-
driven than theory led Although there is some support for individual
psychological treatments, many MS services do not have the resources to
provide these for all patients with MS who have low moat ¢herefore group
GNBFGYSyida KIF@S 0SSy A y(lind®nRtdad 8R1,pyid2 O

1251)

Current NICE gquidelines appear to reflect this resolsde rationale,
recommending peer support groups asrst treatment option for people with
a chronic physical health conditioand mild to moderate depressive
symptoms. In a steppedare approach, it is recommended individu@BTis
offered when groupbased CBT has been declined, or where it is not

appropriate or availabldNCCMH, 201(. 210.
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It is clearly important to determine the relative efficacy of psychological
adjustment interventions delivered in group and individual formats. Equally
important is the need for greater understanding of the mecisams underlying
group and individual interventions and how these may differ. Increased insight
may enable clinicians to target interventions more effectively. For instance, it
could be that people who fall into different stdategories (e.g. time since
diagnosis, symptom severity) would benefit from a particular delivery format.
Crucially, there is a need for a theoretical framework from which to address
these questionsA promising candidate is the Social Identpproach(SIApand

its recentapplicationto health and webeing.

1.3 Social Identity and Psychological Adjustment Interventions

for MS

1.3.1 The Social Identity A pproach

Identity has become one of the most widely used terms in the social sciences,
yet it only entered the discipline as a carencept in the 1950¢Wetherell,
2010) Indeed, the contemporary preoccupation with identity stands in notable
contrast to the premodern period(Baumeister, 1999; Wetherell, 2010)his
may reflect, in part, our current individualistic culture. Certainlyestern
individualism has important ramifications for how the term identity is
understood. Within much of western culture, identity has tended to be viewed
a4 aeyz2yey?2dz - telinddpendent, KdBtindive farfl @ssential
nature of a person thaendures with timgOwnsworth, 2014)By contrast, self
construal amongst members of collectivist cultures is more interdependent
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(Meyers, 1997; Smith, 2011)ndividualistic perspectives, along with the
cognitive revolution in psychology, have led to anoern for establishing
principles of human behaviour, cognition and emotion that are
uncontaminated by or independent of culturéGergen, 1994)I1t is only
relatively recently thathe notion of who we are in relation to other people
and the implicationshis may have for health and wie#ting have come to the

fore.

It is increasingly recognised that, as social creatures, humans gain their sense

of self partly from their interactions with other@Chen, Boucher, & Kraus,

2011) As such, identity is not neced NAf & aSLI NI GS FTNRY
relationships or social contex(Curtis & Eldredge, 1997; Gergen, 2009;
Ownsworth, 2014)One aspect of this is social identitypcil identity refers to

GKFGO LI NI 27F  cénlept khgt RsAderivad dabrt @idying &S  F
groups and thevalue attached to these membershifEajfel, 1982p.2 Tajfel

& Turner, 1979Ly SaaSy O0Sxz Ay FFTRRAGAZ2Y G2 &SS
(personal identity) we- f 82 RSTAYS 2dzNESf @Sa | a WwWgS
(Jetten, SA. Haslamé& C. Haslam, 2012&ociaidentities may be derived from

any social group, including family and friendship groups, work or hobbies, as

well as nationality, sexuality or religiorifhe Social Identity Approach
encompasses both social identity thedfyajfel, 1982; Tajfel & Turner, 1979)

and the related, sel€ategorisation theory(Turner, OakesS. A.Haslam, &

McGarty, 1994) The latter is concerned with the circumstances under which

group memberships becomewgtextually salient such that we define ourselves
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at a group rather than an individual level. This has implications for how we
relatetolLIS2 L SY GKSUKSNI ¢S LISNOSAGS GKSY | 2
and whether we adopt the kgroup behavioural anattitudinal norms(S.A.

Haslam, Jetten, Postmes,&Haslam, 2009)

To borrow a simple analogy fro@ruwys,S. AHaslam, DingleC.Haslam, &

Jetten Q014 p. 21§, Lea may be a member of a sports team. Not only does

she need to be able to differentiatbetween individual members of her team

(say, Katie and Bryony) but she needs to recognise them@®up members

with whom she K NBa | a2 O APsycholagiRallyy/speaking, Jroup dza Q @
membership becomes meaningful only when it contributes tokaff RA @A Rdzl f C
sense of self.Ae degree to which this group membership becomes meaningful

in contributing to sense of self depends on the emotional significance attached

to the membership. Lea, for instance, may greatly value her place within the

team and dentify highly with her team mates. Accordinglyis membership is

internalised and contributes to her overall setincept.By contrast, another

player, Angela, is a member of the team on paper and shows up to training.
However she does not particularigentify with the other team members and,

as such, this group does not significantly contributdnéw sense of self. With

regardi 2 a2 O0AFf ARSYGAGeE 3 SHAKSR ¢5AS/YIa SUzLIF AKAS
member of her team also gives meaning to her tielaship with Katie and

Bryony and provides them all with shared norms and godfeportantly,

people can belong to numerous groups (Lea, for instance, may also be British,
FSYFESSY | LKeaA2dKSNFILAAG YR |/ KNR&G
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salent social identity is liable to change with situational contgxdvine, 1999;

Ownsworth, 2014)

The Social Identity Approaciwvas originally developed to help explain
intergroup relations and group processes such as stereotyping and
discrimination. Itis only recently that researchers have begun to explore the
health consequences for grotased identities(Jetten, C. Haslam, &. A.
Haslam, 2012Research is beginning to evidence that social identities have the
potential to provide individuals with sense of belonging, securjtyupport and
significarte, contributing to mental wddeing and helping individuals to cope
with challenges and life transitionsuch as chronic ilinegS.A. Haslam et al.,
2009; JettenC.Haslam, et al., 2012)hus, a soal identity approach holds
particular promise for contributing to a social analysis of mental health and
wellbeingin chronic illnessesuch as MS. It also provides a theoretical tool to

inform intervention design and implementation.

1.3.2 Application o f the Social Identity Approach to mental

health and well being

The need to belong and form social bonds with friends, family and significant
others is placed directly below safteem ina | & { gL@68)cassidierarchy

of needs. More recent work has demonstrated that this need can be fulfilled
by group memberships as wedls interpersonal relationshipgHornsey &
Jetten, 2004)Indeed, a considerable body of research confirms that when in
group identification$ defined as positive, enduring and distinct, ssfeem is
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positively affected(Cruwys,S. A.Haslam, Digle, C. Haslam, et al., 2014;
Hlemers, Kortekaas, & Ouwerkerk, 1999; Phinney, Cantu, & Kurtz, .1997)
Conversely, loss of important social connectipnsuch as occurs in
bereavement or relationship breakdown, is commonly a trigger for an episode
of depression(Tennant, 2002)In the same vein, social isolation is a well
established and significant risk factor for morbidity and mortaljiyolt-
Lunstad, Smith, Baker, Harris, & Stephenson, 2015; House, Landis, &
Umberson, 1988) Mental health, too, is known to be affected by social
isolation. A recent longitudinal studfpund that perceived social isolation was

a strong predictor of depression and remaingal even after other candidate
factors, such as stress and historyepression, were controlled f¢Cacioppo,
Hawkley, & Thisted, 2010Joining groups appears to protect against these
effects. After reiewing the research in his bodk. 2 ¢ f A yPaEnaim @1 S Q
drew the sobering conclusion that, as a rule of thumb, joining greup
(having previously belonged to none) halves your risk of dying during the next
year (p.331).Similarly, joining social groups has been found to reduce the risk
of depresson. Using population data from the English Longitudinal Study of
Ageing Cruwys et al.2013)found that the number of groups a person belongs
to strongly predicts subsequent depression over a fgear period, suchhat

more group membershipgpredicts less depression. Moreover, joining social
groups, (such as sports clubs, resident groups, church or religious groups, social
clubs, education, arts or music groups), appeared to have curative as well as

protective effects. Not only was the above effect stgest amongst individuals
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with a history of depression, but depressive symptoms were reduced in an

initially depressed samplgE€ruwys et al., 2013)

Thus, social groups are emerging as important predictors and protectors of
mental health. What is less well understood are the mechanisms underpinning
these effects: why does loss of social groups have a detrimental impact on
wellbeing what is it about benging to groups that is so beneficial, and does
everyone benefitfrom belonging to groups? The Social ldentifgpfoach
provides a theoretical platform from which to explore the underlying

processes.

CNRBY | a20Alf ARSyGAGe LISNALSOGAGST AN
of self. Thus, the loss of valued social gromay contribute to mood disorders
0S50l dzaS (GKS AYRAQARdzZ ft Qa aSyasS 2F ARSyY
provides is jepardised.This is illustrated in thdollowing quote by social

psychologist Kurt Lewin:

2 KFGSOSNI I LISNA2Y R2SaX KSkaKS Ydzal
This is probably the primary reason why he/she is extremely affected

GKS Y2YSyld GKA&az2 YINBEzy BOEeBBWIY 2T
important constituents of the ground owhich the individual stands is

the sociagroup to which he/she belondsewin, 1948, pl45).
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This process may be of particular relevance to MS, since people living with the
disease commuoly experience social isolation and changes to social
relationships and group membershigg&dmonds, Vivat, Burman, Silber, &
Higginson, 2007; Hakim et al., 2Q0®Qrchner & Lara, 201Mohr et al., 1999;
Robens, Fox, Grose, Gunn, & Freeman, 20%drh dasruption to social
relationships has been shown to have detrimental effects on health and
wellbeingin people withother chronic neurological conditiorf®ouglas, 2011)
Similarly, a study with people who had recently experienced a stroke found that
socialidentity continuity (maintainingsocial group memberships that existed
prior to stroke)was a crucialactor indetermining psychological weking and

life satisfaction(C. Haslam et al., 2008)

This still leaves the question of what it is about joghior belonging to social
groups that can help protect against and alleviate depression. Increased social
contact and the corresponding increased availability of social support is often
assumed to be the key. However, evidence for the success of sociarsupp
interventions is mixed, indicating that simply bringing people together does not
necessarily improve mental health avellbeing (Jetten, C. Haslam,S. A.
Haslam, Dingle, & Jones, 2018pcial contact in and of itself, thedpes not
appear to be enoug Recently, researchers adopting a social identity approach
have proposed thaidentification¢ the sense of connectedness and belonging
to a groupc is the active ingredien{Cruwys,S. A.Haslam, & Dingle, 2014;
CruwysS. AHaslam, Dingle, Jetten, at., 2014) A growing body of evidence

is providing support for this hypothesis, that it is identification with a group
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that is necessary in order to gain significant psychological benefit from it.
Cruwys,S. A Haslam, Dingle, Jetten, et @014) tested two longitudinal
intervention stuies & community recreation group and a clinical
psychotherapy group and found that social identification with a group
predicted improvement in depressiveymptoms over and above initial
depression severity, frequency of attendance or group type. Another study
explicitly comparing social contact with group identificatemross two groups
(family and army unitjound that group identification was the bett@redictor

of mentalhealth(Sani, Herrera, Wakefield, Boroch, & Gulyas, 20M@yeover,
areview andmetaanalysis testing the hypothesis that social identification with
meaningful groups would predict lower levels of depression found this to be a
consisent result across the 16 included studigruwysS. AHaslam, Dingle,

Haslam, et al., 2014)

The above reviewroposed that social identity is best viewed as a psychological
resource that protects against depression in at least four ways: firstly it
engenders a sense of belongirsgcondly, it prowdes meaning and purpose to
life; thirdly, it can facilitate social influence by adoption of group norms; and
fourthly it encourages the receipt and provision of social supf@riwyssS. A.
Haslam, Dingleiaslam, et al., 2014)n support of the first feature of social
identity as a psychologitaesource, that of belongingimply thinking about
groups you identify with can reinforce the sense that you have a place in the
world (Cacioppo et al.,, 2010Knaving you a@ae connected to others and

embedded within a wider social network contributes to a feeling of existential
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security, argualy a foundation for mental wedkeing (Cruwys,S. A.Haslam,
Dingle, Haslam, et al., 2014; Durkheim, 2006/198merestingly, merely
reflecting on the groups you belong to has been shown to increase resilience
when faced with stressful situatior(§ones & Jetten, 2011keeling part of a
group also furnishes individuals with a sense of purpose, meaning and
direction, the second resoureeelated feature d social identities. Accordirtg
Cruwys,S. A.Haslam, DingleC. Haslam,et al. 014) this is essential fo
effective sociapsychological functioning. The authors suggest that part of the
reason is that socialdentities are a basis for trust, shared values and
motivation that allow individuals to coordinate actions and achieve collective
goals(Drury & Reicher, 1999; Ellemerg, @Gilder, & Haslam, 2004; Reicke8.

A. Haslam, 2006)When an individual lacks sl resources, it is argued that
they are more likely to feel life is meaningless and experience the depressive

symptom of anhedoni@CruwysS. AHaslam, DingleC.Haslam, et al., 2014)

The third mechanism has to do with the way social identity carasa@ basis

for social influence. When individuals see themselves as belonging to a
particular group, their thoughts, feelings and behaviours are more likely to be

shaped by fellow group members and salient group norms. This has been well
researched in thefield of health behaviours, such as eating, where an
AYVRAQGARdzZI t Q& St GAYy3 O0SKIFI@A2dzNI Aa Y2RS
(Cruwys, Bevelander, & Hermans, 2015)is important, though, to bear in

mind that group norms may be positive or negative (fiostance, shared

identities may encourage both healthy eating and binge drinking). Similarly,
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depression, or lack of depression, may become a group norm (although equally,
depending on the type of group, normative group behaviour may not be
expected to ifluence depression one way on thehatr). Nevertheless, with
regardi 2 G KS Y2RStQa GKANR FSIFGdz2NBX (KS

groups are beneficial as a basis for ameliorating depression.

This may also be true in the case of groups thatregatively perceived. Since
intergroup comparisons are relative, membership of a group that is negatively
defined (e.g. stigmatised) has the potential to adversely affectestéiem. In

line with this,Crabtee, S. A. Haslam, Postmes a@bdHaslam 2010 found that
although identifying with a mental health support group enhancedasiéem
through increased social support, stereotype rejection and stigma resistance,
this buffering effect was simultaneously suppressed by a negative relationship
between ®cial identification and seksteem. Underneath the protection
afforded by group membership and the associated resources, the more
individuals identified with the stigmatised group, the worse they felt about

themselves.

The final feature of social ideity that is proposed to contribute to its position

as a psychological resource comes from its capacity to facilitate receipt of social
support in a variety of forms (emotional, intellectual, material etc.). There is
evidence that the considerable socialpttal and social support that can be
provided through social relationships is more readily accessed when individuals

share a soial identity with the provide(S.A. Haslam, Reicher, & Levine, 2012)
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Individuals have similarly been found to be more likelyprovide others with
social support when they share a social identity with recipi¢8td. Haslam &

Reicher, 2006)

It is clear from the emerging literature that belonging to social groups can have

| LJ2 ¢ S NJF dzt AYLIE OG 2y | yrhisihgsRwodmapdzl f Qa
implications for psychological adjustment interventions. Firstly, it draws
attention to the importance of increased social connectedness as an
intervention outcome. Secondly, and in support of the anecdotal evidence
discussed earlier, indicates that delivering interventions in a group format

may have a gnificant impact on mental wedeing over and above the content.

1.3.3 Implications of the Social Identity Approach for MS
psychological adjustment interventions

In addition to affecting how identity is viewed, Western individualism has
contributed to an approach to neurehabilitation that is similarly
individualistic(Lewis, 2007)With a few notable exceptiong.g. BenYishay,
1996) even the widely held biopsychosocial appecbais limited in its
consideration of the socigWalsh, Fortune, Gallagher, & Muldoon, 201I2)
light of the above evidence regarding the importance of social groups for sense
of self and mental healthhis is a significant omissiomhere is a need fdahe
integration of clinical neuropsychology and social psychol@gsish et al.,
2012) and social identity theory is well positioned to inform clinical
neuropsychology in this regard.
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Depression is also known to compromise social interaction, and isedea
social participation is a common goal in neuropsychological rehabilitation.
Although not a focus for research attention, cognitive behavioural approaches
do acknowledge that social isolation can be a central feature of depression and
commonly tackle tis through teaching behavioural strategies aimed at
increasing social activitie§Cuijpers, van Straten, & Warmerdam, 2Q07)
However, such behavioural activation is based on the assumption that it is
withdrawal from meaningful activities that maintains depsive symptoms, as
opposed to being social in natu(€ruwysS. AHaslam, DingleC.Haslam, et

al., 2014; Dimidjian, Martell, Addis, & HermBmnn, 2008) Moreover,
problems with social functioning are centred with the individual and
conceptualised asin individuallevel deficit as opposed to being related to
disruptions to the sense of self derived from group membersh@iwys,
Haslam, Dingle, Haslam, et al., 2014)e social identity approach provides an
explanatory model for the importance of dat connectedness as an
intervention outcome. Going one step further, the model of social identity as a
psychological resource indicates that being part of a group may be equally

important as an intervention input.

As outlined in the previous section, géwlogical adjustment interventions for
people with MS are commonly delivered in a group setting, although both the
evidence base and theoretical underpinning for this delivery format are lacking.
Therapeutic groups are recognised help normalise the cosequences of

illness and enable patients to learn from and encourage each dtfeom &
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Leszcz, 2005but suggestions that group factors are related to psychological
improvement remain largely anecdotalSurprisingly little research has
explicitly considred whether the efficacy of group interventions is
attributable, in part, to the social format or who may derive greatest benefit
from group delivery. This is an area that urgently needs addressing and findings
could have a significant impact for the walys which neuropsychological

rehabilitation is approached.

Accordingly, the programme of research covered in Bi® aimedo explore

the mechanisms underlying group and individual psychological adjustment
interventions for peoplewith MS. The particular focus weon the identity
processes associated with group format. The primary research questsn
whyare cognitive behavioural psychological adjustment interventiefisctive

(or not) when delivered in a group formaihe relaed question, for whom are
they effedive, was alsoconsidered.Taking part in a group intervention may
confer emotional benefit on participants in the form of the psychological
resources derived from group membership discussed eafBéren the high
levek of social isolation reported by people with MS, it may be that a group
context is particularly important for this populatio@n the other hand, as a
potentially stigmatising condin, taking part in an MS groumay have a
detrimental impact on mental éalth. Furthermore, there may also be a time
gradient of when group affiliation ceases to be detrimental and increasingly
becomes valuable for the individual. As outlined in the preface, this doctoral

research was conducted alongside a feasibility RCT aontp group and
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individual CBT for people with MS. Thus, the results of the research are
intended to inform the design and implementation of the proposed multi

centre RCT.
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Chapter 2.Methodology AMixed Methods Aoproach

2.1 Summary

This thesis used mixed methods approach to address the goals of
research programme. The aim of this chapter is to outline the rational
mixed methodsresearch and explain why it waosen as the mos
appropriate methoalogy for the current researcfCommon critiques fo
mixed methods research areaddressed with a brief discussion
epistemological concerns and practical challenges. Fjrialymain aims
of the research arestated and an outline of the research design of f

studies omprising the tlesis presented.

2.2 Introduction

As outlined in the introduction, psychological adjustment interventions for
people with MS are commonly delivered in a group format. While there is a
strong evidence base in support of cognitive behavioural content, little is
known about, firstly, the impat of delivering such interventions in a group
compared to an individual format and, secondly, why and how delivery format
may impact outcome. The first question, regarding relative efficacy, will be
addressed in the mulsite RCT proposed asollow-onto the individual versus
group feasibility RCT carried out alongside this doctoral aak Nair et al.,
2015. The second question, regarding the role of delivery format, is the focus
of this thesis. Drawing on social identity theory, the aim is to begumtangle
why group interventions may or may not be effective and for whom, with a
view to informing the design and implementation of the proposed laigg=ie

RCT.
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In order to accomplish this aim both quantitative and qualitative research
methods are eeded.When investigating the potential impact of group format
from a social identity perspective, quantitative methods are needed to
establish an evidence base for a relationship between social identity processes
and psychologicakellbeingin people withMS.However, giantitative studies

on their own are often limited in what they can offer by way of explanation; for
instance, in a quantitative study whose results indicated that group
psychological adjustment interventions can help improve quality offéfe
people with MS(Graziano, Calandri, Borghi, & Bonino, 20Xh¥ authors
recommended qudative methods be employed tdurther investigatethe
results. In line with this, in the current research programmeyatjtative
methodswere needed tohelp obtain the insight and understanding required,
particularly given the explanatory focus of the research ques#atordingly,

a mixed methods design waused in the current researciihis chapter
describes the rationale behind mixed methodology and outlines & mixed

methods design was employedtime research programme.

2.3 The Quantitative -Qualitative Debate

When undertaking research, psychologists have a wide array of research
methods available to thenAs outlined above, these traditionallgll into one

of two camps: quantitative or qualitativd.odd, Nerlich andicKeown(2004)

observel  KIF G aAyOS LlaeoOKz2t23eQa AyOSLIIAZ2Y
century, guantitative methods have been the preferred choice (p.4). In health

sciences moréroadly, the dominant approach has similarly been quantitative.
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Quantitative methods are based on a positivist epistemology and employ
deductive logic in order to test a theory to either support or refut@dteswell

& Plano Clark, 2007Yaluefree inqury is upheld Tashakkori & Teddlie, 1998)
with attempts made to eliminate bias, control variables and enable replication
and generalisability of findindMaxwell & Mittapalli, 201Q)Research is valued

as a means of using objective measurement to predicteality that is
AYRSLISYRSY( 2 F-prbidd peephtbfy Sdick & BisBdpN\eR1HJ
p. 1). By contrast, qualitative methods arose out of an interpretive perspective
where meaning is valued and reality is understood to be constructed in asocio
cultural context(Yardley & Bishop, 2015Rather than numerical statistical
analysis, themes are commonly identified from tégreswell & Plano Clark,
2007) As such, qualitative methods have tended to be disregarded or
O2yaARSNBR aLJ 2 Moratd thérygaeStitative gbuntérgaxt LJI
(O'Cathain, 2009. 3).In thefield of health, qualitative methods began to gain
recognition in the miell990s as they were able to offer insights and explore
guestions that prevailing quantitative methods were lefde to address, such

as why some healthcare interventions are effective while others are not
(O'Cathain, 2009)Todd et al. 2004) succinctly summarise the difference
0S06SSYy (GKS (62 I LILINRBI OKSa | a lved Sl &dzNJ
experierce versush YLISNA 2 y | £ S ETyiScully, YeSeAnthers ldatdd p 0
become entrenched in either quantitative or qualitative approaches, seeing the
other as a competing rather than complementary paradidimodd et al., 2004)
Rather than enjoying the richness methodological pluralism rmoihgr (cf.

Sechrest & Sidani, 199%9aradigmwars ensued.
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A notable turning point was an article published in the British Medical Journal
heralding qualitative research methods as an essgéntomponent of
healthcare research and arguing that quantitative and qualitative research
methods could be complementary as opposed to antithet{€ape & Mays,
1995 p. 49. Since this time, mixed methods research has gained both repute
and momentumnot least within the health scienc€®'Cathain, 2009)ndeed,

the proportion of mixed methods studies commissioned byEr@partment of
Health Research aridevelopment rose from 17% in the ril@®90s to 30% by

the early 200040'Cathain, Murphy, & NichoR007)

The biggest argument against reconciliation between quantitative and
qualitative approaches is one of epistemological incommensurability: that the
underlying positivist and constructivist perspectives are fundamentally
incompatible(Teddlie & Tasakkori, 2010)However, many now argue that the
distinction between the paradigms is less clear cut than previously thought
(Johnson, Onwuegbuzie, & Turner, 20@nd that the paradigm wars have
been unproductive, even hindering the progression of satance(Johnson

et al., 2007; Sechrest & Sidani, 199Rrdley andBishop 2015)suggest that

the dichotomy is less relevant in our postmodern society since few researchers
still maintain the plausibility of valufree knowledge. A similar rationale is
alJLJr NSy d Ay GKS FaaSNIA2y OGKFG alff
groundh Yy amplgell, as cited ikl. Miles & Huberman, 1994, g0). Maxwell

and Mittapalli 010)argue that what is important is a dialectic approach to

research. Interestingly, emeKuhn (962) who famously raised the problem of
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incommensurability and the resultant misunderstandings that may arise
between different groups of scientists, explained in a later gusipt to his
work that, with some effort at decoding the languageeaich groupthere is

no reason why scientists adhering to one paradigm could not understand the
assumptions of the othgiKuhn, 197Q)Maxwell and MittapalliZ010)propose

that critical realism can facilitatehe dialogue between the differing
perspectives and consequently deepas well as broaderunderstandingln

the wake of such arguments mixed methods research has emerged as a third

research paradigniCreswell & Plano Clark, 2007; Johnson et al., 2007)

2.4 Conducting Mixed M ethods Research

With the increased efforts to bridge the divide between quantitative and
qualitative approaches, multiple definitions of mixed methods research have

been proposed. The following provides a useful general description, reached

by Johnson et al(2007)following analysis of 19 definitions from within the
field: @ AESR YSGiK2R& NBaSINOKXO2Yo6AySa Sf
guantitative research approaches (e.gse of qualitative and quantitative
viewpoints, data collection, analysis, inference techniques) fa broad

~ A

LJdzN1J2 4S4a 2F OoNBIFRGK |yR S LI kp.123F. dzy RSN
Teddlie andrashakkoriZ010)stress that mixed methods research goes beyond
merely utilising the relative strengths of either approach or cancelling out the
weakness obne with the other. They advocate a methodological eclecticism

that selects the combination of methods best suited to answering the research
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guestions that evolve as a study progresses. This pragmatic approach to mixed
methods research, they argue, is reaably intuitive. That said, finding and
developing researchers well versed in both methodologies is not without its
challengeqTodd et al., 2004and how best to integrate the two approaches
requires careful consideration. A®'Cathain, Mtphy and Nichdl (2010)
highlight, although health researchers are increasingly undertaking mixed
methods research, some studies show a lack of integration between the two
aspects and, as such, limit the knowledge that could be gleaned from such

research.

tF NG 2F GKS RAFTFAOMzZ G& Ay adz00Saaf¥dA
underestimation of the influencethat philosophical assumptions and
perspectives have on research methoffdaxwell & Mittapalli, 201Q) An
alternative is to adopt a critical realigbsice towards mixed methods research,

as advocated byMaxwell and Mittapalli Z010) and McEvoy andRichards

(2006 / NAGAOIFf NBIFfAAY NBO23IyrasSa GKI G
inform how they view the world and this cannot (and should not) lbsily
disregarded, yetin agreement with methodological pragmatismaintains

that a research method is not necessarily tied to a particular philosophical
position. The tradition of critical realism is most notably associated with
Bhaskar(e.g.Bhaskar, 289). It sits betweenpositivism and constructivism in
arguing that, although our understanding of reality is partial and constrained

by not being amenable to direct measurement (since it is processed through

our culture, language, brains etc.), knowledgpgn nevertheless accrue since
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reality can be known indirectlyWong, Westhorp, Pawson, & Greenhalgh,
2013) Applying this thinking to mixed methods research enables integration of
a realist ontology (i.e. a real world exists that is independent of our perceptions
of it) with a constructivist epistemology (i.e. our understanding of the world is
mediated by percepons and constructed from our perspectivgdjaxwell &
Mittapalli, 2010) Contemporary mixed methods research is also characterised
by a cyclical, iterative approach to research employing both inductive and
deductive logic within the same research program(Teddlie & Tashakkori,

2010)

With respect to research design, numerous mixed methods design types have
been proposedCreswell and Plano Clark0Q7)have condensed these into a
broad classificgon of four overarching typesembedded designs, explatory
designs, explanatory desigrsnd triangulations designs. Embedded designs
are where a study is based primarily on one data type, but has another,
supportive data set embedded within it. An example of this could be an
experimental design where theipnary data being collected is quantitative but
some qualitative data is collected within this methodological framework
(Creswell & Plano Clark, 200 Bxplanatory or exploratory designs are also
possible whereby qualitative data either helps explain thmatial quantitative
results or acts in an exploratory role helping to inform the second quantitative
stage of the research. The most common approach to mixing methods is the
triangulation design(Creswell & Plano Clark, 200@) what Teddlie and

Tashakkor{2010)term parallel mixed designs. Here, collection and analysis of
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qualitative and quantitative data are carried out separately, but both methods
are given equal weighting. The qualitative and quantitative strands are planned
and carried out to answeketated aspects of the overarching research question
and may be implemented simultaneously or with time del@eddlie &
Tashakkori, 2010p. 11. The results from both are &m synthesised into an
overall interpretation. As mentioned, integrating differeaséts of data in a
meaningtil way requires careful thoughtnlsome instances, researchers
choose to transform data, for instance transforming qualitative data into
quantitative data in order to aid comparison and integrat{@reswell & Plano
Clark, 2007) Traditionally there has been an emphasis on convergence of
results, although more recent mixed methods research acknowledges
divergence of results from different sources as equally impor{daeddlie &

Tashakkori, 2010)

2.5 Choice of Research Design for this Thesis

When determining the methods to use for any given study, the view endorsed
by many advocates of mixed methods research is to focus on the research
guestion (Teddlie & Tashakkori, 2010As Teddlie andTashakkori Z010)
maintain, ths can be used to determine thraost appropriate tools, whether
qualitative, quantitative or mixedKoch (P95)additionally advises that rather
than techniques or procedures, the necessary starting point of an inquiry is to
consider the philosophical assmtons underlying a method and whether
these are consistent with the view of the researchergp7). In line with both

these recommendations, for the current research programme a mixed
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methods approach informed by a critical realist philospmf social sience
was used.For critical realists, the primary goal is neithto delineate
generali$ 6t S fl ga y2NJ G2 | &O0SNI(VMcEwy &JS2 LJ S
Richards, 2006)he primary goal is one of explanation: to gain a greater depth
of understanding. Themphasis on explanation ties in with the overall goal of
the research programme and the two specific research questibis thesis
aims to address:

1) Whyare cognitive behavioural psychological adjustment interventions

for people with MS effective (or notyhen delivered in a group format;

2) Who finds benefit from the group format.

The focus is on understanding what it is about the group format that may
hinder or support psychological wbking, as well as exploring who may find
group interventions benefial. Of the four major design types outlined above,
a triangulation, or parallel mixed design is mesited to the present purposes.
In the current research programme this involved the collection of
complementary quantitative and qualitative data in separebut related
studies. Findings from both were analysed and compared, with the final
conclusionshased on he synthesis of both element3he individual studies
comprising the PhD are as follows:

1) Surveystudy. In this study questionnaires were completed by people

with MS and data analysed using numerical statistical techniques. The

aim was to build an evidence base for the relationships between mental
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2)

3)

4)

health and social identity; specifically, social identiontmuity, MS
group identity andanticipated stigma

Realist synthesisThis methoddraws on the understanding of critical
realism espoused byawson 2013)in research evaluating complex
social interventions. The aim was to review and synthesise theamelev
qualitative and quantitative literature in order to gain understanding of
the socialidentity relatedprocesses underlying group MS psychological
adjustment interventions that contribute to intervention success or
failure.

Thematic analysis of sersructured interviews Participants of both
group and individual psychological adjustment interventions were
interviewed to investigate factors influencing identity threat and how
thesemay influence engagement witland perceptions gfgroup and
individual MS psychological adjustment interventions. Perceived
benefits and drawbacks of both group and individual formats were also
identified.

Narrative analysis of interview transcriptth the thematic analysis,

LI NODAOALI yiaQ AffySaa as/ brieNhcioh 39S a

influencing perceptions ¢fand engagement withthe intervention.
Accordingly, a final study was undertaken employing a narrative
analysis of two of the interview transcripts. In further support of this
approach, a study investigating suppgroup use and need amongst
people with MS identified not having access to narrative data as a

limitation of their study and explicitty recommended the value of a
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mixed methods design in related future studies on the tqpialayson

& Cho, 2011)

Further detail on the precise methods employed in each study is provided in

the relevant subsequent chapters.

2.6 Quality in Mixed Methods R esearch

In quantitative studies, criteria for judging quality are relatively well
established, including factors such as using reliable and valid measures, design
that minimises confounding variables, representative samples of adequate size
and appropriate statistal analyses(Yardley, 2000) Such criteria were
considered with respect to ensuring the quality of quantitative elements of the
research programme, but were inappropriate for the qualitative elements.
Indeed, in some cases the criteria even undermine ridt@onale for utilising
qualitative methodgYardley, 2000)Accordingly, particular consideration was
given to how to achieve and demonstrate quality and credibility in the
gualitative studiesSome qualitative researchers have attempted to dismiss
discwssions of the reliability of methods and validity of findings as positivist
concerns(Seale, Gobo, Gubrium, & Silverman, 20@dhers argue for the
necessity of assessing quality in qualitative research but recognise this cannot
be achieved by applicatioof prescriptive procedures and rigid universal
standardg(Yardley, 2000)An alternative is to use more flexible principles as a
guide to quality (Cope, 2014; Yardley, 2000yollowing consultation with

experts and a comprehensive review of the literatyertaining to standards
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in qualitative researchSpener, Ritchie, Lewis anBillon (2003) produced a
framework for assessing the quality of qualitative research. It is underpinned
by four central principles. The first is that the research be contributory
advancing understanding in the field. The second is that the design is defensible
and provides a strategy that enables the research questions to be ssielle

The third principle is that theesearch is conducted rigorously via transparent
and systemat data collection, analysis and interpretation. The final principle
is that the clans of the research are credible. Thisachieved by reflexivity,
coherence and ensuring arguments about the evidence generated are plausible
and wellfounded.This framewrk was drawn on when addressing the quality

of the qualitative studies in the research programme.
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Chapter 3: Investigation of tlielationshps between Social Identity
Processes and Psychologicalld¢éing in Bople with MS

3.1 Summary

As outlined in chapter one, social groups are emerging as impor
predictors and protectors of mental health and wellbeing. The st
presented in the current chapter aimed to establish an evidence base fqg
effect of social identity processes on the psycholabiwellbeing of people
with MS. This provided a foundation from which the impact of s
processes on the efficacy of group psychological adjustment interven
could be explored Three social identityelated factors and thei
relationships to matal health were investigated. iese were social identit

continuity, MS group identity and anticipated stigma.

Two hundred and onepeople completed online or papdrased
guestionnaires. Regression analyses found that, as predicted, mainta
pre-diagnosis grup memberships was associated with redug
psychological distress. Also in line with predictions, increased leve
anticipated stigma were associated with increased psychological dis
There were indications that identifying with an MS group coocdshfer
psychological benefit, but exploration of the way this may interact V
stigma and the potentially negative impact of identifying with a grq
perceived to be stigmatised requireirther exploration.Age also emerge
as a significant predictor ofsgchological distress in the regression mog
Exploration of how all these relationships may influence engagement
and efficacy qf MS group psycholagal adjustment interventions iaow

needed, as addressed in the following chapters.
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3.2 Introduction

The recent application of social identity theory to the field of health has begun
to uncover the profound impact social networks and identities can have on
health andwellbeing (S.A. Haslam et al., 2009getten, S. A. Haslam, et al.,
2012) This has highlighted a need for a shift away from the traditional
individualistic bcus within healthcare researdbwards a greater recognition

of the importance of social groups. AReterson, Park and Sweene3008)
asserted:& L {withi &roups that welive, work, love and play, and groups
should therefore be a primary focus of researchers interested in health and

wellbeing 6 LIJOdm UL ®

As outlined in the introduction to this thesis, social groups are emerging as
particularly important predictors and protémrs of mental health and
wellbeing Thus far, relatively little research has applied a social identity
approach to the field of clinical neuropsychology to explore whether this is also
the case for people with chronic neurological conditions. The few studies that
have done so have largelydassed on the areas of traumatic and acquired
brain injury. Thus, there is a need to build an evidence base regarding the effect
of social identity processes on the psychologwallbeingof people with MS.
This will provide a foundation from which to gstigate the impact of such
processes on the efficacy of group psychological adjustment interventions, the
overarching purpose of the PhD. Accordingly, the aim of the current study was
to investigate three social identity relatddctors and their relatioships to the

psychological wddkeing of people with MS. Firstly, the effect of social identity
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continuity on mental health was explored. Changes to relationships and social
networks are commonly reported amongst people with KEsimonds et al.,
2007; Hakimet al., 2000)and there are indications that loss of social
functioning is associated with depressi@firchner & Lara, 2011jlowever, the
specific impact of loss or continuity of social group memberships needs to be
established. The second relationshipéored in this study was the association
between mental health and identification with M8lated groups. It may be
that MS group identification ffers psychological benefit, itine with the
resourcebased model of social identity which proposdbhat group
identification enables receipt of the social support as well as redefinition of
goals and values in line with those of thegroup(CruwysS. AHaslam, Dingle,
C.Haslam, et al., 2014However, unlike other existing group memberships,
MS may be mordéikely to be an unwanted social identity and, as such, may be
less likely to confer psychological benefit. Moreover, MS is commonly
perceived to be a stigmatised conditi¢@rytten & Maseide, 2006yhich may
have negative impdations for psychological Wbeing. Accordingly, the third
factor investigated in this study was anticipated stigma and its relationship with
mental health.The existing literature informing the hypotheses of this study is

outlined below.

Social identity has been conceptualised aspsychological resource that
protects against depression in at least four ways: by enabling the provision and
receipt of social support, by engendering a sense of belonging, by providing a

sense of meaning and purpose and by facilitating social influemck the
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adoption of normative group valud€ruwysS. AHaslam, DingleC.Haslam,

et al., 2014) Loss of social groups results in a lack of some or all of these
resources and the loss of the foundation and security they provide, which has
been proposedo result in an increased likelihood of depress{@ruwysS. A.
Haslam, DingleC.Haslam, et al., 2014There are indications that this may be
true in the context of people with neurological conditions. For instance, a study
of people who had sustained traumatic brain injury (TBI) found that the
consequent dck of social support was a significant predictor of depression
(Douglas & Spellacy, 2000) related research with people recovering from
stroke, life satisfaction was found to be associated witiltiple group
membershifs prior to the stroke. Path analysis revealed that this was due to
the increased likelihood of maintaining at least some of the memberships after
the strokerelated lifetransition. Moreover, maintenance of groups that
individualsbelonged to prior to the stroke was directly positively correlated
with life satisfaction as well as being negatively correlated with stress,
indicating that social identity continuity was a crucial factor in protecting
emotional wellbeing (C. Haslam etla 2008) Whether such social identity
continuity is similarly related to the psychologieallbeingof people with MS

is not yet known. Given the high levels of social isolation and changes to group
memberships commonly reported in people with NEEdmords et al., 2007;
Hakim et al., 2000Kirchner & Lara, 201Mohr et al., 1999; Robens et al.,

2014) it seems probable that such processes may be relevant.
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In addition to former group memberships providing social identiiated
resources, it may be that new M8lated groups can offer similar resources to
protect mental health. MS organisations, such asut&MS Society, commonly
provide such social and pe support groups, and clinicians and researchers
have promoted interventions that enhance social supp@ftilliams et al.,
2004) Moreover, as discussed in the introductory chapter, psychological
adjustment interventions are often delivered in a grouprmat. Thus, the
relationship between MS group idefigation and psychological wbk#ing
merits investigation and wasxamined in the current studynitial empirical
evidence supports the suggestitmat identification with MS groups may have

a positive efect on psychologicalellbeing For instanceWakefield, Bickley
and Sani 201339 found that identification with an MS support group was
associated with reduced anxiety and depression and higher levels of life
satisfaction.Importantly, identification, aopposed to mere attendance, was
highlighted as the critical factgWWakefield et al., 2013aSimilarly in a survey

of people with MS and mobility difficultieBogart 2015)found that disability
identity (identifying as a member of a disability group, the disability
community more broadly) predicted lower levels of depression and anxiety.
. 2 3 | (RAFpedplanation that the beneficial effect may be partially due to
adopting disability group values of imteependence, as opposed to the
Western indivdlualistic ideal of independence, is in line with the social
influence pathway of the resourdeased model of social identifCruwyss. A.

Haslam, Dingle;.Haslam, et al., 2014)
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Such results are promising with respect to the value of groups for peutie

MS. Nevertheless, it is important to bear in mind that not all groups will
necessarily confer psychological benefit. A key difference between the groups
an individual may have belonged to before developing MS and neweblt&d
groups, is that the fomer are likely to have been highly valued, and, as such, a
welcome aspect of identity and source of setteem. This is less likely to be
the case when someone is diagnosed with MS and finds themselves confronted
with the prospect of a new MS social idigy Indeed, MS is commonly
perceived to be a stigmatised condition, and, as such, may carry negative
implications for psychological wbking (Grytten & Maseide, 2006)The
concept of stigma is highly pertinent to social identity, as indicated by
D2FFYFIyQa RSAONALIIAZ2Y 2F adGA3aYl a &azc
individuals from full social acceptan¢&offman, 1963 prefacg. His, now

classic, work has beeiollowed by numerous studies in the social sciences
exploring how stigma, manifested as discrimination, prejudice and negative
stereotypes, discredits individuals and can result in social isolation, loss of
employment and reduced psychologicakllbeing (QGrrigan & Penn, 1999;

Link, Struening, NeesBodd, Asmussen, & Phelan, 2001; Major & O'Brien,

2005) There is some evidence indicating that stigmademmines the
psychological webeing of people living with chronic ilined.Berger, Ferrans,

& Lashley2001; Corrigan, Watson, & Barr, 2006; Earnshaw, Quinn, & Park,
HAMHT D2ftRSYy>S [/ 2yNReéeX alNARS haidgeSNE
research specifically examining whether this is the case in MS is needed. Stigma

has been broken down into a range of consgtiht elements, including enacted,
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perceived and anticipated stigm{®&ao et al., 2009)Ilhe terms perceived and
anticipated stigmaare often used interchangeably. Howeveome measures

of perceived stigma are actually measuring knowledge of cultural stgoes,

as opposed tavhether responderdg anticipateothers will devalue them as a
result of their condition(Quinn & Chaudoir, 2009For the purposes of the
present research, the personal sense of anticipated stigma and its relationship

to psychological dtress was examined.

If the stigma anticipated as a result of MS is found to be associated with
psychological distress, there may be related implications for identifying with an
MS group. Central to social identity theory is the assertion that peoflkem
comparisons regarding the social groups they belon@ &ifel & Turner, 1979)
Accordingly, belonging to a group viewed as inferior in comparison with
relevant outgroups can have a negative effect on ssdfeem(Crabtree et al.,
2010; Major & O'Brie, 2005) On the other hand, there aralsoindications

that identifying with a stigmatised groupgan have positive effects on mental
health(Crabtree et al., 201@uinn & Earnshaw, 20138hd that, in some cases,
having a socially stigmatising illnessdegeople to seek theupport of others

with a similarcondition (Davison, Pennebaker, & Dickerson, 2000; Hogan,
Linden, & Najarian, 2002pne explanation of the positive effects of intentional
identification with a devalued group is that the shared social identity provides
the resources needed to challenge negative stereotypes and acts as a buffer
against the harmful consequences of stigf@rabtree et al., 2010Quinn &

Earnshaw, 2013Moreover, disability affirmation may bestow a sense of pride
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and enable appreciation of the benefits of living with the condition, whilst
disability advocacy is thougko improve psychological wéking through the
sense of purpose found in challenging cultural stigigagart, 2015; Dunn &

Burcaw, 2013; Nari®edmond, Noel, & Fern, 2013)

Evidence that such mechanisms underlie the protective effects of identification
with negatively perceived disabiligroups comes from a recent study grio-
Redmond et al.2013) The authors conducted a survey on people with a range
of disabilities and found that disability identification predicted higher use of
collective coping strategies, such as stereotype rescaand positive identity
redefinition, and higher collective and personal ssdteem. In the context of
mental health support group&rabtree et al.Z010)found similar evidence for
positive effects of identification. Here, although identifying witllevalued
group had an underlying detrimental effect on setteem, group identification
was simultaneously found to predict increased social support, stigma
resistance and stereotype rejection, which, in turn, predicted higher levels of
selfesteem. Althaigh it was beyond the scope of this study itwvestigate
whether such stigma resistance resulted from identification of MS groups,
whether belonging to MS groups buffered individuals against stigma was
explored by investigating whether MS group identifioat moderated the

relationship between anticipated stigma and psychological distress.
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3.2.1 Aims
The overall aim of this study waséstablish therelationships between mental
health and social identity continuity, MS group identity and stigma in people
with MS. Drawing on social identity theory and the literature discussed above,
four hypotheses were tested:
1) Increased maintenance of piiagnosis group membershipgould be
associated with reduced psychological distress.
2) Increased identification with M$roups would be associated with
reduced psychological distress.
3) Anticipated stigmawould be associated with increased psychological
distress.
4) MS group identitywould have a moderating effect on the relationship
between anticipated stigma and psycholodiddistress, such hat

increased identification wdd reduce the detrimental effect of stigma.

3.3 Method

3.3.1 Design

The study had a crosectional and correlational desigdoth paperbased and
internet-based versions of the questionnaires and inforiroatsheets were
used The Bristol Online Survey (BOS) tool was used for the online version of
the surveyThe study was run in parallel with another, independent studih

a different research question anghdertaken by a different researchem.he
questionnaire pack included measures for both studies, with only the
dependent measure common to botinalysis was carried out independently.
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The link to the online survegn the MS Society webpageas made available
on several MSelated social media @6 by the researcher undertaking the
parallel study (this included M®lated Faceb® | 3INR dzLJa YR (GKS

Twitter account). The online survey was open from August 20@&rch 2015.

Ethical approval was obtained frothe proportionate review sulcommittee
LondonBromley (NRES/REC reference: 14/LO/0703). Research and
development approval was obtained fraitme University Hospitals of Leicester

NHS Trust Resedr andDevelopment (see appendixfar approval letters).

3.3.2 Participants

Potential paticipants were identified by the clinical team at the University
Hospitals of Leicester NHS Trust from those attending MS clinics in Leicester.
People over 18 with alinicianconfirmed diagnosisof multiple sclerosis
(including benign, relapsiAgmitting, secondary progressive and primary
progressivewere sent a letter inviting them to take part in the study, along
with a participant information sheet, questionnaire pack and demographic
information sheet (see appendix for participant invitation letter and
information sheet). The questionnaires were completed at home and returned

anonymously by prgaid envelope.

Participants were also recruited via the MS Society website, where information
about the study was displayed and people could choose to take part by clicking

on the relevant link to access an online version of the information sheets and
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guestionnaires. Imiied consent was indicated ligturning the questionnaires

or completing the online survey.

3.3.3 Measures

The survey included measures of maintained group memberships, MS group
identity, anticipated stigma and psychological distress. Additional measfires
family group identity, social support and new group memberships were also
included in the questionnee pack, which contributed to thetudy being

undertaken by theother researcher(See appendix 3or the questionnaire

pack).

Group membershipstings: before diagnosis

Participants were asked to list any groups that they had belonged to before

their diagnosis and which they may or may not still belong to. These could take

lye F2NY |yR GKS Ay aid NHaoikA fofessiondl} S G|
friendship, family, faith, social, sporting or common interest graugs ¢ KS & S
were not used in the analysis, but were included to make the participants think

about the groups they belonged to in order to complete the subsequent

maintained group memberships measur®re accurately.

Maintained goup memberships
Four items were used to assess the extent to which participants had maintained
their pre-diagnosis group memberships. These were adapted from the

corresponding measure of the Exeter Identity Transition Sc@edTS)C.
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Haslam etal., 2008) ¢ KS A (i/8taf &ny diagnbists Bf maltiple sclerosis |

still belong to the same groups | was a member of before my diagndfter

my diagnosis of multiple sclerosis | still join in the same group activities as

before my diagnosis dAfter my diagnosis of multiple sclerosis | am friends with

people in the same groups as | was before my diaghdBis AffeR myd

diagnosis of multiple sclerosis | continue to have strong ties with the same

groups as before my diagnesi Response options ranged from 1 (do not agree
at all), to 7 (agree completely). Aosverall maintained group memberships
score was created by averaging the scale itetsigher overall score indicated

greater maintenance of preiagnosis group membergss.

Group membershipstings: MS groups

Participants were asked to list any groups that they attend for people with MS.
¢tKS AyaidNdzOiA2ya MY IDSety Gdfce mEriirgsy tlificald
groups, support groups, hyperbaric oxygen therbfyg tefore, these were not

used in the analysis, but were included to make the participants think about

any MS groups they belonged to in order to complete the subsequent MS group

identification measure more accurately.

MS groupdentification

Identification with MS groups was meased using the four item scale
presented inJetten, S. A. Haslam and C. Hasla201l), and originally
developed byDoosje, Ellemers and Speaf995» ¢ KSaS Alis€eY a

myself as a member of a group for people with multiplersig I antpleased
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to be a member of a group for people with multiple scleéodgedl strong ties
with members of a group for people with multiple scletbsis  igeiRify with
membersof a group for people with multiple sclerosigResponse ations
ranged from 1 (not at all), to 7 (extremely). An Bi®up identification score
was created by averaging the scale iterAshigher overall score indicated

greater MS group identification.

Anticipated igma

Anticipated stigma was measured using the Chronic illAegEipated Stigma

Scale (CIASEarnshaw, Quinn, Kalichman, & Park, 20T8)e CIASS includes

12 items divided into three subscales. These measure the extent to which
respondents anticipate stigmftom friends and family members, aworkers

and employers, and healthcare providers. Example items inctude, F NA Sy R 2
family member will not think as highly of yow@someone at work will
discriminate against yau>  la yidalthcare worker will blame yofor not

getting bette ® wSa L2y asS o Xvery dnlikely) v 3 ey

likely). A total anticipated stigma score was calculated by averaajinipe

items. A higher overall score indicated higher anticipated stigma.

Psychological distress

Pg/chological distress was measuraasing The Hospital Anxiety and
Depression Scale (HADS; Zigmond & Snaith, 1983). This scale cbhhfauns

point items, with seven gquestions assessing depression and seven measuring
anxiety.! Yy S E I Y LJIfel ARISNG Hrliags NS & LJ2 gosaBalE 2 LIG A 2 Y
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énot ofteré >sometimes =  ImygsRof the timé Phe scale was originally
designed to detect anxiety and depression in a hospital outpatient clinic, but
has since been shown to have broad applicatjiSnaith,2003) It has been
validated for use with people with M onarmand & Feinstein, 2008hd has
been used in both MS psychological adjustment intervention studigsoln

et al., 2011; Rigby, Thornton, & Young, 2088y research into disability
identity in people with M§Bogart, 2015) Given the high correlation found
previously between the anxiety and depression subscéfestune, Smith, &
Garvey, 2005)and following Fortune et al. 2005) and Walsh, Mulaon,
Gallagher andrortune R015) the subscale sires were summed to create a
ISYSNIf WL & OK 2 fwhéte\alhiglier sBokednilidbed gre@terd O 2 NF
psychological distresdJsing a composite measure of pbeplogical distress
also enablescomparison with related research in the area of stigmatised
identities, which has deemed an overall measure of psychological distress to
be more appopriate than separate measures of anxiety at&pression(e.g.

Quinn & Chaudoir, 2009).

3.3.4 Statistical a nalyses

Versions 21 and 22 of SPSS (Statistical Package for the Social Sciences) were
used to analyse the dat&hecks were conducted to determine whethée

main study variables were normally distributed. Hierarchical regression was
used to investigate hypothesel to 3 with initial separate regression analysis
carried out to explore the independent effect of each of the three main study

variables of psychological distress. Age, time since diagnosigearurwere

51



identified as possible confounding variablesnfrthe literature(Bogart, 2015;
Nario-Redmond et al., 2013)nitial analysis tested for bivariate correlations

with these variables and the main study variables in order to identify which
variables were suitable for inclusion in the regression modebiiori power
calculations indicated that for an effect size of 0.15, an alpha level of 0.05 and
three predictor variables, at least 119 participants were needed for the
regression analysis. For the moderation analysis the PROCESS custom dialog
box was instaéd (Hayes, 2013)T'he moderation effect predicted by the fourth

hypothesis was tested using the PROCESS Md#iayes, 2009, 2013)

Participants were removed from the study if they had left an entire measure

blank. If measures were partially completed (i.e. the participant had completed
somemeasuretems but left others blank), all missing data were replaced with

the mean values forleOK [ dzSaGA2y FTNRBY (G(KS 20GKSNJ
answers (see missing data sectionresultsfor a detailed explanation). The

only exception was for the MS Group ldentity scale where missing data were
replaced with themodal value from the other respoly 1 a4 Q | Yy a6 SN&
explained in themissing datasection). In order to check whether replacing

missing data décted the pattern of results, sensitivity analyses were using

data from the participants who had fully completedthk relevant measures
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3.4 Results

3.4.1 Demographic characteristics of participants

The questionnaire pack was sent460 people and a total of 123 participants
returned it (30% response ratewo failed to complete any of the questions in
the dependent measure, the HADS, so their data were removed entirely from
the sample.Eightypeople completed the survey onlinelhis resulted irR01
participants in total (51 men, 146 women). See &l forthe demographic

characteristics of participants
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Tablel. Demographic characteristics of participants

Total Postal (n=121) Online (n=80)

(combined postal & online)

(n=201)

N mean SD range N mean SD range N mean SD range
Age (years) 197 482 109 2385 118 497 11.0 2585 79 46.0 10.4 2370
Psychological distress (HADS) 201 18.0 8.0 0-38 121 166 7.4 0-38 80 20.0 8.5 2-38
Maintained group memberships 201 14.2 8.1 4-28 121 165 8.2 4-28 80 10.8 6.7 4-28
MS group identity 201 11.6 85 428 121 9.9 7.6 4-28 80 141 9.3 428
Anticipated stigma 201 28.4 96 1256 121 259 85 12-47 80 32.1 9.8 1456
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%

%

%

Gender Men 51 25.9 35 29.9 16 20
(n=197) Women 146 74.1 82 70.1 64 80
Missing 4
Timesince <1 10 51 3 2.5 7 8.8
diagnosisin 1.3 38 19.2 18 15.3 20 25
years
3-5 24 12.1 13 11 11 13.8
(n = 198)
5-10 39 19.7 23 19.5 16 20
10-15 47 23.7 32 27.1 15 18.8
> 15 40 20.2 29 24.6 11 13.8
Missing 3
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MS type Relapsing 106 54.9 68 60.2 38 47.5
(n = 193) remitting
Primary 34 17.6 18 15.9 16 20
Progressive
Secondary 43 22.3 21 18.6 22 27.5
Progressive
Benign 10 5.2 6 5.3 4 5
Missing 8
Ethnicity White British 160 81.6 98 84.5 62 77.5
(n=196) White other 14 7.1 5 4.3 9 11.3
Black British 2 1 2 1.7 0 0
Black other 3 15 1 0.9 2 2.6
Indian 5 2.6 5 4.3 0 0
Chinese 3 15 1 0.9 2 2.5
Other 9 4.5 4 3.6 5 6.4
Missing 5
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3.4.2 Missing data

Of the 201 participantsfive participants did not complete all of the
demographic information. The missing demographic information included
gender (n=197), age (n=197) and time since diagnosis (n=198), and since these
variables were included in theegression model as potential confounders, the
data from these participants were excluded from the regression analyses
where these factors were entered in the first step (such that n=196 for the final
regression model)Thirty nine participants failed tooenplete some of the
items on the measures in the questionnaire patkis broke down as follows.
Two participants missed one question from the HADS. Ten respondents missed
out some or all four of the questions on the maintained group membership
scale. Twety seven participants failed to complete part or all of the CIASS. On
the MS group identity measure, 16 respondents missed out some or all four of
the questions.The majority of the missing data from the measures appeared
to be a result of a systematic empretation of or response to certain
guestionnaires or susections of questionnaires, as detailed below. Given this
pattern and the relatively large number of missing items, rather than exclude
the data from the regression analyses, the decision wastaieystematically

replace all of the data missing from the measures, as outlined below.

On the MS group identity measure, missing answers were often accompanied

GAOK dabk! é¢ Ay (KS aSOGA2y 6KSNB (KS
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see him/herself as part of an MS group. In this case, the score would have been
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1 (the lowest score) for each of the four questions. This was also the modal
@I £ dzS FNRBY (KS afisivétsS ActondiBgly) tifegeRrisyiny &ldba

were replaced with the mode for each question from the other respondents.

Twenty four othe twenty seven participants who failed to complete the CIASS
missedout all of the second subsection, relating to anticigétstigma from
employersorcas 2 N] SNE® ¢KAa gl a 2F0Sy | 002YL]
that when respondents did not think they would return to work, the subscale

was deemed to be irrelevant. The missing dataloa measurevere replaced

with the mean vales for each question from the otheNB & LJ2 Y RSy (i a ¢
completed answers. All missing data from the remaining measures were
similarly replaced with the mean values for each question from the other
NBalLRyRSyiaQ O2YLX SGSR | yag Sn\listwvayt 2 OK S
did not affect the pattern of results a sensitivity analysis was run using data

from the participants who had fully completed all the measures (such that

n=158 for the final regression model).

3.4.3 Measures

I NPyol OKQ&a It LIKI gFa OFfOdzAg F iSR (2 LINE
for each of the scales. This was 0.93 for maintained group member§hgys,

for MS group identification, 0.88 for anticipated stigma and 0.89 for

psychological distress.
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3.4.4 Inter -correlations

Psychological distress and anticipated stigma wap@roximatelynormally
distributed. Maintained group membership was not normally distributed and
neither was MS group identity, with 41% of respondents scoring the lowest
value of 4 on lhe latter scale (33% before missing data were corrected for).
Accordingly, bothparametric and norparametric tests were used for the
preliminary correlation analysis as appropriate. Bivariate correlatiares
reported in table 2(all 2tailed tests) Agewas notsignificantly correlated to
maintained group membershipsE 0.06,p =0.43)or MS group identityr§=
0.08, p = 0.29) but it was significantly correlated with both psychological
distress , = -0.26, p <0.001) and anticipated stigntg £ -0.22,p = 0.002).
Similarly,time since diagnosis was nseignificantly correlatedo maintained
group membershipés= 0.08p=0.25)or MS group identityré=-0.04,p =0.55)

but was significantly correlated with bogsychological distregss=-0.16, p=

0.022) and anticipated stigmad=-0.16, p = 0.021).

T-tests revealed the same pattern with respect gender Women showed
significantly greater levels of psychological distress (mean = 18.8, SD = 8.0) than
men (mean =15.2, SD=7.6), t (195p:84, p < 0.01CI [6.18,-1.11] Women

also showed significantly higher levels of anticipated stigma (mean =29.3, SD =
9.9) than men (mean = 25.7, SD= 8tf)95)=-2.33, p<0.05, CI-p.66,-0.55]
Mann-Whitney U test indicated there were no sifjoant difference between

men (Mdn = 15) and womenMdn =13) in maintained group membershigs:

= 3578, £-0.42 p = 0.68; =-0.03. Neither was thera signficant difference
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between men(Mdn = 8) and women (Mdn = 6.5) in MS group identity:=

3335, Z4=-1.15 p = 0.25,-0.08.

There was a significant negative correlation between maintained group
membeiships andpsychological distresssér-0.43, p < 0.01 {ailed)). There
was also a significant positive relationship between anticipated stigma and
psychological distressp(x 0.54, p8.01 (ttailed)). MS group identity was not
found to be significantly correlated to psychological distress.07, p =0.17

(1-tailed)).
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Table2. Bivariate correlations

Maintained group Anticipated stigma MS groupdentity

memberships

Psychological distress

Age (years) rs= 0.06 (p=0.43) rp=-0.22** (p=0.002) rs=0.08 (p=0.29)
Time since rs= 0.08 (p=0.25) rs=-0.16* (p =0.021) rs=-0.04 (p=0.55)

diagnosis (years)

rpo=-0.26** (p <0.001)

rs=-0.16* (p =0.022)

**p <001 *p<0.05
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3.4.5 Regression analyses

Initially, the relationship between each continuous independent variable and

the dependent variable was checked to ensure lintgaassumptions were met

(Field 2013). Thenaximum absolute standardised residual value was less than

3.29, indicating there were no outliers influencirgetregression model (Field

HAaMoT tlEflydX wnAnmMoO® C¢CKAA gl a FdzNIKS
distances were less than 1. The maximumicébd RA &Gl yOS 46+ a n o
that there were no cases with undue influence over the regression parameters

(Field 2013; Pallant, 2013). There was no indication of rualinearity from

inspection of the collinearity matrix. In addition, all the @ate inflation factor

(VIF) values were all well below 10 and the tolerance statistics were all well

above 0.2, confirminghere was no collinearity (Fiel@013). Accordingly, a

linear regression was conducted.

In separate regression analyses (with agender and time since diagnosis
included in first step), maintained group méership was associatedith
NERdzOSR LJa & OK 2 f-@43, p<®I0T) an® dcéolinedb fara 7%f T
the variance. Aticipated stigma was associated with greater psychicklg

R A a ( NJ503466, pd 0.01) explaining 22.7% of the variance. Fegative
association between MS group identity and psychological distress was not

At GA&aGAOF 022 EE@HAFAOL Yl o)

Hierarchical regression was performed to enadabeexamination of the unique

contribution of each variable on psychological distredgle, time since
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diagnosis andjenderwere identified by the correlation analyses as potential
confounding variables so were entered into step one of the hierarchical
regression. Together they explained 9.7% of the variance in psychological
distress.Maintained group membership, MS group identity and anticipated
stigmawere entered in the second ste@his enabled an assessment of the
variance in psychological distresgplained by all three predictor variables in
addition to the variance explained by age, time since diagnosis and gender.
Each predictor variableshowed a statistically significant association with
psychological distress. For anticipated stigma this wagsitive association |
=0.388, p < 0.008Nnd for maintained group memberships this was a negative
relationshipd i -0.288, p < 0.001)In contrast to theseparateregression
analyses, MS group identity showed a small negative association with
psychologral distressd i -0.0.33, p = 0.019)Together the three variables
accounted for an additional 31.3%the variance. (See tablef8r hierarchical
regressiorstatistics). To check whether being recruited online or via the postal
survey acted as a confading factor this variable was added into the model.

In the second step of the hierarchical regressidre addition of recruitment
methodwas not significant anthade no material difference to the regression
coefficients or to the probability valugsuch that the overall conclusion

remained the same (see appendix

Further checks were carried out to ensure the underlying assumptions were
met. Inspection of the histogram of the regression standardised residual and

the normal probability plot (HP) of regression standardised residual for the
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dependent variable revealed thahé¢ residuals were approximately normally
distributed. The assumption of homoscedasticity was confirmed upon
inspection of the scatterplot of the standardised residuals. This showed a
roughly rectangular array of points randomly dispersed throughout thé. plo
Inspection of the partial plots did nohdicate any nonlinear relationships.
Independenceof errors was indicated by a Durbivatson value of 1.85 which

fell within the gudeline values of 1 to 3 (Field013).

When MS group identity was investigated as a moderator of the relationship
between anticipated stigma and psycholodidsstress, it was found to have a
small negative effect (such that it slightly reduced the negative effect of stigma
on psychologicakellbeing. Thidifference was not statistically significant and
confidence intervals crossed zero (n=20%-6.005,95%CI{.016, 0.007], &

-0.771, p=0.442).

In sensitivity analyses thpattern of results for the hierarchicakgression
remained unchanged, except that in the final model, age was not found to be
a statistically significant predictor of pdyologi@l distress (see table)4The
moderation analysisalso yieldedthe same pattern of results (n=162,

b =-0.006, 95%C}().018, 0.006], t=0.95, p=0.34).
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Table3. Hierachical regressiopredicting psychologicalistress

n= Predictor Outcome variable: psychological distress (HADS)
196 variable
b (SE) Beta p 95% ClI R2 change Total R2
Step 1 Age -0.149 (0.056) -0.202** 0.009 -0.260 -0.038 0.097** 0.097
Time since -0.380(0.393) -0.073 0.334 -1.155 0.394
diagnosis
Gender 3.048 (1.269) 0.166* 0.017 0.544 5.551
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Step 2 Age

Time since
diagnosis

Gender

Maintained
group
memberships

Anticipated
stigma

MS group
identity

-0.094 (0.047)

-0.114 (0.322)

1.763 (1.046)

-0.284 (0.060)

0.324 (0.052)

-0.127 (0.053)

-0.127*

-0.022

0.096

-0.288**

0.388**

-0.133*

0.046

0.724

0.094

<0.001

<0.001

0.019

-0.186

-0.750

-0.301

-0.402

0.221

-0.232

-0.002

0.522

3.828

-0.166

0.427

-0.021

0.313**

0.410

*p<0.05 **p<0.01
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Table4. Sensitivity analysis of hierarchicabression predicting psychologicastless

n Predictor Outcome variable: psychological distress (HADS)
=158 variable
b (SE) Beta p 95% ClI R2change Total R2
Step 1 Age -0.172 (0.067 -0.218& 0.011 -0.304 -0.039 0.118* 0.118
Time since -0.655 (0.45) -0.123 0.147 -1.543 0.233
diagnosis
Gender 2.689 (1.383 0.148 0.055 -0.053 5.431
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Step 2 Age

Time since
diagnosis

Gender

Maintained
group
memberships

Anticipated
stigma

MS group
identity

-0.082(0.055

-0.387 (0.365%

1.210 (1.13%

-0.285 (0.06B

0.324 (0.057

-0.122 (0.05Y

-0.104

-0.073

0.067

0.290*

0.400*

-0.130¢

0.141

0.290

0.288

<0.001

<0.001

0.035

-0.191

-1.108

-1.031

-0.415

0.211

-0.235

0.028

0.333

3.451

-0.156

0.436

-0.008

0.323**

0.441
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3.5 Discussion

This study aimed t@stablishthe relationships between mental health and
maintained group memberships, MS group identity, and anticipated stigma. As
predicted by hypothesis 1, increased maintenance of-giegnosis group
memberships was associated with reduced psychological distiss. is
consistent with a similar finding in the context of acquired brain infCy
Haslam et al., 2008nd is also in line with literature on identity motives that
suggests one way people strive to achieve positiveestfem is via identity
continuity (Vignoles, 2011)The finding emphasises both the detrimental
impact of social identity loss and the importance of maintaining social groups
in facilitating psychologicalellbeingin people with MS. More broadly, it
demonstrates the theoretical contrifion that a social identity approach can

make to the field of clinical neuropsycholoy. Haslam et al., 2008)

The second hypothesis was that there would be a negative relationship
between MS group identity and psychological distress. There was some
evidence in support of this hypothesis. Although the negative correlation
between MS group identity and psychological distress did not reach statistical
significance on its own, when the other identitglated factors and potentially
influential demographiwariables were held constant in the regression model,
MS group identity was found to explain a small but significant amount of
additional variance in psychological distress. This shows some consistency with
previous research which found that disabilityerdity predicted lower anxiety

and depression in people with MBogart, 2015)That the effect of MS group
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identity only became significant when maintained group memberships and
anticipated stigma were held constant may indicate the occurrence of social
identity-related processes acting in opposing directions. Indeed, there was
evidence of social identity processes that were detrimental to mental health;
as predicted by hypothesis 3, increased levels of anticipated stigma were
associated with increased lel¢ of psychologicadlistress. Taken together,
these findings are in line Wit/ NI} 6 G NBS Si |, thab @dsitived H n M 0
effects of group identification were suppressed by an underlying negative
influence of identifying with a socially devalued groApcooccurring negative
effect could also account for the relatively small beneficial effect of MS group
identity. In order to better understand the precise nature of the underlying
processes and whether they do, indeed, operate in simultaneously poaiiive
negative directions, further research including potential mediating variables is

needed (as discussed in the next section).

The hypothesis that identification with MS groups may act as a buffer against
the negative effects of stigmavas also testedni this study. Contrary to
expectations, the relationship between stigma and psychological distress was
not found to be moderated bgroup identification. This stands in contrast to
NariowSRY2Yy R S | f ozl pedple avithovis wRoAidérRifley 3 &
highly with disability groups showed increased use of collective strategies
endorsing social change, and a corresponding bolstering of collective and
personal selesteem(NarioRedmond et al., 2013As before, one reason may

be that there are identity proesses not measured in this study acting in
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opposing directions, neking any moderation effectélternatively, it may be

that certain groups of people derive greater benefit from shared identification,
such that a moderation effect is only relevant to wbset of the population.

One possibility is that the buffering effect of MS groups may apply
predominantly to people who have decided to identify with MS groups for self
protective reasons. People who experience stigma as less threatening to valued
socialidentities, sense of self and se&§teem, may perceive less need fof in

group support to challenge negative stereotypes.

An additional noteworthy finding was that the majority of respondents scored
the lowest value possible on the MS group identity scdlhis appears to
indicate a general reluctance to identify with other people Wil or take part

in MS groupsAlthough the study did not explicitly investigate whether people
adopted a protective strategy of nedentification, the literature on
stigmaised identities does suggest that people often resist identification with
devalued groupgCrabtree et al., 2010; Dunn & Burcaw, 20H3)d that

Ay @2t @SYSy G OFy A YA (MagkivRS 2015)00@wddr | G A &S
of avoiding the unwanted association is to attempt to conceal the stigmatising
attribute (Dunn & Burcaw, 2013)n the context of MS\NariocRedmond et al.
(2013)found that lower endorsement of disability identity amongst people
with MS was relad to greater adoption of strategies aimed at escaping
association with the disability group and working to conceal disability status.
This raises the interesting possibility that the desire to conceal MS and the

degree to which symptoms can be concealedynbe relevant factors. Social
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identity theory recognises that group boundaries are not always permeable

and that it may not always be possible to avoid being associated with negatively
perceived groups. In the case of MS, this may be the case as symmptoorae

more visible. Those who are largely able to conceal their MS and who are, thus,
Y2NB 6fS G2 LI aa a Wy2NXIFfQ YSYoSNa
inclined to identify with an MS group. Conversely, people with more obvious
impairment who @& no longer able to hide the illness mhg more likely to

identify with MS groups and adopt collective strategies, such as disability
redefinition and stereotype resistance in order to obtainetlassociated
protective effects Support for this suggestias found upon closer inspection

2F GKS al YLX S RSY23NI LIRHe@uthors fgund tead | NJi Q &
increased disability identity predicted reduced anxiety and depression.
Interestingly, in light of the above suggestion, all the participants refi s
reported mobility impairment, widely considered to be a stigmatising aspect of

MS (Dennison, Yardley, Devereux, & Mdderris, 2011)and difficult to

conceal. Further support for the adoption of differing identity strategies
depending on visibility stas mmes from comparison of the two samples in
NariowSRY2 Yy R S | f HefAithogewithnmoré visiblé dizakilities

were more likely to be advocates of social change for disability rights, whereas
those whose disabilities were less visible warere likely to try to minimise

and deny the iliness.

A final interesting finding was that age emerged as a significant predictor of

psychological distress in the regression mo@eéth increased age predicting

72



reduced psychological distresg)lithough his effect did not reach significance

in the sensitivity analysis, the direction of the effect remained the same. One
explanation, in line with the comparative nature of social group evaluations, is
that as people age, their peer groups are also moreylikelhave illnesses or
disability. Consequently, social comparisons between peer groups and MS
groups then become more equal and having MS less stigmatising, which may
result in a reduction in the associated psychological distress. This suggestion
finds sane support in the empirical literature on ageing with M3lorenzo,

BeckerFeigeles, Halper, & Picone, 2008)

3.5.1 Clinical i mplications

The study confirms the importance of social identity processes for the mental
health of people with MS. Such processare currently given limited
consideration in clinical practice and greater understanding of both the positive
and negative implications of social identity change and identification with MS
groups may have significant implications for the way neuropsydical
rehabilitation is considered and implemented. Certainly, the common blanket
assumption that MS groups in andtbémselves are beneficié.g.Visschedijk

et al., 2004¥inds only marginal support from this sty. Instead it is evident
that with respect to social identities, the experience of MS is complex. There
was someevidence that identifying witlan MS group can confer psychological
benefit, and research is now needed to explore more precisely what aspects of
group identification confer mosbenefit and for whom. Importantly, stigma

may have both positive and negative implications for group participation. In
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line with empowernent approaches, belonging tMS groups may foster
stereotype rejectior{Corrigan et al., 2005; NarRedmond et al., 2I8). On the
other hand, MS group participation may cultivate internalised stigma, with
implications for the degree to which social identity resources may be gleaned
without underlying cost to seksteem (Crabtree et al., 2010; Markowitz,
2015) The findig that anticipated stigma was associated with increased
psychological distress, and the apparent reluctance of respondents to identify
with MS groups may also have implications for intervention engagement.
Better understanding of the precise processes, theections in which they
operate and to whom they apply may go some way towards explaining the
mixed findings of the value of MS support grougiccelli, Mohr, Battaglia,
Zagami, &1. Mohr, 2004) It will also be valuable in informing intervention

targeting and design.

3.5.2 Limitations and f urther research

The clearest limitation of this survey is the cragstional design, which limits
conclusions regarding the causal nature of the identified relationships. For
instance, there may well be a degree of reciprocity, whereby increased
psychological distress deces the likelihood of maintaining group
memberships and increases negative appraisals of MS groups and anticipated
stigma, which in turn increases psychological distress. A longitudinal study
would provide a stronger test of the hypotheses. The studygiealso limits
more in depth exploration of underlying processes, particularly with respect to

exploring the intriguing possibility of social identity processes acting both to
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reduce and iorease psychological distres&iven the compleky of the
relationship betweenstigmatised identitiesand psychologicalellbeing it is
necessary to look not only at the quantitative associations, but to explore what
the identity means to different people and how this may operate in tandem
with stigma to render them m@ or less vulnerable to associated distress
(Quinn & Chaudoir, 2009Qualitative research would help gain greater insight
into the identity strategies people adopt, reasons why they may or may not
choose to identify with MS groups, and their perceptiasfsdoing so. The
explanatory power of the study could also be increased by including scales
measuring different aspects of stigma. For instance, measures of internalised
stigma (Molina, Choi, Cella, & Rao, 2013pnsitivity to stigmaMajor &
O'Brien, 206), and stigma resistand€rabtree et al., 201@®s well as identity
centrality and salienc€Quinn & Earnshaw, 2013hay help clarify whether
these factors are affected positively or negatively by being part of an MS group.
Further measures were not inaded in the current design, partly due to the
greater number of participants this would have required for sufficient power.
Another reason for not including more stigmelated measures was to avoid
potential bias from response fatigue. This was espedially since additional
measures were already being included for the purposes of the parallel study.
This in itself should be noted as a possible source of bias, although systematic
effects are highly unlikely since the measures used by the two studies were
intermixed and there is no reason to suppose that responses from one would

influence those of the other.
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Part of the rationale for including postal as well as online versions of the
guestionnaire was to broaden the range of respondents, increasing the
representativeness of the sample and improving generalisabifityine with

this, the age range of postal survey respondents was slightly older than those
who completed the online questionnaire. This may be particularly relevant
given the indications oincreasing prevalence of MS tine older population
(Solaro et al., 2015)t may also be that people attending MS clinics are more
likely to have relapsingemitting MS, as opposed to a longstianding
progressive form of the disease (whose care may beertikely to be managed

by general practitioners or rehabilitation medicine consultants). This potential
form of bias was, again, addressed by inclusion of the online suriieye were
more female than male respondents, with numbers broadlyine with the
estimated maleto-female incidence ratio for M@\lonso, Jick, Olek, & Hernan,
2007; Mackenzie, Morant, Bloomfield, Macdonald, & O'Riordan, 200t&re
were also a greater number of respondemtbo reported relapsingemitting

MS. This is in line witlelapsingremitting being the mosprevalent type of MS
(MS UK, 20143nd with higher documented incidence rates than the primary

progressive fornfAlonso et al., 2007)

Given the nature of the questionnaire, it may be that fewer people with
cognitive orvisual impairment completed the study. Alternatively, and as
reported anedotally ina comparablestudy (Williams et al., 2004)more

assistance may have been provided by carers in such instances, which may have
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introduced bias: for instance respondents yriaave been less willing to report

psychological distress.

The study did highlight areas in which two of the measures could be improved.
The MS group identity scale was left blank by many of the respondents. Several
of those who left the scale blank reged not belonging to any MS groups and
ofteng NP (i S neéxbithescale, implying that people who did not consider
themselves members of any MS groups felt the scale was irrelevant. Although
the scale has been used for people with neurological disiglsi(C. Haslam et

al., 2008)it was originally designed in the context of university students. This
study indicates that further consideration may need to be given to the scale
wording when used with people with MS to avoid missing data. A similar
problem was evident with the CIASS. The subset of questions relating to how
individuals felt they might be treated by employers orworkers wasdft blank

by many respondentsAgain, i K S  dthmk doramonly accompanied the
missing data implied that when respdents did not think that they would
return to work, the subscale was deemed to be irrelevant. Here wording could

be adjusted to include hypothetical scenarios.

A small ypographical error with the HADSso needs acknowledgement. On
one of the questionsonthe Y EA Si& &dzwa Ol t ST (KS ¥F2dzNI
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scale maye considered valid when data an@issing from ae item on either
subscale (GL Assessments, n.di3, utnlikely that the overall pattern of results

was affeted.

The extent to which findings and implications can be applied to the specific
context of MS group interventions is also limited. For the purposes of this
thesis, further research related to how the identified relationships may affect
engagement withand efficacy qfMS psychological gastment groups is now
needed.Ultimately, it would be valuable to incorporate measures of stigma
and MS group identification as baseline and outcome measures in a
psychological adjustment intervention RCT. This wowdtease understanding

of the role of identification with group members on intervention outcome,
whilst a longitudinal design including prand postintervention measures
would allow firmer conclusianregarding causality. Inclusion of a variety of
stigmarelated measures as well as factors such as MS visibility status would
elucidate more precisely the nature and directiof the underlying processes.

In order to determine the most appropriate measures to include, particularly
with respect to the most revant aspects of stigma, further exploratory

research is needed.

An informative next step would be to review and synthesise the existing
literature usinga social identity framework.{ploration of related qualitative
research from this perspective magaover valuable insight regarding identity

related processes relevant to how MS groups may affect mental health.
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Similarly, looking at the quantitative research on the efficacy of group
psychological adjustment interventions through a social identity feag offer
clues regarding the characteristics of people who gain greatest or least benefit
from this format. Accordingly, an approach to literature review and synthesis
that can bring together work from both qualitative and quantitative
approaches is neede The relatively new realist synthesimethod is a
promising candidate.This approach has a focus on explanation and is
particularly suited to gaining understanding of how cdexp social
interventions work.Accordingly, a realist synthesis of the identisocesses
underlying group psychological adjustment interventions for people with MS

was undertaken, as presented in the following chapter.
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Chapter4. The Role of Group Delivery Format in Psychological
Adjustment Interventions foréBplewith MS A Realisty®ithesis

4.1 Summary
The survey study in the previous chapter confirntled relevance of socia
identity process to the mental health and wellbeing of people with MS
order to gain a better understanding of how such processes relate to g
psychological adjustment iatventions, a useful next step w#o review and
synthesig the existing literature using a social identity framework. Given
need for an explanatory focus and the insight that could be gained from
guantitative and qualitative papers, a realist synthesis was undertaken.
is an interpretive type of symmatic review that is both theorgriven and
theory-generating, andhas anultimate goal of providing the understandir]
needed to shape and target complex social interventions. Drawing on §
identity theory, the aim of the current realist synthesissata generate miel
range theories addressing the question: what are the processes unde
group MS psychological adjustment interventions that contribute
intervention success or failure. The focus was on group format as opq
to intervention content Given the finding in the previous chapter of t
detrimental effect of stigma on mental health, how perceived stigma 1
affect these processesvas also investigated. Finally,hev may derive

greatest or least benefit from group interventions wamsideed.

Thirty five paperswere identified by the search strategie©verall, he
findings indicatd that a group format can offer benefits distinct fro
intervention content and which would not be acked from oneto-one
delivery. Thamportant caveat ishat obtaining these benefits depends
part, on the degree of identity threat posed by M8entity threat was found
to exist on a continuum and was influenced by perceived stigma, §
identity continuity, integration of MS into identity, time since&gnosis ang

age. Results indicated thathenpeople experience MS as posing a threa
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identity, somemechanisms, such as being confronted with a feared fu
identity, may havea negative dkct on psychological wellbeing. Wh¢
identity threat is high interventions may be avoided entirely torotect
psychological wellbeind-hemechanisms and associated outcomes relat
to psychological wellbeing are presented for differing levels of idel

threat. These constitutemid-range theorieswhich now requie further

testing and refinement.

4.2 Background

As outlined in the introduction, psychological adjustment interventions for
people withMSare becoming increasingly common. This is in response to the
high prevalence of psychological distress amompgsiple with M§Feinstein,
2011) Research into the efficacy of such interventions has tended to focus on
the therapeutic model, and findings are particularly encouraging with respect
to interventions based on cognitive behavioural thergpith, 2014)In clinical
practice, MS psychological adjustment interventions are often delivered in a
group setting but fewstudies have investigated the impact of delivery format.
There is a need to review and synthesise the existing literature in order to gain
underganding of the effect of delivering such interventions in a group format

and elucidate the underlying processes.

Reasons fo group delivery of MSsychological adjustment interventions
appears to be due more to lack of resources, than to being evidbased or
theory-led (Lincoln et al., 2011)Acommonly held assumption is that a group

format offers participants additional benefits by virtue dfet concomitant
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social support. Howevelittle empirical research has tested this claim in an MS
population, or explicitly investigated which aspects of group format may offer
benefit (or, indeed, be unhelpful) and why. Anecdotal reports indicate that, in
addition to improvements due to the intervention content, psychological
benefit may be derived from a group format due to factors such as increased
peer support and reduced feelings of alienatidrhomas et al., 2006 5ome
empirical support for this comesom a study examining the relative efficacy
of group and individual psychological adjustmenementions for people with
MS. Rigby et al.(2008) compared a brief (3veek) cognitive behavioural,
psychological group intervention with a natructured so@l discussion group
and a control condition where participants received an information booklet.
Their results indicated that group participation in and of itself may have a
beneficial impact on mood (and counteract the decline in mood that occurred
in the bookletonly group). However, high levels of attrition render this
conclusion a tentative one and an additional control group would be needed
for confirmation. Since the intervention was only brief, the authors speculated
that with longer interventions aditional benefits deriving from the
psychological content may be found, which may lead to differentiation of
results between the acial and psychological groug8eemingly contradictory
results were found in a study investigating the efficacy of peer sugpoups

for people with MqUccelli et al., 2004 Here, no consistent improvement in
depression was found across patients. Interestingly, the results indicated that

group participation may actually be detrimental for those with better baseline
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mental halth, highlighting the importance of considering the optimal

treatment modalities for participants with different baseline characteristics.

A systematic review of the effectiveness of CBT for depression in people with
MS identified seveRCTsvhich incuded three individual CBT studies, three
group CBT interventions, and one using computerS&I(Hind et al., 2014)

The metaanalysis revealed CBT to be beneficial overall, but in the indirect
comparison of group and individual interventions there wast enough
evidence to suggest a difference in outcome between the formats. Part of the
reason for this insufficient evidence is down to the large heterogeneity across
studies, in both the participant demographics and intervention content and
format. Thisis an inevitable problem for standard systematic reviews when

examining complex social interventions.

Another reason for the conclusion, common to many systematic reviews, that

Yhore primary research is reqirRQ> A& GKF G dzyRSNI @Ay 3
articulated prior to trials of complex interventions(see Greenhalgh,
Kristjansson, & Robinson, 200Furthermore, in standard systematic reviews,

study inclusion rests on the basis of methodological standards without
consideration of theoretical quality.his limits the advances that could be

made in understanding how complex social interventions work; the underlying

LIN2 OS&dasSa NBYIFAY KARRSY Ay GKS AyuGaSNBS
type of review method needed to explore the question of groupgasses, a

standard systematic review was deemed to be of limited value, since it would
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be unable to draw on existing theory or go much beyond questions of efficacy
to provide satisfactory explanations regarding why group interventions are
found to benefital in some cases and not in others. Furthermore, standard
reviews cannot elucidate process to suggest what aspects of group format are
either beneficial or detrimental to psychological wellbeing. Finally, since
systematic reviews are limited by strict insion criteria regarding intervention
type, participant groups and study desigpstentially valuable insights from
studies investigating different types of MS groups, such as peer support groups,
would be overlookedClearly a different approach to rew and synthesis was

needed. The most appropriate candidate was a realist synthesis.

4.2.1 Realist synthesis

Realist syntheses have gained increasing recognition in recent years, largely
due to their ability to provide the explanation that is lacking tanslard
systematic reviewsBased on a realist philosophy of science (see chajter
they are an interpretive type of systematic rew with an explanatory focus.
They are both theory driven and theory generatingth the ultimate goal
being to provide he understanding needed to shape and target interventions
and provide recommendations to policy maker8Nong, Greenhalgh,
Westhorp, Buckingham, & Pawson, 2018jhereas the focus of standard,
Cochranestyle systematic reviews is whether or not antervention works,
realist reviews are concerned with understanding why. Thus, the standard
NE &SI NOK |j dzSa i A 2afed Wil Iredlist gueNidadhat isita NI LIt
about this kind of intervention that works, for whorm what circumstances
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and whyK §Pawson, Greenhalgh, Harvey, & Walshe, 2@04. Depending on
their scope, realist syntheses may choose to hone in on certain aspects of this

broader question.

The need to go beyond questions of efficacy in the synthesis of clinical research
was reognisednl b L/ 9 R2O0dzYSyid SydAidft SRY Gaz2@d;
SOARSY OS (Ropay,RB08)inAts discussion of the methodological
issues this entails, realist syntheses were included as a potential new type of
systematic review with an expiatory focus(Pawson & Bellamy, 20Q6)he
focus on understanding in realist synthesis is also in accord with the updated
Medical Research Council (MRC) guidelines for developing and evaluating
complex interventiongCraig et al., 2008)n comparison tearlier guidelines,
there ismore of a focus on processd an increased recognition of the need

for good theoretical understanding of how interventions cause change (Craig
et al., 2008, 1©88). The proposed stages are also recognised as being less
linear, and more iterative than in previous guidelines. This ties in with the

iterative stages of the realist synthesis.

The initial stage of a realist synthesis involves articulating the key candidate
theories to be exploreqWong, Greenhalgh, et al., 201%/ong Westhorp et

al., 2013) Substantive theory is used to develop an initial rough programme

theory which is then refined iteratively during the course of the synthesis. Upon
completion, no quantifiable summative judgement of intervention

effectiveness is produced, nor is absolutetamty established. Instead, the
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aim is to develop migdange theories in the form of contexhechanism
2dzi02YS o6/ ah0 LI GGSNyad oLy NBILFEtAad 1
processes that underlie the intervention. Mechanisms are often divideal int

two parts, resource and response). The level of theory generated is termed
WYNRY3ISQr Ay GKIFG Ad Aa Fd | tS@St
generalisation but close enough to the data and with sufficient detail from
which testable hypotheses cdrme derived(Wong, Greenhalgh, et al., 2013;
Wong, Westhorp, et al., 2013)he working assumption of the approach is that
mechanisms are context sensitive, such that theg &ggered in certain
contextsto generate outcomes of interest (see figure X)tHe context is
altered, the mechanism may not come into play, or a different mechanism may
be actualised, producing differing outcomes. Thus, the different results
observed in a sample of primary studies may be explained by the interplay

between contextand mechanism.

Figurel. Schematic represtation of CMO configurations (adapted from
Dalkin, 2014)

CONTEXT 1 Often assumed
MECHANISM 1 causalpathway
(often observable &
RESOURCE directly measurable) | OUTCOME 1

(e.g. group CBT

J

RESPONSE

(e.g. increased | |
social support)

(e.g. CBT strategy use (e.g. increased

psychological
wellbeing)

Not always directly
observable/measurable
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Multiple sources of evidence may be included, with quantitative and qualitative
studies both seen as valuable in uncovering potential underlying mechanisms
(Pawson, Greenhalgh, Harvey, & Walshe, 2008&)reover, the approach
enables synthesis across inteni®mn type since mechanisms rather than
programmes are the basic unit of analy§®ong, Westhorp, et al., 2013)
Indeed, different studies are likely to address only part of identified CMO
patterns andtheory is refinedin the synthesis process as the findings in one
study are able to provide an explanation for the results of ano{Rawson et

al., 2004)

LY FTRRAGAZ2YS Ay NBlIfAal aeyikSasSa GKS
(Wong, Westhorp, et al., 2013)Acordingly, some articles included i
synthesis may provide large amounts of relevant data, others only a few
sentences of speculation. Data extraction is not, therefore, carried out using
uniform extraction sheets, but requires subjective decisioaking Study
inclusion is decided on the basis of relevance to the research question, where
NEf SOFryOS Aa y20 | AGNIAIKGF2NBI NR WAY
(McLean et al., 2014)Standardised checklists of methodological quality or
hierarchies 6 evidence are not used. Indeed, in the attempt to standardise
interventions, the RCT, at the top of the hierarchy of methodological quality,
actually washesut key explanatory ingredienttnstead evidence is appraised

Ay GSNX¥a 27F WYTihé defraeito vihzh\the [pajaetlis2ableSte)

provide information from which to refine the initial programme theory.
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4.2.2 Initial programme t heory

As outlined in the introduction, the social identity approach offers a useful
theoretical platform from whichio investigate the aspects of group format that
may influence psychological wellbeing. Drawing on this approach, the initial
programme theory hypothesised that being part of an MS group could improve
psychological wellbeing through engendering a senseetiiriging, providing
meaning and purpose, adopting positive group norms, perspectives and goals,
and encouraging theeceipt and provision of social support (see particularly
Cruwys S. A. Haslam, Dingle, C. Haslam et al.,)2@idtheother hand, chronic
illnessis commonly seen as a stigmatised conditjgarnshaw et al., 2012nd

it may be that perceived stigma is a key, and largely overlooked, contextual
factor. Implicit in social identity theory is the assertion that ssifeem is
enhanced by favoutde comparison with relevant otgroups(Abrams & Hogg,
1988) As such, maintaining a positive sense of self can be especially difficult
for people who have, or arperceived to havea devalued attribute, such as
illness(Major & O'Brien, 2005, p.395)hus it may be thatdertification with

an MS grouphat isseen as inferior by comparisanggers identity processes
that decrease psychological wellbei(@rabtree et al., 2010; Major & O'Brien,
2005) In view of thisthe additional hypothesis was than contexts where
group members perceive MS to be stigmatised, different mechanisms operate

with consequent negative outcomes with respect to psychological wellbeing.
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4.2.3 Aims & objectives
The overarhing aim of the realist synthesiwas to generatemid-range
theories, in the form of CMO configurations, addressing the question: what are
the processes underlying group MS psychological adjustment interventions
that contribute to irtervention success or failurePhe focus was on group
format rather thanintervention content.How perceived stigma may affect
these processes and who may derive greatest or least benefit from group
interventions was also explored. In realist synthesis terminology, the specific
objectives were to draw orhe social identity aproach to:
1) develop a more irdepth understanding of the mechanisms that
underlie MS psychological adjustment group interventions;
2) explore how the context of perceived stigma influences when
these mechanism are actualised;
3) refine the proposed context (i.@erceived stigma) to suggest who
may derive greatest or least benefit from group interventions;
4) identify potential outcomes of contexnechanism pathways with

respect to psychological wellbeing.

4.3 Methods

This synthesi¥ 2 f t 2SR t | gaz2y Syithesis mecs andi n a1 p O
key stages outlined in methods guidance pad@&awson et al., 2004 able 5

provides an outline of the stages. In contrast to Cochssiyée systematic

reviews, the process is iterative ancetbtages may be revisited as the synthesis
progresses.
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Table5. Key Stages in realistrghesis (adapted from Pawson et al., 2004)

Realist synthesis (iterativejtages

1) Qarify the scope of the review
U identify the research question
U refine the purpose of the review

U articulate the key theory/theories to be explored and refined

2) Search for relevant evidence, refining inclusion criteria as appropriat

light of the emerging data

3) Quality appraisal to assess relevance and rigand using judgemen

NEIIFNRAY3I WFAlGySaa F2N LdzN1J2as$s

4) Extract relevant data from different studies using an iterative approa

5) Synthesis of dta to refine programme theory.e. to determine what

works for whom, how and under what contexts

6) Make reconmendations regarding future implementation/policy wi

particular reference to contextual issues.

4.3.1 Search drategy

In a realist synthesjshe search process is not intended to be exhaustive, but

to gather a representative body dferature from which theory can be tested

and refined(Wong, Pawson, & Owen, 201Thus, searching is both purposive

and iterative, and involves tracking back and forth from retrieved articles to the

developing theory. This avoids the limitations of gsiixed search protocols

and allows for progressive focussing and searches that can respond flexibly to
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emerging findinggBest et al., 2012)The iterative search process allows for
search terms to be refined to those which produce both manageable numbers
for the scope of the review and the most relevant focus. In line with this, several
initial scoping searches were carried out to gain an idea of the breadth and
volume of relevant literature and the most relevant search terms. Scoping
searches included cabinations of keywords relevant to: multiple sclerosis;
cognitive behavioural therapy; psychological adjustment, mood disorders,
psychological wellbeing or quality of life; identity, social identity, -self
categorisation or identity change; support groupeep or group therapy;
stigmatised identity or stigma. Initial search terms were determined and three
iterative searches performed. (See appen8ifor the final search strategies
and terms). Five databases were used for thesarches: OVID Medline,
EMBASEPsycINFOCINAHL and\SSIAThese were chosen to incorporate
research across disciplines of medicine, nursing, psychology and sociology.
Only articles written in English were included. The final numbers of included
articles following the iterative search process are outlined inréig2 (last

search updatéMay 28" 2015)

The aim of the first search was to seek out studies of psychological adjustment
interventions for people with MS. Following the initial scoping searches, in
order to restrict the volume of returned articles to a mageable number, and
given the evidence for the efficacy of CBle decision was taken to limit the
search scope to interventions based on CBT principles. The intervention

needed to be specific to psychological adjustment/mood (as opposed to CBT
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for fatigue or pain management) and employ a meoalsed outcome mease.
Other inclusion criteria were that the iy included a group componeand

that the intervention was specific to MS (as opposed to including a combination
of neurological disorders or chroniconditions). Sibling studies offering
additional contextual or empirical information regarding the primary study
were considered for inclusion, as were commentaries. Given their length,
dissertations were not included, and conference abstracts were rouded

due to the lack of detail or theoretical insight in this overview.

Some papers were relevant in that they reported a ©B3ed psychological
adjustment intervention with a group component, but provided little
contextual information. Although theserere not necessarily included in the
final numbers, in order to find the contextual detail sought after by realist
synthesiscluster searching was used to identsfipling studies. This procedure
gl & Y2RATFTASR T NBIB)suggesdisysterfaic metfiod Dra
cluster searchingnd included: checking reference list of primary articles for
relevant citations by the authors; checkinpe reference database for
additional relevant articles by the authors; searching for the lead author (and
other authors where appropriate) and seeking out publication lists or
institutional repositories; and conducting citation searches on the primary
citations using Welnf Science and Google Scholar. Also in accord with Booth

etalQa oOowHnmo L NBiDaldtisrBoysearchiing foy/siling papers to

X«

I RR wO2y (iSEldzrt G(KAOlySaaQxr YSyilazy 27

w»

I NOAOEf Sa gla y20SR Ay 2 NiBddeinR 20da3)zA { R dz
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The second search aimed to find papers exploring sodaitity and MS.
Particularly relevant papers provided information regarding whether people
join MS groups or not, whether they identify with other people with,N&d

how their social identity may havchanged following diagnosiSince this
search had a wre theoretical leaning, articles were considered for inclusion if
the paper considered social identity in chronic illness more genepatlyided

that a clear subset of people with MS were included. Although potentially of
some relevance, given the largelume of articles on the experience of MS,
adjustment and coping with the disease, articles with this focus were only
considered for inclusion if specific reference to identity or meeting others with

the disease was made in the abstract.

The third searth was conducted to find papers providing information regarding
how people with MS viewed other people with the disease, how they felt about
meeting them and potential benefits of peer support and MS groups. Stigma
was included as a search term in orderndentify articles discussing negative
perceptions of meeting others with MS. Inclusion did not extend to articles
discussing perceived stigma in other coxte such as in the workplace.
Particularly relevant papers provided information on perceived duaised
benefits or drawbacks to meeting others with the condition, particularly in a
group format, as welhswhether or not participants felt MS was a stigmatised
identity and the implications this may have for meeting others with the
condition. Due tothe scope of the synthesis, articles focusing on being a

supporta NP dzLJ FIF OAf A G G 2aNZLRIRINE GNR FHE S OB | fy 2
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unless there was also some discussion of the experience of regular group

attendees. All articles needed to be specific t&§ M

References lists of all included articles were haedrched to identify further
relevant papers, according to the above criteria. This enabled identification of
potentially valuable information that would otherwise be missedsy#ematic
review conducted according to realist princip(€@eenhalgh & Peacock, 2005)
found that 51% of empirical studies used in the final report had been identified
0 KNRdzZAK &dzOK Way2golftAyaQs gKAES RI
protocol identfied only 30% By its nature, iterative searching could continue
indefinitely, hence, decisions need to be taken regardigsearch endpoint.
This was established partly by consideration of saturation, and partly by time
constraints. After the third seah, it was determined that little would be added

to the understanding of the underlying mechanisms by further sessabr
searchrefinement and the decision taken to stop searches. In total, 35 articles
were includedin the synthesis. The characteristio$ included articles are
reported in table 6.Further information on the participants and design of

included empirical studies is presented in table 7.

The filter of quality utilised in traditional systematic reviews is replaced by a
filter of relevancen realist syntheses. Since tlssrelatively subjective, 20% of

the full articles selected from the first screen of each iterative search were
selected for discussion regarding inclusion or exclusion with one research

supervisor. Where the thesis authoath any queries regarding inclusion, these
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articles were selected for discussion, otherwise selection proceeded according
to stratified random sampling, ensuring that both included and excluded
articles were discussed. Following this, 10% of included adldiaed articles

were discussed with a second research supervisor.

Where possible, electronic versions of includadicles were imported into
NVivo softwargNVivo Version 1012).Relevant information from any part of

the article was highlightednd coded at nodes in NVivid.electronic versions
were unavailable, coding was carried out by hand and verbatim sections
uploaded into NVivo. As further documents revealed supportive or rival ideas,
additional codes were developed and bracketed togethenppropriate. Once

all the articles had been coded, the coded sections were revisited in order to
create a final list of possible contexts, mechanisms and outcomes and proposed

CMO configurations.
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Figure2. Fbw diagram illustrating search process and article inclusion

Iterative s earch: MS AND  CBT
Studies meeting broad criteria:

MS and CBT with a focus on

adjustment/  mood and some indication

of perceptions of group format.

Iterative s earch: MS AND social
identity

Studies meeting broad criteria: MS and
social identity, identity, identity change

or self -categorisation.

668citations from 5 electronic databases:
EMBASE, MEDLINE, PsycINFO, CINAHL
ASSIA

451 afterinitial screening for duplidas.

140citations from 5 electronic database
EMBASE, MEDLINE, PsycINFO, CINAHI
ASSIA.

110after initial screening for duplicates.

4

15 citationsafter screen of title /abstract.

Iterative s earch: MS AND support
group OR peer OR stigma

Studies meeting broad criteria: MS and
stigma or peer or support group.

515citations from 5 electronic databases
EMBASE, MEDLINE, PsycINFO, CINAHL
ASSIA.

307 after initial screening for duplicates

17 citations after screen of title/abstract.
15 after further duplicates removed.

25 citations after screen of title/abstract.
15 afterfurther duplicates removed

6 additional
citations from 7 citations after fuH
references text screen

(2 removed following

0 includedafter sibling search)

full-text screen

A

3 additional 13(1”%“2.” S :
sibling studies contrt u'|ng ©
synthesis

3
additional 11 citations
citations after full-text
from screen
references
A
14 citations

contributing
to synthesis

0 v
additional 8 citations
citations after full-text
from screen
references
N
8 citations

contributing to
synthesiqtotal = )
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Table6. Characteristics of included papers

Author(s) Year Title Type of Paper
Methodology
1 Abma, 2005 Two women with Empirical: qualitative
Osedurg, multiple sclerosis
Widdershoven, and their caregivers:
Goldsteen and conflicting
Verkerk normative
expectations
2 Boeije, 2002 Encountering the Empirical: qualitative
Duijnstee, downward phase:
Grypdonck anc biographical work in
Pool people with multiple
sclerosis living at
home.
3 Bogart 2015 Disability identity Empirical:
predicts lower guantitative

anxiety and
depression in
multiple sclerosis

4 Dennison et al. 2011

Experiences of
adjusting to early
stage Multiple
Sclerosis.

Empirical: qualitative

5 Dilorenzo et 2008

al.

A qualitative
investigation of
adaptation in older
individuals with
multiple sclerosis

Empirical: qualitative

6 Finlaysonand 2011
Cho

A profile of support
group use and need
among middleaged
and older adults
with multiple
sclerosis.

Empirical: qualitative
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Fitzgerald and
K. APaterson

1995

Thehidden disability
dilemma for the
preservation of slf.

Empirical: qualitative

Forman and
Lincoln

2010

Evaluation of an
adjustment group
for people with
multiple sclerosis: a
pilot randomized
controlled trial

Empirical:
guantitative &
gualitative

Gdlagher,
O'Donnell,
Minescu and
Muldoon

2013

A commentary on
W¢KS STTFS
ARSYGAUOL
support group on
the mental health of
people with multiple
a0t SNRP&aAa

Commentary /letter

(on Wakefield et al.,
2013)

10

Graziano et al.

2014

The effectof a
group-based
cognitive behavioral
therapy on people
with multiple
sclerosis: a
randomized
controlled trial

Empirical:
guantitative

11

Grytten and
Maseide

2005

W2 K4 Aa
is not always what is
FStaQy O2
stigma and the
embodiment of
perceived
illegitimacy of
multiple sclerosis

Empirical: qualitative

12

Grytten and
Maseide

2006

w2 KSy L |
with them | feel
Y2NB Aff o
of multiple sclerosis
experienced in
social relationships

Empirical: qualitative
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13 Hartings, 1976 Group counsellingf Discussion paper
Pavlou and MS patients in a
Davis programme of
comprehensive
care
14 J. M.Holmes 2012 Attendance at a Empirical:
et al. psychological guantitative &
support group for  qualitative
people with multiple
sclerosis and low
mood.
15 L.Hunt, 2014 WL G 31 @S Empirical: qualitative
Nikopoulou something big in my
Smyrni and life to wonder and
Reynolds think about which
took over the
aLlk OSX |y
Managing wel
being in multiple
sclerosis through
art-making.
16 Irvine, 2009 Psychosocial Empirical: qualitative
Davidson, Hoy. adjustment to
andLowe multiple sclerosis:
Strong exploration of
identity redefinition
17 Matuska and 2008 Lifestyle balance:  Empirical: qualitative
Erickson how it is described
and experienced by
women with
multiple <lerosis
18 McCabe, 2015 Unmet education, Empirical:
Ebacioni psychological and  quantitative
Simmons, peer support needs
McDonald and of people with
Melton multiple sclerosis
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19 A. Miles 1979

Some psychsocial Empirical: qualitative
consequences of

MS: problems of

social interaction

and group identity

20

Mohr, 2001
Boudewyn,

Goodkin,

Bostrom and

Epstein

Comparative Empirical:
outcomes for quantitative
individual cognitive

behavior therapy,

supportive

expressive group
psychotherapyand

sertraline for the

treatment of

depression in

multiple sclerosis

21

Ng, Amatya 2013
and Khan

Outcomes of a peer Empirical:
support program in  quantitative
multiple sclerosis in

an Australian

community cohort:

a prospective tsidy.

22 Petas, 2003 Variables associatec Empirical:
Somerset, with attendance at, quantitative
Campbell and and the perceived
Sharp helpfulness of,

meetings for people
with multiple
sclerosis

23 Radice 1995 Nursing and peer Discussion paper

support: Awinning
combination
24 Rigby et al. 2008 A randomized group Empirical:

intervention trial to  quantitative
enhance mood and
seltSFUOI Oé

people with multiple

sclerosis
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25

Salminen,
Kanelisto and
Karhula

2014

What components
of rehabilitation are
helpful from the
perspective of
individuals with
multiple sclerosis?

Empirical: qualitative

26

Schwartz and
Fox

1995

Who says yes?
Identifying selection
biases in a
psychosocial
intervention study
of multiple sclerosis

Empirical:
guantitative

27

Schwartz

1999

Teaching coping
skills enhances
quality of life more
than peer support:
results of a
randomized trial
with multiple
sclerosis patients.

Empirical:
guantitative

28

Sinclair and
Scroggie

2005

Effects of a
cognitivebehavioral
program forwomen
with multiple
sclerosis.

Empirical:
guantitative

29

Skar,
Folkestad,
Smedal and
Grytten

2013

WYL NBTFTSN
Yye 0O2ffSl
experience of
mutual recognition
of self, identity and
empowerment in
multiple sclerosis

Empirical: qualitative

30

Spiegelberg

1980

Support group
improves quality of
life.

Empirical: qualitative
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31

Twomey and
Robinson

2010

Pilot study of Empirical: qualitative
participating in a

fatigue

management

programme for

clients with multiple

sclerosis

32

Uccelli et al.

2004

Peer support groups Empirical:
in multiple sclerosis: quantitative
current

effectiveness and

future directions

33

Visschedijk et
al.

2004

Development of a  Empirical:
cognitive behavioral quantitative
group intervention

programme for

patients with

multiple sclerosis:

an exploratory

study.

34

Wakefield et
al.

2013

The effects of Empirical:
ARSyYy A UOI quantitative
support group on

the mental health of

people withmultiple

sclerosis

35

Wakefield,
Bickley and
Sani

201

A reply to Gallagher Commentary/letter

O'Donnell, Minescu, (Response to

& Muldoon's Gallagher et al
commentary on (2013)

W¢KS STTFS
ARSYGAUO!
support group on
the mental health of
people with multiple
sclerosis
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Table7. Design angbarticipants of included empirical studies

First Aithor & Study Design

Year

Participants

Recruitment

1 Abma(2005) Interviews 1TMS Selected from 15 patients
(unstructured) fIn=2 interviewed followinga project
1 male/female: 0/2 on responsibilities in the care
{age (years): 39 & 48 of chronically ill people.
{ years since diagnosis: >17, >20
2 Bodje (2002 Interviews { People with MS (PWMSdvanced stage & family caregivers Access to MS patients gained
(semi Tn=43, (PWMS, 22; caregivers, 21) through 5 care organisations &
structured) T male/female: (PWMS, 9/13) 9 members ofiresearch

7 age (years): mean: PWMS, 55
range: PWMS, 318

{ years since diagnosis: mean: PWMS, 19
range: PWMS,-84

steering committee
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3 Bogart(2015) Survey (internet) §MS (seHreported diagnosis) Organisations including
Tn=106 Multiple Sclerosis Foundation
Male/female: 55%A45% and The National Multiple
1 Age (years): mean (SD): 58.30(8.85) Sclerosis Society &a
range: 3677 newsletters, email, discussion
1 MS duration (year.s): rnear? (SD): 20.14 (12.20) board posts and social media.
1 Slf-reported walking impairment
(subsample of larger Internet
based study of people with
mobility difficulties)
4  Dennison Interviews MS, early stage UK MS Society website & NH¢
(2011) (telephone) ffn=30 MS services.

1 Male/female: 27%/ 73%

1 Age (years): 70% 40s50s

1 Years since diagnosis: mean (SD) = 3.8 (2.1)
range = 2 monthsg 8 years
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DiLorenzo Interviews TMS MS Comprehensive Care Cen
(2008 (telephone; fn=13 andnewsletters of two local
open-ended { Male/female: 23% / 77% chapters of the National
Wt S NI S LI qAge (years): mean = 68.3 Multiple Sclerosis Society.
Ageing range = 6Z 75 (Recruited from larger study ol
Ly G SNIIA € qMs duration (years): mean = 22.5 MS and ageing).
range = 8 42
Finlayson Interviews TMS Direct mailing, flyer
(2011) (telephone) fn=1,275 distribution, consumer
1 Male/female: 23.9% / 76.1% newsletter advertising
1 Age (years): mean (SD) =63.8 (9.4)
1 Yearssince diagnosis: mean (SD) = 20.1 (11.49)
Fitzgerald Interviews TMS Not reported
(1995) (semi Tn=15
structured)

1 Male/female: 0% / 100%
1 (Also 8 women with Temporomandibular Joint Syndrome; de
not used)
1 Age (years): mean = 43.8
range = 3% 56
9 No obvious outward sign of illness
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8 Forman Pilot RCT TMS MS outpatients clinic
(2010) 6 week fin=40 MS Society newsletter foster
adjustment 1 Male/female:8/32
group vs waiting TAge (years): mean (SD) = 47.7 (9.7)
list control range = 2568
Feedback sheet 1 Years since diagnosis: mean (SD): intervention = 7.3 (5.4);
(openended control = 12.4 (11.4)
questions) f Low mood (>7 HADS subscales, or >2-GBQ
9 Grazimo RCT TMS MS Clinic Centre
(2014) Groupbased =~ Tn=82

CBT vs control
(informative
sessions)

1 Male/female: 36%/ 64%

1 Age (years): mean (SD) = 40.5 (SD=9.4)

1 Years since diagnosis: mean (SD): intervention = 8.6 (5.2);
control = 7.2 (5.3)
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10 Grytten Interviews TMS Local MS Society, MS support
(2005) (unstructured)  §n= 8 people with MS; 6 relatives group, specialist hospital
1 Male/female: 5/9 practice
T Age (years): mean =51
range = 3% 60
1 MS duration (years): 25
11 Grytten Interviews 1 As inGrytten & Maseid€2005) As inGrytten & Maseid€2005)
(2006) (unstructured)
12 J.M.Holmes Survey of T As in Lincoln et al. (2011) Recruited as part of RCT
(2012) intervention fn=72 (Lincoln et al., 2011)
attendance & 1 Sample of = 20 completed additional telephone feedback
telephone questionnaire
(feedback)

guestionnaire
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13 L.Hunt(2014) Interviews

(semt
structured)

TMS Localbranch of MS Ireland
fn=5

1 Male/female: 2/3

1 Age (years): range = 465

1 Years since diagnosisg B0

14 Irvine(2009)

Focus Group

T™MS Branch of local M&harity
Tn=8

1 Male/female: 1/7

1 Age (years): mean =49

| range = 3@ 63
1 Years since diagnosis: mean (SD) = 12.8
range = 5 20
15 Matuska Focus Group & 9 MS Recruited from people enrollec
(2008) follow-up fn=13 on 6 week Multiple Sclerosis
interviews { Male/female: 0/100% Society course on lifestyle

Age (years): mean 41.9 balance

range = 2% 60
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16 McCabe Questionnaire  TMS Recruited from the Australian
(2015) Tn=2,805 MS Longitudinal Study
1 Male/female: 21%/ 71%
1 Age (years): mean (SD) = 52.10 (11.82)
range = 19 92
1 Years since diagnosis: mean (SD) = 11.28 (9.18)
17 Miles(1979) Interviews 1TMS Recruited fom records of a
fn = 22 married couples general hospital.
1 Male/female: 10 male patients and their wives, 12 female
patients and their husbands
1 Age (years): range = middle 20sarly 50s
M. SFNA aAyOS RAIFIy2arAayY x o
18 Mohr(2001) Quasi TMS Referred by neurologists, othe
experimental fn=63 health careprofessionals, the
CBT vs { Male/female: 27%/ 73% National Multiple Sclerosis
supportive  Age (years): mean (SD) = 43.9 (10.0) Society, advertising or other
expressive { Years since diagnosis: 3 month31.2 years means.
group therapy
(SEG) vs
sertraline
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19 Ng(2013)

Quast TMS
experimental fn=33
repeated T Male/female: 36.4%/ 63.6%

measures desigr  Age (years): mean (SD) = 51.8 (9.3)

Group peer range = 28, 66.6
support 1 MS duration (years): median (IQR) = 1289
program

Communitybased MS group
identified from Royal
Melbourne Hospital MS
database

20 Peters(2003)

Questionnaire  MS

(postal) fn=318
1 Male/female: 30%/ 70%
1 Age (notreported)

People registered with general
practitioners in 8 randomly
selected health
authorities/boards across
England and Scotland.

21 Rigby(2008)

RCT T™MS

Brief group CBT fIn=147

Vs social 1 Male/female: 37% 63%

discussion groug TAge (years): mean (SD) = 44 (9.6)

vs information range = 2@ 65

booklet control  f Years since diagnosis: mean (SD) = 9.0 (7.5)

Patient research database at
Walton Centre for Neurology
and Neurosurgery, Liverpool.
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22 Salmina
(2014)

Focus groups

TMS

'n=68 (16 focus groups)

1 Male/female: 32%/ 68%

1 Age (years): mean (SD) =47 (9.1)

Participants in multi
professional grougpasedout-
patient rehabilitation program.

range = 2§ 61
1 MS duration (years): median = 12
range = €83
23 Schwartz Measuring TMS MS clinic patient registry of
(1995) participationin  n=325 teaching hospital in Boston
RCTSchwartz, 9{Male/female: 111/ 213 (1 missing)
1999) 1 Age (years): mean (SD) = 46.7 (11.0)
24 Schwartz RCT TMS As inSchwartzand Fox (995)
(1999) Coping skills ~ TTn=132

group + follow
up telephone
support vs peer
telephone
support

1 Male/female: 27%/ 73%

1 Age (years): mean (SD) =43 (9.0)

1 MS duration (years): mean = 8.2
range = 137 years
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25 Sinclair Quast TMS Local neurologists
(2005) experimental - {n= 37 Middle Tennessee Multiple
Repeated ﬂ Male/female = 0/100% Sclerosis SOCiety
measures group TAge (years): mean = 38
CBTintervention range = 2259
1 Years since diagnosis: mean =5
range = a few weeks20 years
26 Skar (2014) Focus groups  {MS Recruited from a physiotherap
fn=10 rehabilitation study
1 Male/female: mixed (not reported)
1 Age (years): mean = 52.6
range = 45 61
Years since diagnosis: mean = 13.2
range = % 22
27 Spiegelberg Reporton MS  {MS MS support group
(1980) support group T Demographic characteristics not reported
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28 Twomey
(2010)

Interviews

(semt
structured)

Following
participation in
8 week fatigue

TMS

Tn=8

1 Male/female: 2/6

1 Age (years): mean = 42.9

range = 2% 55
1 Years since diagnosis: meafG:1
range = 120

Participants for fatigue
management programme
recruited through Multiple
Sclerosis Society of Ireland
Newsletter and information
sheet sent to local health
professionals.

management
programme

29 Uccelli(2004) Quast TMS Peer group organess
experimental Tn=42 nominated by neurologists.

Intervention:
peer support

group

1 Male/female = 17/25
1 Age (years): not reported

1 Time since diagnosis: mean (SD) = 6.9 (6.14)

Peer group participants
recruited by organiserdocal
branch of MS society & by
neurologists at outpatient
clinics
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30 Visschedijk  Quasi TMS Referral by neurologist or MS
(2004) experimental fin=14 nurse specialist
. 1 Male/female = 8/3 (excluding people who droppedt)
Icr;ltge_lf\ier!tlort 1 Age (years): group 1, mean = 8doup 2, mean = 42
) 0 |rT1prove 1 Recently diagnosed (within 3 years)
coping with MS ¢ gxclusion criteriavheelchair bound
31 Wakefield Questionnaire  TMS UK MS support groups
(20133 fn=152

1 Male/female =56/96 (36.84% / 63.16%
1 Age (years): mean (SD%2.01 (11.08)
1 MS duration (years): mean (SD) = 13.55 (9.94)
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4.4 Results

4.4.1 Included study characteristics

The iterative searches provided a total of 35 studies to be included in the
synthesis. Study characteristae outlined in tables 6 and Thestudies dated
from 1979 to 2015%and all came from developed nations includifgstralia,
Finland Ireland, Itay, The Netherlands, Norwayhe United Kingdorand The
United States of Americ&hirty oneincludedempirical research and of these

13 were quanttative, 16 were qualitative andwo reported quantitative and
qualitative findings. One paper was a commegtan an intervention, and one

a reply to the commentary including some updated calculations. The remaining

two articles were discussion papers.

4.4.2 Summary of CMOconfigurations

The initial programme theory hypothesised that being part of an MS groyp ma
have a differing impact on psychological wellbeing depending on whether the
context was one where participants perceived MS as stigmatised. This context
was refined during the synthesis to whether MS posed a threat to an
A Y RA @A R dzIThiirzopdraRes, Yui Wieiit Bepond the concept of stigma.
Identity threat apeared to exist on a continuumanging fromhigh to low
identity threat During the synthesis, the resource element of the mechanisms
was also refined into being invited to attend an MS group (wheeeple
considered the prospect of meeting others with MS) and actually attending an

MS group.
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In summary, in contexts where Mi®sed a high threat to identity, for instance,
when individuals had only recently received a diagnosis or where they
perceived MS to be highly stigmatising, responses tended to lead to avoidance
of MS groups, apparently in an attempt to protect psycholalgigellbeing.
Where the threat b identity was somewhat reduceahd people took part in
groups(medium identity threat) some mechanisms, such as being confronted
with a feared identity, had a negative effect on psychological wellbeing,
whereas others, sutas having negative stereotypes challenged, appeared to
have more positive outcomes with respect to psychological wellbeing. In
contexts where MS posed less of a threat to identity (low identity threat), the
majority of mechanisms, including shared undargling and normalisation of
illness, appeared to give rise to outcomes resulting in increased in psychological

wellbeing. The proposed CMO configurations are outlined in figures 3, 4 and 5.

4.4.3 Context: identity threat posed by MS

The identity threat psed by MS was identified as a key contextual fa¢toe
factors that influenced identjt threat were identified: perceived stigma; social
identity continuity; integration of MS into identity; ageand time since
diagnosis (see table)8dentity threatappeared to exist on a continuum, but
for the purposes of representation has been divided into three: people for
whom MS posed a high, mediuyor low threat to identity. These divisions are,
to a certain degree artificiabut were useful for presentatiopurposes and to
aid understanding at this stage of the research procksgarticular, dividing

identity threat into contexts ofhigh, medium and lowthreat aided
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understandng of the influence identity threat may haveon intervention
engagemenby enabling the underlying processes todisentanglel. There is

some evidence for such stratification, most notably frddennison et al.

(2011) who observed that the emotional adjustment of people with early stage

MS appeared to be precariously balancadd contingent on a reasonable

current health. Some threats, such as loss of ability to walk, drive or work were
perceived as intolerable and unacceptable. However, amongst their
interviewees, the actual experience of such challenges appeared to form a
UNR GAOFET AYOARSY(IQs gKAOK O2y iNAROdzi SR

more stable and positive adjustment where MS posed a reduced threat.

Conditions of high identity threat were deemed to be those where the threat
prevented people from even attenaly MS groups (such that the resource
aspect of the mechanism was designated WA Y @A G SR @2 6 F& @ 8KB
3)). In contexts of medium and low identityreat participants attended MS

groups6 8 dzOK G KF G GKS NBaz2dz2NOS | ddh&roia 2 F
LIS 2 LX S A Y. ThedifferéhbEEbezkdenithese categories was less clearly
delineated but related tahe degree of identity threat experienced and the
differing response that could be triggered in each context as a result (as
detailedin the fdlowingsection). Boadly speakinga classification of medium

identity threat wasused where people attended an MS grouesgite some

threat to identity. This threat wagvidenced, for instance, by discussion of

negative and stigmatised perceptions of pé® with MS, a reluctance to

assume such an illness identity, or a desire to challenge such stigyna.

117



contrast contexts of low identity threat were deemed to be thosehere

people appeared to experience very little identity threat from taking part in MS

groups This was evidenced, for instandsy a willingnessto obtain support

from others with MS,and rather than afocus on challenging stigma, an

emphasis on the posve aspects of meeting others with the iliness

Table8. Factors influencing the identity threat posed by MS

Factors influencing

Context: identity threat posed by MS

identity threat
high identity threat == lowdentity threat
1. Perceived MS perceived as = POsitive aspects of livin
stigma stigmatised with MS recognised

2. Social identity
continuity

3. Integration of
MS into
identity

4. Time since
diagnosis

5. Age

Existing valued sociak= Former valued social
group memberships identities maintained
threatened by MS despitedisclosure

MS not integrated == Openness to identity
into sense of self redefinition

Recently diagnosed == Longer time since
diagnosis

Younger age == Older age
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Perceived stigma

MS posed a greater threat to identity when the disease, or aspects of the
condition, were perceived as stigmatised. Such stigma could be anticipated or
enacted(Irvine et al., 2009)Mobility aids were seen as especially stigmatising:
désymbols of havingssumed the identity of somebody who is disabled, old and
Ay Ol L{PenriisBreéet al., 201 . 484) Respondents described attempting

to avoid the associated stigma and identity threat by refusing to use walking
sticks, wheelchairs or disabled car stickedespite the functional difficulties
this created(Dennison et al., 2011; Irvine et al., 2008hother alternative was

to avoid exposing disability by withdrawing from social contact and staying at
home when symptoms were me evident(Skar et al., 2004 With respect to
0KS2NE I (D9B3Jchsibwsrén spoiled identities was referred to in
several paperdr-itzgerald andK. A.Paterson(1995) for instance, highlighted
how reluctance to publicly reveal disability was linked to individuals attergp

to avoid becoming discredited by acquiring socially devalued identities.

By contrast, the threat to identity appeared to be reduced when participants

became able to appreciate the benefit of such aids:

Xhe realized that such aids could enlarge bhrunken world and he
A02LIISR OFNAY3I Fo2dzi 20KSNJ LIS2LJ SQa
performance. He incorporated the aids into his biography. He even saw

it as a challenge to be allocated a scowbile (Boeije et al., 2002p.

887).
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Similarlysome people were able to redefine MS, appreciating the positives and
how they had grown trough living with the illnesst ! yyS R2Sa y2 i
painful aspects of having MS, but endows the illness with a different meaning.
Her narrative is about personagjrowth, gaining awareness and self
understanding. Anne talks in terms of what she has leagit@dma et al., 2005,

p. 487).

Social identity threat

Where societal and cultural attitudes surrounding disability and chronic iliness
were perceived to be negiae, and this stigma was internalised, former
identities as healthy, competent and valuable members of society were often

seen as under threaDennison et al., 2011Grytten & Maseide 2005) The

R !

underlying fearwad RSY UAFASR a4 06AY3f aGHBINEOSR

& Maseide 2005, p.231) In order to preserve endangered social identities,
one response was to conceal the diseam®d avoid associations with it

(Dennison et al., 201 Grytten & Maseide2005)

Where previous social identitiesould be maintained despite disclosure, the
threat from MS was reduced such that, for some people, it was possible for the

two to co-exist:

Marc thought it would be a challenge to maintain his social network and

is surprised that his friends do not trelim as a disabled person. He
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appreciates them for this. It helps him to contextualize MS, while at the
same time maintaining aspects of self that have nothing to do with the

illness(Boeije et al., 2002)

Integration of MS into identity

As the above exantp indicates,some participants were able to accept the
illness and integrate it into their life. Where participants were able to integrate
MS into their identity without letting it define them, the disease appeared to
pose less of a tleat and was lesslatonsuming (e.ddilorenzoet al., 2008)As

one womanexplained:

| am not solely an MS patient. | am also Anne who wants to do other
things in life, in my spare time. | do not always want to be involved with

MS,that is just a part of m¢Abma et al.2005 p. 486.

There were indications that accepting the illness to some degree was needed
before individuals could move forward and focus on other things (eHunt

et al., 2013. Being open to identity reconstitution and redefinition of life
purpose appeared to be key. This enabled participants to find benefits of living
with the condition, such as it opening dooes)abling personal growth and a
new outlook on and appreciation fdife (e.g.Dilorenzo et al., 2008;.Hunt et

al., 2014; Irvine etla 2009)
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By contrast, some people failed to integrate MS into their identity and strove

to separate themselves as far as possible from the M some people who

rigidly attempted to preserve their former identity, MS appeared to pose a

greater threat to identitytKathy thinks in terms of a fixed identity that is under
OKNBFG X{KS oYlI{iKee 2LISNI (S ameiwsrk I OO2 NF

values and therefore this loss is a significant issue fof (fdsma et al., 2005)

Another interviewee hated MS so much she would not even pronounce the
words. MS had not been given a place in her life, bonhically the lack of
integration meant thathe threat from MS was ever psent and overwhelmed

her life (Boeije et al., 2002. 89Q.

Time since diagnosis
For many people, integration of MS into identity appeared to be related to time

since diagnosis:

gKSY L ¢l a UNRG RAIF3Iy2aSR3I -imagef 2 dzy R
gl & O2yOSNYySR> L Ftyvyzad tSG A0 RSU)
saw as a part of my life and | saw that as big, negative, scary, something

that made me different, that was goirtg hold me back, and so what it

did with my self image ... became less sure of myself. As | got older, |
NEFfAT SR GKIG glayQid ySOSaal NARfe& (K
affects my selimagein any regative way, it just kind of iiLorenzo

et al, 2008, p. 109
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Thatsomeindividuals experienced a greater threat to idéptfrom MS soon

after diagnosiswas furtherS@A RSY OSR o6& L NRulmyia#y: SaG | f
dnitially, diagnosis was met with negative reactions; demahcealment and
RAYAYAaKSR QpRSuthRedofidd&dicate thaththis is a period of
challenging internal transition; the individual is facing changes in how they see
themselvesand how others might see thenWith time, the identity threat

often appeared to redce, with participants stating they had leath to live

with it.

Age

In addition to reduced threat over time, there was evidence that, for some

people, as they aged, the identithreat from MS reduced. Wit respect to

integration of MSPiLorenzo et a(2008)commented thatd a 2 & G LJ- NIi A OA L
described a process whereby they integrated MS into theiridelitities as

GKSe p.HSRKRE 0

Social comparison theory (Festinger, 1954, as cited in DiLorenzo et al., 2008)
was a proposed explanation for this. Generally, as people age, their reference
groupisalso ageing and, as sucrg alsdikely to have health problems, thus
reducing the threat of alienation due to illnegBiLorenzeet al., 2008) In a
quantitative stuly of attendance at meetings for people with MS, social
comparison was similarly suggested as a reason meeting others with the
condition appeared to be especiallgreatening for younger peopléthe fact

that younger people (who were less likely to havegressive disease in the
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present sample) were less likely to attend suggests that the prospect of social
comparison was not viewed positively by this group of individugeters et

al., 2003, p. 25)

As indicated in this extract, type of MS, along vathirent level of impairment
and synptom interference may also b@actors influencing identity threat.
However, there was no strong evidence regarding how these may affect

identity threat.

4.4.4 Mechanisms triggered in contexts of high identity threat

Incontexts where MS posed a high threat to identity and the resource (in realist
synthesis terminology) was being offered a group intervention, five response
mechanisms were identified: overwhelmed by ilinefeglings of not itting;
reluctantto assume amnwanted social identity; unwilling to confront a feared
future; and feeling fraudulentAll five mechanismsappeared to lead to
avoidance of MS groups, apparently in an attemptptotect psychological

wellbeing (see figure 3).
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Figure3. CMO configurations for contexts of high identity threat

Context: MS poses high identity threat

Mechanisms

Resource * Response

1. Overwhelmed by illness

2. Feelings of not fitting

Invited to
attend MS 3.  Reluctanto assume unwanted social
group identity
4. Unwilling to confront feared future
5. Feeling fraudulent

Intermediate Qutcomes

Outcome

Avoid attending
MS group
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Overwhelmed by illness

There was evidence that MS was so overwhelming for some individuals that
meeting others with the disease w&so big a challenge to contemplate. For
SEFYLX S 2yS YIyYy 6K2 61 & a dtkaRefcdni@ol | 0 & 2 NJ
2 @S NJ(Bodijeret al., 2002, p. 88¥aw himselas less active and as coping

worse than dher people with the diseasavhich kept him from engaging with

the MS Society. Described by the author as having been unable to put his life

bad together or achieve any degree of identity reconstitution, he was unable

to bring himself to have any contact with other people with MS.

Such feelings of being overwhelmed were apparent in other respondents,
particularly following diagnosis and in tearly stages of the diseag@ennison

et al., 2011) In further support of this, in a paper exploring lifestyle balance in

women with MS, one respondent commentedd L (G Q& | f f 2dza i
2O0SNBKSEYAYyTId L RARY QUG 3F2 3Sit akdSf LI NI =
RARY QU NBFfte gryid (2 KSFENI Fo2dzi Ado

(Matuska & Erickson, 2008, 22).

Feelings of not fitting

Following an exploration of adjustmeta MS,Irvine et al. (2009¢oncluded
that the periodfollowing diagnosis appearetb be one of identity crisis due to
the dissonance caused by the realisation thnatividual now hasomething in
common with chronically ill people. Itine with this, someearly stage

participants described feeling that they did not fit in with other people with MS
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YR &l g LIS2LX S ¢K2 | 03GSyRSRDendisoneNE dzLJa
al., 2011, p. 484)A lack of identification was further evidencdyy an

interviewee inBoeh 2 S S )btidgpQa O H AN H

2 KSYy KS UNBRGO KSIFINR KS KIR a{zxX al ND
do with the disease. He ignored invitations from the MS Society,
because he could not identify with the people with their wheelchairs

and crutchegp. 887)

Negative stereotypes appeared to put peepmff engaging with MS groups:
QY y20iX LQY y2G RNARoofAYy3a 2NE &2dz (Y:

Of I &4 A O f(DednisdR tall, Z01150R4)

Themandus language further indicated thatsome respondents saw
themselves aslifferent to peopk at MSrelated organisationgy . dzi IS4 Ay ¢
I gK2ftS f2FR 2F WSY®d L O2 deblRlybRthabk b2 > L

@ 2 dz @S N®ennsorekad., 2011, g83)

In the same vein, in aelephone feedback questionnaire following a
psychological adjustment group for people with MS, one -atiender
(classified as attending three of fewer sessions out of six) felt that iw & y 2 {
F 2 NJ (¥ $¢ Holmes et al., 2012, p.. However informaion was not

provided on whether it was the group aspect, the cognitive behavioural
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content or the fact that it was a psychological adjustment group that was being

referred to in this comment.

Reluctant to assume an unwanted social identity

In addition tofeelings of not fitting with other people with MSpmepeople

reported not wantng to identify with MS group8ecoming involved with MS

related organisations was seen not only as admission of being ill, but as
constitutinga loss of former social ideries and acceptance of other people

GAGK a{ lFa 2ySQa NBtS@OlIyli az20Alf 3ANERdz
considered unfavourably due to the negative identity attendance was seen to

confer: dMany participants expressed a desire to avoid membershiptait

they evidently thought of as a stigmatized group and an alien, unwanted

identitye (Dennison et al., 2011, g85)

In the same way, when considering taking part in a group psychological
adjustment intervention, ongersonreported fearing that they would be the
most disabled person ther@/isschedijk et al., 2004, p. 743he implication

gl a GKIFEG GKA&a ¢2dzf R O2YFANXY GKS AYRAQDA

With respect to theory, literature on the loss of Séhat chronic illness can
bring about was referred t¢Charmaz, 1983 heories of identity management
were especially relevant.Grytten and Maseide (2009, for instance,
commented that while individuals can manipulate identity through tactics of

protective disclosure and impression management, identities can also be
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imposed relationally in certain social situations, which helps explain
motivations for avoidance of MS grou@3ennison et al. (201Xhade a similar

I NBdzYSy s dzaiay3a { Ol,xscite§ilNDehnyséh etlal?2 2011} v & Q
theory that people with chronic illness strive to maintain former selves and

I @2 AR | Olj dzA NR& y 3 Demriishdzefd., 2R 1. MBS 16 éxplaih S&¢ 0
findings that participants distance themselves from the umgptable threat

presented by association with stigmatised aspects of MS.

One result of attempting to maintain a valued sieléntity was failure to take
advantage of available servic@sitzgerald &K. A.Paterson, 1995)This was

corroborated byone oD NB (i (i Sy I y(#05pespordianR S Q a

When | am done as a working man, and | have nothing to hide, maybe
GKSY oLQff | OO0OSLII KSIftGKOINBB8BPQ ¢KS
identity of a worker being selfsupporting and the sick person being

unfit to work and needing healthcalg. 237)

The indication was that avoidance was an attempt to protect psychological
wellbeing. One lady, described as experiencing MS as highly threatening to her
sense of self, avoided all contact with fellow sufferers and reported becoming
terribly upset when shéad to talk about and face up to(Boeije et al., 2002)
Dennison referred to the shifting perspectives model of illngsdPaterson,
2001) to explain how avoiding reminders of present disability may be

protective of emotional wellbeingihe model poss that people shift between
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holding wellness or iliness in the foreground and that keeping the iliness in the
background helpssustain a sense of wellbeingccordingly, reminders of
present disability are deemed unhelpful because they bring illness ¢o th

foreground.

Unwilling to confront feared future

When considering meeting others with MS, individuals not only had to face the
prospect of being reminded of their present disability, but also the prospect of
being confronted with a feared future idéty. Meeting others with worse
symptoms at a more advanced stage appeared to be a particularly potent
reminder of what might hapen and who they might becomkn both older and

more recent paperdear of encountering decline and disabilitias offered as

one of the main reasons behind decisions not to attend MS gréDpsnison

et al., 2011; A. Miles, 1979Dennison et al. (20113ommented that such
reluctance to engage with the threat of disease progression was particularly
apparent in young participast who were relatively newly diagnosed.
Participants in their study described avoiding MS groups in order to protect
themselves emotionally against thoughts of a feared future they did not feel
abletotolerate:a LG Qa FfYyY2ald tA1S JwhiBhAybFkBINBY (i &
2T 1y29 GKIFIG @2dz2Qff LINRolofe KIF@S G2

GKAY1AY I 638t Denyisot ald 21, p4E38 I & S ¢

Again, identity threat was especially apparent from MS resulting in visible

impairment, loss of idependence or reliance on mobility aids, as a different
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participant explained:

LQPS y2d NBlItte 488y lyeozRe Ay |

OK22asS y2G G2 32 R2¢y OGKIFG NRdziSo
in a room with people that havgot MS on the understanding that |

could end up like thagDennison et al2011, p.483)

Interestingly,an Australian study examining coundnyde satisfaction with
psychological and peer support services for people with MS found that young
people weresignificantly more likely to report a desire for greater varieties of
peer support(McCabe et al., 2015 his included groups for younger people
with MS. Although reasons are not provided, the evidence from studies such as
Dennison et al. (201XBuggest that one possibility is that a group for younger
people with MS may help avoid confrontation with people at more advanced

stage of iliness.

Feeling fraudulent
At the other end of the spectrum, one participant confided that, in addition to
not wanting to be confronted by reminders of what might happen, she did not

feel her relatively mild symptoms merited attendance at her ldd8lgroupn L

L

Ffy2adg FSStf a AF LQY aftA3akdte | FNIF dzR

0KSe QNB & dINgA 3 A giByinsdnlRifaR 2011, g83).
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Although not referring directly to attending MS groups, this sentiment was
echoed by a participant in Fitzgeradshd K.A.t | (i S NEO25)sidy, who
admitted to feeling guilty at claiming a disabled identity when using her

disabled parking space when othengfferedworse symptoms than her.

4.4.5 Mechanisms triggered in contexts of medium identity

threat

When identity threat was reducedota degree where people attended MS
groups (medium identity threat) five possible responses were identified. Some
of these paralleled the anticipatory mechanisms in conditions of higher identity
threat. The proposed mechanisms were: confrordatiwith feaed identity;
feelings of not fitting internalisation of stigma; perceptions of people with MS
challenged; andbeing buffered by shared social identity. The first three
mechanisms appeared to have a negative impact on psychological wellbeing,

while the later two acted to positively influence wellbeirfgee figure 4)
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Figure4. CMO configurations in contexts of medium identity threat

Context: MS poses medium identity threat
Mechanisms Intermediate Outcomes Outcome
resource * response
po *| Lack of hope
1. Confrontation with feared identity o Reduced self-esteem
(Negative downward comparison) > Decreased
sychological
Feel devalued = Py b ‘g
2. Feelings of not fitting > wetlbeing
Feel useless
Meet others in 3. Internalisation of stigma |
MS grou >
group Increased likelihood of drop-out
4, Perceptions of people with M5 challenged
Cognitive reframing
5. Buffered by shared social identity i o| Increased self-esteem & self-efficacy
¥ Reduced fear [ increased hope Increased
> > psychological
» Stigma challenged .
wellbeing
»| Feel accepted fvalidated / valued
s Increased social support & camaraderie
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Confrontation with feared identity legative downward comparisoi

As outlined above, one of threasons people avoided meetimghers with the
condition was to avoid reminders of their current disease status and protect
themselves from thoughts of what might happen. For some people, there was
evidene that when they actually did meet others with the condition, the result
was, indeed, upsetting. For instance, in a group psychological adjustment
intervention, two people stopped attending because the confrontation with
MSwas too emotional}f upsetting:6one patient dropped out after the second
session, and another dropped out after the third session, both due to-emo
GA2yLFf LINRPofSYa | aa20Al ( S\Rsschetlifk&tall yi Sy a
2004, p.739) Since the group was aimed at people with a r@agiagnosis of

MS and purposefully did not include people in wheelchairs, it seems that in this
instance, even meeting peoplaith less severe symptomsould cause
emotional upset. In other examples, meeting people with more advanced
symptoms appeared taesult in negative downward comparison. This was
apparent even amongst participants who had volunteered to act as-peer
& dzLJLJ2 Nie $oNd#l, Yor ifistance, that seeing patients who had Istige

a{ YIRS &a2YS @2f dzy (i SS NEadideg,dSzp1388)y (G KSAN

That such negative downward comparison could have a detrimental impact on
psychological wellbeing was supported Bgteis S (i [2008) @férence to
other chronic illness research in which downwasdcial comparison is

associated with depression and decreased-esteem.
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Feelings of not fitting

As outlined above, in contexts of high identity threat, many participants
avoided involvement in MS groups because they felt tiveye unlike other
peopleg AG K (GKS RA&ASFAS YR RAR Y2009 ARSy;
study of adjustment to MS suggested that such lack of identificatan
influence individalsQrehabilitative potential.One way this may play out with
respect to MS support gups issuggested in a study bwakefield et al.
(2013%). Theirsurvey,investigating the effects of identification with an MS
support group on mental healtfound that group identification was associated
with lower levels of depression and anxiety and higher levels of satisfaction
with life. The authors warn that not only is it unlikely that psychological benefit
will be observed in support groups where theeelittle or no identification
between members, but that when participants do not identify with other group
members, attending such groups could actually degrimental for mental

health, due to interpersonal interactions that promote feelings of negtivi

and conflict(Wakefield et al.20139.

Internalisation of stigma

There were indications that by attending MS groyp=ople internalised stigma
surrounding MSEitzgerald and.A. Paterson1995) for instance, commented

that if individuals decided to reveal their illness publicly tiey dza & | & & dzY' S
socially devalued seiflentity, that of sick and disabled, and all that these

identities entaf . 13) In line with this one participant refle@d:a L G NB NI | §
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(Dennison et al., 2011, g83).

Although it is not clear whether the participant is referring here to having
attended an MS group or is expressing a ogafor avoiding such groups, the
indication is that taking part in such groups confers an unwanted social identity

and the stigma that goes along with it.

Perceptions of people with MS challenged
In contrast, some people who had initially been unwilliogattend MS groups
found their perceptions of people with MS were challenged upon meeting

positive role models.

One participant described her initial reluctance to participate in a group
programme for people with MS: 'l got to see 11 other people with MS
that are ... that all have their disabilities but are still normal happy
people. | had this vision in my head that they were going to be pure sick
and pure miserable andwas just going to drag me doW{Twomey &

Robinson, 2010, p. 796)

Cognitive refaming of the disease and people with it was evident. One man
found that as his negative preconceptions of people with MS were challenged
upon meeting others in an MS group, he could identify with other group

members, and became able to contemplate integngtMS into his identity:
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After attending their meetings once or twice, he discovered that the
members were more than just their illness and were actually very nice
people, many of them young. At that moment he realized that MS was

going to be a part of kilife too(Boeije et al., 2002, p. 887)

For some, reduction of threat was a sigrafit outcome of such encounterd:
saw that life did not end even though | would end up in a wheelchair. They
could smile and laugh and have fun, even if they vggiteng in a wheelchair ...

L 6F& y2i | (©iyteh&MAakeidd 006N 203)

Goals may also be redefin@dthis process. For instande,a study examining

the impact of disability identity on mental healtBpgart (2015)iscussed how
new meaning can be given to illness through disability advocacy, and goals
revised to fit those of the disability community as opposed to wider societal
views. The example they give is that interdependence may come to be valued
in contrast to the majority Wester culture value of independenc@ogart,

2015, p. 107)

Buffered by shared social identity

Following on from this, there was evidence that when people did identify with
members of an MS group, the ensuing sense of shared social identity enabled
individuds to challenge external stigma and acted as a buffer against the
stresses of living with the disease. For instance, a surv&yKdflS support

groups found that higher levels of identification with such groups were
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associated with lower levels of anxietynch depression(Wakefield et al.,
20139. Accordingly, the authors suggesithat a sensef shared identity is
critical but largely overlooked factor determining the success (with respect to

mental health) of such groups.

This was supported by the results of another survey study, which found that
stronger disability identity was a significant predictor of less depression and
anxiety in people with MS and mobility impairméBogart, 2015)The authors

explained their findigs with reference to literature on minority groups and
suggested that disability identity is affirmed through social support from the
disability community and reduction of stigma through disability pride. A
WYAY2NRGEQ 3INRdAzLI 2 F c&foYelohd, Ml \&llied 8B LIND

accepted, improving sedsteem.

In line with this participants reported enjoying the sense of empowerment

created by feeling part of a collective grodpvomey and Robinson (201&)d

Skar et al. (2014¥oncluded that iderity, recognition and empowerment
counteract the stigma encountered by people with MS in everydayHudeher

adzLILIR2 NI GKFG akKFNBR a20Alf ARSyaade Ol
support to challenge negative stereotypes was echoe@iyten andViaseide

(2006) who likened identification with MS groups to the process of disclosure

of a homosexual identity:
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Similar to those with a gay identity, people with MS come out to affirm
their identity as being worthy of value, dignity and pride. Coming out is
associated with disclosure and visibility and with the process of social

affirmation of the sel{Grytten & M&eidg 2006, p204)
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Figure5. CMO configurations in contexts of low identity threat
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4.4.6 Mechanisms triggered in contexts of low identity threat

Seven mechanisms were identified as responses to meeting other people in MS
groups in contexts of low identity threat. These were: feeling understood;
normalisation of iliness; feeling of coping better than othengeting positive
role modelsjearning fom others finding arole in helping othersbuffered by
sharedsocialidentity; feeling defined by MS. With the exception of the last of
these, all the mechanisms appeared to have a positive ainga psychological
wellbeing(see figure 5)The indicatiorwas that these mechanisms are enabled
when the threat posed by meeting others with MS was reduced, although for
some mechanisms, particularly, feelings of coping better than others, the
evidence for this was less clear cut and it may be that it can &tddgered

in contexts of higher identity threat.

Feeling understood

In a study investigating what aspects of rehabilitation people with MS found

most helpful, meeting peers with MS and having the opportunity for discussion

with them were described dselpful by 88%n = 60)f respondentgSalminen

et al., 2014) This appeared to be true regardless of intervention contént: y

any form of rehabilitation it is important to get support from other people who

I NE aAYAfFNI G2 @2dz FyR (KSy 3IS4 &dzLlLi2 N

(Salminen et al., 2014, ©986).

The benefit of meeting others with shared experiences wescarring theme,

both in the context of peer support groups and psychological adjustment
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interventions. In a cognitiveehavioural psychological adjustment group, for
AyaildlyoOoSz Ylye LINIAOALIYGa aaSyea2eéeSR
S E LIS N (Boyn@$ &Lincoln, 2010, p218) Findingsfrom other studies

indicated that this may be partly because people with MS understand from
subjective experience what it is like to live with the dise&@egelberg, 1980)

One respondent comented: WWL 1Y 2 ¢ e dakihgiaboiitkaGdeti@wJ

k2 ¢ SKFEG L 'Y Wheh{ hat& a prabl2ndzith@ others W

dzy' R S NJAGrdce/sRi2 Among peers they appreciated the comfort of being

seen and understoad(Skar et al., 2014, 675)

In SalminerS (i (201 <udly, many participants discussed the importance
of acceptance, understanding, and beihgard: @ X K S NB  cbRsgd I NP dzL
rehabilitation] we somehow all agree thgibu can be here just as you arg.
1987) Such understanding was reported as providing relidirrafition and
validation (Fitzgerald &. A.Paterson, 1995; Spiegelberg, 1988kar et al.
(2014)suggested thafeeling understood by other group members ledan
increase in selésteem.Thisstoodin contrast to the afen expressed feelings

of alieration, frustration, guilt, discrditation and invalidation wheroften
invisible, symptoms were not taken seriously or were disbelieved by significant
others (Fitzgerald & K. A. Paterson, 1995;Grytten & Maseide 2005;
Spiegelberg, 1980; Twomey & Robinso2Q10) The importance of
understanding and legitimisation was recognised in the design of a fatigue
management programme for people with MS where family members were

invited to attend a sessiofTwomey & Robinson, 2010)
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Some people expressed fears andtgariound burdening family members, and

the consequent value of a group of peers in providing a safe place, not only to

be understoodput to express their feelingst 2 y £ & ( K2 Bedntiieie2 K| @S
Oy GNMz & ARSYGATE | yR O yunadckptdler i 2 y ¢
feelings. Monthly group sessions are a safe place to ventilate shock, fear,

2dzi NI 3S3X RAAYLlF &I RA Ipikedelbeigy 1980S yild)> | y R
Additional psychological benefits may come from the feeling of social
camaraderie and opportuty for laughter and inside humour afforded by the

social interaction of MS grouggSinclair & Scroggie, 2005; Skar et al., 2014)

Normalisation of liness

The mechanism of normalisation was referred to in several papers. For
instance, in a studyexploring perceptions of inpatient rehabilitation, the
authors noted:din the sense of community created anwparticipants it was
Wy 2 Ny halveQmpairmend (Skar et al., 2014, %76) Participants across
studies referred to value of MS groups for lisaig that they were not the only
one out there with the disease, as the following extract from a group fatigue

management programme highlights:

Xall the participantgdescribed the group context as usefulr@éducing
feelings of isolation and uniqueneséX 12 YSS{G LIS2LX S GA(
problems, the important thing you realize is you are not on your own

PPdPY 6t SGESNDV D WYWodd (y2eAy3a (GKIFG &2
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because we are quite a lonely bunch of individuals on our own' (Kevin)

(Twomey & Rolnison, 2010, p795)

Given the diversity of symptoms, it appeared that for some participants,
meeting others with the same specific symptoms, sushhmemory loss, was

helpful (Skar et al., 20)3Psychological wellbeing appeared to be influenced
through the comfort and security afforded by knowing they were not alone
(Hartings et aJ. 1976)and theopportunity to gain perspective on previously

dzy & LJ2 | S ySpeakdhd tN&sevfears makes them lesalrless crazy, less

I £ A Sy (Spiehglbarg, 1980, [.1). In line with this, Forman and Lincoln

(2010) stated that part of their rationale for the choice of a grebpsed
intervention was that meeting other people in similar situations helps to
normald S GKS LI GASyiaqQ OANDdzyaidlyoOoS |yR

212).

With regard to theory,Yalom andLeszc® £200%) work on the therapeutic

factors of group therapy was referred to in several papéfsr instance,
Salminen et al. (2014)inted out the parallels with Yalom arfd S & (20050 &
concept of universalityand KS NB I f Aal GA2Yy aduniquez2y SQa

but experienced by othergSalminen et al., 2014, p. 1988)

Feeling of coping better than others (positive downward compan$o
In contrast to the negative downward comparison observed in contexts of

medium identity threat, there were indications that when identity threat was
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low, some participants were able to compare themselves positively with
people with worse symptoms. Whehe condition is less overwhelming, and
individuals are able to accept MS without letting it define them, they may be
less inclined to jump to the feared conclusion that because others have certain
symptoms it inevitably means the same will happen to th&oreover, if less
stigma is attached to symptoms, fear of the future may become less
overwhelming such that people are more able to appreciate their current
relatively good state of health. Sugositive downward comparison appeared

to have acorresponding positive influence opsychological wellbeingas
explained byNg et al. (2013)in their discussion of peer suppotiterature:
GR26y 6 NR O2 YLI NA aiRcgn asdniake péopleféeettér2 N&E S

Fo2dzi GKSANI 26y aAlbdzr GA2yé 6L nood

This was corroborated bySchwartz and Fox (1995vho discussed how
negative role models can facilitate downwasdcial comparison and lead to a
more positive appraisal of their situatioDilorenzo et al. (2008)oted a similar
mechanism in older people witMS, whereby individuals tend to compare
themselves to people who are more ill to ensure positive assessments and

enable them to feel better about themselves (292).

Meeting positive role nodels
There was also evidence that when identity threat weguced, people were
able to derive benefit from meeting others who were coping well and living a

full life despite having a more advanced stage of the diséRselice, 1995)
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This closely parallels the mechanism of having negative perceptions challenged

in contexts where MS is perceived agreater threat to identityThe slight

difference is that the emphasis is less on challenging stigmatised views and
more on peopleg A (itfétterdattituded éerving as a source of inspiration
(Dilorenzo et al., 2008, [@L092) Encouragement and hope were offered as
LI2aAGAGS LJAOK2f 23A0If 2dziO02YSay a{SSA

Ol y LINE O(NdReBal.,R@1BIFEY

Similarly, a participant in an inpatierghabilitation group explained to a peer:
& { i8dyou manage [the wheelchair], and you as well, gave me assucahce

Ad LJ2aaAr o f(Skarétal, 2014yp: &6 ¢

Learring from others

Another mechanism identified in the synthesis was that of the group context
enabling participants to learndm others.Visschedijk et al. (2004aw this as

a crucial element of the interventiospmmentingd 2 S 206 a SNBWSR G KI
together patients with the same dsse (at about the same stage of the

disease process) enabled patients to learn a great @dedlR Y SI OK 2 G KS M
743). However, the inclusion criteria tharticipants weraecently diagnosed

is noteworthy, since this is likely to reduce the potential threat posed by
meeting others with a more advanced stage of the disease. Moreover, people

in wheelchairs were deliberately not included in this intervention, further

reducing the potential threat.
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The opportunity © glean advice and informatidinom other people with the

condition, particularly with respect to solutions for seemingly small pnoisle
encountered in everyday life, was highlighted as helpful by respondents of the
survey of rehabilitatiorfSalminen et al., 2014) OO S f (R00Bdiscussiord Q &
indicated the value of this mechanism for improving mental health. The
findings of theirstudy appear to point to the importance of coping skills, such

as those taught in cognitive behavioural therapies over and above the value of
generic peer support groups. However, their suggestion that intentionally
including a focus on coping skills inmastructured peer support programmes
indicates the potential value of learning such skills from peers, as opposed to

or in addition to professionaldn line with this, in some articles, the support

and advice offered by other people with MS was reporéedbeing perceived

as more trustworthyGallagher et al., 2013)lifferent to, and even superior to
information from professional¢Dennison et al., 2011; Twomey & Robinson,

2010) In the context of a fatigue management progmae, one participant
commented:d ¢ KS &KIFNAYy3d 2F SELISNIA&AS 6Fa& R
'you were learning from others as well as [from] the people who were giving
G0KS O02dz2NBST @&2dz f SI NYySR & Ydiwémey SI NI &

& Robinson2010, p.795)

The opportunity afforded by a group of peers to talk about more sensitive
issues was also valued:! f Y2ad dzyAQGSNAIFf LINROf SYa
discussed even in intimate privacy, can be brought up and solutions suggested
Ay 3 NP dzL)(SHi&&hery, L IB6, pl).
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Finding a role in helping others

In addition to learning from others, many pndents appeared to derive
benefit from the opportunity to helpothers with the illness. ASpiegelberg
(1980)2 6 A SNIISRY Gt NP@GARAY3I YR 3IAQGAY3

FSSt Y2NB O2YLISOSyIiz fSaa LI2oSNI Saas

In an intervention designed teencourage participation and ownership was
reported to produce a sense of empowermentou could contbute ... you
6 SNB | LJXTNdmey28FRobingoé, 2010, @95) Similarly, those
purposefully placed in the role of pesupporter were reported to del

rewarded by the knowledge that they were helping oth@Radice, 1995)

Grytten andMaseide(2006)suggested that becoming an expert in MS might
help reduce the insecurity associated with the unpredictability of the disease.
Some people who had lostles, particularly with respect to profession, found
new purpose in supporting others. For instance, one lady who had been forced
to retire early and was frustrated by her lack of professional cafeend some
satisfaction and status in becoming a spgé&son and politically active

member of her regional society for people with ¥/fma et al., 2005)

Buffered by shared social identity

There vas evidence that this mechanisoperated in conditions of low asell

as medium identity threat. The difference may be that, as indicated by the
fAGSNY 0dzNB 2y YAY2NAGE 3IAINRAzLIAEZ GKSY
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groups is threatened by illness, membership of a disability group provides a
place to belongand a baseand shared identity that mable stigma to be
challenged. Where perceived stigma is already reduced, a similar mechanism
may operate, but here the positive outcomes from a sense of shared identity
may result primarily from increased social support. This is supported by
Gallaghert | £ @@3&)comments on the finding bWakefeld et al. (2013pn

that increased identification witfMS support groups was associated with
better mental health.Gallagher et al. (2013gferred to literature indicating

that one is more likely to accept satisupport and advice from similar others
and suggest thagocial support may mediate the positive relationship between
support group identification and mental healtn responseWakefield et al.
(2013) proffered a loop of reciproal causalityacknowledging theossibility

that social identity may exert its influence on mental health by facilitagongal
support, but suggesting that the resulting increased social support then further

promotes feelings of shared identification.

A paperreporting on an arbased group for people with MS raised the
interesting possibility that identity threat may be reduced when MS is not the
only common groundL.Hunt et al., 2014)Participants in this group reported
social camaraderie as a very importapart of the programme, but
interestingly MS was not a regular topic of conversation. In this context, the

identifying factor appeared to be a common interest in arts and crafts.
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Feeling defined by MS

There was some evidence that, although reduaddntity threat enabled
people to interact with others with MS, some participants reported feeling
obliged to help others with the condition. Fone womaninterviewed in Abma
Sl Roo®$uly, this became limiting and led to feelings of frasibn at
being defined by the disease. She reportwwdnting to be recognised as a
professional woman, not just a volunteer. Significantly, she algpesseda

desire to relate to people without MS.

4.4.7 Context: Gender

Another contextual factor that appearei be of relevance with respect to
peer-group meetings was gender. However, how this related to identity threat

was nhot explored in any of the included articles. There was some evidence that
men were more reluctant to attend MS groups than women andjne with

this, McCabe et al. (20)5ound that women perceived a greater need for
support groups.J. M.Holmes et al. (2012fjound drop-out rate was higher
amongst men and similady { OKg | NIil | yR C2EQ& omMmddp
revealed that in the sample of eligilpp@tients, women were represented more

heavily (although, this may be confounded hg greater proportion of women

having M$. Interestingly thoughin the RCT b§razano et al. 2014) at a six

month followrup, psychological wellbeing was increased for men and slightly
decreased for woman. With respect to identity processes, women reported
greater MS group identification than méWwakefield et al., 2018 which was
stH3SaGSR 2 6S RdzS (2 ¢62YSyQa lFoAfAde
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comparison with men, to look more often to those outside their spousal
relationship for supportAntonucci & Akiyama, as cited in Wakefield et al.,
20139. Grytten and Maseide (2005) similarly suggestedhat, in general,

women may be more willing to disclose information about themselves to
others, indicating that some of the mechanisms here relating to sharing

information may be most applicable to women.

4.5 Discussion

While theliterature indicates that MS psychological adjustment interventions
can be beneficial, evidence regarding the efficacy of group format is mixed.
Qualitative reports, too, offer seemingly contradictory accounts, with some
studies finding interaction with dier people with MS to be highly valued, while
others report ambivalent or adverse responses towards involvement with MS
groups. This synthesis goes some way towards explaining the mixed findings by
identifying potential mechanisms underlying MS group inéstions. Some of
these lead to outcomes related to positive psychological wellbeing, others act
to protect wellbeing, while others appear to have a detrimental impact on
mental health. Thus, although the mechanisms proposed in figutest®uld

be seen a preliminary and no®xhaustive, they begin to shed light on the
mixed findings in the empirical literature. The key proposal made by the
synthesis is that identity threat posed by MS is a crucial, but often overlooked,

contextual variable that influenceshich of these mechanisms are actualised.
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CKS y2iA2y GKIF G Affy S-&dicemdandexistiigsBelali Sy A
identities is not new. Botdh K I NJY{19B3Jmaitings on chronic illness and
0A23INI LIKAOIf RAa@NIBR)dBIKAY2 VI V2RF Da20TATAYWHHY QG ay F
ARSYGAGASAQ INB OfFaaro g2Njla Ay GKS |
YIe 0S AAIAYATFAOLYG Ay AyFidzSyOAy3da AYyRA
is @ more novel application. Support for this proposal can badawt only in

the social identity literature, but also in research and theory on identity
motives, minority groups and disability identity. Fundamental to all these areas

is the argument that individuals are motivated to have a positivecaitept

and <lf-esteem, and that when this is threatened, coping strategies to
counteract the threat are employed. According to social identity theory, much

2F |y AY R-BogckR datl Sefesteend iS tlefived from social group
membershipqTajfel & Turner, 1979 The evaluations people make regarding

the social groups they belong to are essentially relative in nature (Tajfel &
Turner, 1979). Thus, while favourable comparisons can improveseém,
unfavourable comparisons, resulting from being identified watmegatively

viewed group, can result in reduced seffteem. As indicated by the synthesis,

this may provide much of the motivation for avoidance of MS groups. Empirical
support for identity threat asa motive for group avoidance comes from a

recent stug/ byNariooRedmond et al(2013) Theauthors found that disability

identity was negatively associated with individualistic strategies of minimising,
concealing or attempting to overcome the stigmatised attribute; when

individuals did not identify with aiglability group due to the threat posed to
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valued social identities, they adopted strategies that dissociated them from

such groups.

The CMO configurations related to avoidance of MS groups are especially
interesting in view of the relatively high rated attrition and initial non
attendance often reported in MS group psychological adjustment interventions
(das Nair et al.2015 J. M. Holmes et al., 2012pata collection on such
variables is often precluded by study design, but tends to be attributed t
logistical difficulties, such as work commitments as well as transportation and
mobility difficulties(Graziano et al., 2014; J. M. Holmes et al., 2012; Ng et al.,
2013) Synthesising data from across study design enabled the identification of
additional identity-related motivational factors. The literature on identity
motives highlights further motivating factors as identity continuity, self
efficacy, meaning and belongifgignoles, 2011)All of these find parallels in

the CMO theoies proposed in thisynthesis.

Researchers in disability studies suggest that when disability is seen according
to a social model, it has much in common with other stigmatised minority
groups(Olkin, 2002)In light of this, it is interesting to consider Grytten and
Maseide2 @006) allusion to MS disclosure as similar to the process of coming
out as a sexual minority individual. Indeed, with respect to the reduction of
identity threat over time, parallels are found in models of sase& identity
development and the comingub process(Dillon, Worthington, & Moradi,

2012) The predominant identity development models are stage based,

153



although progress through the stages is recognised as occurribgckand

forth, or spiralling patterns rather than a straightforward linearopess
(Troiden, 1988)Typcally, earlier phases includgentity confusion and identity
comparison, as individuals begin to companemselveswith similar others

and weigh up the potential costs of identificatig8ass, 1984; Troiden, 1988)

In later stges come identity acceptance and identity pride, the latter being
comparable with the mechanism identified in the synthesis whereby shared
identity empowered group members to challenge stereotypes and provided
the support needed to cope with the stigmaitihess. Research into disability
identity further supports the existence of this process in the context of
rehabilitation. The study biMario-Redmond et al. (2013for instance, reported

that greater identification with disability groups was associatsith increased
adoption of collective strategies that positiyetedefine stigmatised traits.
Identity synthesis is proposed as the final stage of the saexeidentity
development models, and is suggested to occur only once the individual has
had positivecontact with members of the gay communif{yroiden, 1988)
Again, parallels can be drawn here with mechanisms identified in the synthesis,
notably having negative perceptions challenged through meeting positive role
models. Interestingly, identity developent models stress that in this final
stage, integration or identity synthesis occurs where individuals see being gay
as a part, but not exclusive aspect of their iden(iass, 1984; Dillon et al.,
2012; Savifwilliams, 2012; Troiden, 1988Jhis also gpeared to be the case

for some MS partipants. One lady in particulano longer appeared to

experience MS as threatening her identity, but expressed frustration at feeling
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defined by MS. Interestingly she expressed a desire to relate to people without
MSF RS&AANB YANNRBNBR Ay /tlodsdc@lBSingdwithdy n 0
heterosexual individual$:urther literature on adjustment to MS also supports

this experienc€Mozo-Dutton, Simpson, & Boot, 2012)

Another theory referenced in included artichessB.t | (i S NZ0@1)sHiting
perspective model of illness. The suggestion was that meeting others with MS
can have a detrimental impact on psychological wellbeing because it places
illness in the foregroun{Dennison et al., 2011The identity threaperspective
proposed by this synthesis is able to incorporate this model, one suggestion
being that a reason people try to hold illness in the background is because it
endangers the identity of a healthy, valued member of society that they are

attemptingto preserve.

In a realist synthesis, mechanisms rather than programmes are the main unit

of analysis and the method recognises value in diverse sources with varied
research designs. Accordingly, evidence from a variety of professionally guided
interventions as well apeerled support groups was drawn on to develop a
picture of how the intervention in question might work (or not) and for whom.
While this is a strength of the method, synthesising research from different
intervention types also raises the question of gaalesability. For instance,
despite the commentof the participant in{ I £ YAY Sy  S)istudy t ®Qa
regarding the importance of support from pedrsany form of rehabilitation,

there is some speculation in the proposal that mechanisms found in the dontex

155



2F LISSNI INRdzLJA OFy ©6S GNYyaFSNNBR G2

comment that there may be a ceiling effect to the benefit derived from peer
support alone also deserves consideration. These authors suggest that one
reason support groupare not always found to produce improvement is that
after a limited number of meetingst dzOK 3INR dzLJa KI @S Y S
for social support. From this point forward, the group fadsmeet ongoing
needs which, the authorsuggest, may be derivedoin more specific coping
skills training. One implication of this is that group psychological adjustment
interventions may be of greater overall benefit to participants than generic
peer support groups since they offer both cognitive behavioural contedt an

at least in contexts of lower identity threat, the benefits obtained from meeting
others with the condition Mohr et al. (2001)agreedwith this suggestion,
asserting that the benefits attained from peer support should not be confused
with efficacy in teating mood disordersRigby et al. (200&imilarly speculated

that benefits derived from group format are evident within the first few
sessions, whereas development of the skills learnt during CBT intervention
takes longer to acquire and show any clatlig significant change. While these
suggestions are in line with the proposals made in the synthesis, there remains
some indication that there may also be an interaction effect between skills
based content and group format. This lies in the mechanisnisaofhing from
others with the condition and, more indirectly, the value of meeting others
with shared subjective experience. It may be that the opportunity to discuss
strategies offered by cognitive behavioural approaches with other group

members providesdded benefit over talking about them with the therapist
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alone. It could also be that the action of certain of the mechanisms may be
augmented or reduced depending on the particular ethos of the group and how
it is lead andstructured (Gallagher et al., 2AB; Wakefield et al., 2013b}-or
instance, Twomey and Rp A Yy a 2010) &tudy was designed with the
intention of empowering participants, and apparently resulted in an increased

sense of collective identity and group pride.

4.5.1 Clinical implications

This CMO configurations or mrdnge theories proposed by this realist
synthesis have a number of clinical implications. Firstly, they indicate that a

group format can offer benefits distinct from intervention content and which

would not be achieve through oneto-one deliveryMany of the mechanisms

also appear to be specific to groups of people with MS and could not be
provided by support networks wherédlS was not a common feature.
Importantly, groups serve different purposes for different people, and the
NBadzZ 6a LINPGJARS I NBYAYRSNI KFG AYRA®D.
FNRY OfAYAOAIYAQ |aadzvYLIiAz2ya NBIF NRAY:
Different individuals may derive benefit from differing underlying mechanisms,

and further understandig of which aspects are most helpful to which

individuals would be valuable.

The second implication is that identity threat needs to be considered when
designing, targeting and delivering interventions. At the very least, results

indicate that service mviders should ensure that interventions are described
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and delivered in ways that are sensitive and reach people with MS without
emphasising illness identiffitzgerald &K. A.Paterson, 1995)Consideration

of how best to frame interventions suchthat8h LJF NI A OA LI yGaQ y
valued sense of self is met may be key to engaging pe@m@enison et al.,

2011; Fitzgerald &. APaterson, 1995)

With respect to identity threat, timing also appears to be important. While
denial may be perceived awaladaptive, it is important to recognise that
defensive denial is commonly related to maintaining positive-petfteptions

(Wiebe & Korbel, 2008 [ 6 St fAy3 2NJ AYLIX AOAGCE @
AGNI GS3IASA | & WA y-esteednyandiof nany\people, WHiley | 3 S
the identity threat posed by MS remains high, resisting being categorised as a
member of a disabled group may have a protective effect oncsitept and
psychological wellbein@Dennison et al., 2011, @.85) Several researchers

have highlighted the need for psychological support to be available soon after
diagnosis when adjustmengsues may be paramoufennison et al., 2011;

Irvine et al., 2009)Firth (2014)concludeda review of MS psychological
adjustment interventions witlthe suggestion that support groups mag ka

viable initial interventiorfor those with less complex or severe difficulties, with
group intenention as an intermediate stepnd individual interventions a final

step (p.799). This proposal is echoed in currBiCE guidelines for adults with
depression and a chronic physical health problem, which recommpgads
supportgroupsas an initial optiorior those with miler depressivesymptoms.

Individual guided selfielp progammes are suggested as anottaption, but
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individual CBT with a therapist is recommended dolythosewho have an
inadequate respose to initial interventionswho havemore severe depression

or have declined groupased CBT or for whom this is not appriate/available
(NCCMH, 2010p. 209211). The results of the synthesis indicate that
addition to the severity of depressive symptoms, the identity threat posed by
taking part in a group intervention needs consideration. The guidelines
recommend thatintervention choice take into account patient preference,
likelihood of adherence to the treatment and potential adverse effects. Results
here indicate thatthose most recently diagnosed may be more likely to
perceive group interventions as highly éatening to their sense of self and
may be more likely to drop out or find certain aspects of the group format have
a detrimental impact of psychological wellbeing. Such individualgbe better
served initially by on¢o-one interventions.C. Dalton and Gotteb (2003)
discusghe concept of readiness for change, and suggests that it is enabled by
clients perceiving they have adequate support to do so. Healthcare providers
may offer the initial support necessary to enable this procgsDalton &
Gottlieb,2003) Oneto-one interventions may also offer a safer environment
in which to tackle where beliefs around disability identity and the

unacceptability of illness.

An alternative strategy may be to attempt to reduce the identity threat posed
by a group fomat. Designing interventions in such a way that the group
element is maintained but identity threat is reduced may enable participants

to derive the benefits from positive mechanisms, such as shared
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understanding, while reducing the negative outcomes ethanism related to
increased identity threat. Grouping participants according to age or disease
stage is one possibility. While the theory that that this would reduce social
identity threat needs further testing, some support comes from the study by
Visstiedijk et al. (2004)This RCT only included participants with a recent
diagnosis and reported relatively low attrition rates. It may be thataddition

to reducing identity threat, a sense of shared identity is found with group
members better able to fdate to each other. In another RCT, participants were
divided into groups on the basis of ag@raziano et al., 2014Favourable
reports regarding the group aspect and the high attendancesiadicate the
acceptability of a stratified group format. Naveeless, in both these studies,
specific investigation regarding whether this factor has a significahteinée

on attendance, attritionjdentity threat or sens@f shared identity is needed.
Findings from survey byicCabe et al. (201%)ffer further siypport, with more
varieties of support group, including those comprised of younger peers
identified as a need amongst respondenfBhe survey also provided some
indication of the value of separating people into symptom severity groups
(2015) One downside fosuch a stratified approach is that it may reduce the
opportunity for certain, potentially beneficial, mechanisms, such as the
opportunity to learn from positive role models who are coping well with a more
advanced stage of the disease. Given the valusmdoby some in helping
others, it may be that this mechanism could be built in to programmes, for
instance, by having guest speakers at some of the sessions, or, potentially as

group leadersr assistants
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With respect to intervention design, the synthesissults indicate that
developing programmes that affirm the identity of those with MS may be
beneficial for some participantsAs Quinn and Earnshaw (201Euggest,
intentionally developing more positive grougentities that challenge and
undermine the égitimacy of stigma, may help to reduce internalised stigma
and its detrimental impact on psychological wellbeing. An example of this is the
recently developed disability affirmative therapy, which incorporates the
reframing of stigmatised traits and reaaiges that living with a disability can
result in growth and become a sowof meaning for the individugBogart,
2015;0Ikin, 2016)CBT has no theoretical position on identity change, so does
not generally address this aspect of adjustment. A notabdeeption in the
O2yGSEG 2F a{ A& D MNhskdpsyghdlogial adjustnier® a
intervention. This incorporated the topic of identity redefinition into the

intervention content and initial results appear to be promising.

An important line fo future research is to examine the mediating role of MS
group identification and disability identity on the effectiveness of MS
psychological adjustmermterventions(Bogart, 2015)The study bWakefield

et al. (2013) examining the impacdf support goup identification on mental
health made an important start herelnvestigating the association between
group identification and intervention outcome, as well as examining how group
identification may change over the course of the intervention would be

valuable in testing some of the theories proposed by this synthesis.
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4.5.2 Study limitations

One limitation of this synthesis is that decisions regarding what constituted
low, medium and high identity threat were, to a certain extent, subjective.
While dividing the continuum in this way provided a useful way of presenting
the underlying processes and when they are realised, further work detailing
what signifies threat at different levels would be valuable. There were, for
instance indications that in #hcontext categorised as medium identity threat,
people had begun a process of identity revision, whereas in contexts of high

identity threat, it was not yet possible for people to consider this prospect.

Another limitation of this synthesis is that inrdering group psychological
adjustment interventions for people with MS, only identity threat from MS was
considered. Mental health is also a stigmatised condition, thus by attending MS
groups with a focus on mental health, participants may risk opethieigselves

up to stigma from both labels. A further aspect not considered is that, with
respect to mental health groups, group norms may not always be positive,
which could have a negative effect on psychological wellbeing. Another factor
that was beyond lte scope of the synthesis was the difference made by the
presence of a professional leading the group, as opposed to-qagrgroups.
This difference poses significant variation in delivery format and possible
outcomes and needs further investigation. TihBuence of gender also merits
further exploration. There were indications that women were both more
willing than men to attend and engage with groups, and showed greater

identification with support groups(McCabe et aJ 2015; Wakefield et al.,
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20139. Thisis in line with the wider literature that men are typically less likely
than women to seek psychological hglpddis & Mahalik, 2003; J. Berger,
Levant, McMillan, Kelleher, & Sellers, 20@5)attend support groups that
women (Kessler, Mickelson, & @b, 1997) Whether certain mechanisms are

more applicable to women #mn men could be an interestinglated line of

inquiry.

One of the advantages of the realist synthesis is that it enables syatfiesi
across study design. Thesulting diversity oincluded articlesncreases the
range of respondents with respect to age, illness stage and method of
recruitment, reducing potential biases. That said, the synthesis articles only
included adults with MS and, although MS is rarely diagnosed in juveniles,
findings cannot be generalised to a younger population. Another advantage of
synthesising across a range of studies is that CMO configurations can be built
up as findings of one study can suggest an explanation for results of another.
While the strength ouch evidence could come under criticism, it is important
to remember that realist synthesis is an interpretive process, aiming to build
plausible explanations. The emwint of is not a summary of the evidence
supporting the proposed relationships betweecontexts, mechanism and
2dzi O2YSasz o0dzi Wceeddef ol R91ENhdsilteariid tBet Q
require specific testing and refinement in order to answer the research
guestion more definitively. Beginning thissting and refinement was the aim

of the studies constuting the remainder of the thesis
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Chapter 5. Investigation of Identity Threat and the Perceived
Benefits andDrawbacksf Group Versus Individual MS Psychological
Adjustment mterventions

5.1 Summary

Following the findings ofhe realist synthesis, the main aim of the stu
presented in this chapter was to investigate the factors influencing ide
threat and how these may influence engagement with and perception
group and individual MS psychological adjustment intenargi The secon
aim was to explore the relative benefits and drawbacks of group
individual interventions with respect to identity threat and social iden

processes.

Sixteenparticipants who had taken part in the feasibility RCT of group ve
individual psychological adjustment interventions were interviewed. Se
had taken part in the group sessions and nine had taken part in thean
one condition. With respect to the first aim, results indicated that
identity threat posed by MS variedepending on social identity loss ar
continuity; incorporation of MS into identity; stigmatime, symptom
progression and ageingg Y R LJS2 L)X SQa AffySaa
found to influence perceptions of the intervention content and redug
intervention engagement. The threat was especially marked in the g
delivery format. Intervention timing also emerged as a key variable \
indications that identity threatis heightened soon after diagnosis. The
were also indications thatemnder could ke linked to identity threat ang
willingness to engageith the intervention,with men sometimesreported

to be more reluctant to engage with a group intervention.

With respect to the second aim, this studegins to makes explicit th
relative identityrelated benefits and drawbacks of both individual and gr¢

interventions. The benefits of group delivery were in accord with th
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identified in the realist synthesis, including the opportunity to meet oth
with similar experiences who could understand what it was like to live
MS, as well as the chance to socialise, sh@i@mation, normalise illness
challenge negative stereotypes and compare oneself favourably to ot
Drawbacks included confroation with a feared identity, unhelpful grou
norms and participants putting on a mask. The primary advantage of
individual intervention was that, for someit provided a safer place t

confide personal problems.

¢CKS LRGSYGAlf 7T eatesltdSriluelicd iGehtity Ahiehtyal
suggested in this study, merits further investigation. Accordingly, a mer
depth narrative analysis of two of the transcripts was undertaken

presented in the following chaptdéchapter 6)

5.2 Introduction

The results of the realist synthesis in the previous chapter indicated that
identity threat can influence engagement with and perceptionsgobup
psychological adjustmemterventions. Research is now needed to specifically
investigate the factors that affect identity threat and how this may influence
perceptions of attending either group or individual MS psychological
adjustment interventions. There is also a need tolexpthe relative benefits
and drawbacks of group and individual interventions with respect to identity
threat and social identity processeResearch within clinical neuropsychology
indicates that attending psychological adjustment groups based on cogniti
behavioural principles can improve mood and reduce the impact of MS on

people's livegLincoln et al., 2011 )While such findings are promising, whether
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it is the intervention content or the group context that is of primary importance
has, thus far, bee given limited consideration by researchers. The social
identity approach offers a useful framework from which to exploretlibaefits

and drawbacksf being part of a group interveion and how this may compare

with the experience of onéo-one sessions.

Social isolation is often experienced by those living with(Ki&hner & Lara,
2011; Robens et al., 2014nd a common assumption regarding MS group
interventions is that the social interion is inevitably beneficige.g. Thomas

et al., 2006; Visscligk et al., 2004)Thisassumption has rarely been examined

in the MSliterature and fails to take o consideration the anxiety that may be
caused by alterations to the groups people are part of, even if such changes are
positively perceived. As outlidein the introductory chapter (chapter 1), as
relational creatures, our sense of self is constructed through our interactions
with others(S.A. Haslam et al., 2009; Levine, 199%)cial groups provide a
base where people can feel accepted and find sicpmifce, identity and
purpose(Spencer & Pahl, 2008)oss of social group memberships, as can occur
in chronic illness, may constitute the removal of foundational identities, and
result in mood disturbanc@_ewin, 1948)This was supported by the results o

the survey study (chapter 3). Importantly, new and unfamiliar social identities
will not necessarily be welcomed. As evidenced in the realishegig (chapter

4), MS groups anthe acompanying MS social identity aoften negatively
perceived andcahJ2 &S | G KNXBI (i {dagnbsis iddniyR Th@ A R dzl f
effect this may have on engagement with MS interventions needs

166



investigation. Accordingly, the primary aim of the current study was to
investigate the factors influencing identity threat and htvese may influence
engagement with and perceptions of group and individual MS psychological

I R2edza dYSyd AYyUiISNIBSyidAz2yad 2AGKAY (GKAAZ
illness narratives. Narrativesthe story we see ourselves, our illness, others

and our relationsips with them as fitting into¢ are essential to the
construction of our identity(Ricoeur, 1991)With respect to iliness, self

narratives, and the societal narratives that influence them can either constrain

or enable the individual wh attempting to make meaning of their situation

(Sparkes & Smith, 2011As Hughes and. Patterson(1997, p.355) realised,

GAYLI ANXYSyYyid A& S EhdderdosaladBdrltural viarrdtigesly & 2 °
that help to constitute its meaning Thus, an understy RAy 3 2 F LI NI A
illness narratives may shed light ¢ime process of identity revision and the

formation (or not) or new group memberships.

The second aim of the study was to identify perceived benefits and drawbacks
of both group and individugdsychological adjustment interventions for people
with MS. The focus was on identitglated advantages and disadvantages of
each delivery format as opposed to the more establistogiistical or practical

factors.

Participants were recruited from those whhad taken part in the feasibility
randomised controlled trial examining the efficacy of group versus individual

CBThased psychological adjustment interventions for people with (d&s
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Nair et al.,2015. Participants for the feasibility study were reded in
response to advertisements on the MS Society website and local branch
newsletters, as well as from invitation by clinicians working in NHS Multiple
Sclerosis Clinics in Nottinghaimclusion criteria for the feasibility trial included

a diagnosis fodepression, as indicated by a scoreaafithree or more on the
General Health Qestionnaire 12GHQ12; Goldberg, 1992pr eight or more

on the Hospital Anxiety and Depresstecale (HADS) depression or anxiety sub

scaleqZigmond & Snaith, 1983)

The intervention consisted of six hodong sessions once a week, with
participants having been randomly allocated to either a group or individual
format. The sessions were delivered by a clinical psychologist or psychology
assistant and the same manualisechtant was followed in both conditions.
Topics covered in the sessions were problem solving, target setting, worry,

gloom, relationships and the future.

5.3 Method

For the current studypeople were interviewed following participation in either
the group or individual conditionEthical approval for the studyvas
incorporated in the ethical approval for the wider feasibility trial. This was
granted from the East Midlands, Nottingham 1 Rask Ethics Committee
(12/EM/0380),the University of Nottinghaf &stitute of Work, Health &

Organisations Reearch Committeeand Nottingham University Hospitals NHS
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Trust Research & Innovatidepartment. (8e appendix or ethical approval

letters).

5.3.1 Participants

Sixteen participants agreed to be interviewed following the interventsaven

from the group condition and nine from the individual conditic@®nsent was
obtained from the psycholast delivering the interventionin the feasibility
RCT, of theleven people allocated to individual sessions, nine completed all
Six sessions. There were two group interventions, which ran in succession. Of
the ten people allocated to the group intervention, seven were allocated to the
first group and thee to the second group. Two participants attended all six
sessions, three attended five of the sessions and two came to three of the
sessions. Three people did not attend any of the sessions, with reasons for non
attendance being a relapse, bereavement anad being offered their preferred
delivery format (aslescribed irdas Nair et al., 20)50ne participant was later
found to have a diagnosis of neurontiyis optica, but was retained in the study
(as described in das Nair et al., 201%able 1 showshe demographic

characteristics of the interviewees.
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Table9. Demographic characteristics of interviewees

n=16

Mean (SD) Range

Age(at randomisation)years)

Time since diagnos{at randomisation)years)

476 (11.6 2966
8.3 (65 123

Hospital Anxiety and Depression Sdélaseline)

Anxiety
Depression

Total

10.3 (4.9) 2-21
9.9(29) 615
20.1(6.7) 1035

General Health Questionnaii2
(likehart scoring) (baseline)

20.4 (6.4) 9-30

n %
Gender Men 5 31.3
Women 11 68.8
Diagnosis RelapsingRemitting 9 56.3
Primary Progressive 0 0
Secondary Progressive 2 12.5
Benign 1 6.3
NeuromyelitisOptica 1 6.3
Missing 3 18
Ethnicity White British 14 87.5
White Malaysian 1 6.3
Indian 1 6.3
Relationship Married/ Partner 10 62.5
Status Single 5 31.1
Divorced 1 6.3
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5.3.2 Data collection

Semistructured interviews were conducted with the participants. Seven were
carried out by the author, and nine by asearch colleague. This colleague was
carrying out an independenvestigationinto the impact of family identity on

identity change and psychological adjustment in people with. M&e

interviews lated between 20 and 60 minutes amdok place either at th

university or at the participd (i libéne at their requestin line with a semi

structured approach, the tone of the interviews was conversational with no

fixed question order or wordingH. Rubin &I. Rubin, 2005) The same topic
guidewas used by both interviewers amtveredil KS LJ- NI A OA LJ y (G 4 Q
of the intervention, their thoughts and feelings about the content and format,

and their socialrelationships and group memberships before and after
diagnosis (see appendi®. Somepatrticipants had been randomised to the
individual sessions and some to the group sessions, which enabledtiocollec

of data regarding both the experiencd one delivery format and perceptions

of the format not undertakenWhere it facilitated discussigreco-mapping
0§SOKYyAljdzSa o6SNBE dzaSR (G2 KSfLI odaAftR |
networks(Ray & Street, 20057 his is an interviewing tool, originally developed

in social work, but more recently applied to clinical settings whereby a
graphical depictio (similar to a mindgnap) of the relationships between
individuals, their families and wider social and support networks is produced.

The techniquewvas carried out to helglicit information aboutanA Y RA @A Rdzl f C
previous and current social identities atwdallowparticipants to reflect on any

changes to social identities using a visual stimulus. Each interview was audio
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recorded and transcribed verbatim withseudonyms used for purposes of

anonymity.

5.3.3 Data analysis

Thematic analysis was useditientify and categorise emerging themé#Vivo

10 software (NWo Version 10, 2012yas used to support this process. The
analysis involvedeven phases, drawing on guidance from Braun and Clarke

(20086, p. 87)

Phase 1: Familiarisation with the daftéhefirst transcript was read, reead

and initial thoughts noted.

Phase 2: Generating initial codéghe transcript was systematically worked
through to identify semantic and latent content relevant to the research

guestions. Data extracts were then coded.

Phase 3: Search for themeéBhese codes were examined for patterns and
collated into conceptually related themes. Potential hierarchical relationships

between the themes were identified.

Phase 4: Reviewing themd$ie overarching and stthemes generatedvere
reviewed and refined in an iterative process to ascertain coherence of data
within the themes, distinct boundaries and relevance to the research

questions.
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Phase 5: Defining and naming them@&bkemes were further refined and the

overall story theydld consideredPossible theme names were noted.

Phase 6 Themes reconsidered in light of other transcrigtse thenes and
concepts were used asguide to code the transcript of another participant.
Some concepts werdtared or added to in order toncorporate both data sets.
Refinement of themes continued this way until all theranscriptshad been

analysed.

Phase 7: Producing the repoQuotes that demonstrated the essence of the

themes were selected from across the participants for inclusidherreport.

Following this process helped ensure systematic and transparent analysis and
interpretation of data. This is line with the recommendation that qualitative
research be rigorous in conduct, one of the four central principles ymdeing

{ LISy OS NJ S (i framdwdriQfar agpraigsingahe quality of qualitative

research.

5.4 Results

With respect to the first aim, to explore the factors influencing identity threat

and how these influenced intervention engagement, three overarching themes

were constructedf N2 Y GKS |ylFfeara 2F LI NIAOALN
firstly, that the identity threat posed by MS varied, secondly, that this threat

reduced engagement with the intervention and thirdly, that identity threat
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AYy Tt dzSy OSR pliddof dheSnikiventids dafeht. The themes and
subthemes are listed in tableQLWith respect to the second study aim, a range
of identity-related benefits and drawbacks of both individual and group

interventions were iéntified, as outlined in tablé1.

5.4.1 Factors influencing identity threat and how these
influence engagement with , and perceptions of , group and
individual interventions

Tablel0. Factors influencing identity threat and how these influence
engagement withand perceptions of group and individual interventions

Overarching themes Subthemes
1) Identity threat from MS Social identity loss & continuity
varies

Incorporation of MS into identity

Stigma

Time, symptom progression amrgeing

lliInessnarrative

2) ldentity threat reduceg Delivery format
intervention engagement

Timing

Gender

3) ldentity threat influences Focus on future
perception of intervention
content Focus on past

Narrative perspective
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1) Identity threatfrom MS varies

Five subthemes related to the experience of identity threat were identified.
These were: social identity loss and continuity; incorporation of MS into
identity; stigma; timesymptom progression and ageirgyd illness narrative.
The degre of identity threat experienced varied across participants and sub

themes.

la) Social identity loss & continuity

Many participants described a loss of, or alterations to, their-gisgynosis

social group memberships. The degree of loss varied, but whether it threatened

'y AYRAGARdzZ t Qa aSyasS 2F aStF | LILISHNB
attached to the lost grops. For instance, a woman whose group of work
colleagues had constituted a significant social identity experienced the loss of

this group as a considerable threat to her sense of self:

So you are very close to your colleagues, because you rely upotothem
watch your back for you, and to help you, because professiorally y
are working close together. dzi L KIF @Sy dd 320 GKFG |

the majority, about two thirds of my life has just disappeafednces

Whether or not other valued grqas were simultaneously maintained also
appeared to influence the degree of identity threat experienced. There were
indications that such threat could be reduced when the lost groups were less

central to sense of self, which was rooted instead in other ecland
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continued relationships. For some, family identity was a particularly valuable
base in this regard. Ongomancommented:d. ¥ A 0 61 ay Qd F2NJ LJ

YR Y& wf20FGA2y 8 FNRSYRE NI RBY Qi (y26

Anotherwoman, who did nbhaveclose family, appeared to experience MS,
meeting other people with the disease, and the corresponding feeling of being

categorised as someone with MS, as particularly threatening to her identity:

You want to mix with normality and feel you are just gely part of

the human race, and not plucked out with a label around you [I: Yeah]
And Ithink most people would agred®ut it is different | think for
people that have got a partner, [Interviewer (I): Mmm] you know
because they have still gat,is easier, obviously because the partner
will assist, but | mean the friends that they have had together are

more unlikely to walk out on both of theifiRosie)

1b) Incorporation of MS into identity

The degree to which participants incorporated MS into theenseof self
varied.Some found diagnosis overwhelming and appeared to try to prevent it
from dominating their identity by compartmentalising or trying to ignore the
diseasen Always in a complete state of denidd@ut any of this is happening.
My way d coping is, if | don't think is happening, then it is ndf.| ignore it, it

is not theré & C NXBinfilarly, @nothewomanreported changing the term
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GMS firstaid kit 328 SR Ay G KS Ay (i Sridiofalfirsk @dyki Y I Y dzl

becauseR2y Qi fA1S (G2¢abWSABRDI D®PS 3I20G a({

Some participants accepted MS to a degree arelkkpeople with MS, but did
not necessarily view these as social groups tatvkthey belonged, and did not
want MS to define them. Sara, for instanctended no to disclose the
condition to others and explained that she appched attending MS groups as

she would going for a medical appointment. The result was:

kind of like a, not like a Jekyll and Hyde but like having two different
ARSY (A GAS dike, whed Odo dzéeSup with thé MS people like
82dz2QNB YSyYylGA2yAy3a AlG Aa fA1S NBIffz¢
JeY FTNASYRaz aleée tA1S GKS LIS2L) Sz f

at all (Sara).

When drawing out her social networks in theo-map, she was pleased to

discover that those shknew with MS didn't featureth K= G K| 4 Q& NBI f f
GKFEG GKS@QNB y20G FOlGdzatfte 2y AGX 0SSOI d
the focus of everything these ddys ¢ { NI 0 ® | y 2tédirStd f | Re O
importance of having social groups outside of an MS context, where she could
GFt1 Fo2dzi (KAY 3ahaga gy Mugh & toyhpldinfaboutS a a |
your husbands 0 ! f{IK/3 KNS 280D REFRGa ¢ yi G2 3ISi
in yourillness otherwise that is taking over again and you want to, sort of try

and push it aside a little E{Alanah)
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At the other end of the spectrum, some people wanted the certainty a label
provided and actively sought diagnosié: i Q& y 2 (i bekdlaghosistoy SS R S
get drugs because | was, | was fine, | just needed aélabed Y Spedfi@ 0 ®
referenceto 'y a{ &2O0AlFf ARSyOGA(l& &I dweYl RS ¢
a { S&N&histophe). Another participant described @f Sdld\NSeltd | y R

dnew selé igal). e had experienced considerable lossiendiship groups

and now sought out those whom she felt shared her values and newfound
outlook on life. Amongst othershis included people with MS. She remarked:

¢that was some | could socialise with, beiad G KS& R2y Qd 32 2 dzi
bar-ing do they, and drinking3o it was great to kind of socialise with people

with my new me (Priya) The extent to which she had incorporated MS into

her identity was evident when describing how comfortalkhe fét attending

an MS conferencal was just like, thisishorae 60t NA el 0 &

1c) Stigma

Several participants reported experiencing stigma as a result of their condition.

For instance, onevomansaid:das soon as they know the diagnosis, they don't

know whatto say, and | am sure some people now, don't avoid me on purpose.
¢tKSe 2dzad GKAYy{ 32 @ancesWien MSwak@ercavid i R 2
to be stigmatised, meeting others with the condition appeared to be
particularly threatening to identity. Ceain aspects of MS posed more of a

threat than others, with wheelchairs often seen as a particularlynsigsed

aspect of the conditiondmy boyfriend took me to [city] to this huge MS event,
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and then | walked in and there was absolutely loads of peophhéelchairs

and | just burst into tears and | just wanted to geteout 6 { | NI 0 @

lYy20KSNJ F2NY 2F aidA3ayYlF OFYS FNRY ¥FSSt
believe there was anything wrong. For instance, one lady desthow family
and friends did nbunderstand how she felt, because she looked well on the

surface:{ 2 YS LIS2LX S 2dzad R2y Qi 3SH Al ¢K:

221 Fd @2dz YR (GKAY] I é@awSNEQa Yy20KAY

Several people described anticipating stigma. One ladyt e considerable

lengths to avoid anticipated stigma, admitting, for instance, that she avoided

using mobility aidsino@®NJ 2 KA RS { KIQloni |se tReNitahes? (i K S NJ
| am supposed to, because you can't dismiss it as a sprained anklehdweu

got crutches, because even idiots don't believe glfgtances)Some people

feared that they would no longer be able to retain membership of valued

groups if they disclosed their condition. One result was identity performance

in order to protectsocal identities perceived to be threatenedndbody at

work knows (Beth). Therewas evidence that, for some people, when
threatened identities were less central to sense of self, disclosure was less of a

risk. For instance, one of the youngeomen, admitted:

LiQa tA1S GKS 2t RSNJ LIS2L) S 06SOl dza$s
you get like loads of OAPs and most of them know about it. [I: Yeah] But
fA1S LS2LIXS Ye 3IST wLY SiSkd). f A1 S

5
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Disclosure was similarly safehen people felt sure that they would continue

to be accepted as members of valued groups despite having MS. For instance,
oneman, who expressed an assurance that friends and family members would
continue to value him despite MS, was able to discloseilliess and could

even allow colleagues to make geodtured fun of symptoms:

b2¢g (GKSe& OFrff YS WwW22060fe&Q G 62NJ=
even my nephews call me Wobblyncle Wobbly err, in fact | went to
[an event] a couple of weeks agnd err, | got a, the award for the best

dancer(Leonard).

1d) Time, symptom progression and ageing

There were indications thafpr some people, time, symptorprogression or

ageing reduced the identity threat posed by MS. There was some overlap
between these factors. Following diagnosis, several participants reported an

initial denial of MS and fear of what the illness might mean for who they would
become in tke future. For instance, SaB Ol B SORMzAE | a4 a22y |
RAIFI3Iy2aSR gAGK a{ @2dz GKAYy]l GKIFGQa oKI

like confined to ke a wheelchair and stugf.

Several participants reflected that it took time torne to terms with the
O 2 ¥ RA [itHinR ywés able only to adapt to that change was because | had
time¢ Ot Sldné padichpants reported that over time, they were able to

disclose their condition to others, but that initially they kepthidden: &
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thoughtthati 2 6 S3AAY GAGK W52y Qi (GSff | yeéoz2Re

21Q o0dzix o0& GStfAy3d ELIDDSINNI WRDEP 2dza i &

There were indications that, in addition to time, for some people, social identity

threat decreased as symptoms progredsBeth commented she had become

more involved with MS organisatiorsnce her symptoms became worse:

@ SOFdzaS Y& a{ KFa 323G s2NBRS NBOSylife
Y2NB LINRFOGAO®S GKIFIY L ¢l ax o0SOrdaaS L 2
have been diagnosed, what, 12 years ¢ . |Btérdstingby, over time and as
symptans progressed, Beth came to see mobiditds, commonly viewed as
a0A3AYIl GA&RAY WEwehtdo the Slyhpi€ RatkAahdithé distance was

so vast there and as vao in there, there was a thing saying for disability you

could have hired one of those littheotorised chairslt was fantastic £

Beth also found that MS posed less of a threat as she got older because
symptoms could be attributed to dier the disease or older agéBut then
a2YSGAYSa @2dz2QNB y20 &ddz2NB AidGQa @&2dzNJ I 3
it happens to other people as well.(i Q& & @ éh\idoIidrificant here was

that as people age, their friends without MS were atsare likely to be dealing

with ill health, thus equalising any comparison between ¢ii&@ips and non
MSpeergroupsi YSIy L GKAY{1l Fy 3S GKAy3AZ 685
2KX ¢SQNBF 3ASGGAYy3a 2t RSNE 2KX Yeé ol 01 |

well, you know. SO&NE 6 2 Reé K|l & 3J2@lanahk Ay 3a 3IF2Ay 3
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le) lliness narrative

The narrative people saw themselves as part of also appeared to influence the
experience of identity threat. Two narrative categories that emerged were

illness as quesdnd iliness as endurance. Several of the participants appeared

to approach illness as a quest. From this perspective, MS carried less stigma;
instead individuals sought to overcome and grow through the experience. One
participant even used a directly hecoanalogy, explaining that, in contrast to

Gyour average Jae> KS GNA SR (2 @oKALRE S23 ballLA2RE S
ONAY3I YS LINRBofSYa oNARYy3d YS adz2fdziazya «
GKAY1Z SNNE y20KAy3a | Rkpdoeh Sodetdly &SI

2dzi YR TFAWeenaid). 32 dzi A 2 y ¢

For another participant, a quest narrative helped free her from identity threat
resulting from negativeomparison with other peopled F NA Sy Ra 2F 0 Sy
me, look wiere you have been in the ga¥ou have made a great journey
forward LY YYY8 Wdza( R psoedb 20yKRdy 10 21 YoL& dkiiS 22(2f

(Priya).

By refusing to let MS determine their capabilities and, in this sense, to define
them, some participants who viewed their conditionthin a quest narrative

seemed more able to enjoy the present. For instance, a quest narrative
appeared to enable Sara to see comparisons with others with MS as
opportunities to be grateful for her current abilities as opposed to occasions

for fearing whatshe might becomed{ 2 A GQ&a y204 €tA1S L ass
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KFELILRE GKIFIG LQY y2a tA1S GKFIGX wohtid GKSY

Ad 3F2Ay3 (2C#Ha.LILISYy (G2 YSE

The contrasting narrative was one of illness as endurance. Frances, who
appeared to experience MS as a threat to identity, saw MS very much from this

perspective, as the following quote illustrates:

| was brought up to believe that people never hfluethey just have
bad coldsThere is no such thing as migraine, it is jubtd headache.
And people who are depressed are basically whinging bitches who can't

cope withlife (Frances)

2) Identity threat reduces intervention engagement

When MS posed a significant identity threat, participants appeared to be more
reluctant toengage with the intervention. There was evidence that this applied
to both individual and group formats, although having to meet other people
with MS in the group intervention posed an additional threat. Timing was also
found to be a significant factor witregard to identity threat and willingness to
engage with the intervention. There were some indications that gender could
also affect perceptions of identity threat, particularly with respect to attending

the group intervention.
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2a) Delivery format

Forsome participants, identity threat appeared to be heightened in the group
format. In the quote referenced previously, Rosie indicated that she felt
attending the group would mark her out from healthy soci€é®ersonally | like
normality. You want to miwith normality and feel you are just generally part
of the human race, and not plucked out with a label aroundéy@rosie,
individual intervention) She described avoiding MS groups in an attempt to
avoid confrontation with a feared future identity. Thegspect of meeting
other people in wheelchairs was especially threatendhpave avoided certain
situations where there are MS meetings, because, you know, it is hard to think
that, you know, personally that | might be in that, in a wheaicko many yars

down the line¢

Another woman Frances,who took part in the individual intervention,

I RYAGGSR ( Kwoild Hade befer2niasité hade that shared thing with
LIS 2 LIeafséotconfronting what might happen would have prevented her
fromattendird (G KS 3 NP dzLANnA tfiai viabl@eSwhriy fviegh yhe graiup

as well, that you see people, you think oh god this will be even more depressing
than | am now, because this is what is going to haggErances For Frances,

the fear of MS becoming atbnsuming appeared to be paramount and she was
particularly reluctant to join groups where MS was the only thing she had in
common with the other people. Groups where carers attended seemed to

reduce theidentity threat in this regarddThe MS Society they do a coffee
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afternoon at one of the local garden centres. Cass going to go to that,

because | think there are people, the carers a@MB | Framés). f €

Frances and Rosie had both been randomised tantb&idual intervention so

it is not possible to ascertain whether they would have attended the group
sessions had they been allocated to them, or how they would have found the
experience. Interestingly, though, another participant randomised to the group
format, reported negative preconceptions of the MS groups and a prior
preference for the individual sessions. To his surprise, after attending the group
sessions, his perceptions were altered and he admitted finding it helpful to

meet other people with M$ the context of the intervention:

Xas it turns out | think the groups bett@#ause like you say you can feed
off other peopl@ err, problems [l: yeah] err, and other pedle
solutions you know what | mean err, if they come across solutions [I:
yeaH err, | never thought of that you know what | me&®@ | think the

group is bette(Leonard.

A participant allocated to the individual conditiorappeared to be less
threatened by the prospect of a group intervention because he saw other
people in MSroupsfirst and foremost as people. He identified with them on

this level, as opposed to categorising them as MS patients:
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L R2y QG a4SS AG & | 3INRdzZL 2F LIS2 L)X S
but because | have been through every level that theyoar or about
to go through or have been through or whatevieris just a group of

people.lt just so happens it is M8lichola$.

2b) Timing

Timing appeared to be critical in terms of identity threat and intervention
engagement. Several participants exgnced identity threat as being
particularly high just after diagnosis. For instance, Sargroup participant,

commented:

when | was first diagnosed for like the first, like probably, two years |
RARY QU ¢lyd FyedKAyYy3 (2waRtanytaingd K A
G2 R2 ¢gA0K 20KSNJ LIS2LX S GKIFG KFE@S a

| would never have agreed to, like, the research prdfeata.

Several people commented that they felt they had needed to come to terms

with the MS to some degree in order to consider taking paarnmtervention.

Timing appeared to be especially important wheontemplating the group

format. For instance, Alanala group participantdiagnosed more than two
yearspriol 2 G KS Ay (i SNIIS jhink RBvdsSjust@e¥dg yow SRY a
02 KI @S a2Méahnaoghérlgroup articipant said that initially

aKS g¢g2dz RYQi KI @S ¢l yGSR (2 aSS K2g ol
helped her overcome this fear, sherepligd: St f = L Q@S 320 62NARS
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a2 AlQa KIFILIWSYAYy3a YR (KBNBebAagroyp2 0 KA Y 3

intervention).

One group participant, Dawlid comment that she wished she ¢ha@one the
intervention sooner after diagnosis. However, since this comment was made
retrospectively it is not possible to determine how threatening the prospéc

meeting others would have been at that time.

2c) Gender

Gender was another factor thasome peopleappeared toassociate with
identity threat and willingness to engage with the interventiéiar instance,
Leonardreported gender ascontributing to his reluctanceto engage with a

group intervention:

Interviewer: Why were you hesitant about it being a group?
Leonard: Erm, well its just a man thiright it | suppose.
Interviewer: Yeah

Leonard: You know what | mean? Err group therapy? Blobdl.

(Leonard, group intervention)

Another of the mensimilarly perceived gender as influencing wylessto
attend MS support groups more generally, although his comments cannot
necessarily be taken to extend to his perceps of the group itervention:

GThere is quite a bit of loneliness associated with MS | find, unless you go to the
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very Wistyle meetings, which | do struggle with{Christopher, group

intervention).

While both these comments were gendezlated, it may be thathe perceivel
reluctance of men to take part in grougsdue as much to a difference in coping
and communication styles than to group intervention attendance constituting

a threat to identity, as one woman suggested:

26 YSYy 6AGK a{ 0 dzi Zthdm. |Re2 yhémiat KI @S

GKS KeéLRolINARO 2Ee&3Sy odzi 6S R2yQi
because women do talk. [I: yeah ok]. Men do, butirde it differently

to women (Jessica, individual interventian)

3) Identity threat influences perception ahtervention content

In addition to affecting intervention engagement, identity threat appeared to
AYyTFEdzSyOS LIS2L) SQa LISNOSLIA2y 2F (KS
focus on the past and narrative perspective were found to be particularly

relevant factors.

3a) Focus on future

Some participants felt that the intervention content was unhelpful in forcing
them to think about a feared future identity. Rosie, who took part in the
individual sessions, described how she felt the content requireddeonsider

an unwanted future, which she found largely unhelpful:
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| have tried not to think of the future too much, because it is no good
worrying about sometimig that may or may not happewnd nobody
knows,because it is so unpredictab&o ermthis seems to emphasise

AY I gl @ GKS 0FR GKAYIAQAY! VYROL &®2c

that a bit hard(Rosie, individual intervention)

She described how this affected her mood negatively:

But yesterday morning | went through this, and | wagiaod spirits
beforehand, and | was in tears by the time | had finished, thinking, you

know, certain things hit home that | hadn't been thinking ab@uasie)

Similar comments were made by Frances, who appeared to experience MS as
overwhelmingand aansA RS NJ 6 f S { K N®Und it qhige, edmRtBey (G A G &
whole CBT thing quite depressingfimm] because it was forcing the issue

(Frances, individual interventionBy contrast, there were indications that

when MS posed less of a threat, some peoplecpefed the strategies covered

in the intervention more positively. For instance, Alanah commented:

it did make you think what was really going on and why we are letting

things, sort of, take over your life rather than you sorting things out in a

way, whid was reallyguite helpful. | enjoyed it.@her than just sort of,

Lz GAy3a GKSY Fft Ay GKS ol O]l 2F e2d
withtK A& |y R L O (Alenadh, gdbp iitervéntidn)X G K I G
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3b) Focus on past

The degree to which MS was incorporated into identity also appeared to affect
d2YS LI NLAOALI YyGAQ LISNOSLIWA2ya 2F 02y
earlier life. Priya, who had experienced considerable loss efl@gnosis social

groups, had embraceMlS as part of a new identity. She responded negatively

to such reflection, and perceived it as focussing too much on the past:

| think it focussed far too much on the past as opposed to the future,
and that question there made me stupidly angry because why on earth
would | want to look at my old self, when my old self has died, and | have

lost everything? Why would (Priya, grap intervention)

By contrast, another participant who described strong social identity continuity
and appeared to experience MS as less of a threat to identity, found the

reflective aspect helpful:

So what she did for me was made me sit back, look alifenylook at
my MS, look at how it was affecting my life and then make the choices
that | needed to make, which had made me much hap(iEwn,

individual intervention)
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3c) Narrative perspective

Perception of the intervention content also appeared lie influenced by

LI NOAOALI yGaQ AffySaa yIFINN¥GAGSay GKS
through which they viewed illnesSome of the participants who saw illness
according to a quest narrative approached illness as a journey and were keen

to learn from the intervention content. For instance, Christopher saw CBT as

an opportunity for growth and adjustment:

L KAy finiiek ®&onbier £BTREcause of how it, | think it can
AaLISSR dzLJr L GKAYyl AGQa GF1Sy YS | f
are new things all the time and | think CBT could be very, very useful.

(Christopher, group intervention)

A quest narrativappeared to enable some participants to have a more positive
perspective of overcoming difficulties. For example, Sara commented how the
LJAe OK2f 23A4al K ltoRon&ytrére ixoh [EeSte stiffiSHed you

OFyQi R2 o0dzi (K SWisliamda&dfa siinifard-odtlook:2 dz OF' y R 2

its an eye opener to actually look inside a little bit more and to find erm,

I az2ftdziAz2y (2 | LINRBoOofSY GKIFIG &2dz ¢S
1y29 0KS az2tdziAz2ys 2y0S @2dzQ@S 32
can find the anwer. | think knowledge is power.

(William, individual intervention)
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In contrast, Frances, who acknowledged having a perspective whereby people
with illness were perceived as weak, said she found the intervention content
largelydzy K S £ LJT dzf @ K dpéhedSriadsitelcany oddvioins all over the
place, and it was quite an eyeaper in a waySo Ithink you ought to warn

people(Frances ndividual interventior).

5.4.2 Perceived benefits and drawbacks of group and individual
intervention formats

Tablell. Perceiveddentity-relatedbenefits and drawbacks of group and
individual intervention formats

Overarching themes Subthemes
1 a) Benefits of group format | Shared understanding

Normalisation of illness

Socialising

Sharing information

Negative stereotypes challenged

Positive downward comparison

1 b) Drawbacks of group Confrontation with feared identity
format

Unhelpful group norms

Putting on a mask

2 a)Benefits of individual Easier to confide
format

2 b) Drawbacks of individual | Do nd meet others with shareg
format experiences
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1 a) Benefits of group format

Shared understanding

Shared understanding was highlighted by many of the participants as being an
advantage of the group format. As omeéoman said, ¢it was good to be in a

room with other people thaidzy’ R S NE& ( I($aR, geéo@pdistervention).
Anotherwomandescribed the valushe found inttalking through thingghat

we all experiencg(Beth, group intervention)The potential benefit of meeting

others with shared experiences was also acknowledged by people allocated to

the individual intervention. Cewomanwho had taken partn the individual

sessions expressed a desire to meet others who shared the same specific
symptoms as her, particularly given the wide variety of symptoms people with

MS can experiencedit would be nice to come across somebody else who
actually gets thevertigo like thig (Frances, ndividual intervention. The

freedom to discuss more person@lé YLJi 2 Ya o+ & ldndiado YSY (A
with the bladder problems as wellan 8y > &2dz (Y26 Zyoul KI G4 Q&
R2y Qi GF 1 | ceauithed yu thlky/ @ D &R@MEMSH gréup
intervention). Shared understanding with other people with MS was often

contrasted withthe frustration of feeling misunderstood by family and friends:

L OFyQid GFt1 Fo2dzi GKFEG 6AGK Y& aA:
| go through, [I; Yeah] and just the simplest of things | was able to talk
about, and someone just understoodthought that, thaQad 3INBF G @

¢ KFGQa NBiyaf groéip iriepveniion)
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Dawn described a similar frustration at the lack of validation from members
ofherfamilyA 1 Qa4 FNHz OGN GAYy3 6KSy | a YdzOK I a

R2VAGH A G G KS e (Dawa, yhoviduadigted@ntian)i | v R

Interestingly, in the indidual intervention, Kelly admitted to she had found it

KFEFNR (2 (GStf KSNJLNRofSYa (G422 2N FAYR
feel was ima position to fully understandit just felt like she [the

psychologist] was a normal everyday person offfhé NS S = &2 O2dz Ry
yeah] give me the answers or, maybe relates the wrong véqiéelly,

individual intervention).

The desire to meet other people who understood was further apparent in the
suggestion that people might be able to identifyth other group members
more easily if participants were grouped according to s@conomic or life

stage factors:

| suppose you could actually determine people who have children under
a certain age because the effect on them would be different to
somelody who have got chitdn older and are setfaring.People who

are married,and people who aren't married?eople who live ala

people who don't live alon@-rances, individual intervention)

Beth, a lady in her fifties, made the similar suggestion yleanger people may

find groups for younger people with MS more relevant. In line with this, Priya
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reported valuing the opportunity the group had provided to meet other

younger people with the disease:

¢CKFGQAa Yeé o6A3 KAy 3 generallyiokértherdJS 2 LX S
are young people being diagnosed but not many young people that |
am in touch with [I: Yeah] and | had touch with yoyegple, which

was good for mé¢Priya, mdividual intervention).

That it may be easier for younger people to identify with other youngaple

with MS was also confirmed by Kelly. 3b#fected that when diagnosed as a
G§SSylF3SNE aKS KIRyQGt 0SSy lFofS G2 YSS
whom she could identiffddhS NS Q& | f 2{ YywahPthahifepelS S vy 2
gta 6KSYy L gta olF0O]1 6KSy L ¢l a mco . dzi

really associate with older peogléelly, ndividual intervention.

Finally, several participants mentioned how theyuea the opportunity for
laughter afforded by irgroup understanding. For instance, Alanah explained
an ingroup joke about difficulties with everyday task@h, yeah, we did have

a laugh, yeah. It was so funny. The light bulb thing took twemhole thng

T2 NJ F A @danab, §Sup intervention).

Normalisation of illness
For some people, normalisation of illness was another perceived benefit of the

group format. Several of the participants commented on the reassurance they
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felt upon realising there were other people in the same boat. For instance,
Alanah expressed the relief of finding that other people experienced similar
difficultiestohera YR A G 6l a &A2NI 2F3 AMapahg S| KX

group interventior).

In some cases, even participants who reported reluctance towards takirig
in the group interventionacknowledged that the group format could have
benefits in terms of the conoft afforded by finding out youra not the only
one:
also | suppose #re is this whole support thing, so it is not just
happening to me, it is happening to other people, [I: yeah] and y
can take comfort from thatBecause you sometimes think, oh is it just

me. (Frances,ndividual intervention

Christophe came to a siritlar conclusiond think it could help people, make

them feel less alorsgChristopher, group intervention)

Socialising

In addition to the comfort of knowing theyeve na the only ones living with

the disease, some participants valudgtle opportunity the group format

LINE A RSR (2 &2 OA I that BaSbeeni bidthirgy foKnSeNust LIS 2 LI
0SAy3a FoftS (2 az2®@ia fréup StendeitionkAlanabS 2 LI S €
similarly, found the social aspect importamgroups and people to talk to, |

think( K+ G Q& |+ 32 2 Rlanak drofi@intdrvéniicid):  f & ¢
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Beth commented thatsh&a Sy 22 & SR KI GAy 3 ¢ EK & 24 WK G
that she suggested organising a reuniaiit would be nice to organise
something like that | was thinking, perhapstbie same day or something and
just organise something so thatwe canse¢gholJS2 L S KI @S 320 2y

(Beth, group intervention).

Sharing iformation

For some people, another important aspect of meeting others in the group was

the opportunity this povided to share tips rad advice. As Leonard realised:

4 SFKX AGQa aArffe GKAy3Ia GKFIG 6S02YS
LJIS2 LJX S 3 S (E (LéuRaddy &oupWiBtéfvention)This extended to
information beyond the remit of the intervention ctent as such. For instance,

Alanah explaineddEven just, sort of likgetting forms and that sort athing.
{2YS062Re ltglea 1yz2sa az2YSOUKAy3a GKIFG @
hKH L RARyDd INBREtA&aS Ki Kl @I&8hy grdpmzi S «
intervention). Several people commented that this had enabled them to see

things from a different perspective. For example, Alanah furtérl 6 2 NI G SRY
suppose you swap ideas as well really, swap things that are going on and things

all seem to, asyou8a> O2YS Ayid2 LISNBLSOG.KQOS 27
(Alanah). SGKZ &aAYAT I NI &> al ¢ yoil Kearxdiffdreat | 0 S\
LIS NA LIS O 0 A @ qBeth)2 SbmelioK the/ phiticipants allocated to the
individual condition could also see this as a pigl benefit of the group

F 2 NXIk i§ gpoddn a way to hear of other people's shared experiences, to
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share experiences and see how they have overctimmgs, if they have

Y |y I 3 S(Rosié,migidual intervention.

There were indications that someagicipants found it easier to accept advice

from people with shared experiences and understanding. For instance, when
discussing the benefits of the group format, Sara mentioned sharing tips
immediately alongside talking people who understand youlike | said with

like sharing tips, that kind of thing. Speaking to other people who understand

YOUE (Sara, group intervention)n addition to obtaining information, several

people commented that they liked being able to offer advice to others. When
asked wirch aspects of the course she had particularly enjoyed, Evelyn replied:
oReally the discussion between the people, getting hints on how to do things

that you might not have thought about. Or being able to give a bit of
information that otfS NJ LJS 2 LJ & K 2Kdk3RKIQ (Evetyr? dgipdp
intervention). She indicated that living with MS could make her feel
édzy y S O Sa@nd thalBséening to others gave her some significance and
purpose{ 2 L | Oldzrffe ljdAdS €tA1S tAalGSyAy3
mymindoffy@ 2¢éy ® L {GQa aEvey)TKaktileroup folriaty R 2 ¢
offered the opportunity to feel helpful was commented on by another
participant: oL & dzLJLJ2 & Se thel(v@uiteeking, dike havifigia it of use
instead of you being the person that everyone is having to likedéier and

NB | & & dzNB (Sarg, oup iftezBriidn)

Some participants allocated to the individual condition expressed a similar

198



desiretofeeluseful. & w2 a A S URIAKIL 8 iBportaditdelbd helgful.

2dz 1y263 G(KIG A &Rose, ingividual Bterye®iénR A &y Ui A

Negative stereotypes challenged

There were a few indications that negative perceptionstbers with MS, and

of MS groups, could be challenged during the course of the group intervention.
Leonard, for example, was initially reluctant to attend an MS group which he
perceived would be a group of peoplea A G G Ay 3 | NPdzy R FAYRAY !
SONNE T2 NJ HewdBveéraas duthriedababe, he later acknowledged that,

having attended the group sessions, he now felt the group intervention format

was actually more beneficial than an individual format.

A related finding was the indication thaflS groups more generally could
provide people with positive role models, particularly with respect to
stereotypes of disease progression. Although she attended the individual
intervention, when talking about another MS group she had been to, Rosie
commentel that she felt someone there who had recently been diagnosed had

found meeting her helped allay his fears:

it was great, because the second time there was someone who has only
just beendiagnosed and scared to deathnd | think it was good for
him to ®e there was somebody there that could kvatound unaided,

sort of thing(Rosie, individual intervention).
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Positive downward comparison
Some people found that comparing themselves favourably with others with
more severe symptoms made them appreciate thelatively reasonable state

of health.

| enjoyed it. | thought it was quite an eye opener because | was with
FYy20KSN) ISy it SYlFLy FOldzrtfted | SQR K
a2NI 2FX YIFIRS YAYyS asSSy | tAGdOES ¢
wrong wth me really at the end of the dayAlanah, group

intervention)

This sentiment was echddn the albeit slightly tongu#-cheek comment

fromone of the indivR dzi A y (1 S NII S y Tihk gpgideloflagdup B A LI v {
you think, well at least | am not that baflaughsE (Frances, individual

intervention).In a similar way, Leonard appeared to find it helpful to meet

other people who he felt he was coping better than. With respect to coping

strategies and the group inteention he reflected:

Wause another one in the group, erm, everything was a problem [I: right]
Butit@ not a problem, sort it out, you know what | mean? [I: yeah] Bring
a solution, not a problem. [I: yeah] You know what | mean? Err, but that
proved®2 YS (KI 0G0 6KIG LQY R2Ay3 Aa NAIK

really good actuallyLeonard, group intervention)
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1 b) Drawbacks of group format

Confrontation with feared identity

While positive downward comparison was a potential benefit of gneup
format, a related potential drawback was negative downward comparison.
Although none of the interviewees who took part in the group sessions
highlighted this as a problem in actuality, several of the people allocated to the
individual format expresska fear of having to confront an unwanted future
identity: o think it would be more depressing for somebody who has got
relapsing remitting at an early stage [I: Yeah] to be with somebody who is more

advanced (Rosie,ndividual interventior).

Meeting dher people in wheelchairs appeared to be especially daunting for

some:
L GKAY]l] GKS LINRBOfSY FT2NI YS 6KSYy LQO
SOSNE2YySQ@ KBIRt & SRAGTFAOdzZ G 0SOF dza S

A 2 s oA x>

221 Fa (K2dzZaK [ialBewants peope W@ BR | U

[\

A
(0p))
(0p))
O«

KIF ANE I \6tRo IdoKiaQpopld &t thifke | [ IONR 6 S

YS Ay I O2 dzLJ{R8be&d indviskalNEetyentioh) Y S

Unhelpful group norms

Some people were wary of attending a group where a diagnosis of MS was
the identifying characteristic. Frances, for instance, was disinclined to attend
anyMS3 NP dilthiay alvays just want to sit around and talk about their

MS¢ Herfear appeared to be related to MS becoming@insuming:
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Okay you are trying to avoid the isolation but, | have got enough going
on in my brain about my MS without then having to talk about it on a
social basis. Professional basis, fine. | don't mind doaig Socially,

no | don't want tado that, thank you very muchl: mmm] And if that

IS your only point of not point of contact that is not the wordthe

only thing you have got in common with each other, [I: common
ground, hmm] thatwould dominate] would imagine

(Francesndividual intervention

Kelly, also randomised to the individual intervention, expressed similar

O2y OSNYya NBIINRAVAIEKELIANBYzZLIG F2NNYF MW S ¢
a2YSOKAYy3 StasSs yR aKS &a4FAR (GKS LINROf

YE1{Ay3a GKSANI aevyLiizya az2dzyR: AdQa 0O02YL
symptoms (Kelly, ndividual intervention. That everyone attending the

groups had a certaitevel of mood dificulties wasan area of concern for

Rosie, who suggested itay be beneficial to have mixegoups that included

LIS2LX S 6K2 @gSNBY Qi sodhbvatbesitvelachieviedS LINS & & S

GKAY3IEa 2N K2g GKS@& (Rbsiedividishtercetibdy. I Ay aA

It is not possible to determine whether these participants would have found
these concernsto be true had they attended the group sessions. The only

group attendeevho made a related comment was Leonard who, as outlined
above, savg 0 K &Miively poor coping or negative attitudes as reaffirming

how well hewascoping. Christopher, had a contrasting concern regarding
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groupingeveryonewith MS under the same umbrella:

¢KS LINRofSY gAGK a{ AaI AGQa AYRAD
LISNE2Y &2 K2g Oly @&2dz GNBFG | 3INRAz
same umbrella disorder, but how can you then treat them all the same?

(Christopher, group intervention)

Putting on a mask

Several participants commented that a drawback of the group format was
that some people would contribute more than others, and stressed the
challenge®f group management. With respect to identity, the related

potential downsidewvasthat of identity performance:

| think in a group, | personally probably wouldn't have contributed
particularly. [l: Yeah] Um, and there is always, | always think, a
RFY3ISNIAY | ANRdzL) GKIFG @2dz F NBX @2c
you think everybody wants you to bgFrances, individual

intervention)

Alanah also wondered whether identity performance came in to play, when

reflecting on the behaviour of another group member:

| did sometimes think at the end of the day actually maybe sometimes

people cover up things in that way, you know, | can do it. But probably
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becausgother group memberfctually agreed to attend the group,
maybe[other group memberfid actually need to € things out a

little bit (Alanah, group intervention)

2a) Benefits of individual format

With respect to the individual intervention, several of the advantages
participants reported were logistical: transportation arrangements were easier
and there cou be greater flexibility with regard to timing. Some participants
also commented that in ont-one setting the content could be tailored to the
individual. With respect to identityelated advantages, the main benefit
appeared to be that some people fedafer disclosing personal information in

an individual setting.

Easier to confide

Several participants admitted to being concerned what other group members

would think of them. Dawn, for instance, felt that this would have prevented

her from sharinggome of her thoughts:
L GKAY]l AY F+ 3INRdzL) aAddza GA2y L ¢2dz
there are things|, JSSNK I LJAX GKIFd L g2dA R ale G2
aoneto2yS GKI O L g2dZ RyQd are Ay | 3N
that are personaltoyoll K & 2 0 KS NJ LISupigf wemaria I K i

(Dawn, ndividual intervention

204



Rebecca similarly explained that she finds it easier to confide in dooee

setting:
lf 6K2dAK L FTAYR GKS 3INRdzLJ: AdGQa yAO
that position, ermm, | feel very reluctant to talk in those kind of
circumstances, so ivas much easier to confide ing@ OK2f 2 3A & (i
name], and talk to her. So that was a, thvaas a good element of it for

me (Rebeccandividual intervention).

Interestingly, Rebecca further commented that, although reluctant to share in
a group setting, she preferred the fate-face contact offered by the individual
intervention compared to @mputerised CBT programs she had attempted,

citing lack of motivation to complete homework as a drawback of theiat

2b) Drawbacks of individual format

On a practical front, a drawback several participants commented on was that
it was harder to thinkof ideas on your own: in the group format you could
bounce ideas off each other and something someone else said would trigger a
thought for you. This was noted as being particularly relevant for people with
cognitive difficulties. With respect to identielated processes, the primary
perceived drawback of the individual intervemmi appeared to be that it did

not provide the opportunity to meet othepeople with shared experiences.
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Do notmeet others with shared experiences

Alanah said that her initigbreference had been for the group intervention

0S50l dzaS GKS AYRAGARdzZ f AYyGSNBSyGA2y o2
out how other people W NS O2 LIA Y 3 g A (Wl | thihkd Rig'sert ¢ A K
of want to find out how other people are copingdagetting on with things

(Alanah, group intervention).

Priya similarly describdaibw she would nbhave wanted to be allocated to the
individual intervention because she wanted to meet other people with 3@
stressedthat in the oneto-one sessionshe healthcare professional may not

be able to understand in the same way that people with MS could:

X3INRdzL] SESNOAAS F2NJ YS 461 a GKS Yl 2
Mmm hmm]o SOl dzaS> L +tY 3JtFRE L FY 3t
consultation, thats & G KS 2GKSNJ 2y S dYeply Qi A
.80l dzaS |f(iK2dzZ3K wlLlaeOKz2f23AadqQa y
R2O0G2NAR Oly 2yfé aeyYLIlI GKA&ASE (KSe& ¢
thing for me to beable to talk about experience@riya, group

intervention)
Interestingly, even one of thevomen who reported a tendency to avoid

meeting other people with MS, nevertheless expressed the same desire to

meet people to whom she could relatéSo sometimes, yes, with the group it
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would, it would have beeyi A OS (2 KI @S G KI O (BrétesB R

individual intervention)

5.5 Discussion

A person's experience ofvellbeing is not solely dependent on physical
condition. A broader process of identity change takes place in chronic illness
and 'whoam I?' is a cenéil question that illness can expof@rookes, 1994, as
cited in Frank, 1997While previous literature in the field of MS has focussed
on acceptance of and adjustment to illness, there has been less consideration
of the ways identitythreat may influence these processes or how they may
affect engagement with psycholmgl adjustment interventionsrlhis analysis
revealed that social affiliations and the groups peopbnsider themselves part

of ¢ their social identity¢ can be significatly affected by MS. It further
indicated that whether or not people were willing to engage with the
intervention, particularly in a group format, depended on how participants saw
themselves and others with MS, and whether they consequently perceived MS,

and meeting others with the disease, as a threat to their identity.

The degree of identity threat from MS appeared to depend, in part, on the
importance attached to lost groups and whether or not membership of other
valued group were maintainedo as to povide a continued foundation. As
Klein, Spears and Reich@00Q7)asserted, tiis not possible to sustain social
identities that can no longer be expressed in practice or that are no longer

validated by others. Thugoming to terms with MS may involve gy
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reconstruction, particularly where there are significant changes to social group
membershipsThe impact of identity threat in the current study was evident in
LI NIAOALI yiaQ ARSYyGAGe@ LISNF2NWMhisyisOS | YR
consisentwith Jones, JetterS. Al I &t 'Y YR 2 At €Al YQa 6HnN
non-disclosure reflectsa desire to presenbneself as relatively unchanged
Stigma was also found to influenceethdentity threat posed by MSIn
contemporary western culture, health igiewed as an entitlement, and
restitution stories, where the normal condition of health is restored, are the
preferred cultural narrative(Frank, 1995) The societal expectation for
individuals to recover from iliness is highlighted in work drawing?ar2 y Q a
classic concept of the sick rqlearsons, 199kee alsd/arul, 2010)Thus, when
people are chronically ill and unable to return to full health, they ardomger

fully accepted members of society, and are only allowed to exist in the world
of heathy people on visa staty$Sontag, 2001)This can leave thod&ing with
chronic illness feeling discredited, and, as such, chronic illness becomes a
stigmatised identity.In line with this,severalparticipants appeared to feel
devaluedby medical and acietal discourse and of less worth in the eyes of
others who were seemingly less interested in them if they were ill. This finding
parallels the findings of research into stigmedated identity threat in chronic
illness (including MS), particularly aralirconcerns of acceptance in the
workplace(McGonagle & Barnesarrell, 2013)It also consistent with research

by Coylg1999) which found threats to identity, including perceptionsoeing
devalued, dehumanised and stereotyped, to be the primary faatmounting

for public dissatisfaction with health care.
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Importantly,as suggested by the realist synthegigntity threat emerged as a

key determinant of willingness tengage with the interventionlf individuals

RAR y20 gyl G2 asBuStioraof MS apd\thosevithAtSad & Q&  (
part of who they were, being part of an MS group could constitute an identity

threat. ¢ KS RSINBS 2F AYyO2NLIRNIGAZ2Y 2F af

w»

RATFSNBR I O0O2NRAy It ed { 2YSDdiNBtaNSoy RSy i a
people with it. Others appeared to be able to acknowledgmptoms without

letting MS become their defining social identity. Still others came to see MS as
integral to their new sense of selflentity threat was particularly pertinent in

relation to meeting others with MS in the group context. Nevertheless, taking

part in the oneto-one one intervention appeared to constitute a similar threat

since for some, doing sopnstitutedacknowledgmenthat they are a person

who has MSwith the perceived norms and behaviours of this grdiajfel,

1982) Interestingly, a similar pattern has been found in people thvi
Parkinso@a RA &SI aS3 | y ehakdd hidd BekrowR(300a0ndA £ £ y S a
that membersof selthelp groupdor people withParkinso® & R &ackeptedd S

and incorporated the disease and its conseqces into their everyday life.
Non-members converselyyere those who strove to maintain normal life and

deny the disease. As Tajfel (198216) astutely observed, when determining

group belongingness the first question is not one relyay feelings towards

othersca R2 L f A1 S -hutoSeinfselitidfniiddt ®vKod Y L K€

Timing also emerged as an influential factor in willingness to take part in the

intervention. The indication was that people needed to come to terms with the
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MS to some degree before they were ready to take part. This appeared to be
the case for either fanat but, again, meeting others with MS, particularly
those in wheelchairs, was an aeltl threat in the group formatFor some,
personal symptom progression was the pertinent factor in alleviating this fear.
Ageing also appeared relevant in reducing theredteon felt as a result of
having MS, primarily because more people in pe@mparison groups were
also experiencing illnessthis finding is in line with insights from social
comparison theory (Festinger, 1954, as cited in DiLorenzo et al., 2008) and
resuts of therealist synthesis. Gender emerged as a further relevant factor
with respect to engaging with the group intervention, wifome people
perceiving men to be more reluctant ttake part in MS groups. This is
consistent with broader research on tigionalY I 3 Odzf Ay S A RS2t 238
reluctance to seek psychological hégullivan, Camic, & Brown, 201k)s also

in line with findings from thel. M. Holmes et al2012) study (where non
attendance at psychological MS groups was more common amomgsthan

women) and merits further specific investigation in the context of MS groups.

An identity threat perspective helped explain not only willingness to engage
with MS interventions, but also perceptions of intervention content and
format. In relaton to content, the most striking finding was thsdme people

who experienced MS as highly threatening to identity, responded negatively to
the CBT approach. The primary reason given was that it forced people to think
about the MS and what might happenthe future, when the preferred coping

strategy was one of avoidance. With respect to interventiormat, several
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people who took part in the ondo-one intervention held negative

preconceptions of the group format and were fearful of meeting others with
worse symptoms. Interestingly, several of the participants who actually
attended the group intervention appeared able to use this very experience to
reflect on their relatively good fortune and make positive comparisons.
However, without having interviewethe participants beforehand it is not

possible to determine whether the perceptions of the group participants

differed from those in the ond¢o-one condition originally.

Identity threat and perceptions of the intervention were further found to be
influenced by the iliness narratives held by participascording to Ricoeur
(199]) people make sense of the experience of iliness in terms of its place in
the perceived plot of their life storyfzthose who approached iliness in light of a
guest narrative often appeared more able to place themselves in an
overcoming role. &ing illness as a journey and an occasion for growth
appeared to help limiunhelpful ruminations about the future and enabled
participants to find encouragement rather than fear in campg themselves

to others with more severe symptomié.enabled some participants to see the
intervention as an opportunity to learn more about the condition and
GKSYaSt gSad ¢ KA a(1985work oh illbessyhSratiwes,iwkereC NIy |
seeing illress as a quest enabled thegraphical disruption caused by chronic
illness to be reframed as a challenge. According to Frank, although people with
chronic illness are unable to fit into the preferred cultural narrative of

restitution, by placing themseds in a quest narrativandividuals were able to
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meet the societal pressure to be successfullfFiank, 1995, 1997The current
results indicate that for some of the participants, a driving force in the
reconstruction of social identity was the desiio find purpose and grow from

the experience of illness. As discussed above, some people appeared to
manage this whilst keeping MS separate from their identity. Others integrated
MS into their new sense of self and welcomed the opportunity to belong to
new social groups in line with how they now saw themselves, their values and
approach to lifeWhen illness was seen according to a contrasting endurance
narrative, there were indications that stigma was internalised, and MS seen as
more threatening.For sone participants,when this narrative dominated,
illness called for seleliance and was seen as the individual's problem. The
accompanying coping strategy tended to be to ignore the MS and avoid facing
the associated fears and feelings. Moreover, belieéd to be ill was shameful,

a burden on others or not to be talked about but endured without complaint
appeared to leave people less predisposed to meet others with MS or engage

with the intervention content.

Finally, in addition to highlighting the portance for clinicians and researchers
to consider the effect of identity threat on intervention efficacy, this study
makes an important contribution to the literature by making explicit the
relative advantages and disadvantages gfoup and individual MS
interventions. Cruwys, S. A. Haslam, DingleC. Haslam, et af) §2014)
fundamental assertion that it is shared identification that is the crucial

ingredient ingleaningbenefis from groups is strongly supported in this study.
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The opportunity to meet other people who understood, who were in the same
boat and who had shared experiences was highly valued by many of the group
participants. It was also acknowledged as a potential benefit by several people
in the individual conditionJones et al. (2012) recognised, talking tfoess who
understand providesalidation of one'sxperiences but is not always possible
with those who are not in the same position. Moreover, when identity is
recognised as relational and coming in part fromhere we belong in
relationship to others, the desire to be known and understood can be seen as
being underscored by social identity procesSd®e study findings also provide
support for Cruwys,S. AHaslam, DingleC.l1 | & f I Y Z(2084imodiek ofp Q &
social identity as a psychological resource. In line with the model, there was
evidence that being part of a group could have beneficial effects via a sense of
belonging, the receipt and provision of social support and the sense of purpose
this could provide There was also support for the existence of the fourth
element, the adoption of normative group behaviours and attitudes, although
the caveat here was that these norms were not necessarily perceived as
positive. As discussed, MS being the identifyingugrteature was met with
mixed responses, and, in the case of psychological adjustment interventions,
the norm of a diagnosis of depressiaras deemed unhelpful by somé&he
research finds interesting parallels in a study exploring attitudes to peer
support groups for people with motor neurone disease (MNpcock &
Brown, 2010) This study describetivo similar overarching themes: valuing
camaraderie and comparison, and choosing isolation. The researcher found

that in line with social comparison theory, gae value the support and
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camaraderie provided by MND support groups, as well as the opportunity for
positive comparison, either from the hope afforded by seeing others coping

well with thedisease or from feeling better about their situation when rtieg

others who are worse offHowever, in accord with the present findings, the

paper also reported some people were saddened and shocked by seeing others

with MND and that isolation was a defensive strategy chosen to protect oneself

from encountering a @ssible future. Interestingly, the authors further
commented on the identity tension that could occur when membership of an

ab5 3IANRdzZL) adGFNISR (2 RSTAYS |y AYRAQDAR

to a person who also happens to have M{bcock & Brow, 2010)

5.5.1 Limitations

One limitation of this study is that the retrospective nature of the interviews
fAYAGA Ayaraakd Ayd2 Kz2g LIS2LX SQa LISND
changd as a result of taking parAlthough some participants reflecteoh

how, upon completion, their views of the group differed from their
preconceptions, such commentseve still made with hindsightn the same

OSAYI 6KAETS AG o1 a QlrtddotS G2 dzy 02 3SN
format, it is not possible to agrtain how closely these would have matched

their experience of it. It would also have been interesting to have been able to
interview people who decided not to attend the intervention, especially where

reasons for this were not being allocated their metd treatment format.

With respect to the sample demographics, a limitation was that there were a

greater number of female respondents. Although significantly more females
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than males are diagnosed with MS, given the indications that men may be more
reludant to engage with group interventions, having a larger number of male
participants may have provided aater insight into this issueAnother
limitation was that the size of the intervention groups was relatively small.
Several people commented that ad@r group would have been preferable and
participants may well have had a different experience in a larger group. Further

research determining optimal group size would be useful here.

There were also several limitations regarding the sampling in thdanatig
feasibility study. In particular, included participants had high levels of
depression or anxiety, as indicated by scores on the HADS and &sHR@ople
with lower levels of mood disorder may show a different pattern of results. The
participants had alo given consent to be in an RCT, so participants who did not
want to be allocated to either the group or individual treatment arm would

have been excluded from the study.

As a methodology, thematic analysis also has several limitations. In particular,
it fragments biographic accounts into categories across cases. Searching for
typical themes is clearly useful in the context of rehabilitation, but comes at
the cost of loss of context. This was rectified to a certain extent in exploration
of participants' slf-narratives and their impact on intervention engagement,
but additional insight may have been gleaned from interpreting interviews as a
whole and honouring individual agen{iiessman, 2008 Adopting thematic

analysis also meant that the focus was owerrogating content. As such,
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certain sources of information, including broader linguistic features, were not
incorporated in the analysis. Neither was there much reflection on the role of

the interviewer and ways in which the text is-constructed; acconts are

presented as having emerged in full from the participant rather than in a
dialogical praessGiven the topic, the influence of identity presentation needs

to be acknowledged, since the participants' perceptions of themselves and the
interviewer may have had bearing on how they presented themselves
(Wengraf, 2001)For instance, what was disclosed may well have been affected

08 UKS Ay SoNKEs/k SligiaN&RearchalRiGSA Ay i SNIDA S 6 SNA
may have been another relevant factor, altigh having both a female and a

male interviewer accounted for this to some degree.

5.5.2 Implications for therapeutic interventions

Interpreting the interviews from a social identity perspective provided an
interesting example of the value of integrating insights from social psychology
with clinical neuropsychologyCBThas no theoretical position on identity
change so does not typidpladdress this aspect of adjustmeitowever, this
studybuilds on the findings of the realist synthesis in highlightivegnecessity

of considering identityelated factors when designing and delivering
interventions and contributes to the case for @approach to neuropsychology
that is intrinsically relational. Recognition that identity is relational and that
social identity processes influence perceptions of interventions requires a
change from the predominantly individualistic approach to neuropshadioal

rehabilitation (Walsh et al., 2012) For instance, an awareness of the
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importance of relationships in providing validation and enabling growth and

identity revision means that in addition to seeing increased social contact as a
desired functional atcome of an intervention, it may also need to be
consdered as an intervention inpukloreover, recognising identity as fluid and

actively generated in social interacti¢ghevine, 1999necessitates as shift in
perspective in rehabilitation from aeptancS 2 F LISNXI ySy i OKIl y 3
RSI R (8safRE Gracey, & McGrath, 2008, p. 568) a process of

adaptation and identity (re)construction.

Some researchers have begun to considerithygortance of identity processes

in neurorehabilitation. In theantext of brain injury, Nochi (200@mphasised

that identity is developed and realised in interaction with others. Accordingly,
he recommended the use of support groups with others with similar
conditions. However, it is clear from the current study that,people with MS,

the picture is more complexSimply being part of a support group will not
necessarily provide a positive sense of identity or be the best solution to the
social isolation so commonly experienced. A crucial difference between brain
injury and MS is that the latter is degenerative in nature. This appears to
heighten the level of threat posed by meag others with the conditionSuch
identity threat needs to be recognised by clinicians delivering MS group
interventions. Practically, greater consideration could be given to how
participants are grouped. One suggestion was that grouping people of a similar
age or at a similar stagd the disease may reduce identity threat as well as

increasing the likelihood of shared experiences and feelings of identification.
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Some studies have attempted such grouping. Graziano .ef2atl4) for
instance grouped people according to age in their BiQjroupbased CBT for
people with MS. Visschedijk and colleag2804) made the decision not to
include people confined to wheelchairs in an intervention for people recently
diagnosed with MS. While this may reduce identity threat and level of distress
for some attendees, excluding people from groups because of their wheelchair
status, or putting them in a separate group risks further discrimination and
stigmatisation. It also denies people at an earlier stage the opportunity of
meeting others with fearéd symptoms who are, nevertheless, coping well. A
more acceptable strategy may be to offer an individual intervention to people
who have recently been diagnosed and who find the prospect of meeting
people with more severe symptoms overwhelming. Researahth relative
benefits and drawback of computerised as opposed to {ackace CBT

programs with respect to identity threat may also be of value.

With respect to the challenge of the normative group attribute being a
diagnosis of depression, one suggestwas to have more heterogeneous
groups to allow people to learn from those who are coping well. An interesting
possibility may be to include people with MS who are coping well as guest
speakers or intervention assistants, to provide positive role mod&lgh an
approach is an integral part of some neurorehabilitation programmes. For
instance, communication groups for people with aphasia following a stroke are
often cofacilitated by peers alongside trained healthcare professionals

(Rotherham, Howe, & Mard, 2015) In the context of MS, research
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investigating whether such an approagenerates benefits in practice, or
whether it improves intervention uptake for people who may be put off by
negative preconceptions regarding such group norms would beakduln a
related vein, several respondents appeared to find it empowering to be able to
offer other group members tips and advice, an element which could be

intentionally built into the programme structure.

Despite the complexities, the overarching reage of this analysis is that

identity processes are highly significant to both the experience of MS and to
engagement with psychological interventions, particularly when delivered in a

group format. While the negative implications of identity threat ndedbe

carefully considered, the potential benefits of meeting others with similar

illness experiences were clearly eviderit.K S A Y LI OG 27F LIS2 L3
narratives emerged as another influential factor with respect to identity threat

and intervention enggement, but has been given only limited recognition in
neurorehabilitation to date. A narrative analysis would enable deeper insight
Ayi2 GKS glea LINIAOALIYy(GaQ AffySaa ylI
group and individual interventions. It omld also complement the cross

sectional nature of this thematic analysis. Accordingly, in the next chapter a

narrative analysis of the transcripts of two of the participants is presented.
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Chapter 6.NarrativeAnalysis

6.1 Summary

Narratives ¢ the story we see ourselves, our illness, others and

relationships with them as fitting int@ are essential to the construction @
our identity. With respect to illness, narratives can either constrain or en
individuals who are attempting to make maag out of their situation. Thus
Fy dzy RSNRGFYRAY3I 2F LI NIAOALN yi
process of identity revisioand how this relates to taking part in a gro
intervention. The thematic analysis presented in the previous cha
highlighted the importance of illness narratives with respect to iden
threat and engagement with the psychological adjustment intervenfiaro

narrative perspectives emerged as especially prominent: illness
endurance and lihess as quest. Accordiggh more inrdepth analysis wa
undertaken to further illuminate how these illness narratives may influe

identity threat and perceptions of the group and individual intervention.

Two transcripts were analysed, one from a group participant and one dr
participant who had been allocated to thiadividual condition. Result
highlight the power of narrative perspective to influence how peg
respond to and live with MS and offer an explanation floe differing
responses to the prospect of group or imdlual interventions. The finding
suggest thevalue2 ¥ Of AYAOALlya o0SAy3 gl
They also indicate the therapeutic value of narrative and suggest
potential benefit of including a narrative element with psycholog

adjustment interventions.
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6.2 Introduction
"a man is always a teller of tales, he lives surrounded by his stories and the
stories of others, he sees everything that happens to him through them; and he

tries to live his life as if he were recounting (Sartre, 1963, p. 61)

Humans are storytellers by nature. Stories are a fundamentabns of
expressing ourselveStories appear in all cultures and preserve memories and
cultural identity. Stories have narrators and audiences, genres and plots,
charactes and relationships. Most fundamentally, perhaps, stories carry
meaning and telling each other our stories helps us make sense of who we are
and our place in the world. As such, stories, or narratives, are a critical aspect
of seltunderstanding and esséal to our identity (Ricoeur, 1991and the

process of identity change.

Western healthcare has largely ignored the significance of narrative and tends

to locate problems squarely withimdividuals (Davis, 1986) We exist in
relationship to othershowever, and narrative study acknowledges that we

make sense of the experience of iliness in terms of its place in the perceived

plot of our lives, the stories we tell about ourselves and the stories others tell
about us(Neimeyer, 2004)The cornerstone fonarrative psychology is the

belief that our identities are both discovered and created as we work out what

story we fit into. In the words of literary theorist and philosopher Paul Ricoeur,

we ae constantly in the process of I LILXf @ Ay 3 (G2 2dzNBASt @SA

have received from our culture and of trying on the different roles assumed by
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0KS FI @2dzNAGS OKI NI Ol S NRicoaUF, 199K 83).a G 2 NRA S
When serious illness is not compatible with our erigtiife narrative, our

identity is threatened and we must consider afresh where we fit in the plot and

in relationship to othergFife, 2005)n family life, work, leisure and society at

large. lliness narratives have grown in prominence as narrative sagigome

into its own over the past three decades. Several types of iliness narratives have

been proposed, most notably, perhag8, NI y 1 Q&4 omdppp0 &ASYAY!I
restitution, chaos and questRiessman (20Q3suggeststhat the growing

interest in illress narratives has developed partly in reaction to the narrow
0OA2YSRAOIf F20dza 2y RA&SIFaAS FyR G4SYRSy
of illness and how they perceive and respond to it. Another reason for the
increasing interest in narrative studiessthe contemporary preoccupation with

identity (Riessman, 200&nd, in contrast to essentialist thinking, a growing
understanding of identity as fluid, something that is constructed and
performed (Holstein & Gubrium, 2000; Riessman, 20@8)cordingo Ricoeur

(1991, althoughwe have a core personality that remains the same, there is
another aspect of our identity that changes over time and in relationship to

others. This ties in with the concept of social identities and how this aspect of

our sense oself is subject to change. it respect to illress, Charma{1983

observes that loss of self is one of the major losses in chronic diséasgs.

(1982 classically describes chronic illness as biograpdisalption, whereby

0 KS &dzf ¥ SNE Nafaarrativie £ yshaked By this ydsmic life event
(Neimeyer, 2004). The disturbance includes changes to social relationships:

"disruptions in biography are, at one and the same time, disruptions of social
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relationships”(Bury, 1982, p. 180When selnarratives are shaken by serious
illness in this way, one response is to undergo a process of identity revision and
reconstruction(Mishler, 2006; Neimeyer, 2004)here possible, this involves
recasting events into coherent storiéSrossley, 20003uch that the narrative
configuration imbues them with meaning, restoring purpose to lives disrupted
by disease (Ricoeur, 1991). Studying illness narratives allows exploration of the
re-visioning of identity and plot that can occur in chronic ilindassey, 2002;
Brown, Nolan, Crawford, & Lewis, 1996; Bruner, 1990; Green, Todd, & Pevalin,
2007; Neimeyer, 2004)n the current context, it may shed light on why people
have differing perceptions of interventions for chronic illness, why group
contexts may pse more of an identity threat for some and how this could be
taken into account when recommending or delivering psychological

adjustment interventions for people with MS.

There is some literaturerobiographical disruption in M&.g. Green et al.,

2007) buti 2 GKS o0Sad 2F (GKS | dzi Keakélan |1y 26 f
explicitly narrative approach or investigated social identity change through this

lens. The thematic analysis presented in the previous chapter highlighted the
importance of illness naatives with respect to perceptions of identity threat

and engagement with the psychological adjustment intervention. Two
narrative perspectives were particularly prominent: iliness as endurance and

illness as quest. To further illuminate how these illngssratives may

influence identity threat and perceptions of and engagement with the
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intervention, a more irdepth thematic narrative analysis of two of the

transcripts of was undertakeras presented in this chapter.

6.3 Method

A narrative analysis wasonducted on two of the transcripts from the
interviews described in the previous chapter. Transcripts were chosen
accordng to three inclusion criteria. The first criteria wHgat one of the
participants had taken part in the group intervention and the etthad
attended the individual sessions order to provide an exemplar from each
delivery format. Similarly, theegondcriteria was that the transcripteffered
exemplars of both the questnal endurance iliness narratigeas identified in

the thematic analysis in the previous chapter. The third criteria thasboth

participants had been interviewed by the thesis author.

Since there is no single method of narrative analysis, it is necessary to decide

what aspects of naative to focus on as the basis for interpretati@iiessman,

1993) For the presenpurposes @hematic narrative analysis was undertaken,

as outlined by Riessman (2008 thematic narrative analysis, the content is
interrogated with an emphasis on whét said, as opposed to structure and
fAy3IdzZAaaidAaoa 2N WK24Q | yGenerdlashées adell 2 NRA S
generated, but, in contrast to the more common form tbematic analysis

guided by grounded theory principles, biographic accounts are noturad

into categories across cases. Instead they are interpreted as a whajgaced

within the context of each p#écipant's narrative of lifeThe analysis recognises
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people are limited to imagining and representing their lives in terms of existing
cultural narratives, and the overarching narratives drawn on will be considered

GAGK LI NIAOdzZ  NJ NEFSNBYOS G2 CNIyl Qa

6.3.1 Participants

Frances wa awoman in her mieifties with relapsingremitting MS. She was
diagnosed with MS one year prior to randomisation to the individual arm of the
feasibility RCT. She is married with two children. As a result of living with MS
she has stopped working and, consequently, has lost whaet was a highly
significant social identity. She feels socially isolated, having previously
socialised predominantly with work colleagues whom she no longer sees in
person. MS poses a considerable identity threat and she goes to some length
to conceal ler symptoms. She tries to cofy ignoring the MS, which is not
even talked about with friends, and she is wary of being seen as burdening
others. She is very reluctant to join MS social groups, which she perceives as
highly depressing, and particularlystikes encountering other people in
wheelchairs. Her prevailing narrative of illness is one where illness, and

depression, are something to be endured with an attitude of forbearance.

Sara wa awoman in her early thirtiesalso with relapsingemitting MS. She
received her diagnosis five years prior to randomisation in the feasibility RCT
and was allocated to the group condition. She has also lost work colleagues as
a result of living with MS, but has maintained strong, supportive relationships

with certain other friends as well as with her parents, fiancée and wider family.
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She strives to maintain her previous fgtced lifestyle and prefers not to
disclose the condition to others, parti@uly people her age. She does tige

to be seen as weak or imreed of looking after, but seems to have accepted MS

to some degree, and is involved with several MS organisations. She appears to
position herself predominantly within a quest narrative, attempting to
overcome the challenges of living with the disease gndw through the

experience.

6.4 Results and Discussion

6.4.1 Identity threat

As discussed in the previous chapter, when living with chronic illness, an
individual's experience ofvellbeing is not dependent solely on physical
condition. A deeper process identity change may occur, exposiggestions

of identity. In the context of brain injury, there is evidence theg¢llbeingcan

be sustained by a sense of setfntinuity in spite of illnesglones et al., 2012)

| SN Ay NBflLGA2y (2 a{X {INIrQQa 02YYS
present herself as relatively unchanged and, thus, maintan preMS
ARSYGLROREWI d KSNJ 2dzali tA1S OFNNEB 2y A7
on and [I: yeah] because®d Jt S O y Qi (St dFraickshddpts@ 2 dzQ NB
a similar coping strategyMy way of coping is, if | don't thinkii happening,

then it is notlf I ignore it, it is not theré.

CNRBY I yINNFYGAGBS LISNALISOGA D Dave end K { | N
interrupted by illness. dzNEd2&EH 00 MPO A 2 AN LIKA OF f  RA & NHz
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whereLl2 43aA0f ST 020K ¢2YBiatemdiNgoe MNE R NB
MSand strive to maintain a sensé selfcontinuity. This becomes harder when
valuedsocial group memberships are lost as a result of the illness. As illustrated

in the previous chapter, Frances experienced considerable social identity loss:

G{2 @2dz NBE OSNR Of2asS G2 @&2dz2NJ O2f f
to watch your back for yoand to help you, because professionabtiyy
are working close together. dzi L KIF @Sy dd 320 GKFG |

GKS YI22NA{GeX | o02dzi (G2 OGKANRAE 2F Y

That this aspect of self can change means that chronic illness carapbeeat

G2 | LISNAR2YQa F2NNXYSNJ ARSyuGAdex a Aa |
describes loss of colleagues, but for her, this appears to be a less significant

loss. Her most valued relationships, including her fiancée, family and close
friends, are maintained and appear to provide a firm and continued
foundation. Consequently, changes to social groups outside of these appear to
poselessof @K f £ Sy 3S (2 IKENI S yasSy 2yFi 3 SUE FY
LI NByda F3FAy | yiRKIGODAS F2A0 SS @S NE WKKASY H

need reallyé

In addition, these core relationships seem to supersede any identity Sara found

in work, as the following extract indicates:
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{2 6KSY Y& 3IANFrYRYI gl a ftA]SNBESaF e
022 aK2NILQ:X a2 L 2dzad sSyd G2 yYe Sy
NBRdzy RI yOe Qo w LY @SL¥ {2 L RAR @K
had that meeting and everything my grandma actually died, so it was

just like okay [laughs] [l: W08 . dzi L R2y Qi NBINBG Al

| needed to be there for like my mum.

Despite her openness amongst family, Sara generally prefers not to disclose her
condition to others This may be motivated partly by a desire to avoid
discrimination and eniale continuation of group memberships, supporting her
wellbeing by enabling the maintenance of a coherent narrative of self.
However, while on the one hand a dog strategy of nordisclosuremay help
sustain asense ofpersonal integrityand continuity(Jones et al., 2012)Sara
identifies the concurrent cost as a feeling of disintegration through having to
LINE &t®o/differeént identities @ | y2 G KSNJ Y2 G A-@dclasire y  F 2 N.
appears to be related to how she feels others will perceive her § fearn

about he illness. She admits she doed ke to be seen as someone in need

of being looked after and is especially reluctant to disclose her condition to

peers:

Sara: LGQa tA1S GKS 2f RSNJ LIS2LJ) S3 ¢
gym] during theday-time and you get like loads of OAPs
and most of them know about it. [I: Yeah] But like people
Ye F3IS3T LY SIFK8 tA1S L R2yYyQ

5
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Interviewer Is that partly becausewhat are the reasons for that?

Sara: L R2y Qi kindaférdbarrassed Bl ft.

{ KS dza S aS Y &ISNXda assaR®erasions indicating that she wants

to continue to be seen as strong, fit and capable, particularly amongst peers.

She appears to see illness and her symptoms as a sign of weaatessis

stands in marked contrast to her former wehlard, playhard, fastpaced

lifestyle:
fA1S GKS 2tR YS8s L ¢2dA R 618 dzd
G2 GKS 3Jeysxr 32 G2 ¢g2N] I 3I2 G2 GKS =
go out for like drink with like my friends after work and it would just

constantly be like that.

Frances, too, perceives illness as weakness, and describes how she has grown

up with this narrative:

| was brought up to believe that people never have flu, they just have
badcolds. There is no such thing as migraine, it is just a bad headache.
And people who are depressed are basically whinging bitches who can't

cope with life. (Frances)

Like Sara, Frances also tends to hide her symptoms. As observed in the previous
chapter, she expects others to avoid her should she disclose her condition and,

at best, does not expectpédt S G2 g yi { Pwoldftdéeant o6 2 dzi
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of telling people, erm, because | don't think people are that interested to be

perfectly franke

I 2YY2y (2 020K {FN} FTYR CNlIyO0SaQ RSOAa
of chronic iliness as weakness; a condition largely stigmatised by society. This

Aa Ay fAYS SA0GK CNIyl1Qad omdppp0 | &&SN
narratives their culturemakes available when telling their own stories

personal narratives are influenced by the dominant societal narratives. As he
observescontemporary western culture views health as an entitlement, the

normal condition that people ought to have restoreahd there is a cultural

preference for restitution narrativegFrank, 1995) Against this backdrop,

chronic iliness can become stigmatis@adley, 1995and people living with

chronic illness can feel devalued for not living up to theetatexpectation ér
recoveryMuchhH- & 0SSy ¢ NA G0 3/4958 sémihalweEéyh@a o md
sick role and the moral obligation to recoV&rank, 1997; Radley, 1995jnce

people with chronic iliness have not played this sick role properly, they are only
allowed to exst in the world of healthy people on visa stat{ontag, 2001)

The story they now fit in tells them thegre of less worth as a persomhis

plotline seemsto B8 NB Tt SO0 SR A yeverylmeithQ svould ke Y Sy (i &
32 (2 GKS R2 OdofeNaaihgr sitkyi@el &y mardadei was

fA1ST W2 KBENREZYDAZ ez $=  OF NBESNJ 06NB | |

The repetition oft I Y 2 (i K S Nhighlighig henyfrastiaiagh at being unable
to perform to her previous ability, and having to stop working appears to
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contribute to her fear of being seen as useless. This is exacerbatd#ueby
language used in medical discourse which tends to depersondli¢eK S ¢ 2 NA& U
GKAY3 F2NIYS Aa tA1S 3I2Ay3a (G2 GKS R20i0

say, just kingrefer6 R (1 2 | AFradrdesidxprebsshassimilar sentiment:

| was trying to explain to her | don't feel disabled [I: yeah] Because |
don't. 1 am supposed to have crutches, | don't use them [I: okay]. | have

really bad vertigo, so | don't look disabledyticularly.

6.4.2 ldentity threat and meeting others  with MS

Seeing illness as stigmatised in this way also appears to affect how both Sara
and Frances feel about meeting other people with MS. Doing so challenges how
they see themselves, and, perhapsre importantly, how they perceive others

will see them, both now and in the futuré@Brockmeier, 2000; Pavawalla,
Salazar, Cimino, Belanger, & Vanderploeg, 20A&) Frances, the prospect of
meeting other people in wheelchairs proves especitihgatening: tbecause

we go to the hospital, they are all in wheelchairs, which is incredibly depressing,

| hate going to hospitad.

Meeting other people with MS also appeared to pose an identity threat for

Sara, at least initially. She describes a sma@kperience of being taken to an

MS event relatively soonfali SNJ NS OS A @A Yvehlkeld § /dad kharé 3y 2 & A
was absolutely loads of people in wheelchairs and | just burst inte teat |

2dza G o y i S Rt thistagd, $néetirng) oriers £onstied a threat to
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her identity and initially shéRA Ry Q0 gl yi Fy@dKAy3a G2 R2

RARY QU 4l yld lyeldKAy3a (2 R2 gA0GK 203KSNJ

When discussing her thoughts on taking part in MS groups, Frances saw having
MS as the only coman ground as a negative, explaining her concern that it
would dominate. This appeared to relate to a fear of her identity being
overwhelmed by MS, and had the result that while she was prepared to talk to
professionals about the disease when necessarydath@ot want to take part

in MS social groups:

Okay you are trying to avoid the isolation but, | have got enough going
on in my brain about my MS without then having to talk about it on a
social basis. Professional basis, fine. | don't mind doaig Socially,

no | don't want to do that, thank you very much.

Interestingly Sara draws a similar professiossalcial distinction. When asked
whether she sees MS groups she attends as separate torbophaer identity
aKS NBUnfseparkt®d SOF dza S (Kl 1 Qa Y2NB tA1S 32

neurologist appointment or a psychologist appointment, that kind of thing.

Both women are, thus, wary of MS coming to dominate their identity and are
aware of stigma surrounding the illness. Both appeebe influenced to some
degree by a cultural preference for restitution narrative and, having been

diagnosed with a chronic illness, they are faced with the impossibility of
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conforming to this expectation. Interestingly, they adopt two contrasting

narral A dSa Ay NBalLkRyaSeo { I NIQa I LILINZI OK
CNIyl1Qa omMpdhpp0d YINNF¥GAGS (GeLkRtz3e 27
assumes the role of a stoical figure, attempting to bear her symptoms without
burdening others, with an overehing narrative more akin to illness as
something to be endured. Thisarrative dichotomy parallels/ I Rf S& Qa 0 M«
observation (in research into MS and quality of life), that people with disability
NEBL2Z2 NI FSStAy3a 2dzRISR btaither badl@téwardst | LIS
a cure on the one hand or stoically bear their impairment on the ofRadley,

1995, p. 109; see also Reynolds & Prior, 2008¢ implications of seeing and

living out illness according to these two narrative perspectives isideresl

below.

6.4.3 The endurance n arrative

According to Frank, when it is not possible to fit into the societally preferred
restitution narrative, therereh A y & | Odzft (G dzNJ f LINB & & dzZNB
(Frank, 1997, pl31).In a narrative oendurance, this appears to be achieved

by the protagonist becoming a stoical figure, shouldering their lot without
complairt or undue reliance on othersn line with this, Frances strives to hide

her symptoms, preferring, for example, not to use mobuaiigys. With reference

G2 a20AFfAaAYy3d SAGK KSNIJ Kdza ol ynBt®a 3 NP dz
RA&Of 2aS K&EMENIQRWURIAtidrednybifoising my ailments into

their conversations atlzli K2 6 @F 22 (i 0 | SHe appéhis ¥chly Kl & R:
aware of the burden of illness and does not want to impose,emrbseen as
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AYLZ aAYy 3 IRwuldgtivknStdl@utymyself in a position where people
felt obliged to see how | am, and make sure | am okay. Youkmbis.applies

not only to friend and colleagues, but extends to healthcare professiodialst Q &
like | don't phone the MS nurses, like when | am supposed to and they get angry,
you knowe She goes on to explain the reason lies in her fears of how others

will perceive her:

the anxiougpatient can be a nightmare, and | don't want to be that.
Or the woman in the pub who is always telling everybody about her

this that and the other. [ I: Mmmm] And | don't want to be that.

One result of refusing support appears to be that the MS bexoralt
consuming.]| SNE> GKSNB IINBE StSyYySyida 2F CNI
presupposes alack @2 Yy 1 N2 f I Y R [|suckef {6tb the/uBdertol# 06 SA Y
ofilness ¥ R G KS RAal ad qmank, 1085, @B4). HniaicBabR A ¢
narrative, though, reflective distance is not possible, there is only immediacy,

which precludes storytelling. Here, Frances is able to reflect on her experiences

and, further, attempts to take control of the threat of MS dominating hex lif

by avoiding meeting other people with the disease. Indeed, she reports having

had a prior preference for the or®-one as opposed to the group intervention

format, with the prospect of having to confront patients with feared symptoms
posinga considerab S A R Sy (i And that Wak tké&wority Yvithcthe group

as well, that you see people, you think oh god this will be even more depressing

than | am now, because this is what is going to happ8he describes having
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such a negative response to attendimagyoga group for people with MS:
oBecause it was just phenomenally depressing, for[ingeah] Because it was

in a, always in a complete state of deniab@ dzi +ye& 2F UGKAAZ
Another reason for her preference for the individual interventias lin fears

of how others, even others with MS, will perceive her. She was, for instance,
concerned about bumping into other group members outside of the
intervention setting. She also admitted she would most likely engage in identity

performance in a grep context:

| think in a group, | personally probably wouldn't hawstabuted

particularly. [: Yeah] Um, and there is always, | always think, a danger

A a

AY | ANRdzL) GKI G @2dz I NBX @2 ti@dNS ( NB .

everybody wants you toe.

Despite her reluctance to meet others with MS, Frances did indicate a desire to

be understood and mee2 1 KSNBE 6 A (K & KyodhlEew, tBaEs IS NA Sy

sort of, to try and explain it to somebody who has never had it, is a nightmare.
But, erm, so i@ group, if you have got somebody else that shared, the shared
experience& However, this desire was overshadowed by the demands imposed
on her by her narrative perspective and the threat of M&uow to dominate

her identity. The identity threat present& by a diagnosis of chronic illness and
the correspondig risk of illness becoming overwhelming, is discussed by
Besley (200Rwith respect to the narrative turn in therapy. Shefers to

relevant observations by Gergahat when diagnostic labels are perceivasl

235



part of a person's essential identity this can result in pathology becoming all
consuming (Gergen, 1991, as cited in Besley, 200& fear of MS dominating

identity is also apparent to a certain degree inlIS& & O 2 YP6rIng liféely G
fA1S Y& a{ Aa fA1S (K SHoWweReq didno@Wortty @S NE
that she resists the cultural pressure to define herself purely in medical terms

YR Ad4 RSOSNIVRKERBRBRQE 2YANRB g Y Why¥dnd hdvA TS (K
she holds on to a broader picture of who she is may to be partly due to the

meta-narrative she places herself in, namely the quest narrgfirank, 1995)

6.4.4 The quest narrative

In the quest narrativehe metaphor is one of a journeylthough there are
overtones of stoicism, where trials are endured but not minimised (Frank,
1995), theemphasigson what can be learnt as a result of perseverihgs the

role of the hero to rise to the occasion; losses may be mourned but the focus
ison growth and character chang€he protagonist must overcome obstacles,
ALAY gAaR2Y YR FAYR YSIYyAy3 YR AYyaA3d
of and out of their sufferingln quest stories, biographical interruption is
reframed as a challengd-iank, 1995)Although tidy ends may be desired,
where this is not possible a different kind of end, a different purpose, needs to
be discoveredFrank, 1995)Disease may disrupt life, but part of the role of

narrative is to restore an order whilst holdjrio this truth.

The quest narrative is woven throughout the text. Sara is aware of the stigma

surrounding illness, but is hopeful and determined to continue to contribute to
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the world and those around her. This isidant in her positive attitude:
GappaNBy Gt e LQY fA1S NBrtftezx NBIftfte LRaa
KrgS Ffglréa arAR UKFG LQ@SST dzvz L 41l a
sitthereaR ONE | 6 2 dzi Y @Accarfling2o0Rank(30EA(i cfidsty” I3 @ £
narratives tend to contain elements of manifesto and this starts to caoness

Ay {dngedafXi@ose who focus on the negatives:

KS KFayQid 320 a{ KAYaAStFTI odzi KAa
wheelchair [I: okay] and he thought it would bice for him to tell me,

erm, that, erm, 70 or 80% of people with relapsiaqitting end up
wheelchairbound, so it was just like, oh cheers! [l:Yeah] So if you have

LJIS2 L S 6AGK GK2A4S 1AYR 2F FdGAGdzRS A

Also within the plot ofthe quest narrative is the desire to learn from the
SELISNASYOST 46KAOK YlFe& F2NY LINIG 2F { I N
research project in the first place. This may also account for her highly positive
perceptions of the group intervention, repeil SRt @ R SéalyNFef@d@3R | &

The opportunity to gain selinderstanding was gratefully received:

there was this anger diary that was really like, woah, kind of thing
because®2 2 dz RARY QU L YyS@OSNI G0K2dzaAKG 27
and thenl was filling it in and it was jusfliS =  Wdeewbuadup so

2FT0Sy Qo
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It is, however, important to bear in mind the interview context. It could well be

that, consciously or not, Sara is keen to show that she is being 'successfully ill’
and making themost of opportunities provided. Given the medical discourse
discussed above, she may be particularly determined to prove her worth to
clinicians and researchers. In accord with tlise repeatedly challenges the
prevalent view that being ill renders haseless, appreciating, for instance, the

value of sharing tips and ideas amongst the MS gréup: & dzLJL)2 &S A G Qa
the volunteering, like having a bit of use instead of you being the person that

everyone is having to like look after and reassurestnff.¢

We draw our identity, in part, from the impact we have on others; we need to

know that we matter and make a difference in others' lij€sirtis & Eldredge,

1997) This theme is identified in the wider literature on mental health, most
recentywil K 0 KS NBO2@SNE Y20SYSyiQa NBO23AyA
meaning (Bonney & Stickley, 2008; Repper & Perkins, 208&)ce her

diagnosis, Sara has started volunteering in a range of settings that she
considers worthwhile and meaningful. She comyfrié & |doks Ajuite gbod on

e 2 dzNJ démbristrating she has not given up on returning to work.
Volunteering has been a lifeline in terms of being able to maintain this aspect

of herself:

this kind of stuff keeps me sane because you feel really stupid and
useless and kind of like worthless as welly@ah] So doing this kind of

thing, it, that really picks you up, fleah] massively.
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CNYy1Qa ljdzSad KSNR SOK2Sa GKAa | aLJA NI i
others, and this appears to have been a desir Sara even before she became

ill. She describes how she chose to work for human rights charities in
&St YAYy3ITFdz | vy Rolds.For Ser, Pehiapts, fthd gudsk opriikues

in spite of, not because of, illness. That she has been able to contmue
contribute meaningfully in a work context protects her against the
acknowledgment that there has been some changkeat there is a difference
0S06SSYy KSNJ a2f R acpfoiding & cyl&lal tkr&atdf €etizZNNB v (i
continuity. At the same timeat appears that being able to see MS as separate

to her identity hat & dzLJLJ2 Ndieb&ng THisNdayhéa due to the way her

primary identity and ontological security come from and remain roateclose

family relationshipsin light of this, itis it SN adAy3 G2 y2G4S C
insistence that part of the quest story is achieving the incorporatiotiredss

Ay G2 GKS Whis thé BeNdlidggnetiidam&rdtive around illness may

insist that suffering is without meaning, according to Fr&h995) within the

quest narrativelies a moral responsibility to find purpose and gain -self
understanding. Frank writes that there will inevitably be resistance and
wrestling before the boon of the suffering become clear. He likens this aspect

of quest sories to Jacob wrestling with Gaalthe Bible Though Jacob emerges

with a limp, he receives the blessing demanded and it is through the process of
resistance that he is given a new name and identity, Israel; the self is found.

I LILJE @ Ay 3 {0 Kr¥k & colll@be fhat,Niesgité hedditempts to assure

others of her acceptance of MS, there is still resistance. There are hints of this

in the way she tries to hang on to her previous lifestyle:
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YR GKSYIFIALi®al yyaSA WH B SIOFkitaBS AfliQES
1y26 tA1S FLWEAOIGAZ2Yya FYR L adle d
GKSY YR R2Ay3 GKSY Iy

gKIFO1SR T2NJtA1S (GKS ySEG (62 6SS1a
youdo it? ¥ dzQNB &dzlJll2aSR G2 o6S tA1S LI O

GKFGQs +FyR GKIG 2dzad tA1S Fyyz2ea YS

{KS | 01y 2¢fréaRy3tBbord SIAWHR IfultKikdiotlikedry to

Lldzd 2 £ A1SX Yé a{ I aARS ISfRiscudesfightidgh NNEB
languagedh ¥ L 3+ @S THus/ it niag be Yhat she {s drdstling less with

the disease as to hold on to a previous identity. Although her foundations and

deep sense of self were not uprooted by the illness, perhaps some defiree

identity reconstruction and grieving of loss is still needed in order to fulfil the

quest.

In terms of taking part in the MS intervention, the quest narrative allows Sara
to engage with, and make every effort to learn from, the content. It also allows
her to recognise her journey is unigue, which renders occasions of meeting

others with worse symptoms less threatening to how she sees herself:
L YSIyYy (KSNBDMAS (2 NE 2 jwiksyie sicBantl v I V'S
then the lady in the wheelchair [I: gleand you can lok at them and

2dza i 0 KARMZ O KfaieQad t A1S 3F2Ay3 G2 KI LI
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nobody can predict the future and nobody knows like [I: yeah] if I will

end up confined to a wheelchair or anything.

In comparison to Frances, rdBacomments she is able to be grateful for her
current abilities when meeting others in worse situations, rather than
personalising their symptoms. Here, in addition to the quest narrative, faith
appears to provide a metaarrative that plays a part in ebéng herto be
thankful for what she has today rather than focussing on fears of what might
be.
Sara: Like |1 went to the gym early today and | was like on my
bicycle and it was just like, | am like religious and | do, |
pray and | thank Goand like evbl® R & @& BetzQNEB A
LQY tA1S 2y Y& 06A1S YR LQY ¢
my physical and mental like capabilities and stuff.
Interviewer Yeah. Do you think that has played a significant part in
@2dzNJ G dAGdzRS YR K2g @&2dzQ@0S

Sara: I think so. Yes. Definitely.

CKA& FOGGAGdzRS 2F WGIKS aStifF KSNDBS NINEBK & ¢
million times worse, worser like illnesses andldigeS & 0 K I, i sirhilarly S a { €
identified by Nochi (2000, p. 1797as a commornreconstricted narrative

amongst those with brain injury who are now relaly at ease with their lives.

For Sara, this attitude leaves her free to engage with others in the MS group

I YR RA &i®acmadlyNdeally, really useful to speak to other people that
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h @S Thdl Bedefit derived from meeting other people with shared
experiences points to another aspect of narrative worth consideration. This is
the value of telling our stories to others, and, in particular, telling our stories to

others who can understad.

6.4.5 Therapeutic value of narrative

A considerable body of literature describes the potential narrative holds for
restoring coherence and integrity to lives disrupted by traumatic events
(Joseph, 2011; Zanl, Hunt, & Cox, 2013)This analysiadditionally indicates
that telling others who can understand can be an important, and potentially
therapeutic, element.Despite other reservations, both Sara and Frances
expressed a desire to meet other people who understood what it was like to
livewitha { ® ! & { It Wbk gobddeibe ik d@ r¥omdvith other people that
dzy RS N& § I Iffiéed, & dmamented on this several times, indicating,
perhaps, the fundamentality of the desire to be known and understood. For

her, this stood in contrast even twell-meaning others:

| was like really, really lucky because like my family, like my parents and
my boyfriend have been like incredibly supportive and like my friends
YR S@OSNEOKAY3IAS odzi GKS& R2y QG KI -

understand it costheyrcy QG G2aGFrtfte& tA1S 3ASH Ayid:

Meeting others with shared experiencess identified in earlier chapters as

one of thebenefits of group interventions. Applying a narrative perspective to
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the text here suggests an underlying reason Irethe need for validationln

the context of brairinjury, Jones et a(2012) recognise thall5 O2 dzy G Ay 3 2V
experiences to someone who understanpiovides a validation not always

possible with those who are not in the same position. When the importafce
selfnarratives and their relationship to identity is understood, telling others

who understand validates not only experiences of livindgpWS, but validates
theselfLG A& I LI NByid FNRBY GKS lylfeara 2
that such walidation becomes particularly relevant in light of the stigma and

discreditation of self that can come from cultural narratives of illness.

6.5 General Discussion and Clinical Implications

This analysis demonstrates the power of illness narrativesnftuence
AYRAOGARdZ £ aQ SELISNASYOSa 2F a{d LYy LI N
and selfnarratives can affect the level of identity threat posed by MS. It also

offers explanations for differing perceptions of psychological adjustment
interventions, and differing responses to the prospectafiertakinggroup or

individual delivery formats.

On the face of it, Sara and Frances have reacted very differently to living with
the disease. Sara has an attitude of overcoming, welcomes the oppaortianit
growth afforded by the intervention and finds benefit in meeting others with
MS. Frances, by contrast, adopts an attitude of forbearance, attempting to
ignore the condition where possible, and shying away from contact with other

people with MS. Althogh Sara has been diagnosed for longer, and, as such,
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has had longer to adjust, the narrative analysis suggests an underlying reason
F2N) GKS 62YSyQa RATFTSNAY InwhBhdHelsged S& A 3
themselves. Interestingly, though, both thei narratives can be seen as

attempts not only to maintain a sense of personal integrity but also to minimise
discreditation: both women are wary of the societal stigma associated with MS.
Moreover, the analysis reveals that both women themselves perciness as
6SEH1ySadaas LINPOGARAY3I adzZLl2NI F2N wk Rt S
chronic illness are subject to and influenced by cultural narratives and the
corresponding expectations. While it is beyond the remit of this thesis to
suggest ways in whicsocietal stigma surrounding illness may be tackled, these

findings do have several clinical implications.

First, the analysis highlights the importance for clinicians to be aware of how
LJIS2 L)X SQ& LISNOSLIWiA2ya 2F FyR gAlfftAy3ay
adjustment interventions may be influenced by their self and iliness narratives.
Both women feared MS coming to dominate their identity (a concern echoed
in the wider MS literatur€Boeije et al., 2002) However, while for Frances this
threat, and consguently the prospect of meeting others with MS was
overwhelming, Sara was able to take part in the MS group and find benefit from
meeting others in the group condition. For Sar&jd threat appeared to be
lessenedy thestrong sense of continued idéty shefindsin her relationships
with her family. In addition, the quest narrative offered her a different
perspective on taking part in the group interventjiornhichsimilarly reduced

the identity threat. Greater awareness of the ways illness narrativeg ma
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influence perceptions of group interventions may enable better targeting of
interventions, and provide insight into who may derive greatest benefit from

group or individual delivery formats.

The secondlinicalimplication of this analysis lies the potential benefit of
incorporating a narrative element in psychological adjustment interventions.
One aspect of this may be in allowing people to tell their stofResounting
GNJF dzYF GAO ftAFS YINNFGAGSa az2f A0Ala
posttraumatic growth. Agrowing body ofresearch is demonstrating the
importance of narrative in integrating and overcoming challenging life
experiencegLyons, 2008; Neimeyer, 2004; Zang et al., 2043yve have seen,
this process can be facilitated bmdered at an interpersonal level according
to the validation receive@Neimeyer, 2004)The indicationisthat other people
with similar experiences are best positioned to be able to be able offer the
understanding sought. Further research could invegggvhether exploration

of narrative perspective is aided or hindered by group or individual intervention
contexts, particularly when it is helpful to share and reflect on illness narratives
together with others with MS and when, and for whom, the safetyg arivacy

of oneto-one sessions is preferred.

Another aspect may be for interventions to include some reflection on how
people see illness from a narrative perspective, and how this may be affecting
their feelings and behaviours. Given the power of ative to influence how

people respond to and live with chronic illness there may also be therapeutic
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value in identifying and, where appropriate, resisting dominant cultural
narratives (asdentified by Neimeyer, 2004Yhis is interesting to consider in
light of the findings presented in the previous chapter, where some
participants found meeting other people with MS helpful in challenging
stereotypes of MS and what living with the disease looked like. The potential
for incorporating a narrative element jpsychological adjustment groups for
people with MS and mental health difficulties is in line wWitattinglee @1®94)
assertion that narrative has a crucial role in clinical work, both as a
retrospective account and assructure that patients and clinicians seek to
impress on clinical timel. Holmes (200Psimilarly claims that good practice
necessitates a blend of narrative and evidentased approaches and calls for
greater integraéion the two. Instances of thentegration of CBT and narrative
therapy are beginimg to appear in theliterature (Martin-Vazquez, 2014;
Prasko et al., 2010; Robjant & Fazel, 20d@)hat has been termed narrative

turn in psychiatryBrown et al., 1996)

A final interesting possibilitsaised by this study lies in the value of integrating
narrative insights with research looking at copingattgies and adjustment in
MS. For instanceDennison, Mos$orris and Chalder (2009identified
cognitive appraisal of M&s an important adjustmentelated factor. In a
literature review investigating psychological correlates of adjustment in MS,
evaluation of the disease as threatening was found to be associated with
poorer adjustment outcomes. Coping strategies such as positive reappraisal

were fourd to be related to better adjustment while avoidance and wishful
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thinking were predictors of poorer adjustme(idennison et al., 2009Yiewing
such findings through a narrative lens may offer a way to address unhelpful

appraisals of illness and encouragere beneficial coping strategies.

6.5.1 Critique of narrative analysis

A critiqgue often levelled at clinical research is that it fails to give much
consideration to participants as contextualised in a world outside of the clinical
setting (see Brown efal., 1996) A strength of narrative analysis is that it
enables wider contextualisen, along with exploration othe meanings,
FSStAy3da YR AYLI AOAG | &adzyldengaf,a GKI
2001) These assumptions often come from socieligicourse and, though the
typologies of illness narratives touched on here are by no means definitive, it
is evident that such cultural narratives are drawn on in identity construction.
Certainly narrative analysis gives researchers insight into peojlietss
experiences apart from the conceptions of iliness formulated byntéalicine.
Importantly for the purposes of this investigation, narratives allow room for
exploration of the impact of illness on sense of self andis@ning of the
relationship etween the individual and their social world. Individuals and
groups construct identities through narratives, thus engaging research
participants in storytelling has the potential to achieve insight into the impact
of MS on social identity that nenarrative methods do nofRiessman, 2008)
One limitation of the current study is that it represents only a snapshot in time.

It would be interesting and valuable to undertake a longitudinal study to gain
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insight into how narratives develop as people live withfsfSonger or as their

symptoms become worse and more visible.

In adopting thematic narrative analysis and thus choosing primarily to
interrogate content, certain aspects of narrative have, inevitably, been omitted

here. Structural coherence, for instaccan reflect degree of personal
integrity, but was not considered in the above analysis. There was limited
recognition that the process of transcription is already an interpretative
practice and information carried in features of speech, such as whispers
intonation and norlexical utterances, was neglected hgRiessman, 1993A

crucial part of narrative is that the stories are told to another. Storytelling is a
dialogue of imagination@-rank, 2012and in interviews, meaning is contested

and interactonally accomplished (Mathieson & Stam, 1995) Some
consideration was given to narrative as aaumstructed, dialogical process

OCNI Y1Z HAMHO AY GKS |10620S lylfearao ¢
role as interviewer would have had bearing orhat they presented of
themselves.C2 NJ Ay aidlyOSs 3IABSY {FNrQa SYyol
condition to peers, it is noteworthy that | could be considered amongst this

group as someone of a similar age and educational background. At the same
time, what $ie disclosed may well have been influenced by my perceived
position as part of the clinical profession, and the corresponding assumptions

of my beliefs suounding illness experienceslnterviewees may see
GKSYaSt @gSa |a o0SAy3 ewreprededdt thgm@elvesynrRz G K S
particular way to the interviewefWengraf, 2001)Questionsof circulation

248



could also be guiding seifesentation; the interviewegmay be aware that
their story could have a wider audience than the interviewer alone andemo

may be at stake than how | séteem (Frank, 2012).

A critique commonly directed at narrative analysis is whether truth can be
established. It is certainly important teemain aware of the complex
relationship between narrative, memory and time, sineerevise and reframe

the remembered past in order to square it with our present identities
(Riessman, 2008T.he debate around trutlbecomes all the more pertinent in

the context of interviews, where narratives are-aathored and the teller can
chose whato present of themselves. That said, it is also argued that the human
propensity to cast life in narrative form renders it peculiarly hard for narrators
to completely control or manipulate, consciously or unconsciously (Wengraf,
2001) As outlined in themethodology chapter, | tend towards a critical realist
approach to truth (Archer, Bhaskar, Collier, Lawson, & Norrie, 1998)
acknowledging a layered ontology of social reality ahds, appreciating that
interviews may pesent only a partial pictureAs Stivers(1993)argues, the
point is increased understanding and insight rather than certitudi@is
answers another critique of the current analysis regarding the generalisability
of findings. Eery person and every story is different, and, at this stége not
possible to extrapolate beyond the two individual lives considered here.
Nevertheless, as discussed above, the analysis offers valuable insights into
living with MS and responses to interventions, and suggests the value of

considering narrativenia clinical setting. It also suggests possible categories of
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illness narrative in MS, which could be investigated further in future research.
It is also worth bearing in mindll 2 £ Y Zrentarks regardinghe need
to tailor scientific knowledge witlthe biography and circumstances of each

individual patient.

Finally, there is a moral dimension within the critical realist framework, as in

the quest narrativeAs we have seen, identity is, in part, bestowed upon us by

others- the stories they tell 8 about ourselves and where we fit in relationship

to others(Cloute, Mitchell, & Yates, 2008; Curtis & Eldredge, 1997; C. Haslam

et al., 2008) However, humans also create stories and social structures, thus

our behaviours need not necessarily be deteretrby existing one§iddens,

1979) Perhaps, then, the primary importance of such narrative research is to
Sy3alr3S NBIFIRSNAR Ay AffySaa aGd2NASaz AyQ
perspective and tgrovide alternative narratives which peoplecan situate

and understand themselves and others.
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Chapter 7.GeneraDiscussion

7.1 Summary

In this final chapter the overall findings of the thesis are summarised. Limitatig
the research programme are considered and a range of climyalcations and
recommendations are discussed. Finally, several avenues for further resear

proposed.

7.2 Overall Findings

Emerging literature is beginning to uncover the profound impact that social
identities canhave on mental health and wbking. This research programme

is amongst the first to apply a social identity approach to the field of clinical
neuropsychology and explore whether this is equally true in the context of MS.
In particular, the thesis aimed to explore the widely held assuomgtiat group
delivery of psychological adjustment intervent®is beneficial due to the

opportunity afforded for social interaction.

Results from the survey studghapter 3)confirmed the importance of social
identity processes to the mental health people with MS. In particular, the
finding that both disruptions to social identity an@nticipated stigma are
associated with incre&sl psychological distress offers an explanafionthe
high prevalence of mood disordeexperienced by people with MSo&al
identity processes were further found to be relevant to engagement with group
psychological adgtment interventions.The finding that identity threat may
influence perceptions of interventiaand reduce intervention engagement
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offers an explanatiofior why some people report finding group interventions
helpful, while others are reluctant to meet other people with MS or avoid MS
groups entirely. It may also go some way towards explaining the mixed findings

in the literature regarding the value of MBS pport groups.

Resultdrom the realist synthesigchapter 4)and thematic analysigchapter 5)
alsomake a valuable contribution to the literature in kiag explicit those
aspects of group interventiorofmat that confer benefit. Theentity-related
benefits also provide support fo€ruwys, Haslam5 A y 3f S |1 | 4f I YX
(2014)model of social identity as a psychologiezgource, and its proposition

that being part of a group can have beneficial effects via a sense of belonging,
a sense of purposand the receipt and provision of social support. The second,
equally important, contributiorio the literaturelies in identifying the identity
related drawbacks of group formaParticularly noteworthy ishe proposal

that identity threat influences the egree to which such social identity
resources may be gleaned without having an opposing, negative effect on

wellbeing.

7.3 Limitations of the R esearch Programme

One of the main limitations of this research programme was that participants
were primarily ecruited from the Mdlands area of the UK. This was extended

to some degree by recruitingeoplefor the online survey fromthe M20OA S & Q&
national website, but the majority of participantame from the

Nottinghamshire ot_eicestershire area, limitingé generalisability dindings.
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That said, there wasonsiderableagreement between findings of the thematic
analysis and the realist synthesis, and the latter included studies from a range
of countries. It is also important to note that the results arawin from people
who have agreed to take pafThe thesidindings offer suggestions as to why
some people may dose not to attend psychologal adjustment
interventions. tleally, these would be compared with reasons for non
attendance from those who chesnot to take part. The same limitaticaso
applies to the survey study. Ideally, the information from fresponders
would be compared to responders to identify potential sources of bias (e.g.
were those with high levels of psychologicaltidiss less kely to respond).
However, his is a general limitation of this type of research and, whileuld

beinformative, it is not practical or ethical to obtaitatafrom nonresponders.

The studies werall limited bya crosssectional design. Ithe survey study this
restricted theconclusions thatouldbe drawn with respect to causalityn lthe

studies using interview data, it meant that results iereliant to a certain
degree on retrospective accounts. This is particularly pertinent withrcetia

the suggestion that timing is an important factor influencing identity threat.

Several other factors were given only limited consideration. For instance, the
influence of MS type was not examined in great detail and the majority of the
studies reked on selreported diagnosis. Given that the degenerative and

unpredictable nature of the disease may contribute to the threat posed by MS,

in further research it would be worth exploring the pattern of effects with the
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different types of MS, including pgressive formsGroup size is another

variable whose influence was not explicitly investigated in any of the studies.

7.4 Implications for dinical Practice

In the wider research on neuropsychological rehabilitation, consideration of
social identity processes suggests that increased social connection should not
only be a desired outcome, but also an important input of psychological
interventions. The findingsf the current research programme support this
suggestionn the context of MSand begin to establish a theoretical basis for
decisiors regarding whether to deliver group or individual psychological

adjustment interventions.

Results indicate that a sensd shareal identity can be a vakble aspect of
group programmes. In particulameeting others with whonone can identify
offers the desired understanding, rarely obtainable e¥em well-meaning
significant others who have not experienced what it is li&dive with the
disease. Importantly, detailing in this thesis the specibigtes contexts and
mechanisms by which psychological benefits may be derivech group
settings allows clinicians to shape interventions to best enalolertain
outcomes. For instance, results from the realist synthesis suggest that in order
to generate feelings of empowerment and improve the sdficacy of
participants, clinicians could consider way to encourageositive sense of
collective identity Equally important is an awareness of the drawbacks of the

group format and the contributory mechanisms and contextSiven this
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awareness, it may be possible to challenge some of the mechanisms with
negative psychological outcomes by making them expiicihé intervention
content. For instance, where being part of an MS group may confer a social
identity perceived by participants to be stigmatised, explicit recognition of this
process could enable negative stereotypasd internalised stigmao be
challerged within the context of the intervention. This is particularly important
given the positive association found between stigma and psychological
distress. The s of narrative maybe helpful here. &r instance it may be
beneficialfor interventionsto incorporate an element of reflection on illness
narratives and how this influences perceptions of MS into the intervention
content. Incorporating a narrative perspective may aapportthe process of
adjustment and identity revisiorkindings from the suryestudyindicated that
disruptions to social identity are associated with increased pdpgal
distress and reflectingn this disruption from a narrative perspective may aid

the task of identity reconstruction.

Another clinical implication of this search is the challenge frame, design
and delivergroup interventions in such a way as to reduce potential identity
threat. There was some indication in the resufsthe thematic analysithat

an emphasis on the professional as opposed to social aspéte group may
reduce thethreat for some people. Timing waanother factorrelated to
identity threat. Researchers have highlighted the need for psychological
support to be available soon after diagnosis (Dennison et al., 201 1js

review of psyclologically focussed MS group interventionBirth (2014)
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suggestedhat support groups may be viable interventions for people with less
severe or complex difficulties, followed by group interventions as an
intermediate step and findl individual intervenbns. Thisstepped care
pattern is echoed in theurrent nationalguidelinesfor adults with depression
and a chronic physical health probleMCCMH, 2010)Results from this
research programme indicate that addition tothe severityof psychological
synptoms, the identity threat posed by meeting others in a group condition
needs to be taken into account wheteterminingthe suitability of group or
individual interventions. The findings of both thiealist synthesis and the
thematic analysis suggest thaeople who have been diagnosed more recently
may be more likely to perceive a group intervention as threatening and either
avoid participation or be subject to potentially detrimental identiglated
processes when confronted with a prospect of whatyimight become in the
future. Accordingly, a individual intervention may be more appropriate at this
stage and provide the support necessary to consider the process of adjostm
and identity revision. For some, it may also provalsafer place to confide
fears and begin to tackle beliefs around disability identgyoup composition
may also beaelevantto reducing identity threatvith one possibilitybeing to
group participants amrding to age or disease stage. For instancbere
identity threat is heghtened for people recently diagnosedroupingthem
together with otherswith early stage MS mareduce the threat ancenable
participants to accesshe benefits afforded by the group contexSuch

grouping may also increase the sense sdcial identity and shared
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understanding since other people asimilar stage of the disease may be more

likely to be experiencing similar difficulties.

A final clinicalimplication relates to group norm<ruwys,Haslam, Dingle,
Haslam, et al.2014) proposedthat normaive behaviours arean aspect of
social identity as a pskiological resource that can proteagainst depression.
However, such norms are not always positive, and with respect to MS groups,
and specifically MS psychological adjustment groups where peopde a
experiencing symptoms of depression or anxiety, normative behaviours may
be unhelpful. This may be one explanation for the findings of a study in the
realist synthesis that MS groups had a detrimental impact on those with better
baseline mental healtiUccelli et al., 2004)As discussed in chapted and 5

to avoid detrimental norms of depression or poor coping, @assibility may

be to include guest speakers or intervention assistants with MS who are coping
well and can provide posite role modelsFurthermore, findings presented in

the realist synthesis suggest that the assistants themselves may derive benefit

from the sense of purpose and value this offers.

Perhapsthe most important clinical consideration when deciding whether to
offer group orindividual interventions is for clinicians to know their patients.
While the patterns identified above are useful for general recommendations,
degree of identity threat is influenced by a variety of factors and will vary from
person to person. Similarly,raups serve different purposes for different

people and accordingly, individuals may derive benefit from differing
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underlying mechanisms. The results highlight the importance for healthcare
professionals delivering such interventions to be aware of theeulythg
identity-related processes and suggest ways they could try to ensure they are

supportive rather than threatening to people with MS.

7.5 Implications for F urther Research

The findings presented in this thesis suggest several avenues for further
research Firstly, anumber of identityrelated mechanisms that may influence
perceptions of both group and individual psychological adjustment
interventionsare identified in the tlesis An important next step is to start to
investigate in quantitative research whether such processes impact
intervention efficacyln the proposedmulti-site RCT of group versus individual
MS psychological adjustment interventioibsvould be valuabled incorporate

the MS group identification scalas a baseline and outcome measure. This
would enable investigation of the effect of group identificationintervention
efficacy as well as the degree to which identification with the group changes
during the course of the interventionAlthough problems were encountered
with the MS group identification scale used in the survey study, given that the
measure would, in this instance, refer directly to the MS intervention group, it

would be a suitable measure tse.

Identity threat would also be worth measuring in the RCT, buthe best of
0KS I dzi K2NDa |y 2séaleSdrrieftly exigtzbeldd@énsdd | y
such a scale is another important arfea further research in itself. Meanwhile,
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given the oveap between stigma and identity threat, incorporating a stigma
scale wouldstill offer useful insight into the impagterceived stigma hasn
attendance, attrition and intervention efficacyt would also be interestintp
explore whether stigmatise@erceptions of MS are altered during the course
of the intervention. The CIASS was found to be problematic with respect to the
sectionon anticipated stigma at work. Accordinglymay be that measures of
internalised stigm&Molina et al., 2013)kensitivityto stigma(Major & O'Brien,
2005)or stigma resistancgCrabtree et al., 201@&re more appropriatef-actors
that may reduce identity threat also need to be investigat&tiere were
indicationsthat social identity continuityhelped reducethe identity threat
posed by MS and it would be worthwhile investigating whethée
maintenance ofvalued social groups influenced attendance and engagement

with group interventions.

The focus of the thesis was on the delivery format of the intervention, as
opposed to intervention content. As such, only limited consideration was given
to the cognitive behavioural content and how this may interact with
intervention format. There were idications that some people were more

amenable to learning from peers with whom they could identify than from a

LINEFSaaArzylf K2 R2SayQi KI@S SELISNA

that merits exploration. In additionhe thesisfindings highlighthe impact of
social identity disruption omental health in MS, and one implication is that
incorporating the topic of identity redefinition into the intervention content

may be beneficial. CBT has no theoretical position on identity change so does
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not tend to addess this aspect of adjustment, butvgn the overlap between

narrative and identity, narrate techniques may, again, be useful hefdis is

Ay fTAYS GAGK GKS Wyl NN GAGS Gdz2NYyQ (KL
years(Brown et al., 296; J. Holmes, 200@nd instances of integrating CBT

with narrative therapythat are beginning to emergéMartin-Vazquez, 2014;

Robjant & Fazel, 2010)

As notedin the limitations section, the current research programiselso
restricted by its crosssectional nature and reliant to a certain degree on
retrospective accounts. Accordingly, it would baluableto undertake a
longitudinal study to investigate how identity threat from MS changes over

time and as symptoms progress.

Finally, while this resech programme began to test the miednge theories or
contextmechanismoutcome pathways iderfied in the realist synthesjs
further refinement of the proposegathways is needed in future research. The
relationships between the purportethtermediate oucomes and their impact

on psychological wellbeinglso need testingAge and disease stage were
identified in the realist synthesis as potential variables influencing identity
threat and one avenue for further research would be to investigate the impact
of group composition on intervention efficacy. For instaraediscussed in the
previous sectionstudies grouping younger participants or those with early
stage MStogether would enable exploration of whether this dgesdeed

reduce identity threatand how it impacts outcomeneasures of psychological

260



distress. Studies would not necessarily need to be limited to psychological
adjustment interventions, and the findings of this research could be usefully

applied to other MS group interventions or MS suppgnaups more generally.

Finally, smilar investigatios with people with other neurological and
degenerative conditions would be worthwhild&ncountering people with
worse symptoms and having to confront wiaate might become in the future
was identifiedas one of the main drawbacks &S group interventions.
Meeting others withMSis rendered especially threatening to identity due to
the degenerative nature of the conditioithis is likely to be true of a number
of other progressive disease conditions amdthis way, the findings of this

researchprogrammemay well apphjbeyond MS.
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Appendix 1. Ethical Approval Letters for Study Entitled
O)1 OAOOECAOET T ahdmo&lineoplé with AAT OEOQOU
Multiple SAT AOT OEOG

Appendix 1a. Ethical Approval L etter from NRES Proportionate
Review Sub-Committee London -Bromley

NHS
Health Research Authority

NRES Committee London - Bromley
Bristol Research Ethics Committee Centre
Whitefriars

Level 3, Black B

Lewins Mead

Bristot

BS1 2NT

Telephone: 01173 421383

17 April 2014

Professor Nadina B Lincoln

Professor of Clinical Psychology
University of Nottingham

Division of Rehabilitation and Ageing
Medical School, Queen’s Medical Centre
University of Nottingham,Nottingham

NG7 2UH

Dear Professor Lincoln

Study title: Investigation of social identity and mood in people with
multiple sclerosis

REC reference: 14/LO/0703

Protocol number: 14031

IRAS project ID: 145195

The Proportionate Review Sub-Committee of the NRES Committee London - Bromley reviewed
the above application on 16 April 2014.

We plan to publish your research summary wording for the above study on the NRES website,
together with your contact details, uniess you expressly withhold permission to do so.
Publication will be no earlier than three months from the date of this favourable opinion letter.
Should you wish to provide a substitute contact point, require furtherinformation, or wish to
withhold permission to publish, please contact the REC Manager Miss Lauren Allen, at
nrescommittee.london-bromiey@nhs.net.

Ethical opinion

On behalf of the Committee, the Sub-Committee gave a favourable ethical opinion of the above
research on the basis described in the application form, protocol and supporting documentation,
subject to the conditions specified below.

Ethical review of research sites

The favourable opinion applies to all NHS sites 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 opinion” below).

Conditions of the favourable opinion

A Ethics C i by the Health Research Authority
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Health Research Authority

The favourable opinion is subject to the following conditions being met prior to the start of the
study.

1. Please ensure that the Invitation Letter makes reference to the Participant information Sheet.
2. In the Participant information Sheet under the heading 'What are the possible disadvantages

and risks of taking part?' please add in a sentence letting participants knowwho they can
contact should they feel upset after completing the questionnaires, and provide contactdetails.

Management permission or approval i fromeach host nisati rior to the
f the study at the site concerned.

Management permission (“R&D approval’) should be sought from all NHS organisations
involved in the study in accordance with NHS research governance arrangements.

Guidance on applying for NHS permission for research is available in the Integrated Rese arch
Application Systemor at htfp:, rdfori g

Where a NHS organisation’s role in the study is limited to identifying and referring potential
participants to research sites (“participant identification centre”), guidance should be sought
from the R&D office on the information it requires to give permission for this activity.

For non-NHS sites, site management permission should be obtained in accordance with the
procedures of the relevant host organisation.

Sponsors are not required to notify the Committee of approvals from host organisations .

Registration of Clinical Trials

All clinical trials (defined as the first four categories on the IRAS filter page) must be registered
on a publically accessible database within 6 weeks of recruitment of the first participant (for
medical device studies, within the timeline determined by the current registration and publication
trees).

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

To ensure transparency in research, we strongly recommend that all researchis registered but
for non-clinical trials this is not currently mandatory.

If a sponsor wishes to contest the need for registration they should contact Catherine Blewett
(catherineblewett@nhs.net), the HRA does not, however, expect exceptions to be made.
Guidance on where to register is provided within IRAS.

You should notify the REC in writing once all conditions have been met (except for site
approvals from host organisations) and provide copies of any revised documentation
with updated version numbers. The REC will acknowledge re ceipt and provide a final list

A Research Ethics Committee established by the Health Research Authority
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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
versions to the REC may cause delay in obtaining permissions.

Itis 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).

Approved documents

The documents reviewed and approved were:

Document Version Date
Adwertisement MS Society 10 Aprit 2014
Website Advert
vi.0
Evidence of insurance or indemnity 31 July 2013
Investigator GV Professor Nadine | 10 April 2014
B Lincon
Letter from Sponsor 08 April 2014
Letter of invitation to participant 1.0 10 April 2014
Other: Summary CV for Supenisor Dr Roshan Das
Nair
Other: CV Mr Alex Barker
Other: CV Miss Kathryn
Smale
Other: CV Dr Nigel Hunt
Other: CV Dr Esmaeil
Nikfekr
Participant Consent Form 1.0 10 April 2014
Participant information Sheet 1.0 10 April 2014
Protocol 1.0 10 April 2014
Questionnaire: Questionnaire Booklet 1.0 10 April 2014
Questionnaire: Demographic Information Sheet 1.0 10 April 2014
REC application 10 April 2014

Membership of the Proportionate Review Sub-Committee

The members of the Sub-Committee who took part in the review are listed on the attached
sheet.

There were no declarations of interest.
Statement of compliance
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.

AR h Ethics C it ished by the Heaith Research Authority
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After ethical review
Ri ing requiremen

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

Notifying substantial amendments

Adding new sites and investigators
Notification of serious breaches of the protocol
Progress and safety reports

Notifying the end of the study

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

Feedback

You are invited to give your view of the service that you have received from the National
Research Ethics Service and the application procedure. If you wish to make your views known
please use the feedback form available on the website.

information is available at National Research Ethics Service website > After Review

14/L0O/0703 Please quote this number on all correspondence

We are pleased to welcome researchers and R & D staff at our NRES committee members'
training days — see details at http://www.hra.nhs uk/hra-training/

With the Committee’s best wishes for the success of this project.

Yours sincerely

P JAUA

Ms Carol Jones
Chair

Email: nrescommittee.london-bromley@nhs.net

Enclosures: List of names and professions of members who took partin the review
“After ethical review — guidance for researchers”

Copy to: Mr Paul Cartledge
Carolyn Maloney, University Hospitals Leicester NHS Trust

A Research Ethics Committee established by the Health Research Authority
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Attendance at PRS Sub-Committee of the REC meeting on 16 April 2014

INHS|

Health Research Authority

NRES Committee London - Bromley

Committee Members:
Name Profession Present
Mrs Susan Beer Retired Project Manager Yes
Ms Carol Jones Management Consultant Yes
Dr Angela Orunta Consultant Anaesthetist Yes
Also in attendance:
Name Position (or reason for attending)
Miss Lauren Allen REC Manager
AR Ethics C i ished by the Heaith Research Authority
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Appendix 1b. Research and Development Approval Letter from
the University Hospitals of Leicester NHS Trust Resear ch &
Development

University Hospitals of LeicesterV 253

NHS Trust
DIRECTORATE OF RESEARCH & DEVELOPMENT Research & Development Office
Leicester General Hospital
Director: Professor Nigel Brunskill Gwendolen Road
. ] : Leicester
Assistant Director: Dr David Hetmanskl LES 4PW
Head of Research Operations: Carolyn Maloney
Direct Dial: (0116) 258 8351
Fax No: (0116) 258 4226
12/02/2015
Dr Esmaeil Nikfekr
University Hospitals of Leicester
Department of Neurology
Leicester General Hospital
Gwendolen Road
Leicester
LE5 4PW
Dear Dr Esmaeil Nikfekr
Ref: UHL 11366
Title: Investigation of social identity and mood in people with multiple
sclerosis
Project Status: Project Approved
End Date: 31/03/2015

Date of Valld Application: 12/02/2015
Days remaining to recruit first patient: 70 Days

| am pleased to confirm that with effect from the date of this letter, the above study has Trust
Research & Development permission to commence at University Hospitals of Leicester NHS
Trust. The research must be conducted in line with the Protocol and fulfil any contractual
obligations agreed between UHL & the Sponsor. If you identify any issues during the course of
your research that are likely to affect these obligations you must contact the R&D Office.

In order for the UHL Trust to comply with targets set by the Department of Health through the
‘Plan for Growth’, there is an expectation that the first patient will be recruited within 70 days of
receipt of a Valid Application. The date that a Valid application was received is detailed above,
along with the days remaining to recruit your first patient. It Is essential that you notify the
UHL Data Management Team as soon as you have recruited your first patient to the study
either by email to RDData@ubhl-tr.nhs.uk or by phone 0116 258 4573.

If we have not heard from you within the specified time period we will contact you not only to
collect the data, but also to record any issues that may have arisen to prevent you from
achieving this target. It is essential that you get in touch with us if there is likely to be a problem
in achieving this target so that we can discuss potential solutions. The Trust is contractually
obliged to meet the 70 day target and if an adequate reason acceptable to the NIHR has not

Version 14. 31.05.2014
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been submitted to explain the issues preventing the recruitment of your first participant, the
Trust will be financially penalised.

In addition, we are required to publish the Title, REC Reference number, local target recruitment
and actual recruitment as well as 70 days data for this study on a quarterly basis on the UHL
public accessed website.

All documents received by this office have been reviewed and form part of the approval. The
documents received and approved are as follows:

Document Name Verslon Date

REC Approval Letter Study Approval 17/04/2014 -
Letter of Invitation to Participant V1.0 10/04/2014

Participant Information Sheet Vi.0 10/04/2014

Protoco! V1.0 10/04/2014

Questionnaire Booklet V1.0 10/04/2014

Demographic Information Sheet V1.0 10/04/2014

Please be aware that any changes to these documents afler approval may constitute an amendment. The process of approval for
amendments should be followed. Fallure to do so may Invalldate the approval of the study at this trust.

Data collection for this study had commenced and completed prior to recelving
University Hospitals of Leicester R&D approval. Due to the low risk nature of the study
and the anonymous data collected Carolyn Maloney Head of Research Operations has
agreed to authorise the use of the data.

Undertaking research in the NHS comes with a range of regulatory responsibilities. Please
ensure that you and your research team are familiar with, and understand the roles and
responsibilities both collectively and individually.

Documents listing the roles and responsibilities for all individuals involved in research can be
found on the R&D pages of the Public Website. It is important that you familiarise yourself with
the Standard Operating Procedures, Policies and all other relevant documents which can be
located by visiting www.leicestershospitals.nhs.uk/aboutus/education-and-research

The R&D Office is keen to support and facilitate research where ever possible. If you have any
questions regarding this or other research you wish to undertake in the Trust, please contact
this office. Our contact details are provided on the attached sheet.

We wish you every success with your research.

Yours sincerely

G M

Carolyn Maloney
Head of Research Operations

Encs: .R&D Office Contact Information

Version 14. 31.05.2014

290



CONTACT THE RESEARCH & DEVELOPMENT OFFICE

The R&D Office for UHL is located at Leicester General Hospital; you are
welcome to contact us for telephone advice, or to arrange an appointment.
All staff contact details can be found below:

David Hetmanski Assistant Director of R&D 0116 258 4199
Carolyn Maloney Head of Research Operations 0116 258 4109
Rita Patel Contracts & Commercial Manager 0116 258 8241
Julie James Clinical Trials Monitor/Trainer 0116 258 4686
Anne Moore Asst. Clinical Trials Monitor/Trainer 0116 258 4686
Aldona Kirkham Asst. Clinical Trials Monitor/Trainer 0116 258 4686
Lisa Wann Team Leader/ Snr. R&D Facilitator 0116 258 8239
Tara Sadler Research Support Officer 0116 258 8246
Zaynab Khan Research Support Officer 0116 258 8243
Sharon Turner UHL R&D Administrator 0116 258 8351
Thowani Lungu UHL R&D Administrator 0116 258 4761
Wendy Gamble Uni Research Governance Manager 0116 258 4099
Yasmin Godhania Uni Governance Officer 0116 258 4867
Jacquelene Tsiga Uni Governance Officer 0116 258 4867
Martin Maynes R&D Finance Lead 0116 258 8242
Rachael Davies UHL Research Accountant 0116 258 8183
Mandy Hartshorne UHL R&D Assistant Accountant 0116 258 4556
Sadeq Rahman UHL R&D Assistant Accountant 0116 258 4747
Dawn Wakeling UHL Research Feasibility Officer 0116 258 4017
Khurram Memon UHL R&D Information Manager 0116 258 4573
Kajal Solanki UHL Research Data Manager 0116 258 4573
Jennifer Durrant Research Communications Manager 07961 804431

Further contact details are available on the UHL Public Website
www.leicestershospitals.nhs.uk/aboutus/education-and-research/
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Appendix 2. Participant Invitation L etter and Information S heet
for Survey Study

[TO BE PRINTED ON TRUST HEADED PAPER]

Participant Address Trust Address

Date
Dear {Participants name},
RE: Multiple Sclerosis Research Project Invitation

We are contacting you to invite you to take part in a research study being undertaken
in partnership with the University of Nottingham. We are investigating whether mood
is impacted by changes to the groups people with MS are part of (e.g. work, family,
friendship, common interest groups).

You have been invited to take part because you have a diagnosis of multiple sclerosis.
We are sending this invitation letter to all those who have been attending clinics in
Leicester and are 18 years or over. We are also inviting people to take part through
the MS Society website.

If you would like to contribute to this research please complete the enclosed
questionnaires and return in the pre-paid envelope provided. The questionnaires will
ask you about the groups you belong to, the support you receive, your mood and how
you feel others see you. They are anonymous and should take no more than 20
minutes to complete.

If you have any questions please feel free to contact Professor Nadina Lincoln, as
outlined in the enclosed information sheet.

Thank you in advance,

Yours sincerely,

Dr Nikfekr Esmaeil

Pagelofl
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Participant Invitation Letter Version 1.0: 10.04.14
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The University of

Nottingham

UNITED KINGDOM - CHINA + MALAYSIA

MS

Multiple Sclerosis Society

PARTICIPANT INFORMATION SHEET
(Version 1.1: 22.04.2014)

Investigation of social identity and mood in people with multiple sclerosis

REC ref: 14/L0/0703

Name of Researchers: Professor Nadina Lincoln  Kathryn Smale Dr Roshan das Nair
Alex Barker Dr Nigel Hunt

You are being invited to take part in a research study.

Before you decide, it is important for you to understand why the research is being done and
what it will involve. Please take time to read the following information carefully and discuss it
with others if you wish. Please contact us if there is anything that is not clear, or if you would
like more information.

What is the purpose of the study?

Research has shown that many people with MS experience changes to the social groups they
belong to, such as family, friendship, professional, clinical and common interest groups. We
are interested in whether such changes affect mood and psychological wellbeing.

We are exploring several aspects of group membership. These include the loss of existing
relationships as well as the effect of continuation of group memberships. The effect of joining
new groups following diagnosis and how groups for people with MS are viewed will also be
investigated.

Why have | been chosen?

You have been invited to take part because you have multiple sclerosis. We are sending this
information sheet to all those who have been attending clinics for people with MS in
Leicester and are 18 years or over. Participants are also invited to respond via an online
survey on the MS Society website.

Page 10f 3
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Do | have to take part?
You can decide whether or not to take part in the study.

What will happen to me if | take part?

If you agree to take part you will be asked to complete a series of questionnaires. The
questionnaires will ask about the groups you belong to, the support you have, your mood and
how you feel others see you. It should take no more than 20 minutes to complete.

What are the possible disadvantages and risks of taking part?

There are no physical risks to you for taking part in this survey. However, completing the
questionnaire will require you to give up some of your time. Some of the questions will ask
you to think about your psychological wellbeing and some people may find thinking about
these issues upsetting. If you feel upset and wish to talk to someone about any issues
answering this questionnaire has raised, you can contact Nadina Lincoln on 0115 823 0230

What are the possible benefits of taking part?

There is no individual benefit of taking part in this survey. However,we hope that the
information you provide will increase our understanding of the impact of changes to social
groups on people living with multiple sclerosis.It may also have implications for different
methods of delivery of clinical interventions and the social context in which these take place.

What if there is a problem?

If you have a concern about any aspect of this study, you should ask to speak to the
researchers who will do their best to answer your questions. The Chief Investigator’s contact
details are given at the end of this information sheet. If you remain unhappy and wish to
complain formally, you can do this by contacting the Patient Advice and Liaison Service (PALS)
on 08081 788337.

Will my taking part in the study be kept confidential?

Yes. All information that you provide will be kept strictly confidential. You do not need to
supply your name, address or any other information that could identify you. The written
responses that you provide will be coded, anonymised and stored securely at the University
of Nottingham. Only authorised persons will have access to this data.

Page2of3
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What will happen to the results of the study?

We aim to submit the results of the study in psychology doctoral theses at the University of
Nottingham and as paper(s) for publication in a scientific journal. Your individual responses or
pdrticipation will not be personally identifiable.

Who is organising the study?
The study is being organised by researchers at The University of Nottingham. The research is
funded by the Multiple Sclerosis Society.

Who has reviewed the study?

All research in the NHS is looked at by independent group of people, called a Research Ethics
Committee, to protect your interests. This study has been reviewed and given favourable
odinion by NRES Committee London - Bromley.

Further information and contact details

Think about whether or not you would like to take part in the study. Once you have decided,
please complete the enclosed questionnaires. Once the questionnaires have been completed,
please send them to us in the enclosed pre-paid addressed envelope.

If you have any questions about this study please contact:

ProfessorNadina Lincoln

Chiefinvestigator and Professor of ClinicalPsychology
Division of Rehabilitation and Ageing, MedicalSchool
Queen’sMedical Centre

University of Nottingham

Nottingham

NG7 2UH

Email: nadina.lincoln@nottingham.ac.uk

Tel: 0115 823 0230

Thank you very much for your time and consideration

Page 3 of 3
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Appendix 3. Questionnaire P ack and Demographic Information

Sheet

QUESTIONNAIRE BOOKLET

The University of
E Nottingham

UNITED KINGDOM « CHINA - MALAYSIA

Below is a series of questionnaires which should take about 15 minutes to complete. Please
answer all the 57 items and do not leave any blank; answer the closest fit to how you feel.

We are interested in how you feel about the following statements.

Multi-dimensional Scale of Perceived Social Support

Read each statement carefully. Indicate how you feel about each statement.

Circle the ‘1’ if you Very Strongly Disagree
Circle the ‘2’ if you Strongly Disagree
Circle the ‘3" if you Mildly Disagree
Circle the ‘4’ if you are Neutral

Circle the ‘5" if you Mildly Agree
Circle the ‘6" if you Strongly Agree
Circle the ‘7’ if you Very Strongly Agree

Very Strongly Mildly Neutral Mildly Strongly Very
strongly | disagree | disagree agree agree strongly
disagree agree

1. There is a special person
who is around when | 1 2 3 4 5 6 7
am in need.

2. There is a special person
with whom [ can share 1 2 3 4 5 6 7
joys and sorrows.

3. My family really tries to 1 2 3 4 5 6 7
help me.

4. |get the emotional help
& support | need from 1 2 3 4 5 6 7
my family.

5. | have a special person
who is a real source of 1 2 3 4 5 6 7
comfort to me.

6. My friends really try to 1 2 3 4 5 6 7
help me.

7. lcancount on my
friends when things go 1 2 3 ‘4 5 6 7
wrong.

8. Ican talk about my
problems with my 1 2 3 4 5 6 7
family.

9. | have friends with
whom | can share my 1 2 3 4 S 6 7
joys and sorrows.

10. There is a special person
in my life who cares 1 2 3 4 S 6 7
about my feelings.

11. My family is wullmg_ '_:o 1 2 3 4 5 5 7
help me make decisions.

12. i can talk about my
problems with my 1 2 3 4 5 6 7
friends.
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Please list any groups you belonged to before your diagnosis.

For example: work, professional, friendship, family, faith, social, sporting or common
interest groups. Include any groups you considered yourself part of (you may or may not still
belong to them).

Now please indicate the extent to which you agree with the following statements from (1)
“do not agree at all”, to (7) “agree completely”.

Maintained Group Memberships

1. After my diagnosis of multiple sclerosis | still belong to the same groups | was a member
of before my diagnosis

donotagreeatalfl 2 3 4 5 6 7 agreecompletely

2. After my diagnosis of multiple sclerosis I still join in the same group activities as before
my diagnosis

donotagreeatalll 2 3 4 S5 6 7 agreecompletely

3. After my diagnosis of multiple sclerosis | am friends with people in the same groups as |
was before my diagnosis

donotagreeatalll 2 3 4 5 6 7 agreecompletely

4. After my diagnosis of multiple sclerosis | continue to have strong ties with the same
groups as before my diagnosis

donotagreeatalll 2 3 4 S 6 7 agree completely
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New Group Memberships

1. After my diagnosis of multiple sclerosis, | have joined one or more new groups

donotagreeatalll 2 3 4 5 6 7 agreecompletely

2. After my diagnosis of multiple sclerosis, | have joined the activities of new groups

donotagreeatalll 2 3 4 5 6 7 agreecompletely

3. After my diagnosis of multiple sclerosis, | am friends with people in one or more of these
new groups

donotagreeatalll 2 3 4 5 6 7 agreecompletely

4. After my diagnosis of multiple sclerosis, | have strong ties with one or more new groups

donotagreeatalll 2 3 4 5 6 7 agreecompletely

Please write down who you think of as your family members e.g. father, sister, cousin etc.

Now please indicate the extent to which you agree with the following statements from (1)
“not at all”, to (7) “extremely”.

Social Identification Scale: Family Groups

1. 1see myself as a member of the family group
notatalll 2 3 4 5 6 7extremely

2. lam pleased to be a member of the family group
notatalll 2 3 4 5 6 7extremely

3. Ifeel strong ties with members of my family group
notatalll 2 3 4 5 6 7extremely

4. | identify with members of my family group

notatalll 2 3 4 5 6 7extremely
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Please write down any groups that you attend for people with multiple sclerosis

E.g. MS Society coffee mornings, clinical groups, support groups, hyperbaric oxygen therapy.

Now please indicate the extent to which you agree with the following statements from (1)
“not at all”, to (7) “extremely” Please answer with reference to the groups listed above.

Social Identification Scale: Multiple Sclerosis Groups

1. 1see myself as a member of a group for people with multiple sclerosis

notatalll 2 3 4 5 6 7extremely

2. lam pleased to be a member of a group for people with multiple sclerosis

notatalll 2 3 4 5 6 7extremely

3. Ifeel strong ties with members of a group for people with multiple sclerosis

notatalll 2 3 4 5 6 T7extremely

4. |identify with members of a group for people with multiple sclerosis

notatalll 2 3 4 5 6 Textremely

The Chronic lliness Anticipated Stigma Scale (CIASS)
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Please read these statements below and mark how likely you think it is that they could
happen to you in the future.

First, think about how your friends and family members will treat you in the future. How
likely is it that they will treat you in the following ways because of your MS?

Very 5 Somewhat 5 Very
Unlikely Lsisly Likely Hkely Likely
1. Afriendor familv member will 1 3 3 4 5
be angry with you.
2. A friend or family member will 1 2 3 1 .
blame you for not getting better.
3. A friend or family member will
think that your iliness is your 1 2 3 4 5
fauit. ;
4. A friend or family member will
not think as highly of you. : z 3 4 2

Now, think about how your coworkers and employers will treat you in the future. If you are
not currently employed, think about coworkers and employers that you might have in the
future. How likely is it that they will treat you in the following ways because of your MS?

Ve Somewhat Ver
‘ry Unlikely 2 -ew 2 Likely . y
Unlikely Likely Likely
5. Your employer will not promote 1 2 3 4 5
you.
6. S.omelzor.\e at wor!n( will 1 2 3 2 5
discriminate against you.
7. Your employer will assign a
challenging project to someone 1 2 3 4 5
else,
8. Someone at work will think that
you cannot fulfil your work 1 2 3 4 5
responsibilities.

Finally, think about how healthcare providers such as doctors, nurses, technicians, and
secretaries who work at hospitals and doctors’ offices will treat you in the future. How likely
is it that they will treat you in the following ways because of your MS?

Very . Somewhat . Very
Unlikely | Unikely Likely Hkely Likely
9. A healthcare worker will be
frustrated with you. A 2 3 4 3
10. A healthcare worker will give 1 2 3 4 5
you poor care,
11. A healthcare worker will blame 1 2 3 4 5
you for not getting better.
12. A healthcare worker V\{I” think 1 2 3 4 5
that you are a bad patient.

Hospital Anxiety and Depression Scale
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The University of
Nottingham

UNITED KINGDOM - CHINA - MALAYSIA

MS ¢

Multiple Scierosis Society

DEMOGRAPHIC INFORMATION SHEET
(Version 1.0: 10.04.2014)

Investigation of social identity and mood in people with multiple sclerosis

REC ref: 14/L0/0703

Name of Researchers: ProfessorNadina Lincoln  Kathryn Smale
Alex Barker Dr Nigel Hunt

Please provide us with the following information:

Age:

Dr Roshan das Nair

Gender (male/female):

Date of multiple sclerosis diagnosis if known (year/month):

Years since diagnosis: Please tick M the corresponding box

Less than 1 year O 5-10 years
1-3 years O 10-15 years
3-5 years O More than 15 years

Type of multiple sclerosis: Please tick M the corresponding box
Relapsing remitting O Primary progressive

Secondary progressive O Benign
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Marital status: Please tick M the corresponding box

Married/with partner Od Single
Divorced/separated/widowed |

Living arrangements: Please tick M the corresponding box

Living with partner O Living with family
Living alone O Living with friends
Other O

please describe:

Nationality:

Ethnic Origin: Please tick the corresponding box:

White Black
British Oa Black British
Irish O African Caribbean
Any other white background O Any other black background
Mixed Asian or Asian British
White and Asian O Bangladeshi
White and Black African O Indian
White and Black Caribbean El Pakistani
Any other mixed background O Arab
Chinese

Any other Asian background

Other O
Any otherethnic background:

ooo

oopDogoono
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Appendix 4. Hierarchical Regression Results incl uding Recruitment Method as an Additional F actor

Outcome variable: psychological distress (HADS)

n= Predictor
196 variable
b (SE) Beta p 95% ClI R2 change Total R2
Step 1 Age -0.141 (0.056) -0.192* 0.012 -0.252 -0.031 0.12** 0.12
Time since -0.210 (0.396) -0.040 0.597 -0.990 0.571
diagnosis
Gender 2.774 (1.262) 0.152* 0.029 0.285 5.263
Recruitment -2.615 (1.152) -0.160* 0.024 -4.886 -0.343

method
(postal /
online)
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Step 2 Age

Time since
diagnosis
Gender

Recruitment
Method

Maintained
group
memberships
Anticipated
stigma

MS group
identity

-0.095 (0.047)

-0.134 (0.327)

1.799 (1.052)
0.443 (1.071)

-0.292 (0.062)

0.328 (0.053)

-0.121 (0.055)

-0.129*

-0.026

0.098
0.027

-0.295**

0.393**

-0.127*

0.044

0.682

0.089
0.680

<0.001

<0.001

0.031

-0.187

-0.779

-0.277
-1.670

-0.415

0.223

-0.230

-0.002

0.511

3.874
2.556

-0.168

0.433

-0.011

0.290**

0.410

*p<0.05 **p<0.01
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Appendix 5 . Search Strategies for Realist Synthesis

Search 1: CBT & MS

1 Ovid (MEDLINE) (R) (Searcheéd6-May Week 4, 2015)
PsycINFO (Searched 180Blay Week 3, 2015)
Embase (Searched 1972015 May 27)

Date of searcheglast updated on 28 May 2015)

exp cognitive behavioural therapy/
exp cognitive behavioural therapy/

lor2or3

multiple sclerosis.ab,hw,kw,ti,tw.
4 and 5

Limit to english language

NogokwhpE

T CINAHL (no imposed date limits)
Date of search: (last updated on 28 May 2015)
1. AB multiple sclerosis AND TX cognitive behavio*
Limiters: English Language
1 ASSIA (nonposed date limits)
Date of search: (last updated on 29 May 2015)

1. ab(multiple sclerosis) AND (cognitive behavio*)

Search 2: MS & Social Identity

1 Ovid (MEDLINE) (R) (Searched 194§ Week 4, 2015)
PsycINFO (Searched 180Blay Week 3, 2015)
Embase (Seched 1974 2015 May 27)

Date of searcheglast updated on 28 May 2015)

multiple sclerosis.ab,hw,kw,ti,tw.
exp identity

identity change.mp.
seltcategori?ation.mp.

social identity.mp.
2or3or4dor5

1and 6

NookwbhpE

GO23IYAGADS O0SKWOAZFE DI O0IKEZ] 620
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8. limit 7 to english language
9. removeduplicates from 8

1 CINAHL
Date of search: (last updated on 28 May 2015)

ABidentity

AB social identity
AB identity change
AB seHcategorization
AB seHcategorisation
lor2or3or4or5
ABmultiple sclerosis
6 AND 7

N hRWNE

1 ASSIA
Date of search: (last updated @8 May 2015)

1. ab(multiple sclerosis) AND (ab(identity OR OR social identity OR identity
change OR setfategorisation OR setfategorisation)

Search 3: M$: support group or peer or stigma

9 Ovid (MEDLINE) (R) (Searchedcligdy Week 4, 2015)
PsycINFO (Searched 180Blay Week 3, 2015)
Embase (Searched 1972015 May 27)

Date of searcheglast updated on 28 May 2015)

1. multiple sclerosis.ab,hw,kw,ti,tw.

2. exp stigma/

3. stigma*.mp.

4. peer.ab.ti.tw.

5. A LISSNEF £ O odiADPig
6. supportgroup.ab.ti

7. 2or3ord4or50r6

8. 1land7

9. limit 8 to english language

10. remove duplicates from 9

1 CINAHL

Date of search: (last updated on 28 May 2015)
1. AB peer OR AB peers
2. AB stigma*
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AB support group
10R20R3

AB multiple sclerosis
4 AND 5

ook W

1 ASSIA
Date of search: (last updated @8 May 2015)

2. ab(multiple sclerosis) AND ab((peer OR peers OR support group OR stigma*))
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Appendix 6 . Ethical Approval Letters for Study E ntitled

O#1 | bA@iitlugl and Group Psychological Interventions
for People with Multiple Sclerosis: A Pilot Randomised Control
TOEAI 6

Appendix 6 a. Ethical Approval Letter from NRES Committee
East Midlands z Nottingham 1.

Health Research Authority

NRES Committee East Midlands - Nottingham 1
The Old Chapel

Royal Standard Place

Nottingham

NG16FS

Telephone: 0115 883 8390

12 December 2012

Dr Roshan das Nair

Department of Clinical Psychology and Neuropsychology
Queen's Medical Centre,

Derby Road

Nottingham

NG7 2UH

Dear Dr das Nair,

Study title: Comparing individual and group psychological interventions for
people with muitiple sclerosis: a pilot randomised control trial.
REC reference: 12/EM/0380

Protocol number:  12CP010
IRAS project ID: 113059

Thank you for your letter of 10" December 2012. | can confirm the REC has received the
documents listed below and that these comply with the approval conditions detailed in our letter
dated 20 November 2012

Documents received

The documents received were as follows:

10 December 2012
Participap‘tponsent Form 3.0 04 December 2012
Participant Information Sheet 3.0 04 December 2012

Approved documents

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

1 " |21 September 2012
Covering Letter 10 December 2012
Evidence of insurance or indemnity o 27 September 2012
Interview Schedules/Topic Guides 1.0 21 September 2012
Investigator CV CV for Roshan das |27 September 2012
1
A Ethlcs C : by the Health Research Authority
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Nair

Other: Letter for Poster 2.0 03 October 2012
Other: Lefter to Services 20 03 October 2012
Other: Information sheet reply slip 1.0 21 September 2012
Participant Consent Form 2.0 03 October 2012
Participant Consent Form 3.0 04 December 2012
Participant Information Sheat 2.0 03 October 2012
Participant Information Sheet 3.0 04 December 2012
Protocol 1.0 21 September 2012

Questionnaire: General Health Questionnaire 12
Questionnaire: Hospital Anxiety and Depression Scale
Questionnalre: Multiple Sclerosis Impact Scale (MSIS-29)
Questionnaire: MS Self-Efficacy Scale (MSSS)
Questionnaire: Beck Depression Inventory-1l

REC application 113058/367627/1/953 |27 September 2012

You should ensure that the sponsor has a copy of the final documentation for the study. It is the
sponsor's responsibility to ensure that the documentation is made available to R&D offices at all

participating sites. *

| 12/EMI0380 Please quote this number on all correspondence |
Yours sincerely,
Rebecca Morledge

Assistant Committee Co-ordinator
E-mail: NRESCommittee. EastMidlands-Nottingham1@nhs.net

Copyto:  Dr Maria Koufali, Nottingham University Hospitals NHS Trust R&D department
Ms Charlotte Davies, Nottingham University Hospitals NHS Trust R&D Office
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Appendix 6 b. Approval Letter from the University of
Nottingham & Mstitute of Work, Heal th & Organisations
Research Committee

310





















