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Background: A diagnosis of multiple sclerosis (MS) can lead to changes to a person’s sense of self. The
aim of this study was to investigate the subjective experience of identity change and subsequent adjust-

ment to MS.

Methods: Semistructured interviews were conducted with 16 people who reported having MS. Interviews

were analyzed using thematic analysis.

Results: In the early stages of disease progression, participants wanted to compartmentalize the disease.
Over time, through reflected self-appraisals, brought about by increasing symptoms and changed rela-
tionships with others, the disease became a part of participants’ self-identity.

Conclusions: For people with MS, incorporating and accepting the disease as part of their self-identity
can have positive implications for seeking and receiving support. Int ] MS Care. 2019;21:235-242.

ultiple sclerosis (MS) is a chronic, progres-

sive, often degenerative condition that affects

the central nervous system." Multiple sclero-
sis affects approximately 100,000 people in the United
Kingdom? and 2.5 million people worldwide.” The con-
dition can lead to a wide range of symptoms, including
cognitive and visual impairment; vertigo; sexual, bowel,
and bladder dysfunction; fatigue; muscle weakness;
ataxia; and spasticity.* Multiple sclerosis can have a dev-
astating effect on a person’s sense of self, with body and
performance failures leading to feelings of loss of self and
changes to identity,” which can have a negative psycho-
logical effect on an individual.®’

One explanation for how individuals acquire their
sense of self is through “reflected appraisal,” which is the
process through which people’s self-views are influenced
by their perceptions of how others see them.® Due to the
impact of MS on a person’s sense of self and identity,’
people with MS may perceive that others view them dif-
ferently because of their MS.

From the Division of Rehabilitation and Ageing (ABB, KS, NBL) and
the Division of Psychiatry and Applied Psychology (NH, RAN), Uni-
versity of Nottingham, Nottingham, UK; and the Institute of Mental
Health, Nottingham, UK (RdN). Correspondence: Alex B. Barker,
PhD, University of Nottingham, Clinical Sciences Building, City
Hospital Campus, Hucknall Rd., Nottingham, NG5 1PB, United
Kingdom; e-mail: alexander.barker@nottingham.ac.uk.

Note: Supplementary material for this article is available at ijmsc.org.

However, people can have multiple identities to rep-
resent themselves in different situations.” A person can
respond to these identities and either incorporate them
into their sense of self and think and act accordingly
or have a complete lack of interest or motivation in an
identity'™!'; a person can choose to accept an identity
as part of who they are or to reject it. It is possible that
a person could have an identity that they have not
internalized to their overall sense of self. Because MS is
“imposed” on a person and causes changes to a person’s
identity and sense of self, it is possible that this MS iden-
tity may not be incorporated into a person’s sense of self.
A person may choose not to accept this identity as part
of who they are, which could lead to negative effects of
identity change'? and an unwillingness to seek social
support with others who share the MS identity.'

The Social Identity Model of Identity Change'? pos-
its that belonging to a large number of different groups
before a life-changing transition, such as a diagnosis of
MS, can protect individuals from the effects of this tran-
sition by providing them with groups to rely on.® These
groups form a basis for drawing social support while
providing a secure base for people to establish new iden-
tities, which are integrated and compatible with previous
identities, enhancing a person’s identity continuity.'?
This can reduce the negative effects of identity loss on
psychological well-being.®

Although research demonstrates that individuals
undergo a loss of aspects of identity after a diagnosis of
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MS,’ the individual’s experience of this change is less
well understood. There are also differences in the extent
of detrimental effects of having MS that people with MS

experience!>!*

and in how they live with an unpredict-
able disease,” suggesting that some factors may prevent
the negative effects of identity loss, such as psychological
factors, including perceived stress and emotion-focused
coping.'® A person’s response to the disease could have
an effect on how they manage their illness and may
explain why empirical studies evaluating the effectiveness
of therapies for depression and anxiety in people with
MS have mixed results.'”'® The aim of this study was to
investigate the subjective experience of identity change
over time to provide insight into this process.

Methods

Participants

Participants were identified from a feasibility ran-
domized controlled trial of an adjustment intervention
for people who reported a diagnosis of MS." The trial
compared individual versus group delivery of the same
adjustment intervention.” Participants from both arms
of the trial who consented to be interviewed were con-
tacted 4 months after randomization. Sixteen of the 21
invited participants were interviewed (Table 1). Ethical

Table 1. Demographic characteristics of the 16
interviewees

Characteristic Value
Age, y 473119
Time since diagnosis, y 8.1+6.6
Sex
Female 1
Male 5
MS subtype
Relapsing-remitting 9
Primary progressive 0
Secondary progressive 2
Benign 1
Neuromyelitis optica® 1
Unknown 3
Ethnicity
White British 14
Asian 2
Relationship status
Married/partner 10
Single/divorced 6

Note: Values are given as mean + SD or number.

Abbreviation: MS, multiple sclerosis.

?One participant who originally reported having MS diagnosis was
later found to have neuromyelitis optica diagnosis.

Identity Change in People with MS

approval was granted as part of the feasibility random-
ized controlled trial."

Data Collection

Semistructured interviews were conducted by two
researchers (nine by A.B.B. and seven by K.S.) using the
same interview schedule (Table S1, which is published
in the online version of this article at ijmsc.org). Open-
ended questions were asked that allowed for exploration
of participants’ thoughts and feelings on their social
relationships before and after diagnosis, and changes to
social relationships over time, as well as any effect these
changes may have had on participant mood. Interviews
took place either at the University of Nottingham (Not-
tingham, UK) or at the participant’s home, depending
on their preference, and lasted 20 to 60 minutes. Inter-
views were audio recorded and transcribed verbatim.

Where it facilitated discussion, eco-mapping tech-

2125 were used to help elicit information about

niques
an individual’s previous and current social identities.
Eco-maps allow a graphical representation of the rela-
tionships that people have and their connection to larger
social networks.?> This can provide us with valuable
information about a person’s social network, including
the structure, size, and function of the network and indi-
vidual connections.”> Eco-maps are useful for mapping
and tracking changes to people and their social relations
and contacts over time, capturing the participants’ own

4 in a visual, standardized manner.?! The use

perceptions’
of eco-maps allowed us to gain insight into participants’
social lives before and after the MS diagnosis. A fictitious

example of an eco-map can be found in Figure S1.

Data Analysis

To understand and gain further insight into the pro-
cess of subjective identity change, an interpretive episte-
mological stance?® was taken to collect multiple realities
from participants. A thematic analysis was conducted,”
applying the Social Identity Model of Identity Change'
as a lens for understanding and structuring the data.
The interview data were examined to identify categories
most pertinent to the research question. Once this had
been achieved, the process of sense making was used to
find connections and relationships in the data. This was
achieved by successive reading of the texts, critical reflec-
tion, and persistent immersion in the text. After recog-
nition of themes, with the support of quotations, these
were discussed and compared and contrasted within the
research team to ensure a consensus.
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Results

Overview

The themes identified in the data were as follows:
concealing the disease, presenting a more positive iden-
tity, effects of increasing symptoms/changing relation-
ships with others, social support, family as a secure base
for identity reconstruction, self-reflected appraisal, inte-
gration of the MS identity into changing sense of self,
compartmentalization of the MS identity, and assimilat-
ing the MS identity into self-concept.

The analysis revealed patterns of adjusting to MS over
time, with different factors affecting identity changes at
different stages. The patterns of adjustment all began
with participants concealing their disease by denying
their diagnosis and/or compartmentalizing the MS
while retaining a positive social identity. Due to pro-
gressing symptoms that resulted in the MS being more
visible to others and subsequent changed relationships,
participants began to experience the negative effects of
identity change and sought social support, which led
to a self-reflected appraisal and an acknowledgement of
MS as an identity that they hold. After this realization,
participants either incorporated their MS into their
self-concept or did not accept MS as part of their self-
concept and kept this identity compartmentalized.

Pseudonyms are used for the quotations provided in
the following sections. The information in parentheses is
sex (male [M] or female [F]), age (in years), and type of
MS (RR, relapsing remitting; SP, secondary progressive;
B, benign; DU, diagnosis unknown; and NO, neuromy-

elitis optica).
Themes

Concealing the Disease

Diagnosis was often seen as an identity marker and
signaled the start of the adjustment process. However,
the time between first acknowledging symptoms and
receiving a diagnosis might have made it difficult for
some participants to come to terms with their MS.
Dawn (F, 58, RR): “...I struggled with MS when I was
first diagnosed with it, and I struggled with the idea of
having it and the fact that I'd had it an awful long time
but wasn’t diagnosed.”

Some participants felt that they should attempt to
preserve their prediagnosis identity and to hold on to
their established sense of self and identity. They also felt
that they should keep their diagnosis private. Rebecca (F,

42, RR): “I've not gone around announcing that I have
MS.”

Some participants felt that they needed to preserve
their previous identity due to the perceived stigma they
attached to the MS identity. Because of their perceptions
and worries associated with having MS, participants were
unwilling to accept their MS identity due to the implica-
tions this has on their idea of their future self. Rosie (F,
59, RR): “It is a bit early days. But as I mentioned before
I have avoided certain situations where there are MS
meetings, because, you know, it is hard to think that,
you know, personally that I might be in that, in a wheel-
chair so many years down the line.”

Some social relationships reinforced the prediagnosis
identity, which may have led to participants seeing their
identity as unchanging. Rebecca (F, 42, RR): “There’s
erm, one or two [friends], that treat the MS as though
it’s never happened.”

Being treated in a way in which the MS “never hap-
pened” reinforced the prediagnosis identity. To maintain
high self-esteem, Rebecca appeared to acknowledge posi-
tive aspects of herself as important and unchanging while
attaching low importance to aspects of identity related to
negative self-beliefs, such as the feared consequences of
MS. In a similar way, participants attempted to regain
aspects of their previous identity that may have been lost
due to the effects of MS. This externalization of MS was
a way of coping and provided an avenue to vent their
frustrations. Another example of the externalization of
MS can be seen in the initial concealment and relative
secrecy regarding a diagnosis of MS.

Presenting a More Positive ldentity

In the data, participants articulated numerous identi-
ties. One participant attempted to preserve a promi-
nent marker of her prediagnosis identity, work, despite
increasing symptoms having an effect on this. Kelly (F,
28, RR): “One year when I got ill I was going in [to
work], going in, going in and I was pushing through,
pushing through, pushing through, and I got told off by
HR because I shouldn’t have been in in the first place.”

Because of the highly valued nature of this (work)
identity, Kelly attempted to hold on to this iden-
tity despite the increasing symptoms. Kelly downplayed
markers of an identity that she saw as unimportant and
stigmatized (MS) while acting in accordance with an
identity that she saw as highly valued (work). Exchang-
ing a stigmatized negative identity for something that the

International Journal of MS Care

238



participant saw as valued was one technique for coming
to terms with the diagnosis.

Effects of Increasing Symptoms/Changing
Relationships with Others

The physical symptoms of MS were perceived as
markers of illness progression and changing sense of
self. As symptoms became more prominent, participants
found that their sense of self was not consistent with
markers of their own identity, or how others saw them,
and these inconsistent views led to a reevaluation of what
the participants viewed as their self. This reevaluation
triggered a subjective shift in self-perception. Evelyn (F,
60, SP): “I had to put on an act of being OK, even when
[ wasn’t.”

Intrusive symptoms of MS often led to perceived
changes in their relationships with other people. This
led participants to reevaluate their sense of self, and they
began to see the MS as part of who they were. William
(M, 47, RR): “And they [friends], they probably don’t
realise there’s a difference but, cause, there is a differ-
ence, because I'm not, ’'m not the same person. On the
outside I am, but not on the inside. I can’t always do the
same things that I used to be able to do.”

Social Support

Participants saw social relationships as a way of deal-
ing with the problems associated with MS. Participants
chose the type of support that they felt they required by
actively choosing which identity and reflected appraisal
they needed at that moment in time. Beth (F, 56, B):
“[Friends] haven’t really changed, it’s been more about
me finding out which friend can offer me the right sup-
port at the right time.”

Social support in general seemed to be closely linked
to participants’ mood and seemed to help participants
come to terms with their diagnosis. Dawn (F, 58, RR):
“She [friend] almost brought me back into the fold, so
to speak.”

Social relationships also caused negative emotions due
to the conflict they caused between a person’s previous
identity and their new emerging one, such as struggling
to explain to friends that they are tired. A number of
relationships were lost or disrupted after the changes to
identity due to MS. The loss of social relationships due
to identity change had a negative psychological effect on
participants’ mood.

Receiving social support from other people with MS
seemed to normalize the emerging MS identity. Kelly

Identity Change in People with MS

(F, 28, RR): “There’s actually people out there that have,
are doing, have done, have experienced what I've gone
through, have been through.”

Due to the reluctance to accept MS as part of their
identity during the early stages of the adjustment pro-
cess, participants may have been more inclined to seek
social support from those who they saw as sharing their
prediagnosis identity.

Family as a Secure Base for Identity Reconstruction

The family provided a source of social support for
participants during the identity change. Family members
were often the first people to know about participants’
diagnosis of MS and were also seen as useful in provid-
ing support for some of the problems that occurred
during identity change. Kelly (F, 28, RR): “Immediate
family have to spend time with me no matter what ...
what mood I'm in, and what’s going on yeah, that’s the
best support there is ....”

The family can be quite a large social group. One
participant, who before diagnosis had expressed strong
ties with his wider family group, found that this dimin-
ished after diagnosis so that he only remained close to
immediate family members. This change was due to the
emerging symptoms of MS changing his outlook. Some
participants found that not all aspects of their family ini-
tially provided a secure base for identity reconstruction.
Evelyn (F, 60, SP): “My ex-partner began to resent me
as soon as my disability became really apparent.”

For the family to be an effective secure base for iden-
tity reconstruction, all members of the family need to
work together to accept and adjust to the diagnosis.
This narrative of the family not acting as a secure base
suggests how important it is for coping strategies to be
aligned between the family and the person with MS.

Self-reflected Appraisal

The emergence of symptoms may cause a person with
MS to reexamine their identity and sense of self and be
more open to self-reflected appraisals. Over time, par-
ticipants often began to acknowledge the changed sense
of self based on how others responded to them. Leonard
(M, 46, DU): “If people see the [walking] stick, they’ve
got a completely different attitude towards you.”

Integration of MS Identity into Changing Sense of
Self

Over time, the MS, which was externalized due to the
negative identity connotations, could become integrated
into a preexisting self-concept based on self-reflected
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appraisals. Participants began to view themselves based
on how others reacted to them. Over time, symptoms
may become progressively more visible to others, which
led participants to reevaluate their sense of self. Leonard
(M, 46, DU): “I knew for 3 years before I actually let it
[MS] affect my life...And then it got to the point where
it does, so you can’t hide it anymore.”

The ability to retain a sense of identity continuity
seemed to be associated with positive psychological well-
being. Indeed, participants used this as an early coping
mechanism until the disease became more prominent, at
which point they felt a need to incorporate this identity
into their sense of self and engage in activities that were
more representative of the MS identity, such as attending
MS support groups. This was, however, not universal.
Three participants continued to compartmentalize the
disease after recognition of the MS identity. This may
reflect differences in willingness or ability to incorporate

the MS identity into the overall sense of self.

Compartmentalizing the MS Identity

The MS identity is one that is forced on a participant
and not an identity developed through motivations
or goals. The stigmatized nature of the identity often
resulted in a lack of personal value being placed on the
MS identity, and people with MS may not want to iden-
tify with or behave in a way that is consistent with the
negatively judged MS identity. One pattern of adjusting
to the MS identity was to continue to compartmentalize
the identity and choose not to incorporate this into the
overall self-concept. Alanah (F, 55, NO): “My way of
coping is ... if I don’t think it [MS] is happening, then it
is not. If I ignore it, it is not there. It is like a tree falling
in the forest, does anybody hear it, you pretend it’s not
there.”

Compartmentalizing the MS identity presented a
relative absence of internalization of the MS into the
self-concept. Instead, participants presented identities
that they considered to be more highly valued. Beth (F,
56, B): “Because my MS has got worse recently so that’s
why T've probably got a bit more proactive than I was,
because I just didn’t do anything for years because I have
been diagnosed, what, 12 years, and I haven’t done...
I've just got on with it.”

Assimilating the MS Identity into Self-concept

On acknowledging the MS identity, several partici-
pants began to assimilate this identity into their sense of
self. Dawn (F, 58, RR): “Because it [MS] was mine and

I wanted to control it. I didn’t understand it, so how
can I tell people what I've got if I don’t understand it?
I didn’t understand it. I did lots of research and read-
ing up, and that, and I still didn’t understand it. I knew
all the words, but they just didn’t work for me then. It
wasn’t until 2 years after I was diagnosed, I suppose,
that I actually got to grips with it and thought, “This is
ridiculous, make friends with it and stop worrying about
it,” which is what I did.”

A common theme in the data was that after an ini-
tial adjustment to the diagnosis of MS, participants
acknowledged that they were more willing to talk about
their disease. Participants may have been unwilling
to talk about their diagnosis without first adjusting to
their diagnosis and having incorporated the MS iden-
tity into their self-concept. Similarly, although social
support can help a person adjust to his or her chang-
ing identity, acceptance of a changed identity can have
implications for the social support a person secks and
receives in the future. Francis (F, 54, RR): “No, I prob-
ably wasn’t ready [to talk about the MS]. The first year
I couldn’t get about anyway. I was quite ill for the very
first year and then I ... sort of started just getting used
to having problems and I probably ... no. I think, you
know, people say, ‘Oh, there’s this you can phone’ and
I had always thought, oh I don’t want to speak to other
people, it’s all the same thing and ... you know, I would
always have that, sort of, attitude. I think I was just

about ready now to have some contact.”

Discussion

Social Identity Theory®® posits that people have mul-
tiple identities depending on how they see themselves in
the social situation they are in. Although the MS identity
may be imposed on an individual due to the diagnosis,
the participants in this study articulated multiple iden-
tities, highlighting a pattern of recognizing their MS
and choosing to either assimilate it into their social
identity or compartmentalize it. In the early stages of dis-
ease progression after diagnosis, participants wanted to
compartmentalize and conceal the disease and continue
with their prediagnosis identity, a similar finding to
recent research”; however, over time they came to accept
and acknowledge their MS and learned to cope with
the everyday problems associated with living with MS.
Compartmentalization of the MS identity could reflect
early coping strategies,” and it appears that individuals
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can assimilate the MS identity into their self-concept at
a later time.

Presenting a more positive identity in social situa-
tions seemed to be beneficial for some participants. This
exchange of identities can be a stressful process that
requires considerable psychological resources,® and this
pattern of compartmentalizing thoughts about the self
could provide greater resilience in times of stress.”"

Participants restructured their social resources in an
attempt to adapt to the MS. By receiving social support
from close family members and friends, participants
were able to acknowledge their emerging identity in a
supportive environment, consistent with the Social Iden-
tity Model of Identity Change.'? The family was a secure
base for identity reconstruction, in line with previous
research.?>* This suggests that there are stages to adjust-
ment; however, these did not seem to be the same across
the sample. However, most participants initially did not
acknowledge the MS as part of their identity and instead
saw this as a stigmatized identity, which led to an initial
concealment of the diagnosis and a period of withdraw-
al. Presenting a more positive self-image and compart-
mentalizing the disease allowed participants to cope with
the early stages of adjustment, allowing them to present
an identity that they saw as more highly valued to main-
tain self-esteem.”® However, as symptoms became more
prevalent, people around the participants began to treat
them differently, causing a self-reflected appraisal and a
changing self-concept. The use of social support during
this time seemed to be beneficial for coming to terms
with this change in identity. The increasing presence of
MS symptoms combined with social support and posi-
tive interactions with others seemed to help people rec-

ognize the MS as an identity that they hold.

PRACTICE POINTS

* MS may cause changes to a person’s sense of
self.

® Using a previously held social identity, such
as the family identity, can allow a person to
acknowledge his or her changed self-identity and
accept social support, which can positively affect
mood.

® People with MS may be more willing to accept
social support from others once they assimilate
their MS into their social identity.

Identity Change in People with MS

A person’s identification with their MS, and therefore
assimilation of this identity into their self-concept, seems
to be linked to the coping strategies they use. Acting in
accordance with an identity that individuals identify
with can result in autonomous behavior in line with this
identity, such as increased motivation to communicate
with other people who share the MS identity. This has
implications for the delivery of interventions for mood
problems in people with MS in that these interventions
may be more beneficial once a person has started to
come to terms with the diagnosis and incorporate the
MS identity into their self-concept.

These findings need to be considered in light of the
study’s strengths and limitations. To ensure the quality
of the research, data were rigorously analyzed. Once the
themes were drawn out, with the support of quotations,
these were discussed and compared across members
of the research team. The participants were a unique
group of people at a certain time speaking in a certain
context with a particular researcher, and this should be
considered in the transferability of results and conclu-
sions. One participant who originally reported having a
diagnosis of MS was later found to have a diagnosis of
neuromyelitis optica but was retained in the study.

In conclusion, this study has provided us with insight
into how people with MS acknowledge and incorporate
their MS into their self-concept over time. It seems that
people with MS do incorporate their illness into their
identity over time, and this seemed to have a positive
effect on mood. The availability of social support and the
coping strategies a person uses may affect the time it takes
for a person to come to terms with this change of iden-
tity. Multiple sclerosis is more readily accepted as part
of a person’s identity if it is not stigmatized and is seen
as only a part of a person’s identity. If the diagnosis is
stigmatized, people may not readily acknowledge MS as a
significant part of their identity, which may restrict their
willingness to receive social support, which could then
affect their mood. Using a previous social identity, such
as the family identity, can allow a person to acknowledge
their changed self-identity and accept social support,
which can have a positive effect on their mood. O
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