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Running head: The anticipatory carer

Abstract

Aim. This study explores the experience of the diagnosis of Multiple Sclerosis for the
support person and identifies the impact on their lives.

Background. At the time of diagnosis the support person may not be readily identified in
a traditional caring role, however the diagnosis itself brings with it the possibility of
changes to the roles within the relationship and possible consequences for biographical
construction.

Design. A hermeneutic phenomenological study.

Methods. A convenience sample of nine support persons was interviewed between De-
cember 2008 and March 2010. The data were analysed using interpretative phenomeno-
logical analysis.

Findings

The participants in this study were often not readily identifiable as “carers” however the
diagnosis of Multiple Sclerosis implied a shift towards a caring role at some point in the
future. The uncertainty surrounding the nature and progression of the condition left this
identity hanging, incomplete and as such contributed to a liminal way of being.
Conclusions This paper reveals that biographical disruption is not limited to the person
diagnosed with Multiple Sclerosis but that the support person also undergoes a transition
to their sense of self to that of anticipatory carer. The findings provide insight into the
biographical and emotional impact of Multiple Sclerosis on the support persons early in

the development of the condition.

Keywords (max 10): Nursing, Psychosocial nursing, Multiple Sclerosis; Biography;

Sense of self; Carers; Liminality; Phenomenology; Qualitative research
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Summary statement

Why is this research needed?

e |tis important to further develop understanding about how support persons of
people who are newly diagnosed with Multiple Sclerosis experience the condi-
tion.

e Previous research has focused on individuals in a “hands on” caring role which
does not capture the experience of those supporting the person who is newly di-

agnosed with a chronic condition.

What are the key findings?
(bullet point removed)
e A sshared journey: the experience of being diagnosed with Multiple Sclerosis
(MS) by the support person was from a different perspective; that of concerned

observer, not quite apart, yet not quite the same.

e The anticipatory carer captures the interpretation of the support persons’ ac-
counts that described their anticipation of a change in the nature of the relation-
ship between themselves and the person with MS and to their sense of self, from

partner or parent, to that of carer.

e The need for support of the support persons is evident as they did not want to
share their worries with the person with MS for fear of adding a burden. The
emotional impact of being the support person was also highlighted through feel-
ing isolated.

How should the findings be used to influence practice and/or research?
e The anticipatory carer provides a way of understanding the lived experience of

the support persons of people newly diagnosed with MS. This conceptualization
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provides knowledge for health professionals on how to understand this experi-
ence and thus be better able to provide support.

e The theory of liminality could be further developed to provide a framework for
support for the anticipatory carer.

e Further research is required to explore the utility of liminality as a framework for

understanding the experience of the anticipatory carer.
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INTRODUCTION

Multiple Sclerosis (MS) is a complex and unpredictable degenerative neurological con-
dition which commonly presents in young adults in their 20s and 30s and is more com-
mon in women than in men. It is estimated that more than 2,000,000 people around the
world have MS and it is more common in populations further away from the equator (Wu
& Alvarez, 2011). Within the United Kingdom (UK) MS affects more than 100,000 peo-
ple, with Scotland having the highest incidence of MS worldwide (MS Trust, 2014). The
MS International Federation map of MS shows the worldwide incidence and spread of
MS (Figure 1).

Being diagnosed with a chronic condition is a significant life event which may result in a
change in the way individuals perceive their “self’ (Bury, 1982; Newby, 1996). The wider
impact of the condition on those close to the person with MS has been associated with
significant impact on psychological and emotional wellbeing (Ray & Street, 2007). Despite
the fact that physical care may not be required for the person in the early stages of living
with MS, the need for support within close relationships has been highlighted as an im-
portant factor in influencing a positive transition to living with MS (Harrison et al., 2004;
Gagliardi, 2003).

Background

The term ‘carer’ has been defined almost exclusively in terms of physical activities re-
quired to help an individual with a particular disability or condition, with much of the liter-
ature relating to carer roles referring to those with physical caring duties, such as provid-
ing personal care, and administration and monitoring of medications (Eriksson & Sved-
lund, 2006; Ferrell et al, 1993; Murray et al., 2002; Nolan & Grant, 1989; Persson et al
1998). In addition, much of the literature is related to older individuals where chronic ill-
ness is often interpreted as an inevitable consequence of the aging process (Adamson &
Donovan, 2005; Ray, 2006). This term ‘carer’ does not fit well with the support person of

the newly diagnosed person with MS, as the support person may not be actively engaged
4
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in traditional caring duties, nor may they identify themselves as ‘carers’. To avoid confu-
sion, in relation to the possibility of people not identifying themselves as ‘carers’, the term
‘support person’ has been used to refer to those close to the person with MS, however,
when reviewing the literature it is acknowledged that a variety of terms have been used

including carer, relative, and partner.

The experience of chronic illness within a coupled or parental relationship has been re-
searched within the context of a number of conditions, with the experience of couples
affected by stroke (Burton, 2000; Eriksson & Svedlund, 2006; Pringle, 2011) and cancer
(Badr & Taylor, 2008; Belcher et al., 2011; Fergus, 2011; Navon & Amira, 2004; Zunkel,
2002) being among those most commonly researched. Previous studies in MS have
identified couple relationships as an important social context within which the psycholog-
ical process of learning to live with MS is managed (Esmail et al, 2010; Harrison, Stuif-
bergen, Adachi, & Becker, 2004; O’'Connor et al, 2008; Pakenham, 2008; Starks et al,
2010). Themes from this body of literature suggest that the chronic conditions may sig-
nificantly affect the experience of psychological adjustment to living with the condition for
both partners (Burton, 2000; Belcher, et al., 2011; Fergus, 2011; Navon & Armina, 2004).

The need for psychological support for the support person has been highlighted in several
studies (O’Connor et al., 2008; Pakenham, 2001; Pakenham, 1998) with Pakenham
(2001) highlighting a correlation between a lack of social support and psychological dis-
tress. Cheung and Hocking (2004) conceptualised the experience of the support person
as “caring as worrying”, with worries about their own health, their relationship, and lack of
support, indicating an internalisation of the process which may cause psychological dis-
tress. It should be acknowledged that the participants in this study all provided at least
one hour of hands-on care per day to the person with MS, therefore the findings may not

be so relevant to the support person of the person in the early stages of living with MS.

The context of the coupled relationship and type of MS is also important, as Starks et al.
(2010) highlight responses to the demands and stressors of MS, which they identified as

being “in-sync” and “out-of-synch” (p 196) with each other. The authors identified the
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characteristics which indicated which category a couple would fall into, with “in-sync” cou-
ples having a relapsing-remitting type of MS, which was relatively stable, allowing both
partners to maintain their social roles and identity, and a collaborative problem solving
style. The characteristics of out-of-sync couples include rapid progression of MS, having
to give up work early, oppositional styles of responding to the increased demands and
stress of MS, and struggles with parenting adolescent children and increased caring de-
mands for the support person. Several studies have drawn attention to the impact of MS
on the sexual relationships of couples, with some participants having a positive outlook
despite their symptoms of MS and others experiencing psychological distress when they
could no longer participate in sexual intercourse due to the impact of their MS on the
relationship (Gagliardi, 2003; Harrison et al., 2004; Esmail, et al., 2010). Koch et al.
(2002) suggest there is a close link between the individual's construction of sexuality and

the shift in identity and perceptions of the self.

A qualitative study involving a focus group with twelve spousal carers of people with MS
found that the spouses of people with MS struggled to maintain their identity in the face
of changes to their role from partner to caregiver within the relationship (Courts et al.,
2005). The impact of MS related symptoms and disability have been found to cause a
degree of disruption within the couple relationship in people with MS (Gagliardi, 2003;
Harrison et al., 2004; Koch et al., 2002; Kralik et al., 2003). While some have focused on
the experiences of the person with MS (Koch et al., 2004; Kralik et al., 2003), Harrison et
al. (2004) explored the impact of MS-related disability on marital relationships. Harrison
et al's (2004) findings imply that the quality and stability of the marital relationship influ-
ences the person with MS’s ability to accept their disability, suggesting that being in a

stable relationship may have therapeutic effects for some people with MS.

Bury’s (1982) work on biographical disruption and Charmaz’s (1983) on loss of self has
contributed significantly to current understanding of the impact of chronic iliness on the
sense of self. Bury (1982) defines biographical disruption as having three aspects to it;
“taken-for-granted assumptions and behaviours”, “fundamental re-thinking of self-con-
cept” and “response to disruption and mobilisation of resources”. The theoretical frame-

work for this study has been underpinned by Bury’s theory of biographical disruption. The
6
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majority of studies focusing on biographical disruption do so from the perspective of the
person with the condition with little consideration having been given to the experience of
the support person. Where studies have explored the experiences of the carer, the ma-
jority have been conducted with participants who have a clearly defined carer role, there-
fore little is known about the impact of MS on the support person in the early months of
learning to live with the condition. This paper seeks to explore this aspect of the lived
experience in order to articulate this aspect of the support person’s journey and to identify
any support needs. The finding presented here are part of a wider study where the expe-
riences of the person with MS were also explored (XXXXX, 2014). This paper presents
the findings from the research question, “What is the impact of the diagnosis of MS on

the support person?”

THE STUDY
Aim
The aim of the study was to explore the impact of the diagnosis of MS on the support

person.

Design

This qualitative study was underpinned by interpretative phenomenological analysis (IPA)
which is a relatively recent development in qualitative research (Smith et al., 2009). IPA
has its roots in philosophical phenomenology with the hermeneutic circle being central to
the approach, (Smith et al., 2009) The epistemology of IPA is grounded in interpretative
inquiry of the narratives of the individual’s lived experiences, therefore research questions
should be focused on understandings of experiences and as such be exploratory in na-
ture as opposed to explanatory (Smith et al., 2009). In this sense IPA is idiographic as
the individual experience and the meaning of that experience is of paramount importance
(Smith and Osborn, 2008). Smith, et al. (2009) discuss the congruence of IPA and social
constructionism as the approach seeks to uncover the lived experiences of the individual
and make explicit the meaning they construct related to the experience within their own
social context (Smith & Osborn, 2008).
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Sampling and recruitment

People newly diagnosed with MS were recruited to the study from a Neurology Clinic in
one health board in the UK. Qualitative research demands that participants are repre-
sentative of the sample (Barbour, 2008). Therefore the support persons were nominated
for participation by the person newly diagnosed with MS who agreed to participate in the
wider study. This form of convenience sampling ensured that participants met the criteria
of having experience of someone close who had been diagnosed with MS. Each partici-
pate was contacted individually and provided with information about the study prior to

agreeing to participate.

Description of participants

Data collection took place between December 2008 and March 2010. Data presented
here are drawn from the nine support persons nominated by the persons with MS to
participate in this study. Participants were interviewed between two weeks and six
months of the persons with MS being diagnosed. Follow up interviews were conducted
between six to twelve months following the initial interview. Whilst saturation is not a key
feature of IPA, the second interviews allowed the researcher to return to the field to fol-
low up on initial themes from the first interviews, thus adding depth to the themes (Bar-
bour, 2008). One participant and their support person were not contactable at the follow

up interview.

Data collection

In-depth semi-structured interviews were conducted in the participants’ homes. Partici-
pants were given the choice to be interviewed together or separately. As part of the wider
study the experiences of the person with MS were also explored and are reported else-
where (XXXXX, 2014). Five participant pairs were interviewed together and the remaining
participants were interviewed individually. When asking participants’ preference in inter-
viewing, those who opted for joint interviews did so by stressing they “had no secrets”
and that the MS had affected them both, so it was appropriate to be interviewed together.
This is similar to Morris' (2001) experience when interviewing couples affected by cancer,
who found that antagonism may arise in individual interviews as the “spectre of secrets”

(p 555) is raised by the potential non-disclosure of interview discussions.
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The semi-structured interviews allowed for active engagement of the participant and re-
searcher in focused dialogue where the participant recounted their life story as a narrative
construction of their experience (Darlston-Jones, 2007). An interview guide which cov-
ered the main topics of interest was used to guide the interviews but also allowed a de-
gree of flexibility for the participant to direct the flow of the conversation with only occa-
sional input from the researcher to ensure that the key topics were addressed. To com-
mence the interview, participants were encouraged to tell their story by beginning to re-
count the events leading up to diagnosis. For example the participants were asked, “Can
you tell me a bit about the time leading to being diagnosed with MS?” or “What things
stick in your mind about the time leading up to diagnosis?” These open questions helped
to frame the interview and encouraged the participants to talk openly. All interviews were

recorded on a digital recorder and transcribed verbatim.

Ethical considerations

Ethical approval for this study was granted by the relevant ethics committees and ap-
proval to proceed was given. Potential participants were provided with written information
about the study and offered the opportunity to participate. Participants were assured that
the information they provided would be treated as confidential, and that they reserved the
right to refuse to participate in the study. Participants were also reminded of right to with-
draw from the study at any time, without any negative impact on their loved one’s care.
Written consent was obtained prior to the first interview and verbal consent was gained
prior to the follow up interview. Pseudonyms were given to each participant to protect

anonymity.

The possible therapeutic value of research interviews has been well documented in the
literature (Elmir et al., 2011; Holloway & Freshwater, 2007). Holloway & Freshwater
(2007) suggest storytelling in the qualitative interview may also help participants to de-
velop resilience: as they recount their experiences they develop new understandings.
Details of additional support post interviews were available to participants but were not

required.
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Data analysis

The analysis process followed Smith, Flowers and Larkin’s (2009) seven steps (see Table
One). IPA has been used in a number of biographical studies researching in chronic ill-
ness (Dickson et al., 2008a; Dickson et al., 2008b; Dickson et al., 2011). A defining fea-
ture of IPA is the idiographic nature of the analysis process. IPA advocates analysing
each participant’s account, respecting the individual nature of that account before moving
on to the next case. This approach to analysis is particularly suited to the study of identify
as the triple layer analysis focuses on descriptive noting, linguistic noting and conceptual
noting.

[INSERT TABLE ONE]

During the analysis the first author made notes on different types of comments on each
transcript including descriptive comments and asked interrogative questions of the data
such as: “what is it like to experience this situation from the participant’s viewpoint?”,
“‘what is the person really saying here?”, “what is the real issue, the meaning in this ex-
tract?”. During the linguistic analysis phase, how participants talked about the condition
and the self is the focus of the analysis (Smith et al., 2009). For example, the use of the
personal pronoun (I or you) in interview transcripts when participants were describing the
impact of MS on the self was particularly relevant to assess the use of distancing lan-
guage, or considering the emphasis placed on experiences described through the use of

repetition and metaphors (Smith et al., 2009).

The conceptual analysis involved developing in vivo themes which offered a conceptual-
isation of the meaning in the data. Further interpretative analysis of the themes allowed
these to be integrated into three major themes. To be classified as a major theme, the
theme occurred in at least half of all of the participants’ interviews and was therefore

presenting as a pattern across the cases (Smith Flowers & Larkin, 2009).

Rigour
The first author conducted the data collection and the maijority of the data analysis who-

ever steps were taken to ensure credibility checks were integrated throughout and that
10
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the study adhered to the guidelines for qualitative research by Elliott et al. (1999). Four
transcripts were independently analysed by the second and third authors. This allowed
comparison of more than one qualitative perspective at research team meetings. This
was complemented by ongoing discussion of the emerging themes between the authors.
In addition to this formal credibility check, accounts from the person with MS (XXXXX,
2014) provided a different qualitative perspective allowing triangulation of data with the

support person’s accounts, to assess the credibility of the data.

FINDINGS

Of the nine participants, there were five women and four men, aged between 25 and 80
years. Six of the participants were partners of the person with MS and there were three
who were mothers of the person with MS. Three key themes were identified: “a shared

” 13

journey”, “the anticipatory carer’ and “the need for support”. The themes are illustrated

by the quotes taken from the participant interviews.

A shared journey

The description of the experience of supporting the person being diagnosed was de-
scribed by the participants as a journey. To a certain extent, the support person’s journey
echoed that of the person with MS, yet the experience was from a different perspective;
that of concerned observer, not quite apart, yet not quite the same. Of great significance
to many, were concerns about the cause of the symptoms, or finding out the definitive
diagnosis. For the support persons, this journey was often an emotional one, where they

sat alongside the person with MS, sharing some of their anxieties, worries and concerns:

“Up until the actual diagnosis both of us were sitting there knowing, or individually think-

ing that there was something else more wrong with Ruth.” (Brian)

The sense of concern for the person with MS was common and supports the shared
element of the experience, yet Brian’s description of them “individually thinking” illustrates

the individual aspect of the experience which is shared but not the same. The sense of
11
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frustration was also acknowledged as a shared experience, as illustrated in the following

account:

“But as far as the doctors were concerned, as Lorna said, it was frustrating | know for
her and it was frustrating for me that it went on for a couple of months, not knowing why

she was going for an MRI and what they were looking for.” (Nic)

The emotional impact of the experience is strong and the participants often stressed their
shared sense of frustration. Terms such as scary, worried, fearful, and angry were com-
monplace in the data. Often the support persons were left out from key consultations with
medical and nursing staff as discussions focused on the person with MS. The support

persons did not appear to have any identifiable source of support around this time.

Feelings of anger and guilt were also common. Jean’s experience was complicated by
her son’s previous mental health problems, as his symptoms had been attributed either
to being psychosomatic or a possible side effect of medication. Allowing his symptoms to

be attributed to this was a source of frustration and guilt for his mother:

“I am quite angry at myself for accepting that it was just the tablets but because it coin-
cided with the blips of Billy taking his tablets that allowed me to accept that it could have
been the medication. So | am angry at myself and the health service because they are

qualified, | am not.” (Jean)
The data from the support persons suggest being diagnosed is a shared experience
with the person with MS, and that this is an emotionally troublesome experience. This
was evident with participants drawing on instances they experienced alongside the per-

son with MS.

The anticipatory carer

12
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The anticipatory carer captures the interpretation of the support persons’ accounts that
described their anticipation of a change in the nature of the relationship between them-
selves and the person with MS, from partner or parent, to that of carer. All of the support
persons reported a slight change in the relationship, whereby they had taken on certain
chores that had previously been the domain of the person with MS. The data were rich in

narratives that expressed an anticipation of being a carer at some point in the future.

“I have had to think about it from the point of view that | may, at some point, be in a posi-
tion of being a central carer in Lorna’s life and that initially was a big mental shift. But
then | had to think about well yes, but Lorna does what she can for herself now, so she's
not there yet and she may never be there and if she is we'll support her to do as much

as she can for herself.” (Nic)

The “big mental shift”, described by Nic, suggests a degree of cognitive dissonance with
the potential change of role and subsequent impact on her identity. The sense of uncer-
tainty in the participant narratives suggest that even though there is the prospect of be-
coming a carer, it may never happen, therefore the conceptualisation of the “anticipatory

carer” suggests a liminal state of being.

Anticipating having to make significant changes to living and lifestyle arrangements was
also prevalent in the support person narratives. For some, this included considering mov-

ing house to accommodate future physical impairment:

“Initially we kind of had this... not panic, but we kind of thought oh maybe we should
move flat and go to somewhere at ground level and you know, on the basis that we have
to prepare. And then you kind of calm down a bit and you think well wait a minute, we're

fine! Fine, we don't need to do that now.” (Nic)
This reaction was fairly typical of the support persons’ initial thoughts about MS, however

once the initial anxieties subsided, more realistic thoughts took place. One of the partici-

pants however, put the diagnosis of MS into perspective by explaining that as they had

13
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lived with the symptoms of MS for some time prior to receiving a confirmed diagnosis,

there was no need to make rash decisions:

“Our whole world’s not going to revolve around the fact that Billy has got MS, we’re go-
ing to accept it and get on with it and deal with it. We have actually dealt with it for three

years to be honest this is actually nothing new, it now just has a name.” (Jean)

Anticipating the impact of MS was commonplace and taking steps to minimise these be-
came part of the role of the support person, almost like a buffering role. Taking each day
as it comes was a sentiment shared by many of the support persons. The anticipation of
change as an inevitable consequence of MS is strong in the data. This supports the need
for accurate information and support for the support person as they too adapt to living life
with MS.

The “anticipatory carer” theme has highlighted the impact of being diagnosed with MS on
the role of the support person as they anticipated a shift in their identity from partner or
parent to carer. The findings presented here suggest this is not an easy transition; rather
the person’s sense of self is disrupted from the taken-for-granted roles in their established

relationship to an incomplete transition to “anticipatory carer”.

Need for support

The previous themes have alluded to the need for support for the support persons, how-
ever during the course of the research interviews it became clear that these interviews
were, for some, the only time they were able to speak openly about how the diagnosis of
MS had impacted upon them. The emotional impact of being the support person was also
highlighted as many of the support persons alluded to feeling isolated or not having any-
one to listen to their worries. This suggests an emotional burden of care for the anticipa-
tory carer, which highlighted the need for support of the support persons as they also
shared the experience of learning to live with MS. Not wanting to share their worries with

the person with MS for fear of adding a burden was voiced by many of the participants:

14
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“If you're in the capacity as | am as a support person for Lorna, having somebody to go
to and talk to about it independently of the person that you're with or that you're support-
ing is quite important to have. Somebody who is outside that, so you can be honest
about how you feel without feeling guilty and without certainly burdening the person who

has the diagnosis.” (Nic)

The need for individual support, focused on the experiences of the support person so
they can express their feelings honestly, is clear. Participants described having to shield
their own feelings about MS to maintain a fagade of coping, “being strong” for the person
with MS. Not being a burden and “just wanting to speak to someone” were common
phrases used by the support persons, which further supported the interpretation of the
anticipatory carer role as one which requires support. For one of the support persons

interviewed, the research interview itself appeared to have a therapeutic value for her:

‘I am glad | have spoken to somebody, | feel better myself that | have spoken to some-
body.” (Judy)

The research interview allowed this participant to speak freely about her feelings without
fear of upsetting or burdening her partner. Up until this point she had not had this oppor-
tunity. As well as needing support, the data demonstrate the need for the support persons
to be adequately informed about MS to be able to support their loved one. The support
persons were often asked lots of questions about MS as the persons with MS struggled

with the diagnosis:

“He kept asking me these questions at the beginning and | couldn’t help him... | had to
make him phone the doctor to go and see the nurse but he was asking me all these
questions and | says | don’t know. So one day... | says to him | want you to phone that
MS nurse and get an appointment, | had to be quite firm because | was getting bom-

barded with all these questions and | couldn’t help him.” (Judy)

This account highlights a feeling of being helpless, as the support person could not re-

spond to questions about MS. These data suggest it is necessary for the support persons
15
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to be informed, so that they are better able to support the person with MS. These findings
articulate the need for support for the support persons both on an emotional level and for
practical information and support about MS. There appeared to be a complete absence
of support available which is focused on the needs of the support person as descriptions

of support available were notable by their complete absence in the data.

DISCUSSION

The findings suggest a disruption to the support person’s taken-for-granted identity,
from that of partner/parent to anticipatory carer. Few studies have focused on the
shared experience of support persons, or as they are more commonly referred to in the
literature, “carers” or “significant others” (Cheung & Hocking, 2004; Kelly, 2010; Murray
et al. 2002; Nolan & Grant, 1988). The support persons of people with newly diagnosed
MS are often not yet in “hands-on” caring roles; however the term anticipatory carer ar-
ticulates the recognition of a potential change to their role within the established rela-
tionship. The uncertainty that clouds this experience, along with a lack of information
and support, means that the support persons are often learning the rules of engage-
ment as they go along. These findings are similar to earlier work relating to the support
persons of people with early onset of dementia (Kelly, 2010). Drawing on Bourdieu’s
theory of habitus (Bourdieu, 1984), Kelly likened the altered state of personhood as like
learning to play a new game where the rules are unknown and the game players are un-

prepared.

The experience of the support persons drew attention to the “shared journey”, where
their experience as concerned observer, not quite apart from, yet not quite the same as
the person with MS. While the support person’s experience differed from the person
with MS in that they did not have an embodied experience, the knowledge of their loved
one experiencing unexplained symptoms caused worry in most cases. This finding is
also reflected in a qualitative study of carers of people with chronic illness (Cheung &
Hocking, 2004). Cheung and Hocking (2004 ) described the emotional impact on the car-

ers as “caring as worrying” whereby carers worried about their partners, their relation-

16
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ship and their future. Previous studies in MS have identified couple relationships as im-
portant “social context within which the psychological aspects of chronic iliness are
managed” (Harrison et al., 2004, p267). Harrison et al.’s (2004) longitudinal study over
six years explored the impact of MS-related disability on marital relationships. Their find-
ings suggest that partner roles can be important in marriages, and when they are unex-
pectedly changed due to disability, the relationship may be threatened. The findings
presented in this paper suggest the changing context of the relationship is particularly
relevant for the support persons as the impact of early symptoms including fatigue,
caused a major stress between couples. This suggests that the need for accurate infor-
mation regarding the nature of MS is required to support the support persons at this

early stage of being with the person with MS.

As the support persons faced the prospect of becoming a carer, the nature of MS did
not allow for them to determine when this would happen, if at all. This potential change
in role signifies the beginning of the “anticipatory carer” identity which may precipitate
additional lifestyle adjustments. The conceptualisation of lived experience as the “antici-
patory carer” helps to explain the impact of the experience on the individual's sense of
self, where previous conceptualisations of the self within the relationship are no longer
valid, yet the new identity is not yet fully defined. This is reflected by Courts et al.,
(2005) who found that the spouses of people with MS struggled to maintain their identity
in the face of changes to their role within the relationship. Whilst previous studies have
articulated this issue in relation to carers who have a direct “hands on” caring role
(Eriksson & Svedlund, 2006; Ferrell et al., 1993; Murray et al., 2002), the present study
highlights the impact on the identity of the support person where they do not have a
clear role as direct care giver. The “anticipatory carer” therefore contributes to our un-
derstanding of the experience of the support person of those newly diagnosed with MS.
The incomplete transition of the support person’s identity from partner or parent to carer
can be likened to the concept of liminality which refers to a stage where participants
"stand at the threshold" between their previous way of structuring their identity, which
has become invalid as the individual is faced with new characteristics to be incorporated
into the self (Turner, 1964). This stage of liminality is often referred to as “betwixt and

between” where the sense of self has become unbalanced and is ambiguous (Barrett
17
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1995; Turner, 1964). Turner (1964) suggests this phase is a transitional phase where
the person is in a “state of progressive movement” to “becoming” a new self (Turner,
1964, p46). The anticipatory carer alludes to a liminal way of being as individuals begin
to process the information and begin to attribute meanings for the self as being the sup-

port person of the person with MS.

The support persons’ experience gave a strong sense of isolation with some reporting
that the interview itself had been therapeutic as they had no-one outside the relationship
to talk to about how they felt about the experience of MS. Not wanting to be a burden to
the person with MS, and “just wanting to speak to someone” were common phrases
used by the support persons which further supported the interpretation of the anticipa-
tory carer role as one which requires support which is currently not readily available.
Carer burden is widely discussed in chronic illness literature but this mainly focused on
carers who are engaged in physical caring duties rather than in the early stages of
learning to live with a chronic condition (O’Connor et al., 2008; Pakenham, 2007; Pa-
kenham, 1998). It is possible that carer burden, in relation to the emotional burden that
is carried, is overlooked. The findings from this study provide insights into what it is like
to provide support to someone newly diagnosed with MS, in the absence of external
support to fulfil that role. It has been suggested that there may be a link between the
perceived levels of carer burden and satisfaction with caring, and perceived quality of
life (Bogosian, Moss-Morris, Yardley, & Dennison, 2009). The consequences of this are
of relevance for health care professionals who are involved in supporting individuals

who may face being in a caring role.

Limitations

The findings of this study have been drawn from in-depth qualitative interviews with nine
support persons of people with MS in one area of the UK. As such the findings are not
intended to be generalisable beyond this setting; however they may have relevance to

others in similar settings.
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Five of the interviews were conducted with the person with MS present. The focus of the
interviews also related to the person with MS’s experience of being diagnosed. It is pos-
sible that the support person’s experience was more marginalized in these interviews
than in the individual interviews. However the joint interviews allowed for a shared expe-

rience to be discussed and as such added depth to the understanding of the experience.

The timescale of the study allowed for one follow up interview with each participant at six
to twelve months after the initial interview. This provided some longitudinal data which
highlighted early impact of the diagnosis of MS on the sense of self for the person with
MS and their support person. A longitudinal study to explore the ongoing impact of MS

as the condition develops would help to illustrate the changing nature of the carer role.

CONCLUSION

This paper articulates the experiences of the support person as the “anticipatory carer”,
a concept where the person understands the significance of the diagnosis yet, is unable
to transition to the role of carer and is unsure of what the future holds. This study has
drawn from the concept of liminality as a useful construct for understanding the support
person experience. As well as highlighting the impact of the diagnosis on the individual's
sense of self, this paper has also highlighted the emotional impact and isolated nature of
the experience of being the support person of the person newly diagnosed with MS. The
paper highlights current lack of available support for this group of people and as such
identifies the urgent need for the provision of timely and accessible support. Such support
will improve the experience not only for the support persons but also for those with MS
as the support persons will be better equipped to provide the support expected of them

in their close relationships.

References

Adamson, J., & Donovan, J. (2005). “Normal disruption”: South Asian and
African/Caribbean relatives caring for an older family member in the UK. Soc Sci
Med, 60(1), 37—48.

19



Running head: The anticipatory carer

Badr, H., & Taylor, C. L. C. (2008). Effects of relationship maintenance on psychological
distress and dyadic adjustment among couples coping with lung cancer. Health
Psychology, 27(5), 616—627.

Barbour, R. (2008) Introducing Qualitative Research: A student guide to the craft of
doing qualitative research. London: Sage Publications.

Barrett, J. (1995). Multiple Sclerosis. the experience of a disease. Women'’s Studies
International Forum, 18(2), 159-171. doi:http://dx.doi.org/10.1016/0277-
5395(95)80052-Q

Belcher, A. J., Laurenceau, J.-P., Graber, E. C., Cohen, L. H., Dasch, K. B., & Siegel, S.
D. (2011). Daily Support in Couples Coping With Early Stage Breast Cancer:
Maintaining Intimacy During Adversity. Health Psychology, 30(6), 665-673.
doi:10.1037/a0024705

Blows, E., Bird, L., Seymour, J., & Cox, K. (2012). Liminality as a framework for
understanding the experience of cancer survivorship: a literature review. Journal of
Advanced Nursing, 68(10), 2155-64. doi:10.1111/j.1365-2648.2012.05995.x

Bogosian, A, Moss-Morris, R., Yardley, L., & Dennison, L. (2009). Experiences of
partners of people in the early stages of multiple sclerosis. Multiple sclerosis
(Houndmills, Basingstoke, England), 15(7), 876—84.
doi:10.1177/1352458508100048

Bourdieu, P. (1984). Distinction: A Social Critique of the Judgment of Taste. Cambridge
MA: Harvard University Press.

Burton, C. R. (2000). Re-thinking stroke rehabilitation: the Corbin and Strauss chronic
illness trajectory framework. Journal of Advanced Nursing, 32(3), 595-602.
Retrieved from http://www.ncbi.nlm.nih.gov/pubmed/11012801

Bury, M. (1982). Chronic illness as biographical disruption. Sociology of Health and
lliness, 4(2), 167-183.

Charmaz, K. (1983). Loss of self: a fundamental form of suffering in the chronically ill.
Sociology of health & illness, 5(2), 168-95. Retrieved from
http://www.ncbi.nlm.nih.gov/pubmed/10261981

Charmaz, K. (2002). Stories and Silences: Disclosures and Self in Chronic lliness.
Qualitative Inquiry, 8(3), 302-328. doi:10.1177/107780040200800307

Cheung, J., & Hocking, P. (2004). Caring as worrying : the experience of spousal
carers. Journal of Advanced Nursing, 47(5), 475—482.

Courts, L., Newton, N., & McNeal, A. (2005). Husbands and wives living with Multiple
Sclerosis. Journal of Neuroscience Nursing, 37(1), 20-27.

20



Running head: The anticipatory carer

Darlston-Jones, D. (2007). Making the connections: the relationship between
epistemology and research methods. The Australian Community Psychologist,
19(1), 19-27.

Dickson, A, Allan, D., & O’Carroll, R. (2008a). Biographical disruption and the
experience of loss following a spinal cord injury: An interpretative
phenomenological analysis. Psychology and Health, 23(4), 407—425.

Dickson, A, Knussen, C., & Flowers, P. (2008b). “That was my old life; it’s almost like a
past-life now’: Identity crisis, loss and adjustment amongst people living with
Chronic Fatigue Syndrome. Psychology & Health, 23(4), 459—-476.
doi:10.1080/08870440701757393

Dickson, A, Ward, R., O’Brien, G., Allan, D., & O’Carroll, R. (2011). Difficulties adjusting
to post-discharge life following a spinal cord injury: an interpretative
phenomenological analysis. Psychology, health & medicine, 16(4), 463—74.
doi:10.1080/13548506.2011.555769

Elliott, R., Fischer, C. T., & Rennie, D. L. (1999). Evolving guidelines for publication of
qualitative research studies in psychology and related fields. The British Journal Of
Clinical Psychology / The British Psychological Society, 38 (Pt 3), 215-229.

Elmir, R., Schmied, V., Jackson, D., & Wilkes, L. (2011). Interviewing people about
potentially sensitive topics. Nurse researcher, 19(1), 12—6. Retrieved from
http://www.ncbi.nim.nih.gov/pubmed/22128582

Eriksson, M., & Svedlund, M. (2006). “The intruder”: spouses’ narratives about life with
a chronically ill partner. Journal of Clinical Nursing, 15(3), 324-33.
doi:10.1111/j.1365-2702.2006.01290.x

Esmail, S., Huang, J., Lee, |., & Maruska, T. (2010). Couple’s Experiences When Men
are Diagnosed with Multiple Sclerosis in the Context of Their Sexual Relationship.
Sexuality and Disability, 28(1), 15-27. doi:10.1007/s11195-009-9144-x

Fergus, K. D. (2011). The rupture and repair of the couple’s communal body with
prostate cancer. Families, Systems & Health: The Journal of Collaborative Family
HealthCare, 29(2), 95-113. doi:10.1037/a0023413

Ferrell, B. R., Taylor, E. J., Grant, M., Fowler, M., & Corbisiero, R. M. (1993). Pain
management at home: struggle, comfort, and mission. Cancer Nursing, 16(3), 169—
178.

Gagliardi, B. A. (2003). The experience of sexuality for individuals living with multiple
sclerosis. Journal of Clinical Nursing, 12(4), 571-578. doi:10.1046/j.1365-
2702.2003.00739.x

21



Running head: The anticipatory carer

Harrison, T., Stuifbergen, A., Adachi, E., & Becker, H. (2004). Marriage, impairment,
and acceptance in persons with multiple sclerosis. Western journal of nursing
research, 26(3), 266—85; discussion 286—-92. doi:10.1177/0193945903260188

Holloway, |., & Freshwater, D. (2007). Vulnerable story telling: narrative research in
nursing. Journal of Research in Nursing, 12(6), 703-711.
doi:10.1177/1744987107084669

Kelly, A. (2010). Lost the feel for the game: meanings of onset and diagnosis of AIDS
dementia for significant others. Qualitative Health Research, 20(4), 531-40.
doi:10.1177/1049732309360537

Koch, T, Jenkin, P., & Kralik, D. (2004). Chronic iliness self-management: locating the
“self”. Journal of Advanced Nursing, 48(5), 484—492. doi:10.1111/j.1365-
2648.2004.03237.x

Kralik, D., Visentin, K., & Van Loon, A. (2006). Transition: a literature review. Journal of
Advanced Nursing, 55(3), 320-9. doi:10.1111/j.1365-2648.2006.03899.x

MS Trust (2014) Key Facts About MS. Retrieved from:
http://www.mstrust.org.uk/information/aboutms/keyfacts.jsp

Morris, S. M. (2001). Joint and Individual Interviewing in the Context of Cancer.
Qualitative Health Research, 11(4), 553-567. doi:10.1177/104973201129119208

Multiple Sclerosis International Federation. (2014) Atlas of MS. Multiple Sclerosis
International Federation. London. Retrieved from
http://www.msif.org/includes/documents/cm_docs/2013/m/msif-atlas-of-ms-2013-
report.pdf?f=1

Murray, S. A., Boyd, K., Kendall, M., Worth, A., Benton, T. F., & Clausen, H. (2002).
Dying of lung cancer or cardiac failure: prospective qualitative interview study of
patients and their carers in the community. BMJ (Clinical Research Ed.),
325(7370), 929.

Navon, L., & Amira, M. (2004). Liminality as biographical disruption: unclassifiability
following hormonal therapy for advanced prostate cancer. Social science &
medicine (1982), 58(11), 2337—47. doi:10.1016/j.socscimed.2003.08.029

Newby, N. M. (1996). Chronic illness and the family life-cycle. Journal of Advanced
Nursing, 23(4), 786—791. doi:10.1111/j.1365-2648.1996.tb00052.x

Nolan, M. R., & Grant, G. (1989). Addressing the needs of informal carers: a neglected

area of nursing practice. Journal of Advanced Nursing, 14(11), 950-961.
doi:10.1111/.1365-2648.1989.tb01483.x

22



Running head: The anticipatory carer

O’connor, E. J., McCabe, M. P., & Firth, L. (2008). The impact of neurological iliness on
marital relationships. Journal of sex & marital therapy, 34(2), 115-32.
doi:10.1080/00926230701636189

Pakenham, K. I. (2001). Application of a stress and coping model to caregiving in
multiple sclerosis. Psychology Health Medicine, 6(1), 13-27.

Pakenham, K.I. (1998). Couple coping and adjustment to multiple sclerosis in care
reciever-carer dyads. Family Relations, 47(3), 269-277.

Pakenham, K.I. (2007). The nature of benefit finding in multiple sclerosis (MS).
Psychology, health & medicine, 12(2), 190-6. doi:10.1080/13548500500465878

Pakenham, K.1. (2008). The nature of sense making in caregiving for persons with
multiple sclerosis. Disability and rehabilitation, 30(17), 1263—-73.
doi:10.1080/09638280701610320

Persson, L., Rasmusson, M., & Hallberg, I. R. (1998). Spouses’ view during their
partners' illness and treatment. Cancer Nursing, 21(2), 97-105.

Pringle, J. (2011). Revisioning , reconnecting and revisiting . Facing the aftershock of
stroke in the first month post-discharge : an interpretative phenomenological
analysis stroke in the first month post- discharge : An interpretative
phenomenological analysis. University of Dundee. Unpublished PhD Thesis

Ray, M. (2006). Informal care in the context of long-term marriage: the challenge to
practice. Practice (09503153), 18(2), 129-142.

Ray, R.A., & Street, A.F. (2007). Non-finite loss and emotional labour: family caregivers’

experiences of living with motor neurone disease. Journal of Nursing & Healthcare

of Chronic llinesses, 16(3A), 35-43.

Smith, J. A., Flowers, P., & Larkin, M. (2009). Interpretative Phenomenological Analysis.
Theory, method and research. London: SAGE Publications.

Smith, J. A., & Osborn, M. (2008). Interpretative phenomenological analysis. In J.A.
Smith (Ed.), Qualitative psychology A practical guide to research methods (Vol. 7,
pp. 53—80). London: Sage Publications.

Starks, H. Morris, M., Yorkston, K M., Gray, R. F., & Johnson, K. L. (2010). Being in- or
out-of-sync: Couples’ adaptation to change in multiple sclerosis. Disability &
Rehabilitation, 32(3), 196—206. doi:10.3109/09638280903071826

XXXXXXX, X. (2014) A phenomenological exploration of the biographical impact of

newly diagnosed MS on the individual and their support person. Unpublished
PhD thesis, Edinburgh Napier University.

23



Running head: The anticipatory carer

Turner, V. (1964). Betwixt and Between: The liminal period in Rites de Passage. The
Proceedings of the American Ethnological Society (pp. 4—20).

Wu, GF., & Alvarez, E. (2011) The immuno-pathophysiology of multiple sclerosis Neurol
Clin. 29(2): 257-278. doi:10.1016/j.ncl.2010.12.009.

Zunkel, G. (2002). Relational coping processes: couples’ response to a diagnosis of
early stage breast cancer. Journal of Psychosocial Oncology, 20(4), 39-55.

24



	coversheetJournalArticles
	STRICKLAND 2015 Experiences of support persons of people newly diagnosed with multiple sclerosis

	OA: GREEN
	OA Logo: 
	AUTHORS: STRICKLAND, K., WORTH, A. and KENNEDY, C.
	TITLE: The experiences of support persons of people newly diagnosed with multiple sclerosis: an interpretative phenomenological study.
	YEAR: 2015
	Publisher citation: STRICKLAND, K., WORTH, A. and KENNEDY, C. 2015. The experiences of support persons of people newly diagnosed with multiple sclerosis: an interpretative phenomenological study. Journal of advanced nursing [online], 71(12), pages 2811-2821. Available from: https://doi.org/10.1111/jan.12758
	OpenAIR citation: STRICKLAND, K., WORTH, A. and KENNEDY, C. 2015. The experiences of support persons of people newly diagnosed with multiple sclerosis: an interpretative phenomenological study. Journal of advanced nursing, 71(12), pages 2811-2821. Held on OpenAIR [online]. Available from: https://openair.rgu.ac.uk
	Version: AUTHOR ACCEPTED
	Publisher: WILEY
	Series: Journal of advanced nursing
	ISSN: 0309-2402
	eISSN: 1365-2648
	Set statement: This is the peer reviewed version which has been published in final form at https://doi.org/10.1111/jan.12758. This article may be used for non-commercial purposes in accordance with Wiley Terms and Conditions for Self-Archiving
	License: BY-NC-ND 4.0
	License URL: https://creativecommons.org/licenses/by-nc-nd/4.0
	CC Logo: 
		2017-01-13T09:44:27+0000
	OpenAIR at RGU




