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Summary of the MRP portfolio

Section A is a literature review that functiontdically evaluate evidence pertaining to the role
of stress and fibromyalgia (FMS). The paper begiitk an introduction to FMS and various key
terms. The review goes on to explore the followstigess-related areas in the context of FMS:
childhood abuse, affective-cognitive factors anthtrenships. Methodological drawbacks and

gaps in research are highlighted. Considerationgufare research are discussed.

Section B presents a qualitative study wherebyettperiences of 10 participants with FMS are
detailed. Interpretative Phenomenological Analyseés employed to analyse the interviewees’
experiences. Three superordinate themes emerged trenanalysis: “The power of painful

childhood experiences”, “the connection betweeasstiand relating to others” and “interpersonal
stress is wedded to illness”. The results are disedi in relation to existing research. Limitations,

directions for future research and clinical implicas are outlined.

Section C is a critical appraisal of the qualitatstady. The appraisal is organised around four
key questions, which explore the following areale Tearning of research skills, reflections on
what changes would be made if the project coulcepeated, how the project has led to working

differently in a clinical context, and possibilsi¢or future research.
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Abstract

It has been increasingly recognised that stresgspacentral role in the development and
maintenance of fibromyalgia (FMS) (Luyten & Van Himmnhove, 2013). Reviews have
explored the relationship between stress and ohimain, yet a review that is specific to FMS
has yet to be completed. The review specificallplared three key areas whilst keeping the
concept of stress in mind: The connection betwdgldlmod abuse and FMS, the influence
of affective-cognitive factors and the role of tadaships. Using a range of terms, ASSIA,
Psychinfo, Ovid and Web of Knowledge databases weaeched. The literature suggests that
childhood abuse may play a causal role in the dgveént of FMS and insecure attachment
is implicated. In adulthood, people with FMS haw=ib found to have a disrupted ability to
understand feelings — this is likely to negativaffect how adversity is coped with. People
with FMS have been found to have increased ledisneliness and invalidation. Quality of
social support was found to be a more effectivesstrbuffer than quantity of support in
people with FMS. Further findings and the intercections between these studies are
discussed. A critique of the evidence is providad gaps in the literature are identified. A

rationale for future research concludes the review.
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1. Introduction

In recent years, it has become increasingly reseghithat stress is a central concept in
fiboromyalgia (FMS) and can relate to almost evespext of the condition. In their review of

fatigue disorders and chronic widespread pain, Mandenhove, Luyten and Egle (2009) noted a
link between these conditions and a number of wffe stressors. A review that focuses

exclusively on FMS and the role of stress is ydiga@ompleted.

Stress is a very broad concept and could relateaoy areas of enquiry. Due to the brevity of
this review, the present paper will focus on specifeas that have been highlighted as important
in Van Houdenhove et al.’s (2009) review - stresschildhood and its impact on adult
functioning, and the impact of other people onsstr@ his review was carried out by examining a
number of databases including, ASSIA, Cochranebdata of systematic reviews, Psychinfo, and
Web of Knowledge. References were also followed(sge appendix 1 for literature search

methodology).

The review will begin by outlining the condition aedplaining key terms. A key predisposing
stressor associated with FMS will then be explomuldhood abuse. Specifically, the first
guestion that the review will explore is: What I trelationship between childhood abuse and
FMS? The review will then focus on the possible actpof childhood adversity on adult
functioning. Hence, the second question to be demsd is: What impact do childhood
experiences have on adult functioning in peopld WwivIS?The review will include studies that
attend to both affective and perceptual-cognitiapacities. Considering the impact of social

factors on stress, the review will ask a finalrdhguestion: What does the literature tell us about
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the role of social support and how people with FMate to others, and how do these factors

interact with stress? The final section of the eavvill consider directions for future research.

1.1.Outlining the condition - Fibromyalgia

FMS is a common syndrome characterised by muscelleisik pain — it is considered to affect
two to four percent of the worldwide population (Mép Ross, Anderson, Russell, & Hebert,
1995). Within clinical settings, onset of symptomsst frequently occurs during middle-age and
women are more likely to be affected (Gran, 2008in@oms include tenderness around specific
points, fatigue, sleep difficulties and stiffne€hironic musculoskeletal pain is the overwhelming
feature (Wolfe et al., 1990). It is a long-lastisghdrome and most individuals do not recover
after a five to ten year period (Olin & Schenkmarii®96). Cognitive difficulties are also a
common feature (Henriksson, 1995). Pain linked MSHs considered to be more debilitating,
more emotionally complex and more severe thanxperéences of other chronic pain conditions
(Boissevain & McCain, 1991). Bengtsson, Henrikssorg Larsson (1986) observed that intense
feelings of illness are more highly reported in wndiuals with FMS than individuals with

Rheumatoid Arthritis (RA).

In addition to physical impairment, FMS has beenntbuo have a psychological impact —
increased rates of current and lifetime depressiypochondriasis and anxiety have been
documented (Epstein et al., 1999). Many sufferepont additional psychological and somatic
difficulties (Hauser, Zimmer, Felde, & Kollner, 2008ndeed, compared to individuals who
experience other forms of chronic pain, individualgh FMS report higher frequencies of

psychological problems (Ahles, Yunus, Gaulier, Ril& Masi, 1985; Wolfe et al., 1984).
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FMS is complex in terms of causation; the precisgobbgy is unknown, however, research
increasingly indicates that both biological and gteyogical factors are linked to the

development and maintenance of the condition (Vandénhove & Luyten, 2007). It has been
proposed that FMS may arise when the Hypothalanticité®y Adrenal (HPA) axis system

switches to a state of “over-drive” from “underiai, following an intense psychosocial or
physical stress (Van Houdenhove & Luyten, 2007 HPA axis dysfunction may exacerbate
inflammatory activity — pro-inflammatory cytokinesn result in fatigue, lethargia, decreased
concentration, light fever and sensitivity to mérdad physical stressors (Dantzer, O’Connor,
Freund, Johnson, & Kelley, 2008). Hence, it mayaberopriate to refer to FMS as a “stress-

related pain syndrome” (Luyten & Van Houdenhovel 20

1.2. Key Terms

Attachment: According to the theoretical position of attachmeeapresentations of one’s self in
relation to others are developed and sustained &any experiences with the caregiver (Bowlby,
1969). Bowlby’s (1988) theory proposes that theeethree types of attachment style: “secure”,
“anxious-avoidant” and “anxious-resistant”. An imdiual’s formative attachment experiences

create a template for all subsequent interpersatexiactions.

Attachment and stress:A body of research suggests that experiences afrseattachment

during early life are crucial for developing resiice against adversity (Gunner & Quevedo,
2007). If attachment is secure, a child internalidee caregiver’'s self-soothing function (Tolpin,
1971). Consequently, arousal and stress can bé&tedun later life. On the other hand, Bowlby
(1988) postulated that early psychosocial traumasients could lead to an impaired ability to

cope with stress in later life. In support of Bowkotheory, early life stressors can lead to aeseri
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of neurodevelopmental occurrences that determine thewindividual copes with future stress

(Maunder & Hunter, 2001).

Attachment, Mentalisation and Reflective Functionirg (RF): RF lies behind the capacity to
mentalize (Fonagy, 1991). Mentalization refersh® s$kill of holding “minds in mind” (Fonagy,
Gergely, Jurist, & Target, 2002). When attachmeekationships are secure, regulatory
neurological systems that moderate internal saessleveloped. In turn, adequate mentalization
can be fostered (Fonagy & Target, 1997). Howevgpergences of invalidating or abusive
parenting can lead to fragmented cognitive, behawsicand affective abilities (Dillon, Johnstone,
& Longden, 2012). In turn, mentalization and RHIsktan be disturbed. Mentalization plays a

central part in buffering the impact of adversitystress (Fonagy & Luyten, 2009).

2. Question 1: What is the relationship between clilthood abuse and FMS?

For more than fifteen years, noxious life experendn childhood (emotional, sexual and
physical) have been cited as possible causal fotdfMS (Hudson & Pope, 1995). The “trauma
hypothesis” postulates that these experiences cfeaite linked to disturbances in the HPA axis
system (Weissbecker, Floyd, Dedert, Salmon, & Sephf006). However, various other

pathways have been put forward as to why childrambebrsities may increase one’s vulnerability
to FMS including low self-esteem, inadequate apiiit cope with stress due to negative affect,

personality disorders and depression pronenessKadenhove, Luyten, & Egle, 2009).

Hauser, Kosseva, Uceyler, Klose, and Sommer (26dddlucted a systematic review and meta-

analysis on 18 case-control studies with 13,093igiaants. Five studies were conducted in

Europe, 12 in North America and one in Central Aoger Seven studies recruited FMS
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participants from tertiary care, eight from secandzare, one from primary care and two from

the general population.

Odds ratios (OR) were gleaned from each study.nfpkito account confidence intervals, an OR
of more than 1.0 indicates that exposure to abeméslto a more likely outcome of FMS. The
meta-analysis found a significant association betwEMS and physical abuse (OR 2.49%
0.0001) and sexual abuse (OR 1.94 0.0002), sexual as well as physical abuse (OR, p.&
0.03), and physical and/or sexual abuse (OR p.#8).03) in childhood. Interestingly, childhood
emotional abuse was not found to be associated WM& (OR 1.65,p = 0.11). However,
operationalising emotional abuse can be difficald & can be a subtle occurrence; the studies
used different definitions for this concept andréfere the authors argued that the association

between emotional abuse and FMS may not have lweenadely captured.

After performing sensitivity and subgroup analysbe,robustness of the studies did not alter. An
inspection of funnel plots did not reveal a puliima bias effect. A meta-regression discovered a
correlation between the childhood sexual abuse oowtc and low methodologic quality.

However, low study quality was not associated whidhood physical abuse outcomes.

Hauser et al.’s review is commendable in that iexgremely thorough and engages in careful
criticism of each study that it reviews. Some of #ey limitations of the studies will now be
outlined. The authors argue that a primary flawrafst studies is that they utilise self-report
measures and are therefore prone to response aalll beases. It is possible that a clinical
interview may have been a more reliable assesstoehtas this technique can reduce recall bias

(Goodman et al., 2003).
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The authors noted that the studies were suscepbtbbeas. For example, many studies did not
account for variables that may confound the cotiela between abuse and FMS.
Socioeconomic status, sex of the participant, ardtat-health co-morbidities were not matched
between the control group and the experimentalgr@uly half of the studies recruited controls
from the same population as the FMS participantsthBemotional and physical abuse had
different definitions across studies. In contrastxual abuse had a clear, agreed definition, yet

rape was not separately assessed.

Hauser et al. objected that none of the studied lesgal or medical documentation to confirm
incidences of abuse. The authors also noted thastuies employed a second clinician to
corroborate histories of abuse. To some extentatime criticisms are valid. However, it is
arguable that that the above requirements are maiadistic nor ethical; repeating stories of
abuse or seeking out supportive documents areylikebe a highly distressing experiences for

the participant.

Overall, Hauser et al. concluded that there appeab® a robust correlation between FMS and
some forms of abuse. However, it is important firaspective studies are developed to explore

how childhood adversities may link to FMS and tosider potential mediators.

The relationship between traumatic childhoods aiMiSFhas been explored via qualitative
research. Using a grounded theory approach, Hglllwed Carlsson (1998) noted the experiences
of women with FMS “as they themselves tell it”. apants were found to have a preoccupation
with pain, to be overactive and voiced psychosataima. It was noted that two higher-order
concepts prevailed — psychosocial vulnerability an@hintaining forces. Psychosocial

vulnerability linked to the categories of traumalife history, pessimistic view of life, over-
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compensatory perseverance and an unsatisfactork VWer Maintaining forces linked to

medicalised reinforcement of the “sick-role” and@adary gains.

The authors extend the conclusions of previous ftifafime studies; Hallberg and Carlsson
(1998) argued that high reports of early loss,ateftl responsibility in childhood and familial
social problems may have been associated with umseattachment in people with FMS

(Bowlby, 1988).

Wentz, Lindberg, and Hallberg (2004) built upon ginevious study by using grounded theory to
shed light on the psychological processes of womigm FMS. This study also referred to the
role of childhood stress. A theoretical model emdrgwhich suggested that a sense of an
“unprotected self” as a child led to “compensatsitategies” (for example, adopting a large
sense of responsibility and attempts to be hightwea). Later on in life, an “increase in mental
load” occurred. This over-stimulation was linkedth@ onset of FMS symptoms and cognitive

disintegration.

The authors linked their findings to an existingattye which notes that females appear to react
differently to stress than males. Whereas earby difress may lead to antisocial behaviour in
boys, girls are more likely to develop an inflasehse of responsibility (Page, 2001). Hence,

“tending and befriending” is a recognised femakpomse to stress (Taylor et al., 2000).

Overall, these findings imply that many individualsth FMS experienced a childhood that
involved chaotic or threatening relationships. Boithiogical and attachment-based theories have
been put forward to explain the link between clholoith abuse and FMS, however, more evidence

is needed before firm conclusions are drawn. Maoi@itative research is needed to give a richer
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insight into these childhood experiences. It wolld useful to consider how childhood

experiences affect how stress is managed botreipdkt and present.

3. Question 2: What impact do childhood experiencesave on adult functioning in

people with FMS? An investigation of affective and erceptual-cognitive capacities.

It has been well established that attachment dities in early childhood can lead to
psychological disturbances in later life (Dillon &t, 2012) and can affect how one relates to
others during adulthood (Bartholomew & Horowicz91% Unresponsiveness and poor empathy
in parents has been associated with alexithymia i(Kao, Spinhoven, Trijsberg & Rooijmans,
1998) and mentalization (or RF) deficits in aduttio(Fonagy et al., 2002). As these factors
affect how others are related to, they seem pdatigurelevant to this review (Choi-Kain &

Gunderson, 2008).

Given that alexithymia has been frequently citedhim literature as being associated with FMS,
the empirical evidence pertaining to FMS and absxitia will first be outlined. Theories that
explain the relationship between childhood experserand alexithymia will then be discussed.
Mentalization deficits have been repeatedly assediavith childhood adversity and insecure
attachment (Fonagy & Bateman, 2006). Therefores gection will explore evidence that

explores mentalization in relation to FMS.

The meaning of alexithymia is “absence of words dorotion”, which was coined by Sifneos

(1973); the term refers to an inability to identdgd describe feelings and a lack of fantasies. It

can involve a reliance on an analytic, externatigefssed cognitive style (Pedrosa et al., 2008).
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Alexithymia can be considered to be a strategydgulating emotions such as anger or sadness.
Whereas some individuals manage emotions by appragpdhem (for example, emotional
expression or processing), others rely on stragehigt may involve avoidance (i.e., alexithymia).
It has been hypothesised that the latter stratesgycause, maintain or worsen symptoms of FMS

(Van Middendorp et al., 2008).

Research indicates that alexithymia is a commomacieristic associated with FMS. Brosschot
and Aarse (2001) found that FMS participants hageiased alexithymia scores compared to
healthy controls. The two groups had differing iatttional patterns; the experimental group

reported increased physical symptoms whilst attimiguthem less to psychological causes.

Sayar, Gulec and Topbas (2004) confirmed these tsesiil was found that compared to
participants with RA and healthy controls, thos¢hvkMS were found to be significantly more
alexithymic. The authors noted that the “difficalti with identifying feelings” dimension
correlated particularly with FMS. Tuzer et al. 120 built upon the above research; these authors
compared people with FMS, chronic lower back pdahBP) and healthy controls with 75
participants in each group. Again, it was foundttpaople with FMS were found to have
significantly elevated scores of alexithymia, adl\ae heightened scores of anxiety, depression,
hostility and somatisation. It was also found taxiety positively correlated with an inability to
describe emotions in people with FMS. Linking te Hbove research, Steinweg, Dallas, and Rea
(2011) observed a strong association between miederasevere depression and alexithymia in
people with FMS. This study also observed increadesithymia scores in the experimental
group compared to the general population and RAgy@eints. Importantly, when depression was

controlled for, group differences in alexithymiaoses disappeared. This suggests that
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alexithymia is correlated with depression in p@paats with FMS. However, a causal

relationship was not established.

Pedrosa et al. (2008) added to alexithymia resedrghconsidering whether parental
characteristics predicted alexithymia in 40 femalarticipants with FMS. 15 percent of
participants presented with clinically significaaexithymia scores. Alexithymia was found to

positively correlate with “paternal indifferencefich“maternal abuse”.

These results appear to support the hypothesiatlaak of parental responsiveness and empathy
can disturb emotional development, which may leadléxithymia in adult life. A drawback of
this study is that it involves reports of emotionhhracteristics of significant others. Given that
the involved participants have been found to hawpaired abilities to report on emotions, the
accuracy of these reports may be questionable. édindhe aim of this study was to explore
correlations, it would have been useful to comphesexperimental group to a control group. In
turn, it would have been possible to observe whetihese correlations were unique to people

with FMS or whether they applied to a wider popolat

Using a heterogeneous experimental sample of 4@Ripants, Van Middendorp et al. (2008)

aimed to investigate the link between emotionalidaace strategies used by participants with
FMS and symptoms. Confirming the results of presistudies, these authors found that FMS
participants tended to utilise an emotional-avoidatrategy. Again, participants scored

particularly high on a “difficulty identifying feelgs scale”. It was also found that positive
emotions were lower compared to a control groupthtn experimental sample, higher rates of
negative affect, in particular mental distress, eveorrelated with alexithymia and were slightly

correlated with increased pain and fatigue. Detingahe results, the authors found that negative
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affect only had a relationship with pain severitgam combined with an inability to verbalise or

process information.

The above studies have all investigated alexithylogiautilising self-report measures. Arguably,

using self-report measures is abstract, as paatitgpare not required to reflect on their emotions
in relation to a specific incident and thereforewaacy is questionable. Moreover, they rely on
assessing oneself retrospectively. Given that FM&ssociated with memory deficits (Grace,

Nielson & Hopkins, 1999), the latter drawback se@augicularly pertinent.

The exact nature of the relationship between digmita and FMS has not been confirmed in the
literature. However, various theories have been fomvard. For example, the “restricted
emotional processing” theory (REP) postulates thEIS involves a dissociation between
affective responses and physiological responsesicéjephysiological arousal caused by
emotional distress can be misconstrued as a symptam illness (Brosschott & Bouman, 1994).
This theory, however, is unsubstantiated. Moreavetpes not explain why other psychological
disorders that are associated with alexithymia écample, borderline personality disorder) are

not linked to experiences of pain or why pain osatrcommon tender points in those with FMS.

In the theoretical literature, it has been suggkttat alexithymia may be a product of disrupted
attachment. Van Houdenhove and Luyten (2007) pat&dlthat individuals with FMS are
frequently characterised by *“attachment deactigatstrategies”. Those who utilise such
strategies can attempt to manage stress by detty;ngeed for attachment and asserting their
own strength and autonomy. This converges with MefEws (2007) “allostatic load” model,
which claims that such individuals portray themssglas resilient, independent and emotionally-

unaffected, however, underneath this presentalimh levels of distress are experienced. This
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strategy is considered to be associated with feglofgloneliness and isolation (Mikulincer &

Shaver, 2007).

It is arguable that mentalization plays a centrat pabuffering the impact of adversity or stress
(Fonagy & Luyten, 2009). Hence, it seems possibég mentalization abilities are impaired in
people with FMS and this may contribute to the heiged experience of stress in day to day life
(Dailey, Bishop, Russell, & Fletcher, 1990). At geat, no quantitative studies have evaluated
the mentalization abilities of those with FMS. Aseaeport, authored by Griffies (2010) appears
to be the only published study that directly exptbrFMS and mentalization. Although
generalisations from this case report cannot beemé&iffies (2010) noted that insecure
attachment in the participant under discussion aqgokto lead to mentalization deficits. This was
evidenced by an incapacity to self-reflect. Thdigtio self-soothe when experiencing pain was

also limited.

Mentalization involves the ability to hold in mirdmbth other’'s and one’s own mind. An element
of mentalization is consciousness of affect (Chairk& Gunderson, 2008). Hence, alexithymia
is at least one facet of mentalization that has Isé@wn in the literature to be disturbed in people
with FMS. Despite these considerations, research hat directly investigated whether

mentalization deficits are present in people wiMS: Therefore, no firm conclusions can be

made regarding the relationship of FMS and meraaba.
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4. Question 3: What does the literature tell us aha the role of social support and

how people with FMS relate to others, and how do #se factors interact with stress?

It is possible that childhood adversity and the adohsequences of such experiences may impact
upon how others are related to. Moreover, thegestrong body of literature demonstrating that
social support can moderate the outcomes of stiesgperiences (Pengilly & Dowd, 2000).
Hence, the next section will review evidence theds light on the quantity and quality of social
support in those with FMS. Studies that provideghts into how social support plays a role in
the lives of people with FMS will also be reviewéul the literature, social support can refer to a
number of related ideas including societal or comityuntegration, supportive relationships and

perception of support (Pierce, Sarason, & Sarase96).

Several studies have investigated the levels ofakstpport in people with FMS. Bergman
(2005) found that compared to people with regiaabnic pain and no pain, people with FMS
and people with widespread chronic pain were mikedyi to have lower social support. These
results contrast with earlier studies; Amir et(2D00), demonstrated that social support did not
differ between people with FMS, normal controls avitier pain conditions. Bolwijn, Van
Santen-Hoeufft, Baars and Van der Linden’s (19%) disagreed with Bergman’s results; these
authors found that people with FMS in fact had miotenate friendships and heightened family

contact than controls.

Due to the methodological shortcomings associated the above three studies, these results
should be viewed with particular caution; the thigeadies all employed a sample of 51
participants or fewer in each group, hence theseliet lack sufficient statistical power.

Therefore, these results may be demonstrativetgpa two error. These studies also relied on
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self-reports of social characteristics. It may haeen useful if studies had also included reports
from significant others in order to reduce the gmbs/ of bias. Terminology was not discussed
with each participant. Hence, it is unclear as hether terms such as “intimate friendship” had
the same meaning for each participant. In ordedraw confident conclusions regarding the
social status of people with FMS, it is crucial ttiature research aims to overcome these

limitations.

Comparing 78 women with FMS and 28 female contrSlsyster, McCormack, Pillai Riddell,
and Toplack (2009) also found no difference betwibentwo groups in terms of social support
from friends. However, the authors did observe tbatticipants from the control condition
reported significantly higher support from theimidy. Within the experimental group, lower
family support was found to be a significant préalicof depression. Hence, it may be the case

that sub-types of social support are disruptecemppe with FMS.

Research has also aimed to shed light on conceptwafdation and loneliness in FMS. Kool

and Geenan (2012) completed a large-scale studcomapared FMS participants to those with
four other rheumatic conditions. Using online gigstaires, it was found that participants with
FMS reported significantly higher rates of loneisecompared to all other groups. Taking into
account unemployment, age, low education and pocalssupport, perceived invalidation (not
acknowledging pain, lecturing and denial) from osheas found to correlate with loneliness in
the FMS condition. Overall, in terms of eviden@tpining to how people with FMS relate to

others, experiences of invalidation and lonelirsggsear to be frequent and interlinked.

Franks, Cronan, and Oliver (2004) added to the nstaleding of social support and FMS. In

contrast to former research, this study did not gam levels of social support between FMS and
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other groups. Rather, Franks et al. investigated cthreelation between social support and
wellbeing in a sample of 568 participants with FMB®th quantity and quality of support were
examined. The authors criticised previous studasfdiling to delineate between these two

categories.

In terms of “quantity”, it was found that small scnetworks were associated with lower self-
efficacy and poor management of symptoms. Bettanlity” of support correlated with lower
levels of mood disturbance, impact of pain, helptess and depression. Quality of support also
predicted increased wellbeing, self-efficacy angroved symptom management. The authors
concluded that although quantity of social supp®important, quality of support seemed to be
more beneficial. It appears, therefore, that speddctors related to the concept of “social
support” are crucial for understanding how peopith WMS relate to others; namely loneliness,

invalidation and quality of support.

A limitation of some of the discussed researclnat tsocial support” is not fully operationalised.

Even studies that have explored sub-sections ofl@sogocial world may have delineated this
category further. For instance although Shusteal.e2009) considered the impact of peer and
family support, they did not investigate the speateas of familial support. It is therefore useful
that several studies have explored familial suppwte specifically, focusing on the role of the

sufferer’'s marital relationship.

With the aim of investigating partner support, Rei©lmsted and Van Puymbroeck (2006)
compared 51 people with FMS to 32 people with aatbeoitis (OA). Functional ability, pain,
illness uncertainty, relationship satisfaction gradtner support were assessed. Partner support

considered the availability of the partner as \aslinstrumental and emotional support. Caregiver
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burden was also measured in the partners of thigcipants. lliness uncertainty refers to the

possibility of treatment success and how much @knabout aetiology and illness progression.

The key findings were that partner burden correlaveh lower levels of partner support, lower
levels of functioning and increased pain in the F§tS8up only. In contrast, increased disability
led to increased support in the OA group. Furtheempoor relationship satisfaction predicted
increased pain and lower functioning in the FMSdibon. Low levels of supportiveness only
predicted relationship dissatisfaction when undetyavas high. lliness uncertainty was found to
be significantly higher in the FMS group. The authargue that this is unsurprising, given that

OA is a reasonably well understood condition corapdo FMS.

It is possible that illness uncertainty at leastlpaccounts for the differences found between the
two groups. It would be useful if future researctplered relationship support and quality in

people with FMS before the onset of illness symsoperhaps by investigating relationships in
people who are at high risk of developing FMS. umnt one may better understand whether

reduced relationship dissatisfaction was due t@d$ uncertainty or other factors.

Drawing conclusions from the above quantitativeeaesh is somewhat problematic, as several of
the studies did not employ a control group from ealthy population. Therefore, in some
domains, it is unclear as to whether people withSFdiffer from the normal population. The
above studies did not clearly outline the relatiopsbetween social support and FMS;
longitudinal studies are needed to consider wheBM5E leads to reduced social support or

whether the stress of having poor social supportridmutes to the development of FMS.
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A further drawback of the above studies is thay the not provide rich insights into how poor
social support may lead to psychological distre§ualitative studies have shed light on how
social factors may cause distress. For examplearels has explored how people with FMS are
affected by societal attitudes; Soderberg, Lundarath Norberg (1999) interviewed women with
FMS about meaning gleaned from living with the dtod. Interlinked themes were identified;
the struggle to attain relief when living in an weilbody, the struggle to achieve understanding

from others and a feared loss of integrity (forrapée, through negative societal attitudes).

In Arnold et al.’s (2008) study, the social livet people with FMS were explored via focus
groups. Using grounded theory, it was found thaSFdiminished peoples’ ability to develop and
maintain physical and emotional contact with othef&is was largely attributed to the
unpredictability of the condition in that illnessndered them unreliable. Friends also doubted the
veracity of the participants’ condition. This stualgo touched upon the experience of relating to
a partner amidst living with FMS; participants eegged guilt at feeling burdensome on loved
ones. Constant pain had a negative impact on séxirabcy. This experience was connected to

common feelings of self-loathing and guilt.

Wuytack and Miller (2011) were also interested amgng a wider understanding of the relational
impact of FMS. All participants highlighted thatnidy support was important. However, some
expressed that the absence of support is what thade come to this realisation. The husband
was often cited as the most intimate and assifijuge. The presence or absence of support was

associated with a corresponding “strengtheningsbattering” of the relationship.

The above qualitative research is useful in thgiviés some insight into why poor social support

may lead to psychological distress; it appears fimaing judgement, a lack of understanding or

27



support and feeling burdensome or unreliable are difficulties of people with FMS when

relating to others.

The above studies implicitly consider how stressexscerbated by social and relationship
circumstances. For instance, it appears that comerperiences of invalidation, loneliness, poor
relationship quality, limited familial support amdlationship dissatisfaction are likely to affect
one’s ability to cope with stress. However, giveattFMS has been considered to be a “stress-
related pain syndrome” (Van Houdenhove & LuytenQ&0 it seems striking that the studies
have not explicitly considered how stress may @agyart in the relationship between FMS and

social support.

The following questions are yet to be addressettlation to FMS: Does stress hinder one’s

ability to relate to others? How have others impdctipon the person’s ability to cope with

stress? Some of these answers may come to ligieisdarch more thoroughly explores how

relationships with others and stressful life evemesexperienced.

5. Future Research

The above literature review suggests that futuseaech could be conducted in a number of

areas.

5.1 Quantitative Studies

Clear conclusions regarding the link between clutth adversity and FMS have not been

established. It is important that prospective sisidassess this association as well as potential
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mediators. Given that a causal link between chikdhadversity and FMS seems possible, it
would be useful if future clinical trials assesss#ulse-related psychological treatment in the
context of FMS management. This seems particulaeitinent, as it has been suggested that
disclosing experiences of abuse during therapy rabgviate psychological and somatic

symptoms (Paras et al., 2009).

Greater attention to the role of alexithymia in FM®uld be of benefit in future research. A
possible research question could be whether iméores that aimed to enhance emotional
expression or processing could lead to improvedtahen physical health in those with FMS.
Research has demonstrated that targeting alexithymiother conditions can lead to clinical

benefits (Beresnevaite, 2000; Graugaard, Holge&dtinset, 2004; Lumley, 2004).

Little is known about the thinking styles of peopleh FMS. Other conditions associated with
abusive or invalidating parenting, such as borderlpersonality disorder (BPD) or anorexia
nervosa (AN), have been associated with concretitly styles (e.g., Skarderud, 2007) and
theory of mind deficits (e.g., Fonagy et al., ier$8). Identifying the abilities of FMS participants
in these domains would increase understanding @fctindition and could lead to widening

considerations of clinical treatment of FMS.

Deficits in RF or mentalization have also been rgilp linked to early life adversity (for
example, Fonagy, 2005; Fonagy et al., 2002). Thensarised current body of literature seems to
tentatively suggest that deficits in mentalizatgkills may be found in those with FMS. It has
also been theorised that insecure attachment nagyaptole in the aetiology of FMS (Hallberg &
Carlsson, 1998). Studies that determine mentadizasikills (or RF) and attachment styles in

people with FMS are required, exploring whetheease attachment or deficits in mentalization
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are associated with FMS. It would also be importantonsider how alexithymia links in with
attachment style. For example, does alexithymia atedihe relationship between attachment

style and FMS?

5.2. Qualitative Research

Concepts such as stress, early experiences arithgeleith others and the self have not been
combined with inductive qualitative methodology.opke living with FMS are subject to
personal and intense experiences; these cannatilipeexamined without the perspective of the

individual and without context.

Although the aetiology of FMS remains vague, hoteot were related to in childhood and early
stressful experiences are likely key factors in diegelopment of FMS. These experiences and
the meanings gleaned from them are yet to be exghlaia qualitative research. Specifically, the
following research questions are yet to be answermiv were childhood relationships and
stressful events experienced by individuals withS-&ind what meanings were drawn from
them? How are relationships and stress experiepoesently? Have early life experiences

affected how others are related to in the present?

Research suggests that when experiencing stress, admmon for individuals to seek out
attachment figures if the individual has a secutacAment style. On the other hand, if one has
an insecure attachment style, others may be avadedh ambivalent relationship with others
may manifest (Bowlby, 1988). Qualitative reseacigeat to answer the following question — how

do people with FMS experience relating to othera?mluctive study that focussed on the latter
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guestion whilst keeping in mind experiences ofssn@ould explore novel and clinically relevant

research territory.
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7. Appendix 1: Literature search methodology for setion A

Three searches took place for each question widation A. Different search terms were used

for the three research questions. The searchebevdlrganised around three sub-headings.

Databases searched: Applied Social Sciences InteAbstracts, Psychinfo, Web of

Knowledge, Cochrane Database of Systematic Reviews.

All included studies were published in peer-revidyaurnals, demonstrating that they met

reviewers’ expectations in terms of quality anddig} (White & Schmidt, 2005).

Question One: The link between childhood abuse otress and Fibromyalgia.

Flow diagram 1 outlines the process of selectiryexcluding studies at each stage (see figure 1

below).

Search terms using keywords were: “Childhood” ORIf€ AND “Adversity” OR “Stress” OR

“Abuse” OR “trauma” AND “Fibromyalgia”.

Inclusion criteria: The study included participanish FMS, the study aimed to observe the link

between childhood abuse and FMS, studies wereeiktiglish language, participants were over

18.

Quantitative studies published after Hauser gR8l11) systematic review and meta-analysis

would be included.
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Exclusion criteria: Book reviews, conference papsisdies whereby the experimental group was

not exclusive to participants with FMS (for exampmembined FMS and arthritis participants),

guantitative studies that did not have a controldzon.

This search produced one review and two qualitatrtieles for inclusion.

Question Two: What impact do childhood experiencedave on adult functioning? An

investigation of affective and perceptual-cognitiveapacities.

Flow diagram 2 outlines the process of selectimyexcluding studies at each stage (see figure 2

below).

Search terms using key words were: “Alexithymia” Qfentalization” OR “Attachment*”

AND “Fibromyalgia”.

Inclusion criteria: If the study was interestedhe frequency of alexithymia, attachment styles,

or mentalization in people with FMS, the study ud#d participants with FMS, studies were in

the English language, participants were over 18.

Exclusion criteria: Book reviews, conference papsisdies whereby the experimental group was

not exclusive to participants with FMS (for exampmembined FMS and arthritis participants).

This search produced seven quantitative articlesoardjualitative article for inclusion.
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Question Three: What does the literature tell us abut the role of social support and how

people with FMS relate to others and how do thesadtors interact with stress?

Flow diagram 3 outlines the process of selectimyexcluding studies at each stage (see figure 3

below).

Search terms using key words were: “social” ORpfmurt” OR “interpersonal” OR

“relationships” AND “Fibromyalgia”.

Inclusion criteria: The study included participanith FMS, studies were in the English

language, participants were over 18. In order fwa the most relevant research, the search

included studies from 1995.

Exclusion criteria: Book reviews, conference papsisdies whereby the experimental group was

not exclusive to participants with FMS (for exampmembined FMS and arthritis participants).

This search produced seven quantitative articlestaee qualitative articles for inclusion.
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Figure 1.A flow chart that demonstrates how studies welecsed for question 1 (PRISMA,
2009). This chart outlines how studies were idesdiiind eliminated at each point of the search

process.
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Figure 2 A flow chart that demonstrates how studies wetecsed for question 2 (PRISMA,
2009). This chart outlines how studies were iderdiiind eliminated at each point of the search
process.
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Figure 3. A flow chart that demonstrates how studies wetecsed for question 3 (PRISMA,
2009). This chart outlines how studies were iderdifand eliminated at each point of the search
process.
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Abstract

There is a paucity of research that explores howpleewith Fibromyalgia (FMS) relate to
themselves and others, with a particular focus bitdltood experiences, mentalization and
attachment theory. Ten people with FMS participatedsemi-structured interviews, which
explored the following areas: Important currentatienships, experiences with others and
childhood experiences of relationships. Stress aoding were also explored. Interview
transcriptions were investigated using InterpreegatPhenomenological Analysis (Smith &
Osborn, 2003). The following three superordinanths were identified: “The power of painful
childhood experiences”, “the connection betweeasstiand relating to others” and “interpersonal
stress is wedded to illness”. Among the participamhildhood was characterised by abuse,
iliness, bereavement or parental discord. Thedg eaents related to various adult consequences
in terms of how others and the self were relatedMororing childhood experiences, adult
relations were often described as destructive rpetsonal stress was wedded to illness in that
others were perceived as invalidating or as ignasétite suffering experienced. lliness tended to
be described as leading to isolation and increaaéeerability to abuse. Literature pertaining to
FMS, attachment and mentalization theory was usafulinforming the interpretation.

Limitations, clinical implications and directionsrffuture research are discussed.
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1. Introduction

Fibromyalgia (FMS) is a condition marked by musckéstal pain and fatigue, and is estimated
to affect 2-4% of the global population (Wolfe, Rpgnderson, Russell & Hebert, 1995). In a
clinical context, FMS is mainly considered to affeaecomen (Gran, 2003). In addition to a
physical impact, it has been argued that FMS cad te psychological impairment — increased

rates of depression and anxiety have been obsefpstiein et al., 1999).

1.1. Overview of the Literature

FMS has been cited as a mysterious condition insa$aits aetiological underpinnings are
unknown (Wallace & Clauw, 2005). Yet, it has beezllwlocumented in the literature that people
with FMS have commonly experienced adverse childsotn their systematic review and meta-
analysis,Hauser, Kosseva, Uceyler, Klose and Sommer (20dund a significant correlation
between sexual and physical abuse in childhoodFM8. Hence, it has been argued that the
extreme stress associated with noxious childhopa@mences may play a key role in the genesis
of FMS. The “trauma hypothesis” postulates thatlyeaxperiences of abuse are linked to
disturbances in the hypothalamic-pituitary-adre(tdPA) axis system (Weissbecker, Floyd,
Dedert, Salmon, & Sephton, 2006). As stress is @ssidered to perpetuate and maintain FMS,
the condition has been named a “stress related gpandrome” (Luyten & Van Houdenhove,

2013).

In their grounded theory study, Hallberg and Cars§1998) touched upon how people with

FMS experienced childhood. The authors documeritatidarly loss, inflated responsibility in

childhood and familial social problems were freqlemxperienced. The authors went on to
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postulate that these early experiences may haveilmaled to the development of FMS with
insecure attachment potentially playing a causi@ (Bowlby, 1988). Bowlby argued that there
are three key attachment styles; “secure”, “anxi@ssstant” and “anxious-avoidant”.

Experiences within the first 24 months of an infatife greatly influence one’s attachment style.

Wentz, Lindberg and Hallberg (2004) built upon #i®ve research, as their study also referred
to the role of childhood stress in FMS. Their quaive analysis led to a theory, which stated that
feeling unprotected as a child led to common comgieng strategies in adulthood (for example,

inflated responsibility, over-activity).

The main aim of the above two studies was to géadine@ory. Although these studies went some
way to explore childhood using qualitative methadgi, further research is needed to give richer
insights into how people with FMS experienced tlobitdhoods. Specifically, evidence is yet to
detail how relationships with others were expereh childhood. As attachment theory has
been linked to FMS, it is important that furtheratitative research takes into account

interpersonal factors.

Research has shown how adverse experiences imgbddcan lead to relational consequences in
adulthood (Hill, Young, & Nord, 1994) and has g@wene way to demonstrate how people with
FMS may relate to others in adulthood. Bergman $2@fbserved that participants with FMS
were more likely to have reduced social networksmaned to participants with lower back pain
and no pain. People with FMS have also been foartthte reduced familial support (Shuster,
McCormack, Pillai Riddell, & Toplack, 2009). Koohd Geenen (2012) built on the above

research; the authors found that people with FM&e hen increased sense of loneliness and
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invalidation compared to people with other pain dbods. However, the authors did not

establish whether a sense of loneliness pre-dhe&drtset of FMS.

Research has also aimed to create a wider undémstaof the interpersonal impact of FMS.
Using descriptive phenemonology, Wuytack and Mi(2011) found that participants highly
valued family support. However, it was recountedlt tliequent experiences of lack of support
underscored its importance. The husband was ofé@med as the most assisting and intimate

figure. Support or lack of it had the ability tarengthen” or “shatter” a relationship.

Studies are yet to explore how people with FMS drpee relationships with themselves and
others, for example, via attachment or mentaliragitudies. Mentalization is the ability to hold
mental states in mind. That is, it is the ability attribute mental states to others or oneself
(Fonagy, Gergely, Jurist, & Target, 2002). Mentaiian deficits have often been associated with
insecure attachment and experiences of invalidabngabusive parenting can inhibit the

development of mentalization abilities (Fonagy &duaan, 2006).

Qualitative research has documented various theéhasshed light on how people with FMS
relate to others. For example, participants haperted feeling like a burden, feeling stigmatised,
invalidated and misunderstood (Paulson, Daniel8o&oderberg, 2002; Asbring & Narvanen,
2002; Soderberg, Lundman & Norberg, 1999, Mengsigodtieggen, 2004). Although these
studies contribute to the understanding of how peapth FMS relate to others, as of yet
gualitative research has not explicitly exploretigras of relating to others or of relating to self

whilst taking into account formative experiences.
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1.2. The Present Study

The aim of the present study is to explore and tgtded how people with FMS relate to others
and themselves. Novel research territory would deeed if qualitative methodology was used
to investigate childhood experiences, how thesatevienpacted on later life and experiences of
current relationships in people with FMS. Hence, phesent study aimed to answer the following

research questions:

* How do participants with FMS recount experienceretdtionships in childhood?
* What are participants’ perceptions about how pggeeences influenced the present?
* How do participants with FMS experience relatiopshiwith the self and others

presently?

2. Method

2.1. Ethical Issues

Ethics approval was received from the NHS HealttseRech Authority, NRES Committee

London-Surrey Borders and a local research and laewent team (Appendix 1). Ethical

guidance was received on numerous facets, sucbraemt, confidentiality, data storage and the

interview procedure. The study adhered to the Bitte of conduct (2009).
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2.2. Study Design

The research design was an interview-based quaditatudy, which employed interpretative
phenomenological analysis (IPA). In keeping witle ttesearch questions, this analysis was

selected because it focuses on participants’ lesgrerience.

2.3. Participants

A purposive sample of ten participants was recduft®m a pain management service. See
Appendix 2 for demographic information. Particigantere invited to participate in the study via
rheumatologists and clinical psychologists duringial assessments, whereby a consent form
and an opt-in form were provided (Appendix 3 and égix 4). A participant information sheet
was also given, which detailed the purpose of thdys practicalities of engaging in research,
confidentiality and the right to terminate partaijon (Appendix 5). The sample size was based
on the guidelines provided by Smith, Flowers, amdakin (2009) and other similar qualitative
research (Cunningham & Jillings, 2006; Raheim &atal, 2006). Participants were included if

they had received a diagnosis of FMS.

2.4. Procedure

Once participants had returned an opt-in form, tbgearcher made telephone contact. An

interview was then arranged and the purpose oétindy was reiterated. Participants were given

the option to have the interview at an NHS siteabrhome. All participants chose to be

interviewed at home.
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Before the interview took place, the participatariormation sheet was readdressed. Particular
attention was paid to ethics information. Intervéewere digitally recorded (between 48 and 103
minutes). Participants were then invited to refl@ctthe interview experience and a debrief then
took place. Information was provided about suppenvices. Participants were informed that
they could contact the researcher for the followimge days if they wanted to discuss any issues

raised by the interview. No participants made usthisf

2.5. Interview Schedule

A semi-structured interview schedule was develdpdht of the research questions (Appendix
6). The interview was piloted with an individual whad a physical health condition. The pilot
interview was helpful in developing the intervieshsdule and to aid reflection on the delivery
of the interview. Adaptations were also made akeeiving guidance from research supervisors,

a FMS support group and the ethics panel.

Questions were open-ended, as Smith and Osbor8)28€ommend that the participant is given
a “strong role in how the interview proceeds” ([8).6The following areas were addressed:
Important current relationships, stressful expexgsnwith others, other people’s understanding of
FMS, childhood experiences of relationships and hiogse early experiences of relationships

influenced the participant in adulthood.

2.6. Analysis

Interviews were transcribed and analysed via thf pRocedures recommended by Smith et al.

(2009). See Appendix seven for an example transcrige first major theoretical axis of IPA is
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that the researcher is required to go “back taliegs themselves” (Husserl, 1975, p. 252). That
IS, experience needs to be explored in its owngemmerpretation is the second major concern of
IPA; participants’ accounts are an attempt to mskese of experience. Hence, the researcher is
engaged with a “double hermeneutic” (Smith et2009), as the researcher aims to make sense
of the participants’ interpretations. This approg&cidiographic in that diversity within individual
experiences is sought out. It is inductive, asrédsearcher aims to allow unanticipated themes to

develop from the data (Smith & Osborn, 2003).

Each transcript was rigorously examined; initiatlye transcript was read whilst listening to the
audio-recording. Each transcript was re-read antiainnotes were made on the transcripts.
Guided by Smith et al. (2009), linguistic, desauetand conceptual comments were noted
(Appendix 8). The transcripts and notes were timelividually re-read and emergent themes
were described. Clustering of themes and connectimtween themes were observed with the

use of spider diagrams (Appendix 9).

2.7. Quality Assurance Checks

In order to improve the validity of the researclarfley’s core principles (2008) were adhered to
(Appendix 10). For instance, in order maintainegiiVity, a reflective diary was kept (Appendix
11). This journal was important for maintainingleefive awareness of pre-existing assumptions
and experiences. In turn, it is hoped that theyrtegeless influence on the analysis (Finlay,

2009).

In order to ensure “coherence and transparencytamnerify that the themes were grounded in

the data (Yardley, 2008), the codes were checked bglleague who was unconnected to the
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research. Interpretations and themes were alsedhaith supervisors. In order to maintain

“‘commitment and rigour” the guidelines for employiiPA were followed (Smith et al., 2009).

3. Results

The analysis produced three superordinate themése “power of painful childhood

experiences”, “the connection between stress dating to others” and “interpersonal stress is
wedded to illness” (table 1). Nine themes were sofexl under these headings. Each
superordinate theme and sub-theme will be discuasddpresented with verbatim quotations.
Further quotations are available in Appendix 12islimportant to note that the sub-themes

correspond to the overarching superordinate themes.

58



Table 1.

Summary of superordinate themes and sub-themes

Superordinate theme 1: The power of painful childhod experiences

Sub-themes: 1.1: Connecting to others in adulthood, 1.2: laflce on coping, 1.3: Shaping
personal values.

Notes from initial coding: Negative childhood experiences, shattered tresipysy, intuition,
mind-reading, putting others first, protection, Haaf self, resilience, independence, managing
emotions, family scripts, parenting, others tramsging values, right and wrong, changing

values, passing on values.

Superordinate theme 2: The connection between stresand relating to others

Sub-themes:2.1: Toxic relationships, 2.2: Stress as a vor2eX;, Easing the struggle.

Notes from initial coding: familial tensions, exploitation, subjugation, beimgntrolled,
invisibility, vicious cycle, fuelling stress, reast response, unempathic, support, understanding,

relieving stress.

Superordinate theme 3: Interpersonal stress is wedd to illness

Sub-themes:3.1: lliness disrupts relationships, 3.2: Ignoestiown by others of illness and
limitations leads to stress, 3.3: Abuse and illness

Notes from initial coding: Intolerance, burden, lonely condition, needinggxtsl cues, illness

inconsistency, over-intellectualising, verbal ahus®ncial abuse.
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3.1. Superordinate Theme 1: The power of painful dldhood experiences

All of the interviewees described difficult experees in their formative years. Nine participants
discussed experiences of emotional, physical andiaseabuse in childhood. Violence and
alcoholism were often features of the family lifgst Chronic illness, bereavement and family
trauma were also reported by five participantshEfarticipants spoke of a childhood deprived

of love:

There was a real resentment. And | was consciowsn Iconscious that I'm thinking,

‘what can | do to make my mum love me and wantrmdéba proud of meZElla).

Above, Ella quickly switches from past to presegrise. It is arguable that this tense change
demonstrates that a desire for love endured froidhatod to the present moment. Ella also
reported that her mother’s disdain left her feelnogstantly “worried” and “anxious” as a child.
Participants described how these experiences imgagbion them in other ways. For example,
themes of powerlessness and exploitation were camnisther’'s upbringing had a particularly

traumatic effect on her childhood self:

| remember when | was four we used to have this sargchool, ‘how do you spell
happy? H-a-p-p-y’. My little internal version wakpw do | spell happy? D-e-a-t-h’. This

was a four-year old! So | knew | was not an ordinehild.

It seems, therefore, that these experiences hapatieatial to be psychologically harmful to the

child. All participants described how painful chitstid experiences affected them in adulthood.

Connecting to the self and others in adulthood avksy theme; shattered trust and a strong sense
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of responsibility were frequently cited. According some participants, difficult childhood

experiences led to relationship vulnerability in ldobod. Early experiences were reported to
affect coping Childhood experiences influenced personal valuakies associated with being a
parent were particularly prevalent. Each sub-th@meaining to this superordinate theme will

now be outlined.

Sub-theme 1.1: Connecting to the self and otheasluithood

Five participants noted that painful childhood episs had shattered their trust in others. In some

circumstances, this impinged on family relations:

Because of my bad experiences in the past, | tarst nobody else. So, like, my daughter

has a new man in her life, | can’t trust h{dess).

Two participants described how a difficult childhoadfected their ability to maintain

friendships:

It makes me very, very erm reluctant to make nemdships, to make new friends, to be

near people. I'm actually quite antisocigMartin).

Martin recounted how childhood experiences infleehdis reluctance to trust others and to

create friendships:

If | started to talk about somebody at school anthdntioned what his name was, he

would be pooh-poohed instantly and so there woelgtmpaganda launched up against
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this poor child’s name. So very quickly | learnatithe didn’t want to be friends with me
at all, he just wanted x, y and z. And rather thaning the common sense at the time that
| was being manipulated, | fell for it. And yourrpats are supposed to be the ones who

look out for you, protect you and love you.

It seems that not only was Martin deprived of theartunity to develop social skills, he was also
taught by his parents that others are manipulatne untrustworthy. One participant explained

how past experiences had impacted upon how mucbahe trust her partner:

But there’s still that barrier there with me ovéettrust issue because of what’'s happened
with me. I'm always phoning him and checking ughon when he goes out and | know |

shouldn’t but it's because of what's happened eghst(Anneka).

Two participants noted that their childhood influed how they related to others insofar as

shattered trust led to an inability to take pe@tléace-value:

| have said, ‘There is something | don't like. Strmgy’'s not sitting right’. Or what have

you, and it usually turns out that my initial inion has been very, very correct. It could

have been to do with having to judge people frooh sun early ag€Patricia).

Four participants noted that they had a strongesehsesponsibility and this was associated with

childhood adversity:
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Because of all the things that happened in the,past just got to make sure that
everybody is alright. A stray dog could walk pastid’'d go out and give him a biscuit!

(Jess).

At a different point, Jess outlined a childhood eMpee that provided historical context to her

inflated sense of responsibility:

My dad hit me round the nose. He hit me all theetihwas stubborn whereas my sister

would cower. | got it a lot worse than she did bisio she backed off a lot more.

Jess described a dream that conveyed her childhisbes:

When | was little, 1 had dreams that my dad wad tip, my mum was attacked in the

front room. My dad was being murdered but | savgdbnother and sister — they would

be in the airing cupboard with me and I'd savedth&Vhen | look back | think, what sort

of child dreams that!

Hence, Jess seems to have observed that a violdnirgprotected childhood led to a profound

desire to protect and rescue her siblings anddescontinued into adulthood.

Linking to how childhood experiences affected onektionship to the self, two participants

explained that a strong sense of responsibility tremsto their identity:
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When you look in the mirror, what do you see? Wes put on loads of weight so who am
1?7 And | don’t know. | don’t know if | have anyliags. I'm just lost in this multi-tasking

woman who does all the catering down to the shedte’t exist(Sally).

During the interview, Sally explained that her extie dedication and responsibility served to
distract her from “what's going on inside”. Howeyétr seems that putting others first was

unhelpful in that this role compounded a nebularse of self.

In terms of adult relationships, two participants@iyed how turbulent childhood relationships
had increased their vulnerability. One participsuggested that she had internalised her mother’s

open disdain for her. Consequently, she cravedretendemonstrations of love.

| knew my mum didn’t like me. | overheard conveoset that she had with my dad... For

a long time 1 think |1 confused having sex with peags people really loving me and

wanting me and liking me for what | wgslla).

Similarly, another participant described how an s childhood lay the foundations of a

difficult relationship trajectory:

Everything that has happened relationship-wiseg Biways given everything but | hardly

get anything backAngela).

Importantly, Angela goes on to demonstrate that gpeanful childhood experiences are not

exclusively damaging:
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Even though I've had bad relationships and expegsnthe more they break you, the

stronger you get and it’s true.

To summarise this sub-theme, five intervieweesairpt that they had difficulty trusting friends

or loved ones and this was linked to early advesgeeriences. This was usually motivated by a
fear that pain would be inflicted on themselve®thrers. A sense of responsibility was cited by
four participants. For three participants, this vii@sn from a desire to protect and rescue, as
experiences in childhood endorsed the belief thherst were dangerous. Two participants
reflected that a strong sense of responsibility amésire to look after others compromised their

sense of identity.

Sub-theme 1.2: Influence on coping

Nine participants described how their childhoodeetiéd coping in various ways. Three

participants acknowledged that difficult childhoexjperiences had bolstered a sense of resilience

and independence. One participant described hoealkement in childhood had destroyed the

family unit:

My mum never let me say goodbye to my granddad.ddéoyou cope with something like

that at ten? Because it felt like, not only did$4é my granddad, | lost my whole family as

well (Anneka).

She later describes the impact of this experiendeeombility to cope:
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Most things that are thrown at me | can cope widtduse | suppose it's made me a

stronger person.

There is a distinct sense that a painful childhodldienced how emotions are coped with. This
was discussed by five participants. One participenieéd the effect that his relationship with his

parents had on his current emotional capacity:

| quickly learnt that most things they were goiogsly were hurtful or unhelpfull just
learnt to turn the emotions off. So | don't feagkssed, | don't feel angry, | don't feel

happy. | don't know what happiness is or anythikg that(Martin).

Four participants explained that their ability twpe had been marred by earlier experiences. An

inability to self-soothe was a recurring comment:

Pretty much what | do every day is nothing. | ddhibk | do really cope. Like when | was
12 with the whole stomach thing... I'd blame mum,dd ‘It's all your fault, you're

making me go through thigJanice).

In this instance, the participant seems to conhectcurrent struggle to cope with her early

fractured relationship with her mother.

To summarise this sub-theme, three participants aletged that their resilience had been

bolstered by early adversity, whereas four partitipéelt that their ability to cope was marred by

painful childhood experiences. Five participanttecged on their ability to cope with emotions.
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Sub-theme 1.3: Shaping personal values

Six participants noted how difficult past relatibipss and experiences had shaped their personal
values. The six participants voiced that these mepees seemed to have a particularly strong

effect on values in relation to parenting:

It made me determined that | would be a really gpacent. It made me determined that |

would never ever, ever make Toby feel that he wkiwed, that he wasn't want€Blla).

It is important to note that personal values weseailways a product of fractured relationships.

One participant noted that a positive familial bgrckund had influenced her values:

My dad said, ‘Mum, if you can't treat all the girtke same, don'’t treat any of them’.

Which is really lovely that my mum and dad knewtwVves right and wrong. | think the

Church and the foundations of what they taught as avreally good upbringin{Sally).

Usefully, the above comment illustrates that theigpants’ experiences of childhood are not

uniform. Linking to this, Esther offered an impartaeflection:

| think in terms of your research, it would be darayus to think that everyone has the

same relationship with their past. That's individuAhd even the relationship you have

with the past - that can change.

Esther elaborated on this notion by explaining geasonal values are also subject to change:
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Since | became a Buddhist and practiced, I've f@gimy parents and that took a lot of
time - that took years. Even the intention to feegithat was enough. But | realised that
any spiritual progress | was going to make, that ldaiop immediately unless | actually

forgave.

Overall, in terms of personal values, six partinigaexpressed a desire to provide their own
children with better experiences. One participaebgnised that values and one’s relationship to

the past are fluid processes in that they are sutgechange.

3.2. Superordinate Theme 2: The connection betweetress and relating to others.

All participants reported that interactions witthets can cause them stress in various ways and
that they found these relationships highly damaghgvortex of stress” was a metaphor coined
by Esther to sum up the experience of becomingp&dpin a cycle of stress with others.
However, four participants also noted that otheraetimes eased difficulties, either by relieving

stress or by building a sense of self-worth.

Sub-theme 2.1: Toxic relationships

All participants stated that people in their liveaused acute stress. The phrase “toxic” is

employed to underscore how these relationshipspareeived as predominantly damaging.

Familial tensions were observed as a current soafcstress by five participants. In these

incidents, the family members are often descrilsedassessing destructive qualities:
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Oh, | get an absolute feeling of dread when | sggmam’s name on the phone. Oh when
| see her on caller ID, knowing | have to see heh@ar her voice, knowing she’ll make

some stupid, unreasonable demédNthrtin).

Feeling chronically exploited or subjugated by lbdvenes was a theme that wove into the

dialogues of five participants. In some circumsem@xploitation was described as a devastating

experience:

| was really, really honest and good with somebedshe was staying at my house. She
destroyed my relationship with Doug’s father. Stektmy house, she took my business,

she took everythingAnneka).

Jess explained that she was subjugated and felhéndamily dismissed her needs:

They were standing in the kitchen the other day,dawyghter-in-law, my son and my
husband, and they were talking about selling my &e doesn’t use it anymore, might
as well sell it'...“You do realise I'm sitting herew know!” *You don’t use your car! |

said, ‘What's that got to do with it, it's my effircar! If | have my car rot out there |

bloody well will”’

Jess explained that feeling ignored by her famdft her feeling exhausted and helpless.
Similarly, Ella explained that feeling dismissed dthers made her feel like a “nothing person”.

Five participants that other people have the patkmnd make interviewees feel invisible or

secondary.
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To summarise this sub-theme, all the participaatgonted that relations with others could be
destructive in numerous ways. Five participants @&rpld that they were acutely associated with
stress. Exploitation and subjugation were expeadnin adulthood by five participants.

Connected with this, these interviewees felt cdlgdp ignored or invisible.

Sub-theme 2.2: Stress as a vortex

A “whirling vortex” was a metaphor used by Estherikplain the process of getting sucked into
and stuck in a stressful process with others. épatnts commonly identified how others
maintained or exacerbated stress. Connected tsthitheme is the idea that significant others
can fuel existing stress. This was described by pauticipants. The following example outlines

a scenario whereby Anneka and her mother becameettlain a vicious cycle:

The DLA and the other new employment forms, theyaarabsolute nightmare and so
stressful to fill out. And my mum and | clash ovet. Yeah boy did we clash then, and |
actually ended up in hospital because of them. Egdhand my blood pressure went

through the roof and I felt my head was going tolede.

Five participants described having a reactive respdn stress, which in turn maintained the
stressful situation. Janice discussed an experigi@¥eby she received verbal abuse from a

friend via the internet:

| went straight into anger mode. | just typed badkeally quick like ‘eff off’ sort of reply.

| got very annoyed with her and then told my beyfdi and all my friends and that and

they got really annoyed about(itanice).
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To summarise this sub-theme, the above examplestrdite that for nine participants, interactions
with others did not resolve stress but intensifiedt appeared that a perceived lack of empathy

from others and a reactive response were key fattat sustained a stress-vortex.

Sub-theme 2.3: Easing the struggle

In contrast to the above, some family members ardds were on hand to alleviate stress. Four

participants recounted this experience:

My son is fantastic! He’s been brought up withAid he just sits there and says, ‘Mmm.
Yeah. | think there’s a slight case of over-reagthrere!” So then | just start laughing,

he’s very good and just diffusegHila).

In this example, humour is used to gain perspectRelief is found in other ways; Esther

described how she and her partner helped eachtotiskmb out of a vortex of stress:

Acknowledging that it's nobody’s fault, you're justit. So there’s no fault that's getting

in the way, there’s none of that stuff. And thest actually having the breathing space to

get out(Esther).
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Four participants cited examples of support frolrecd that brought relief from struggle:

I've always felt worthless. Always. | never hado®d opinion of myself. | always thought
that | was a freak. But my friends tell me I'm @ofreak. I'm one of the nicest people

they've ever mgfAngela).

To summarise, four participants noted that the gares of others eased difficulties, either by

relieving stress or by building a sense of selftivor

3.3. Superordinate theme 3: Interpersonal stress isedded to illness.

All the participants considered how stress witheogshis connected to illness. Interviewees
acknowledged and gave examples of the ability oSRlI disrupt relationships in various ways.
For example, seven participants noted familial erahce of iliness could increase distress. Three
participants mentioned that they felt like a burderoved ones. In turn, a profound sense of
loneliness sometimes emerged. Others’ ignorano@@$ limitations or illness also heightened a
sense of alienation, loneliness and frustratiotihige participants. Five participants observed that
the vulnerability associated with illness made themsceptible to abuse. The sub-themes are

outline below.

Sub-theme 3.1: lliness disrupts relationships

The following reflection from Nathan encapsulatas theme:
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| think it can wreck, | heard it can wreck relatitmgs. For me that’'s the cruelty of the

disease. It can take without giving back.

Seven patrticipants described how many people im lilves were intolerant of the illness. This
would manifest in various ways, for example, byirigyto “solve” or over-intellectualise the

condition:

| was going through these emotions and this wespimad | don't think my daughter
[pause] ‘why don’'t you get some antidepressantdt®e 8sed to try and tell me what

fibromyalgia was and you can get pissed off widt (Nathan).

An intolerance of illness arose in other ways, iftstance, loved ones were quoted as telling
participants that their illness was “all in the miinBarticipants described conversations about the

illness sometimes being avoided by loved oned,iadid not exist.

Three participants described feeling like a burtketoved ones. Feeling burdensome led to a
number of consequences, including self-inflicteolason. It also generated fears by sufferers
that they would be abandoned. One participant destihow feeling this way encouraged her to
seek reassurance from friends, however, upon regeiv she doubted the sincerity of their

remarks:

| don’t know if they get annoyed because | can’tidogs. | say, ‘Am | a burden on you?'.

They go, ‘No, no, no’, out of politeness. If soneeasked them in private, you know,

about being a burden, | reckon they’'d say, ‘Yedanice).
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Seven participants described fibromyalgia as alyooendition. Angela explained that a fear of

inflicting her suffering on others leads to isabati

The pain makes me really stressful. It makes migyrieapatient, really anxious and that’s

why | like to spend a lot of time on my own becduseniserable.

Janice observed that an inability to receive hedmfothers fuelled her isolation:

What can they do about it? Nothing. So it's bgtist to go off and cry by yourself really.

Various other participants echoed this preferencésblation.In one severe circumstance, iliness

led to the collapse of a relationship:

| mean his dad left us because of my illness. Hesoreebody else. He said that he

wanted a better quality of life that he couldn’t fiem me. What a bastafélla).

In summary, this sub-theme demonstrates that gloas disrupt relationships in various ways;

seven participants remarked that a loved one cahitfintolerable, it engendered a fear of being

a burden in three participants and it can forcegsgarticipants into an isolated position.

Sub- theme 3.2: Ignorance of illness and limitaditeads to stress

Three participants felt that others’ ignorance wasnsified by the invisibility and inconsistency

of the condition:
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One time | was in ASDA, I'd forgotten my crutclibe, sweat was pouring down me and |
was going dizzy. And because of the fact | didaiteha crutch or anything with me, |

didn’t get any help with packing or anythig@gnneka).

Such descriptions were often coupled with a serfseleep frustration and a craving for

understanding. Janice explained that ignorancefesiad in other ways:

It was horrible. | was in the wheelchair and | remiger this girl. She must have been
about 12. She went to her friend and said, ‘Oh Jask at her in the wheelchair! Don’t

you just want to take her home!’

In this example, Janice’s illness was exaggeradadiing to a patronising, inappropriate reaction.

Hence, some participants became stressed by otmemghisation or inflation of their illness

severity.

Sub-theme 3.3: Abuse and illness

Five participants observed that their illness heftl them open to abuse from loved ones. Jess

explained how the mental confusion associated Rills rendered her vulnerable:

| feel like my kids are abusing me because they There is nothing | can do. Strength-

wise, | can’t do nothing about it. | get confusdd.det upset, | get really confused so they

can say, ‘Oh no, we did give mum a tenner’.

75



In this instance, Jess explained that distresscanélsion can interact, leaving her particularly

open to exploitation.

To summarise this superordinate theme, it appeatdrterpersonal stress is wedded to illness in
various ways. Seven interviewees explained thaillthess itself can disrupt or ruin relationships.
Three participants remarked that others’ limitagiam outlook, especially their ignorance of the
participants’ illness, can exacerbate stress. 8mib the impact of painful childhood
experiences, five participants illustrated that FM@&n increase vulnerability in adult

relationships.

Taken together, the superordinate themes illustreecomplex connections between childhood
adversity, how others are connected to in adulttewtinterpersonal stress and illness. Although
relations with the self and others were investidatew participants related to others was more
frequently discussed. Relating to the self washed upon in subtler ways. For example,
childhood experiences caused one participant teecm@bliteration of the self. Childhood

experiences could also affect how one related ®r tbwn emotions, according to five

participants. Furthermore, it was noted by thregi@pants that feeling dismissed or controlled

by others had the power to extinguish a senselof se

4. Discussion

The three superordinate themes, “the power of phutiildhood experiences”, “the connection

between stress and relating to others” and “intsmp®al stress is wedded to illness” are

interlinked. These categories represent the expeege of relating to the self and others amidst
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living with FMS. The results will be consideredlight of the original research questions and in

the context of existing theory and research.

Drawing upon attachment and mentalization theory @@ understanding of the psychosocial
and intrapsychic experiences outlined by the padids in this study (Bowlby, 1969; Fonagy,
2000). Literature pertaining to fiboromyalgia, atteeent and mentalization will therefore be

explored in this section.

4.1. How do participants with FMS recount experienes of relationships in childhood?

In keeping with the literature, participants desed adverse early experiences in childhood.
According to Hauser et al. (2011), there is a $igant correlation between childhood physical
and sexual abuse and FMS. Nine interviewees nbtdheir childhoods were characterised by
abuse. Five accounts were described whereby pargokance and alcoholism were witnessed.
Three participants disclosed sexual abuse in childh®ther adverse experiences were cited by
four participants, including extreme illness or fgnbereavement. Eight participants found their
childhoods to be a deeply troubling time, whichtatied a sense of being worthless or unlovable.
One patrticipant recounted that her disturbing ¢tatztl experiences led her to crave death. These
results corroborate Hallsberg and Carlsson’s (198®)ings; in their grounded theory study,

women also described complicated and chaotic cbddk.

Childhood experiences of emotional abuse were camyndescribed (eight participants). Six
interviewees spoke of being directly insulted araged by key attachment figures. Experiences
of being controlled, exploited or manipulated walso cited. There was a sense that emotional

abuse was highly destructive and that participaotsid feel “destroyed” with words. These
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experiences contrasted with the findings of Hauseral.'s (2011) meta-analysis, whereby
childhood emotional abuse was not found to be @s®acwith FMS. However, studies included
in the meta-analysis did not operationalise emali@buse and therefore this construct may not

have been accurately captured in previous stulleszover, study quality was largely poor.

4.2. What are participants’ perceptions about how pst experiences influenced the

present?

Interviewees indicated that childhood experienciéscted how others were connected to in
adulthood. A recurring theme related to the ingbilio trust others in the present. Early
experiences of abuse seemed to contribute to distfinis finding corresponds with existing
research in that insecure attachment has beeniagsbavith difficulties in trusting others

(Mikulincer, 1998).

One participant explained that her abusive expeegrtaught her to be hypersensitive and to
“weigh people up”. Asen and Fonagy (2012) argued #n uncontaining familial environment
can cause some individuals to compensate for themients’ lack of mentalization. This can
culminate as excessive efforts to know the mentales of others (pseudo-mentalization),
however, such “mentalizing” is prone to inaccuracié is possible that early uncontaining

experiences affected how participants perceivedstiheadulthood.

Four participants described having a strong setsesponsibility and spoke of a desire to
protect or put others first in adulthood. One ggoant outlined how this trait developed from
feeling vulnerable as a child, from a desire totgmb others and from growing up in a

perfectionist environment. This result links todings described by Wentz et al. (1998); these

78



authors theorised that feeling unprotected durhilglbood led to a high sense of responsibility in

adulthood.

A common theme was that childhood experiences ase@ relationship vulnerability in
adulthood. Linking to this finding, turbulent childod attachments have been found to predict
higher rates of physical and psychological violence adult relationships (Henderson,
Bartholomew, Trinke, & Kwong, 2005). As noted iretlesults section, one participant explained
she was unconvinced that she was loveable in azhdtnd consequently she considered sex as
evidence of affection. She reflected that a lackoet in childhood fuelled this perspective.
Fonagy (2000)has elaborated on this thinking style, arguing tihatepresents a particular
mentalization deficit known as a “teleological stah) some individuals seek physical cues in

order to understand the intentions of others.

Nine participants described how their childhoodexignces affected their ability to cope. During
early development, if comfort and soothing are t@difrom a caregiver, then the child is not
given the opportunity to internalise these skilsturn, one’s ability to self-soothe and mentalize
can be limited (Fonagy & Luyten, 2009). In keepimgth mentalization research, it was
acknowledged by some participants that a lack ppstt in childhood led to a limited ability to

cope with stress in adulthood.

As noted in the results section, participants deedra variety of experiences in relation to the
impact of childhood on current stress. A theme thaise from the data was that adverse
experiences had the potential to enhance one’gyatoilcope, as expressed by three participants.
Similarly, the results demonstrate that adversiy motivate individuals to relate meaningfully

to others, for example, by being a loving, suppertparent. This was described by six
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participants. The understanding of coping in relatio FMS has been explored both qualitatively
and quantitatively (for example, Hallberg & Carlss@000; Nielson & Jensen, 2004). However,
as of yet the literature has not explored how aiseccan have a positive influence on one’s

values or ability to cope in those with FMS.

4.3. How do participants with FMS experience relabnships with the self and others

presently?

Seven participants reported that others were samstiintolerant of their iliness, distress or
uncertainty. For instance, others might instruetshfferer to get medication or participants were
told that their illness is “in the mind”. This walillead to a feeling of invalidation. Soderberg,
Lundman and Norberg (1999) noted similar experienoetheir phenomenological study; the
authors interpreted that not being given the oppaty to express oneself was experienced as a

violation of human dignity.

Three participants explained that their illness enteem feel burdensome to friends and partners.
This led to fears of rejection, isolation and aability to feel reassured. This is in agreemenhwit
Paulson, Danielson and Soderberg (2002), who fdbat a fear of appearing like a burden

created a gulf between the sufferers and others.

Loneliness was an experience described by sevéigipants. Examples of what caused isolation
and loneliness included the following: A desire pwtect others from one’s own suffering,
knowing that others are powerless to help andrfgelejected by former friends. This finding
supports Kool and Geenan’s (2012) study, wherebtcgaants with FMS reported significantly

higher rates of loneliness compared to controlss &ppears supportive of Wentz et al.’s (2004)
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qualitative study, which found that emotional suppeas withdrawn at the emergence of
symptoms. Asbring and Narvanen (2002) also fourad shfferers withdrew from social circles

as a means of avoiding the demands of others.

Discussions regarding emotions illuminated how fregticipants related to the self. Interviewees
repeatedly described “turning off” emotions; an aefz® of emotions has been described as
alexithymia (Sifneos, 1973). Alexithymia has oftbeen associated with growing up in an
unresponsive or unempathic environment (Kooimamit&wen, Trijsberg, & Rooijmans, 1998).
This result is in line with other findings — resgahas shown that alexithymia is associated with
FMS (Evren, Evren, & Guler, 2006). It has been tissal that alexithymia functions to regulate
emotions. However, as this strategy relies on araid, this can lead to an exacerbation of pain

and distress (Van Middendorp et al., 2008).

As noted, the aetiology of FMS is mysterious andedinite causal pathway has not been
established. The present results suggest a hypotloesthe aetiology of FMS, although as no
control group was established, these observatioastentative. All participants described
formative experiences that may have fostered acure attachment style (Hallberg & Carlsson,

1998). In turn, the ability to mentalize and ta-selothe may have been disrupted.

In contrast to other chronic pain conditions, ipassible that a hampered ability to mentalize or
to self-soothe may maintain or provide a uniquesaaypathway to FMS. For instance, one
participant wondered whether an inability to untlerd her emotions may have forced her to

physically express the pain that had been inflicggdn her in her childhood.
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An alternative aetiological consideration is poksibvhich links into existing theory about the
causal role of the HPA system. It has been poshatthat FMS may develop when the HPA
axis system rapidly switches from “under-drive™“tiver-drive” after exposure to intense stress
(Van Houdenhove & Luyten, 2007); if the ability tmderstand one’s own emotions and self-
soothing skills are disrupted, then stressful evemill be experienced more intensely, for a
longer duration and will be harder to recover fr@ming & Sloan, 2009). It is possible that a

reduced ability to manage stress leads to a graataalon of the HPA axis system.

In discussing current relationships, all particigardiscussed how some relations were
destructive; interviewees spoke of being exploisedhjugated and controlled and these narratives
often seemed to echo childhood experiences. TRigdtrénks to attachment theory; a person’s
early experiences can develop an interpersonabiym that endures throughout one’s lifetime

(Ainsworth & Bowlby, 1991).

From the experiences described, it is possible geaple with FMS have an internalised sense
that others are untrustworthy, controlling or dangs. Hence, rather than buffering stress, others
may be more likely to exacerbate stress. This as@dn stress may contribute to the condition
(again by overwhelming the HPA axis system) or mmyntain the condition. It is possible that

this relational style is unique to people with FMi®wever, further research is needed to explore

this hypothesis.

It is important to highlight that relationships coule deeply constructive as well as destructive.
Family members, partners and friendships were \Jlleag important in easing struggle by four
participants. The value of support has also beengr@sed in Wuytack and Miller's (2011)

study.

82



4.4. Overall Summary

This research adds to the understanding of howlpeogperience relating to the self and others
amidst living with FMS. All participants’ childhoodwere often characterised by parental
discord, abuse, illness, family trauma or bereavemdarly experiences of fear and
powerlessness potentially led to consequences iithadd. For example, five participants stated
that their ability to trust others was shattered @anstrong sense of responsibility could be

fostered in four participants

Experiences of relating to the self were affectgdildhood events. For example, it is possible
that an invalidating childhood environment led toimpaired ability to cope with stress and to
comprehend and manage one’s own emotions. This agreement with existing mentalization

research.

In the present, five participants remarked thaatr@hs with others could be fraught and
sometimes involved exploitation and abuse. Seveticyants claimed that interpersonal stress
was wedded to illness in that others’ were intole@ invalidated distress or had limited insight
of the suffering experienced. lliness led to isolatand increased vulnerability to abuse for five
participants. In analysing the data, it was helpéubraw on literature pertaining to attachment

theory, mentalization and fibromyalgia.
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5. Limitations

IPA has limitations in that it relies on small pepgant groups. However, the aim of
phenomenological studies is not to decipher geisatae results but to explore and understand
human experience (Husserl, 1975). If results werket generalised, the study would requires a

significantly larger sample and a control group.

All participants were recruited within a pain maaagent service. Hence, support from services
was being sought and the participants were awatdhbg would be asked to talk about feelings

and experiences. The participant group is biasékaninterviewees may have greater needs than
other people with FMS. It would be useful if futistidies explored the experiences of those not

engaged in pain management services.

In keeping with IPA guidelines, the study was tigkly homogenous, as all participants had a
diagnosis of FMS (Smith et al., 2009). However r¢heas a large amount of divergence. For
example, there was a broad age range (betweend®63rand participants were from different
socio-economic backgrounds. It may have been usefamploy an all female sample, as FMS
predominantly affects females (White, Speechleyritija& Ostbye, 1999). Hence, a possible

criticism of this study is that there was significaariance in the sample.

IPA relies on conscious reports of intervieweesndg¢e unconscious narratives cannot be
commented on (Clark & Hoggett, 2009). Thereforas throject only represents one angle of
experience. It may have been useful to analyse yuage, facial expressions and voice tone

in order to provide a richer data set.
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6. Future research

The results of the present study suggest sevearatdins for research. It is possible that some of
the interviewees may have demonstrated an insattae&hment style (for example, through their
inability to trust others). Reflective function (Rkes behind one’s ability to mentalize; it is the
skill of interpreting others’ mental states (FonafyLuyten, 2009). Arguably, participants
sometimes displayed deficits in RF. For instarzeseduced ability to self-soothe may be
indicative of reduced RF. Currently, RF and attaehtnhave not been fully investigated via
guantitative methodology in people with FMS. Henaee important research question may be,

do people with FMS have different attachment stgleRF compared to the normal population?

In the present study, participants’ childhoods wefeen characterised by criticism, control,
neglect and a lack of love from caregivers. Prtades that have explored emotional abuse and
FMS have largely been poor in quality (Hauser et2011). Hence, it is important that future

studies more stringently observe the correlatiawbeen emotional abuse and FMS.

7. Clinical Implications

The analysis points towards several possibilities dlinical improvements. At present, no
guidelines are endorsed by NICE (National Institisie Health and Clinical Excellence) as to
how FMS should be treated psychologically. The entrresearch tentatively hypothesises a link
between mentalization deficits and FMS. It is theme possible that mentalization-based
treatment may be useful for some individuals witiS= The research also highlighted that
significant others could aid coping and could rnediestress. For some service-users with FMS it

may be suitable to employ a systemic focus, whichsao strengthen or to underscore the
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importance of positive relationships. It would beefus if clinical research explored the

effectiveness of these therapeutic options.

It would be potentially beneficial if alexithymiaane given greater attention in a clinical context.
Interventions that aimed to bolster emotional psso®y or expression could lead to improved
health in those with FMS. Studies have demonstrétat focussing on alexithymia in other
physical and mental health conditions can leadlitucal improvements (Beresnevaite, 2000;

Graugaard, Holgerson, & Finset, 2004; Lumley, 2004)

The results suggest that other people can oftenilfiiess and suffering intolerable and in turn
participants’ distress was invalidated. Therefateis crucial that clinicians aim to validate
peoples’ experience in the face of societal stigm#erviewees noted that their experiences
affected their ability to trust others. When tragtipeople with FMS, it would be helpful if
clinicians remained mindful of service-user’'s iprsonal needs, for example, by paying

particular attention to providing a containing eowiment.

8. Conclusion

The aim of the present study was to understandgenple with FMS experienced relating to the
self and others. The study demonstrated that thieipants experienced troubled relationships in
their childhood, which sometimes created diffiesgtiin later life. On the other hand, adversity
also led to the strengthening of character. Relatips in the present were sometimes described
as “toxic”. However, interviewees sometimes noteat toved ones could be an invaluable source

of support.
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The ability to cope was a key theme that revealed participants related to the self. Many
participants explained that they had trouble sedftsing when facing stress. That is, they often
felt overwhelmed by stress and some felt that treean inability to cope. This finding supports
the argument that FMS is a “stress related paimreyne” in that stress may play a causal or
maintaining role (Luyten & Van Houdenhove, 20138)telviewees’ experiences of emotions also
link to the question of how the self was relatedparticipants often described feeling cut-off
from an emotional self. Other people were describedhaving the ability to distort the

participants’ sense of self in that a sense ofaesibility and feeling dismissed could make one

feel invisible.

This study is limited by potential biases in samgland by the data collected. Future research
should investigate RF and attachment styles inetlnoth FMS compared to a control group. The
effect of emotional abuse in childhood also requifgrther exploration. In order to support
people with FMS fully, it is important that clinams validate the experience of pain and remain

mindful of peoples’ unique interpersonal needs.
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Overview

This critical appraisal will be organised aroundrfkay questions.

Question 1: What research skills have you learnedra what research abilities have you

developed from undertaking this project, and what @ you think you need to learn further?

In previous research, | have tended to work quetntély, as | enjoyed the certainty that this
methodology afforded. Knowing this, | actively sgkl a qualitative approach, as | hoped it
would challenge me to develop new research skilisl @ better understand different

epistemological positions.

| am particularly pleased with the skills | havengal from designing and developing a research
project. Prior to this project, | had not had tipportunity to liaise with service-users for reséarc
purposes. Due to my lack of experience, | felt unficent about contacting and working with
service-users in a non-therapeutic manner. | fotlned service-user group to be reassuringly
friendly, informative and keen to be involved. Tleisperience bolstered my confidence and my
ability to effectively liaise with others. | willrgleavour to include service-user input from the

earliest stages of future research.

Working through the NHS ethical approval process @algo a new experience; | learnt some key

skills from this process. For example, | felt teaplaining my research to a committee enhanced

my confidence, presentation and communicationsskill
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| believe that my reflexive abilities have beenltupon from conducting this research project. |
realised that it was essential to carefully docunmepnexperiences in a reflective journal. A close
relative of mine suffers from constant fatigue ahdonic pain and | am aware that she has had
some difficult life and familial experiences. At opeint during transcription, | became tearful
and by writing my thoughts down, | was able togefflon how the interviewee’s words mirrored

my relative’s experience.

As well as helping me view parallels with my owfeJia diary enabled me to maintain distance.
That is, by bringing my own experiences into coogsness | was able to separate my own

experiences from those of the interviewees (Halllregfer, & Rowe, 2006).

Conducting research interviews was a new skillnh@. During my first interview, | connected
well with the participant. However, | realised thhthad some difficulty maintaining a
“researcher” stance and sometimes drifted into ler&peutic” stance (Finlay, 2009); the
interviewee became distressed at a number of timesighout the interview and | found it
challenging to establish clear boundaries aboutrotg. On reflecting on and listening to the
interview, it became apparent that it may have bessful if | limited my use of therapeutic

language and techniques.

Throughout the process of conducting interviewbgtame increasingly confident at taking a
“researcher” position and establishing the parameaiéthis role. | also realised that | needed to
keep more appropriate time boundaries, as theiffitstview was particularly long. Furthermore,
| became more confident and skilled at allowing fgaeticipant to guide the direction of the

interview (Larkin, Watts, & Clifton, 2006) and atqviding a competent debrief (Hopf, 2004).
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When analysing the data, | found this to be onthefmost challenging and uncertain phases of
the research. | found the coding stage particulagrwhelming and | was surprised by how
time-consuming this task was. | realised, howetlaat devoting time and rigour to the coding
was crucial. Afterwards, | was highly immersed lie data and observing emerging themes felt
intuitive. | will attempt to maintain this commitmeto rigour when conducting future qualitative

research (Yardley, 2008).

Although I have learnt a great deal about IPA, Lldosery much like to consolidate my research
skills in the future. From conducting this reseanotoject, | have greatly enhanced my
understanding of phenomenological epistemology. él@&, | would like to continue to learn
about the philosophical underpinnings of IPA (Huks975). | would like to bolster my abilities

by branching out into different qualitative domaiftg example, by using grounded theory.

Question 2: If you were able to do this project aga, what would you do differently?

The sample was somewhat homogenous in that pantsipall had received a diagnosis of
fiboromyalgia (FMS). However, it is arguable thateligence within the sample was significant, in
that the age and economic range was broad, arstutlg involved participants of both sexes. It
may have been useful to only have employed femafgcpants, as this would have been more

in keeping with Smith et al.’s (2009) recommendatmmaintain homogeneity in the sample.

| would have considered the incorporation of pg#at validation into the analysis (Reid &

Gough, 2000). A potential benefit of participantlidation is that it may have opened up

discussion about how well balanced my interpretatdas (Smith, Flowers, & Larkin, 2009).
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However, | acknowledge that the analysis reflecysawn interpretation of the transcripts and

therefore the usefulness of participant validaisodebatable (Horsburgh, 2003).

| met all participants on one occasion. | was cstesitly surprised and humbled by how much
participants opened up during the interview, aseeely difficult experiences were often shared.
Given that these interviews were often an emoti@xgerience and they tapped into difficult
memories, | am pleased that | chose to offer ppeids the opportunity to get in touch with me
for three days after the interview. However, ifdutd repeat the process, | would have liked to
have offered two interviews on different occasiofnBis may have felt like a more containing

experience for the participant and a deeper dismussay have ensued (Smith et al., 2009).

It may have been useful to have incorporated asystelement into to the research. If | could
repeat the project and if | was less confined metrestraints, | would also have collected data
from family members or partners. This may have led a richer interpretation or led to the
emergence of additional themes. If a larger amamtime was available, this form of

triangulation may have produced interesting reg@tsns & Grove, 2001).

At times, | found the amount of data collected éodverwhelming. At one point, | felt troubled
that | could not adequately represent all participaand all perspectives. The transcripts were
saturated with psychological concepts and themdsntbae attention could have been given to
(for example, existentialism, recovery). Howevere do the brevity of my dissertation, | did not

have the opportunity to elaborate further.

Excellent research supervision helped me to focysanalysis and to accept the limited scope |

had to represent all potential themes. Perhap®utidvhave been useful if | limited how much
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data | collected in order to reduce a sense ofgheuerwhelmed. In order to hone analytic skills,
Smith et al. (2009) recommend that researchers dhmegjin with small participant groups; |

would consider this recommendation for future rectea

Remaining reflective was highly important and it f¥ucial to “bracket off” my experiences and
assumptions (Yardley, 2008). However, in hindsigig possible that | could have reflected upon
my experiences to a greater extent. | felt incrgddshotionally moved by the tragic experiences
that were shared with me. Hence, it is possible iinastrong emotional reaction influenced my
interpretations, in that these painful experierstesd out to me as highly significant. Perhaps if |
allowed greater emotional distance, more positnertes may have arisen to the surface. In the
future, I will aim to be more mindful of my emotialreactions, by having further conversations

with my supervisors about this potential bias.

Question 3: Clinically, as a consequence of doinghis study, would you do anything

differently and why?

| intend to work in a chronic pain setting in theure and | feel that conducting this research has

illuminated how | may adjust my clinical practicevarious ways.

| conducted all research interviews in the paréioig’ home. This felt like a privileged
experience and | often felt like a welcomed guédielieve that this setting, along with the
disrupted therapist-client binary, adjusted the @odynamics between the participants and me. |
felt that they conversed with me openly and critycaand because of this, participants were able
to offer comments about how they related to psymiyl As noted in the results, Esther

remarked,
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| think in terms of your research, it would be darayus to think that everyone has the
same relationship with their past. That's individuAhd even the relationship you have

with the past - that can change.

This sentence had a profound effect on me. Whekingiin a clinical setting, Esther’s advice
taught me to not make assumptions about peoplstserigal context and to value people’s unique

experiences, rather than falling back on genetaisa

Many participants spoke of feeling invalidated amsrespected by health professionals. Barriers
encountered were discussed during the interviesrsexample, having to walk a long distance
from a car park to the hospital, uncontaining tpetdic environments and insensitive
appointment letters. These comments have taughbrbe particularly mindful of the needs of
those with chronic pain and | will endeavour to amage sensitivity when working in pain

management teams in the future.

From extensively listening to and analysing thedipts, | began to notice subtle aspects of my
communication style that | had previously overlak&or example, | noticed that | could be
overly talkative when | was introducing myself torgapants and | occasionally seemed
uncomfortable with silences. Since conducting #earch, | have paid greater attention to my
communication style. Within sessions, | have reldaupon whether speaking at certain times is
therapeutically useful. Since the research projelsgve also made the decision to audio-record
all my sessions. | have noted that listening to @welcordings permits a far more detailed

understanding of the session.
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Along with the audio-recordings, the use of a @fle journal has taught me to pay greater
attention to the role of transference and countarsference in a clinical context. | experienced a
dramatic range of emotional responses througheuintierviews. For example, at different points

in the interviews | observed that | felt warmthpfigsion, rejection and irritation.

In one difficult incident, | left feeling as if Idd been positioned in an abusing role, as the
participant had seemed uncomfortable with both ititerview questions and my presence.
Subsequently, she finished the interview early arfdll debrief was not possible — this left me

feeling extremely guilty.

A reflective diary allowed me to consider that Iyrteave been unconsciously empathising with
the participant who explained that she felt intihsmirdensome to her friends and family;
consequently, she experienced an overwhelming saeingeilt (Gabbard & Wilkinson, 2000).

Because of these experiences, | now spend morenisigervision reflecting on the therapeutic

process and the potential sources of strong feelings

Question 4: If you were to undertake further reseach in this area, what would that

research project seek to answer and how could yowgbout doing it?

From conducting the project, several future reseaeenues appear possible. | believe that a
guantitative investigation into the attachmentestybf people with FMS would be a crucial study.
The Adult Attachment Interview could be used to suga attachment styles (George, Kaplan, &
Main, 1985). It would be useful if the outcomesnfrthe experimental group were compared to a

control group.
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The ability to keep in mind the mental states dfeo$ (reflective function) is considered to be
related to attachment styles (Fonagy & Target, 199@nce, it may also be important to compare
the reflective function of people with FMS to a toh group. If different attachment styles or
reflective function abilities were evident, then sthresult would have valuable clinical
implications; treatment may be adapted to adjusinigs mentalization abilities and attachment

needs.

The results of the study fit with the current reseawhich suggests that people with FMS have
decreased abilities to understand and articulatgiens (Evren, Evren, & Guler, 2006). Hence, a
pertinent future research question may ask, “Hovpeéaple with FMS respond to treatment that
aims to enhance emotional understanding?” It wolokd important that participants were

compared to a control group and that pre- and pos&sures were administered.
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Appendix 1: Ethics approval letter.

This has been removed from the electronic copy.
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Appendix 2: Demographic information.

Participant Age Ethnicity With
Partner

1 Ella 53 White British No
2 Martin 42 White British Yes
3 Anneka 39 White British Yes
4 Esther 55 White British Yes
5 Janice 20 White British Yes
6 Jess 41 White British Yes
7 Angela 43 White British No
8 Patricia 50 White British No
9 Sally 45 White British Yes
10 Nathan 63 White British No
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Appendix 3: Consent form.

Version 3 14/04/2012
(Form to be on headed paper)
Centre Number: Study Number:

Participant Identification Number for this study:
CONSENT FORM

Title of Project: What are people’s experiences of relating withdblf and others amidst living with fiboromyalgia?

Name of Researcher: Caroline Haig

Please initial box

1. I confirm that | have read and understand thamnation sheet dated....................
(version............ ) for the above study. | haed lthe opportunity to consider the
information, ask questions and have had these aadwsatisfactorily.

2. l understand that my participation is voluntangl that | am free to withdraw at any
time without giving any reason, without my medicate or legal rights being affected.

3. l understand that relevant sections of my dali@ated during the study may be
looked at by individuals from the sponsor orgamsgatmy lead supervisor, regulatory
authorities, and from the NHS Trust where it i€vaint to my taking part in the study.
give permission for these individuals to have ast¢esny data.

4. | agree to be interviewed with XXXXXX and | und&and that this interview will be
recorded, transcribed and analysed.

5. | agree that anonymous quotes from my intervieay be used in published reports pf
the study findings.

6. | agree to take part in the above study.

Name of Participant Date

Signature

Name of Person taking consent Date

Signature
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Appendix 4: Opt-in slip.

Version 1 08/02/2012

Fibromyalgia Research Study
Opt-in slip

If you agree to take part in the study describetheéinformation sheet then please complete the
following details. The researcher will contact y&hortly. Many thanks for your cooperation.

Name:

Signature:

Contact details (telephone and/or email address):
Preferred time to be contacted: Morning  Aftenmo Evening  Any

(please circle)

Any further comments (optional):
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Appendix 5: Participant information sheet.

Version 3 14/04/2012

Participant Information Sheet

Interviews about Fibromyalgia: Experiences of stresful events and
relationships whilst living with Fibromyalgia.

We would like to invite you to take part in our easch study. One of our team will go through
the information sheet with you. This should takewthien minutes. Talk to others about the study
if you wish.

PART 1: PURPOSE OF STUDY

What is the purpose of the study?

In 2012, a research study will take place that abmsrecruit those with a diagnosis of
fiboromyalgia. Little is known about the effects stfess on relationships in those who live with
Fibromyalgia. This study aims to investigate anmt@ase understanding of how stress impacts on
relationships and social interactions in patienth & diagnosis of fiboromyalgia.

Why have | been invited?

You have been invited because you have experiehnibarg with fiboromyalgia. Approximately
6 to 10 people will be interviewed for this study.

Do | have to take part?

It is up to you to decide to join the study. Youndake this information sheet away with you and
think about joining the study. If you decide torjpyou can fill in the opt-in sheet and send it in
the provided stamped addressed envelope. You wikhdked to sign a consent form at a later
date.

What will happen to me if | take part?

The study would involve one audio-recorded intemvigith the lead researcher that would last
approximately 1 hour. The interview can take placthe participant’'s home or at an NHS site. A
short discussion will take place at the end of iterview for the participant to offer any
comments or feedback.

In order to make the participant as comfortabl@@ssible, the participant is welcome to pause
the interview and move around the room.

Expenses

Up to ten pounds can be reimbursed for travel esgen
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What are the possible disadvantages of taking part?

This study is interested in exploring current elgraes and those that have occurred in the past,
including childhood experiences. Discussing somehese experiences may be distressing. The
participant is welcome to end the interview at ame.

Possible support after the interview

If participants feel they could benefit from suppasr information about living with
Fibromyalgia, it is possible for them to access piegchology and pain management service at
XXXXX after the interview. Referral to the Painidit can take place via the participant’s GP.
Telephone support from the pain management teahaistd be available for several days after
the interview. If you wish to receive telephone supplease contact the pain management team
on XXXXXX.

What are the possible benefits of taking part?

We cannot promise that the study will help you. ldwer, being interviewed may offer some
insights into your experiences. Moreover, understangeople’s experiences of stress in regard
to social interaction could have important implicas in the NHS — for example, it may
influence how psychological services can be offécedest meet individual’'s needs and outlook
on life.

What happens when the research study stops?

If you wish the results of the study can be seryoio.

PART 2: ADDITIONAL INFORMATION

What will happen if | don’t want to carry on with t he study?

If you withdraw from the study, we will destroy ardentifying information. Information can be
destroyed and omitted from the study if you wish.

What if there is a problem?

If you have a concern about any aspect of thisystyml should speak to XXXXX on XXXXXX.

If you remain unhappy and wish to complain formaily the NHS complaints procedure, details
can be given from XXXXX via email (XXXX). Alternately, you can phone the pain
management team OfXXXX.

Will my taking part in this study be kept confidential?

Yes. We will follow ethical and legal practice aaldlinformation about you will be handled in

confidence. However, if it is disclosed that harmynbe caused to yourself or others, then this
information may be shared with other professionals.
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Data will be stored securely at all times and viaé analysed on password-protected NHS
computers. Only the lead researcher (XXXXXX) widve access to personal data. Analysis of
the interview may be looked at by authorised petpleheck that the study is being carried out
correctly. The interviews will be kept for ten ysasn a password protected CD in a locked
cabinet. After ten years, this will be destroyed.

Identifying information will be anonymised. Diregfuotations from the interviews may be
included in the write-up of the research.

What will happen to the results of the research sidy?

It is intended that the results will be publishedai scientific journal. Participants will not be
identified in any report or publication.

Who is organising and funding the research

This study is funded solely by Canterbury Christfch University.

Who has reviewed the study?

All research in the NHS is looked at by an indematdgroup, called a Research Ethics
Committee. This study has been reviewed and giseaurable opinion by the XXXXXX. This
information sheet is yours to keep. At a later paanconsent form will be signed, which you can
also keep.

Further information and contact details

If you are interested in taking parting the studyvould like some more information please email
XXXXX at XXXXX or telephone the pain management teaOSKXXXX.

You can also contact this person if you have amgems during the study.
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Appendix 6: Interview schedule.

Relations with self and others amidst living witl&

(The questions may vary according to the individotdrviewee).

* Thank individual for their participation.

* Readdress consent and information sheet — exlatrthie interview will involve
exploring different areas relating to stress, idoig childhood experiences and other past
events as well as the participant’s current situnati

» Highlight confidentiality and its limits.

* Outline that the interview can be stopped at amgti

* Interview will last approximately 1 hour and wikklecorded on a digital recorder.

Current Situation

1. 1 will begin the interview by asking about yaturrent relationships. In your every day life,
who are your most important relationships (this loarfiamily, friendship, partner etc)?

Probes:

» Can you describe this relationship?

» Can you tell me what sort of things you do toge2her
» Can you tell me what sort of things you talk about?
* What do you think X thinks about you?

* What sort of things does X say about you?

2. Can you think of a situation in the last weekmanth that felt difficult, tense or stressful that
involved someone else? Can you describe it to me?

Probe:

* What were your thoughts at that time?
* What's it like hearing yourself say that?

3. Do you think other people understand your caowli(FMS)?
Probe:
» Can you point to any experiences that link to tteught that “no one understands me”?
(Use individual’'s own words, e.g. “no one underdgame”)
Childhood experiences
Okay, let’s talk about your experience when youengung, such as when you were in primary

school. (In order to attune thinking to this tinask: what was your primary school called? Where
did you live at this point?)
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1. Can you tell me what your family and relatiopshivere like at this time?

2. Can you tell me who were the most important kamiembers and relationships at this time?
Probes:

* How did X influence you at the time?

* What sort of things did X say to you during yourldhood?

* Can you tell me what sort of things you did togethe

» If you were upset or experiencing something ditticwhat did X say?

3. How have your childhood experiences influencéd wou are today?
Probes:

* How do you think (use individual's own language, érgum ignored me when | cried”)
influenced a) your thoughts b) how you see younsel?

* How do you think (e.g. your mum ignoring you wheycried) influenced how you cope
with difficult circumstances?

* (in order to be more containing, end on a postigi) What relationships were helpful in
your childhood? How do they continue to help yoesently? Do other relationships help
you presently?

End of the interview:
Debrief

Q: Can you tell me what it was like to participatehis interview?

Q: How did it feel to discuss the issues that capf®

Q: Has this interview raised any concerns?

Q: Is there anything you would like to say thatriibalready been discussed?
* Provide information on care pathways/ avenues gbeup

At the end:
Thank you very much for taking part in this reseagoroject. If you have anything you would
like to ask at a later point | can be contacteda<XXX.

Thank you for your time.
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Appendix 7: Example transcript.

This has been removed from the electronic copy.
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Appendix 8: Example of initial codings.

This has been removed from the electronic copy.
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Appendix 9: Example of spider diagram used for datanalysis.

This has been removed from the electronic copy.
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Appendix 10: Yardley’s (2008) Core Principles.

Core principles for evaluating the validity of guative studies (Yardley,
2008):

1) Sensitivity to context:
* Relevant theoretical and empirical literature
» Socio-cultural setting
» Participants’ perspectives
» Ethical Issues
* Empirical data

2) Commitment and rigour:
* Thorough data collection
» Depth/breadth of analysis
» Methodological competence/skill
* In-depth engagement with topic

3) Coherence and transparency:
» Clarity and power of your argument
* Fit between theory and method
* Transparent methods and data presentation
* Reflexivity

4) Impact and importance:
* Practical/applied
* Theoretical
* Socio-cultural. (p. 243-244)
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Appendix 11: Reflective diary examples.

11" July 2011

| had my initial meeting with my external supervisoday. | am very excited about the prospect
of carrying out research in FMS. My current placatme pain management has hugely built my
interest in this area and | have started to natcee further opportunities for research. My
external supervisor has expressed particularlyastan social cognition and mentalization. She
has given me a few papers to start my thinkingirk I'll start with Subic-Wrana et al’'s (2010)
paper regarding theory of mind — seems like a gaading point.

09" August 2011

| just had supervision. We have noted that a fesgaechers have observed facets of
mentalization and FMS in a quantitative contexipfiess). Hence, it makes sense to conduct a
qualitative study. I'm interested in the idea ifngsthis approach; | really would like to directly
work with peoples’ rich experiences and for my egsh to involve some in depth, meaningful
interaction. We thought about service user involeeta we know of several support groups
both nationally and locally and I'll contact thewos. | feel nervous about doing this. | guess I'm
concerned that my research won'’t be taken sericurdllyat approaching them will seem
interfering.

30" August 2011

| am feeling really overwhelmed at this point. Tdnare so many possibilities for investigating
mentalization, social cognition — in many waysls like new territory in the context of FMS.
Given how much is known about disrupted attachraedtFMS | am amazed at how little
research there is regarding adult attachment andpeople with FMS relate to others. | have
emailed various research leads about my thougttigir ideas are broad and varied. It feels like
all these different perspectives and further addngy confusion.

29" May 2012

Feeling relieved that | have got ethics approval matruitment can now start! My external
supervisor has allayed some anxieties regardingiteent; she predicts it may not be too
difficult process with this client group. In herpetience, people with FMS frequently express a
frustration with the lack of knowledge and therefpeople may feel motivated to be involved.
I’'m feeling so motivated at this juncture of myeasch; I'm excited to start hearing about
people’s experiences yet also very nervous. I'nvags about engaging with people at a rich
level in a short amount of time.

31% August 2012

| just had my first interview. Beforehand, | felrny nervous, unsure whether I'd get the balance
right for a semi-structured interviewed or whethére able to glean a meaningful interview.
The lady was in her mid-forties, lived on the td@a@ouncil block and was supported by her son.
She seemed really distressed about this livingtsituand told me about upsetting difficulties
with neighbours. There was a real sense of lonsdiaéout this lady. She told me of her extreme
isolation and she seemed reluctant to let me ldde#.that she was trying to “entertain” me,
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telling me jokes and stories at the end. Thistéelthed with sadness, as throughout the interview
she vacillated between coping and despair. | f@ltygthat | couldn’t offer her more but also
relieved that she seemed to enjoy the interviewgs®c

22" November 2012

| conducted two interviews today. The first wasyveistressing. She appeared very anxious
when she opened the door and the flat felt aidessclaustrophobic. She began by saying that
she “had been dreading this interview all dayelt fike an abuser during the interview in that
she seemed uncomfortable with me. She told me dtmotific childhood experiences — this left
me feeling incredibly sad and angry that childran be so unprotected and unloved.

20" April 2013

| am finding the process of data analysis a tougkxperience. | have been surprised by how |
am continually relating to the data in ne waysnltzecoming attuned to subtle nuances within
the transcripts that | previously may have brushset. For example, when recently attending to
the ninth transcript, | felt incredibly emotionahen reading her words about “not existing” and
being “lost” in a multi-tasking” woman. It made rfeeel saddened that women are continually
subjugated via traditional gender roles. It remahdee of my own family context and the
expectations that loved ones have been subjected to
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Appendix 12: Further examples of quotations.
Superordinate theme one: The power of painful childood relationships
Sub-theme 1.1: Connecting to others in adulthood
| find it very hard to trust people. | mean I'm &gze here with my animal and my son who |
trust and | enjoy my garden. | like doing creatilengs. So | actually find I've become a bit of a

recluse really (Patricia).

There was definitely a stage where | wouldn’'t gangone, even with the breakdown of my
marriage and all that. | just wouldn’t go to anydad#a).

But I'll tell you honestly that when my dad diednbde my mind up that | would do everything
for my mum because | didn’t want her to be on ven ¢Ella).

Erm, I'm always there for other people even tholighgoing through so much myself. It makes
me want to look after people, because they areriayds! (Angela).

My husband lives up North so it is a case of seesxth other when we can. He suffers from
depression. He attempted suicide last Christmagwaslo. So | carry, carry, carry him (Sally).

| think it has made me desperate to be love. Itamad feel like | made the wrong choices for the
wrong reasons (Ella).

| now can’t have a relationship. | can’t ever béwanyone. | don’t trust anyone enough — who
would want someone now who was riddled with paid igrbitter? (Angela).

Sub-theme 1.2: Influence on coping

It's taught me to stand on my own two feet becausenal was a kid theer was no-one there to
back me up (Matrtin).

Everything’s stressful. Everything’s stressful (Asha).

A few weeks ago my friend Ed died. We thought He&ihimself but he had an aneurism on the
brain and he died outright. | can’t feel nothinde¢l nothing. | think I've had too much hurt
(Angela).

| cannot be angry, | cannot be cross because dé#rehat | will just destroy someone like | was
destroyed with words (Esther).

On an emotional level now I feel very aware of nifyaad that's because I've been able to talk to
my counsellor. Going back to childhood, | alwayk tieat | was watching things rather than in it
(Patricia).

Sub-theme 1.3: Shaping personal values

I’'m always giving them cuddles, kisses — what | tean | suppose that's why | did it, that's what
| wanted my parents to be like (Anneka).
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The last thing | ever wanted to do was to raiseharyd to my kid. Or to ever make my kid feel
the way that | felt over the years (Martin).

Because of my history | am so in tune with what iy does that | am aware of what's going on,
if there are any problems, if he’s being bulliedd dortunately he has turned out to be very level-
headed, he is a lovely lad (Patricia).
Superordinate theme two: The connection between &ss and relating to others
Sub-theme 2.1: Toxic relationships
The friends who make cutting remarks, | don’'t knbthat is jealousy or something else. |
suppose | don't really get the friendship thingduese some friends behave appallingly badly
(Nathan).

My friends have been quite unpleasant about mgrsikat | can’t enter into that circle of
animosity (Ella).

But no she doesn’'t understand sometimes. She ddissa a lot. She always thinks she knows
best and jumps in before you've finished sometlaing she’s always been like that though, my
mother (Anneka).

My sister’s a thief. She kept stealing and stedliogh me. She was just using me (Janice).

Sub-theme 2.2: Stress as a vortex

When | get stressed | tend to take it out on my nbecause nine times out of ten she’s the one
causing me to get stressed out and erm that's whe@ash big time (Anneka).

I’'m my dad’s world so he gets upset about it, ikkeen I'm having a bad day and stuff. He’s very
like that. When I'm upset about it, he’ll be upabbut it as well (Janice).

I’'m constantly stressed. It heightens — it's maibyythe people you love who heighten it the most
(Jess).

There’s this image in Buddhism where they say tthetanger is like a hot coal and you can
throw it but it is your hand that gets burnt, whidhink is quite a good image really (Esther).

Sub-theme 2.3: Easing the struggle

I've got my youngest daughter, she’s at home. Sonestshe does my housework. She does a lot
sometimes. If | get anxious about things she cahaslown (Jess).

I’'m hypersensitive to language and so in a aytltfet | couldn’t answer so | was like ‘eek!’ |

got all defensive and then actually it was ok bseahe responded really well and actually we
were able to work back actually so it was reallpdj¢Esther).
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Emily won’t wake me up in the morning. She’ll leawe to sleep until about 11 o’ clock and that
will be kind of a decent recharge of the batter&sit's not been a bundle of laughs for her. But
she’s stood by me (Martin).

The most important person in my life is my sono#df tough things have happened in the past,
he has been experienced a lot of things that | haweell, so we do have a close relationship
(Patricia).

Superordinate theme three: Interpersonal stress iwedded to illness
Sub-theme 3.1: lliness disrupts relationships

I've been off work since February and | don't thithiey can cope with how much | sleep. | just
don’t think they can comprehend (Sally).

My daughter was turned against me and all throwgghidens | couldn’t manage her. She was a
handful, | couldn’t deal with it. | was so ill I $t1 could not deal with her. She just used to make
me so miserable. | just wish she would hold mesayd'Mum, | love you’, and that made it very
hard to love her (Angela).

| felt like | was very much a burden to my frientl&ke when | moved in here, they did all of that
and | feel like a right burden to them (Anneka).

| can’t do social things and | think that's whyaod 6f my friends have suddenly thought ‘Oh God’
(Ella).

Lesser women, | shouldn’t say that. But other woimave left me because of how tired | am and
| get grumpy (Matrtin).

Sub-theme 3.2: Ignorance of iliness and limitatilea&l to stress

And they said, ‘Oh we’ve invited all these peopmand for dinner’ and | said ‘No. | can’t deal
with all these people’. And | said ‘I have to goed in the afternoon for sleep and | can’t’. And
they said, ‘oh you do what you want and you know,umderstand’. But they didn’t understand!
(Ella).

The only time people have acknowledged that thesa’'sething wrong is when my hands have
actually locked and they've seen the blacknesglamdolour change and they've seen how
swollen that goes and they’re like, ‘Well that’s might’ (Anneka).

| think one of the hardest thing for people towas the good days and bad days. And also the
idea of me trying to pace myself. | can do onegdland it looks like I've got a lot of energy and
then suddenly I'm on the floor (Esther).

People have always said ‘you’ve got tennis elbdwit's an old sprain that is playing up’. I've

got ‘housemaid’s knee’, I've got ‘whiplash in myaké&[laughs]. Back pain. There’s always an
explanation as to why I've got these pains all aner So it was never actually diagnosed as

fiboromyalgia (Patricia).
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Sub-theme 3.3: Abuse and illness

A relative of the people next door, they were shmmugjuite loudly in the back garden, well | “do
nothing anyway”, “I don’t even work” and all thesteof it. So he felt right that he had taken
money from me because | don’t work (Patricia).

You fall out with someone and they use it agaist. \ ike, | fell out with a girl the other day
and she said, ‘You spastic, you C-U-N-T, get backaur wheel chair’” Oh, we used to be
friends, thanks for that (Janice).

My sister is just being a cow, she’s actually takenME into [pause] she’s actually taking the

mickey out of myself, which has been so frustraing no matter how much | try and say, ‘You
know what, you are actually rude’, she’s like, idiorgot ME is just me, me, me’ (Sally).
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Appendix 13: End of study declaration and letter fo R&D team and ethics committee.

This has been removed from the electronic copy.
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