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ABSTRACT

BACKGROUND: Multiple sclerosis (MS) is a chronic, progressive
autoimmune inflammatory disorder. Its impact is felt not only
by individuals but also by their families; however, little is known
about the effect on their parents. This study of a cohort from the
United Kingdom aimed to develop a conceptual understanding
of the parental role and how it changes over time when an adult
son or daughter has MS via firsthand accounts.

METHODS: Twelve parents of adults with MS were recruited
from a UK hospital providing outpatient services to people
with MS and a branch of a national MS charity. A social con-
structivist grounded theory approach informed audio-recorded
semistructured interviews and subsequent data analysis.

RESULTS: In this sample, parents of adults with MS strove
to limit the impact of MS on their son or daughter by under-
taking practical caring activities and providing emotional
support. The developed theoretical model illustrates how, in
their efforts to meet this aim, parents experienced competing
demands between prioritizing their child’s needs and manag-
ing the effects on their life, between managing the emotional
experience and protecting their child from the burden of their
experience, and between an intensified instinct/desire to help
while maintaining their child’s independence.

CONCLUSIONS: Findings indicate that parents may be uniquely
affected by their adult son or daughter having MS, advocat-
ing for their inclusion in research and clinical interventions
addressing family adjustment to MS. Further research is needed
to ascertain the generalizability of these findings in comparable
samples and to determine the impact of sociodemographic and
cultural variables on the observed phenomena.

Int) MS Care. 2023;25(6):259-265. doi:10.7224/1537-2073.2021-053

ultiple sclerosis (MS) is a progressive,

autoimmune inflammatory disorder most com-

monly diagnosed in adults aged 20 to 50 years.!
Symptoms are wide ranging, and although life expectancy
has improved to an average of 75.9 years (compared with
83.4 years among age-matched controls), individuals can
experience high levels of accumulated disability, severely
impacting quality of life.?3

Difficulties predicting the range of symptoms and rate of
progression experienced by individuals* require that people
with MS and their families adapt to both crises and stable
periods while coping with prognostic uncertainty.>® Previous
research demonstrates how MS affects the nuclear fam-
ily. Spouses and children are at greater risk for psychological
distress compared with the general population”® and have
to adapt to changes in their roles, identity, communication,
and belief systems.’® Thus, in the United Kingdom, national
guidelines for the treatment of MS outline that services must
consider a patients’ family in their plan of care.*

Despite MS having implications for 3 generations, there
is a dearth of research specifically exploring how parents
experience having an adult son or daughter with MS. This
is surprising considering that, due to age at onset, many
individuals with MS are likely to have living parents, and
both theoretical and practice-based evidence suggests that
understanding how this relationship is or is not impacted
by MS may be highly clinically relevant. Literature provided
by the leading MS charity in the United Kingdom informs
families that MS may interfere with parents’ expectations
of their adult child’s ability to maintain independence. It
also details that parents are recognized as important, and
appreciated, sources of emotional and practical support to
individuals with MS.

The parent to adult child relationship is often overlooked in
chronic illness research, although parents consider their role
of providing assurance and safety to be lifelong.***> According
to life span theories, the parent role is characterized by a
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shifting balance between providing physical and emotional
support to offspring and grandchildren,’® and illness in an
adult son or daughter can impact the expected life cycle
trajectory of families as it alters parental dependency.”

Emerging research into other illnesses indicates how par-
ents are often affected by their child’s illness, experiencing
negative emotions and a sense of isolation.’® Importantly,
parts of this experience seem to be specific to parents.
When comparing spousal caregivers and parent caregivers
of an adult with a traumatic brain injury, parents express
more intense feelings of grief and sadness related to the
loss of who their child was before the injury, in addition to a
sense of guilt at not having protected their child.*

In MS-specific research, the exact familial relationship of
participants is often not specified, and data from multiple
relationships are frequently analyzed collectively, inhibiting
identification of unique relational processes. For example,
the qualitative MS exploration by Bowen, MacLehose, and
Beaumont®® includes parents and finds that as the needs
of the individual with MS change, reciprocal changes in
relationships are negotiated by family members. Also,
adapting to life with MS can lead to “profound insights” into
the nature of life and relationships, altering approaches to
parenting and grandparenting. However, the study does
not make clear which themes can be attributed to which
familial relationships.

To our knowledge, no research has been conducted explor-
ing how parents experience their role when their adult child
has been diagnosed as having MS. By exploring firsthand
accounts from a UK sample, we aimed to understand the role
played by a parent to an adult with MS and how the processes
of providing practical and emotional support may change over
time. We hope to identify some of the specific needs of parents
and factors to potentially aid a family’s adjustment to living
with an MS diagnosis.

METHODS

Design

A qualitative research design using a modified constructiv-
ist grounded theory (GT) was used to analyze the semistruc-
tured interviews.?* The study protocol was approved by the
Nottingham Research Ethics Committee.

Researcher Context

The principal investigator (C.H.) was a trainee clinical
psychologist with experience working with families affected
by brain injury. This was their first GT project. They were
supervised by 2 clinicians (P.H., R.T.) with experience in GT
and working with individuals with MS, as well as academic
qualifications in neuropsychology.

Participants

Participants had a child older than 18 years diagnosed as
having MS at least 2 years before the study. Eligible partici-
pants were recruited by clinicians working with individu-
als with MS and their families in acute and rehabilitation
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Parenting an Adult Child Who Has MS

Interviews with 12 parents of 9 adults with multiple
sclerosis revealed that the parents' wish to limit the
impact of the disease creates competing demands.

These findings underscore the need to inquire about
the well-being of parents of people with multiple
sclerosis and to provide them with education and
support specific to their role and its challenges.

Preparing for the future is an important issue,
considering parents commonly worry about
reductions in their capacity to care due to aging.

Families may need support to manage the
tension between parents’ resuming a more
active parenting role while also maintaining
their child's independence.

settings in a UK hospital trust. Parents and children
received information about the study when attending rou-
tine hospital appointments or through a local MS charity.
Potential participants contacted the researcher directly to
express their interest, after which a telephone screening
appointment was completed to assess eligibility.

Clinicians were asked to approach parents within a
range of demographic characteristics and whose off-
spring were differentially affected by MS to maximize the
heterogeneity of the sample. After interview analysis,
purposive sampling was used to recruit participants who
might offer novel experiences until theoretical saturation
was achieved.

Data Collection and Measures

Guided by an interview schedule developed with MS clini-
cians, parents were interviewed (range, 45-70 minutes),
and these interviews were recorded and transcribed.
Questions focused on their experience of parenting and
how it may, or may not, have changed over time. They were
also asked about the impact of having a child with MS on
their own life. In concordance with GT, the schedule was
modified during data collection to facilitate the refine-
ment of emerging themes. Participants engaged in a single
interview either on hospital premises (n=7) or in partici-
pants’ homes (n=5) without their partner or child present.
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TABLE. Participant Characteristics

Margaret Charlotte
Couple 1 Couple 3

Age,y 88 74 68 71 77 79 65 69 70 70 72 70
Sex F F F F F M F M F M F M
Ethnicity WB WB WB WB WB WB WB WB WB WB WB WB
Marital status WD MD MD MD MD MD MD MD MD MD MD MD
Employment status R R R R R R R R R R R R
No. of offspring 3 2 1 1 3 3 3 2 2 2 2 2
fv?t’;l"hfngﬁs‘"i"g M F F M M F F F M
C\v}g;]o,&gff;p”"g 60 48 40 39 52 40 38 40 42
Years since diagnosis 26 9 9 5 6 2 12 3 12
MS phenotype SPMS PPMS RRMS RRMS PPMS RRMS RRMS RRMS SPMS
No. of dependents
cared for by son/ 0 o 2 o 0 2 0 2 1
daughter with MS
HADS depression 12 6 1 o . 5 - . o 10 -
subscale score
HADS anxiety
subscale score 10 5 2 6 3 13 1 4 4 ! 2 1
Relative Stress v ” S o % v % 18 15 4 e .

Scale score

F, female; HADS, Hospital Anxiety and Depression Scale; M, male; MD, married; PPMS, primary progressive multiple sclerosis; R, retired; RRMS, relapsing remitting
multiple sclerosis; SPMS, secondary progressive multiple sclerosis; WB, White British; WD, widowed.

Note: All names are pseudonyms to protect participants’ anonymity.

To provide context, participants were asked to complete
a demographic data form and 2 self-report questionnaires:
the Hospital Anxiety and Depression Scale?? and the
15-item Relative Stress Scale (RSS).?

Analysis
The modified constructivist GT data analysis procedure of
Charmaz® was followed.?* Initial line by line codes were
repeatedly reviewed and grouped into focus codes before
theoretical coding, which formed the basis of the final the-
ory. NVivo software (Lumivero) was used for this process.
Data saturation was reached after analysis of 12 interviews.
The entire analysis was conducted by the principal inves-
tigator. Reflexivity was fostered using a bracketing inter-
view, memo writing, and a reflective journal. Credibility
checks to assess the validity of the emerging GT model
were incorporated by sharing transcripts, codes, and model
reiterations with research supervisors and colleagues
experienced in qualitative research.?

RESULTS

Participant Characteristics

The characteristics of the 12 participants are summarized
in TABLE 1. Three couples took part in the study, mean-
ing the parents of 9 individuals with MS participated. All
participants were White British and were either married
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or widowed, with an age range of 65 to 88 years. The mean
Hospital Anxiety and Depression Scale depression subscale
score was 5 (range, 0-12), and the anxiety subscale score
was 7.6 (range, 1-21), both under the clinical cutoff values.
One participant’s depression subscale score indicated clini-
cally significant symptoms of depression, and the scores
of 5 participants indicated clinically significant symptoms
of anxiety, suggesting that anxiety is a greater concern.
However, only limited conclusions can be drawn, and it
cannot be determined whether the scores are directly relat-
ed to parenting an individual with MS. In all cases where
participants’ scores were greater than the clinical cutoff, the
researcher recommended that they discuss the finding with
their doctor. The mean RSS score was 22.4 (range, 3-34). One
couple had the same RSS score as each other, and the oth-
ers varied, suggesting that factors outside of the contextual
situation can alter the amount of stress experienced.

Overview of the Model

The developed theoretical model in FIGURE 1 illustrates that
for the cohort, the parental role revolves around limiting
the impact of MS on their child by providing any needed
practical and emotional support. Providing this, parents
experience competing demands between prioritizing their
child’'s needs and managing the subsequent effects on their
own life; between managing the emotional experience and
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FIGURE 1. Model of Parents’ Experiences

Parenting an Adult Child Who Has MS
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protecting their child from the burden of their experience;
and between an intensified instinct/desire to help and
maintaining their child's independence.

Striving to Limit the Impact of MS on the Child
Participants had an all-encompassing goal to limit the
impact of MS on their child by providing any practical (eg,
physical care, financial duties) and emotional support
necessary and acceptable to their offspring. One mother,
Sandra, said, “I think it was just trying to keep her life as
normal as it could be given the things that were going
wrong with her.”

Realization of Fears

The event of receiving news of a diagnosis or witnessing
symptoms appeared to activate parents’ fears that their
child’s well-being may be at risk. The participants were
forced to integrate this fear into reality, but struggled to
accept this. Shirley said, “When you have a child you think,
‘T hope it’s going to be OK’; you know, they're not going to be
disabled. And I think, ‘Well we had 40 years but now I've got
a disabled child.” And that's really hard.” Heather said, “As
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a parent you want to look after them and you would like to
take it away, but you can't.”

Parents’ Emotional Experience

Participants talked about their distress when witnessing
their child’s decline and considering that, due to aging,
they might not be as capable of providing such intense
support in the future. One father, Robert, said, “And I see
him walking along and staggering and all the rest of it, and
that hurts, it hurts like hell.” Margaret said, “But just when
he needs, he may need more support and help, the likeli-
hood is that we would not be able to give it to him, whether
it's emotional, practical or financial.”

Participants grieved the losses experienced by their child
as well as the loss of their own envisioned future, includ-
ing being a grandparent, relishing retirement, and step-
ping away from some parenting requirements. Further loss
included changes to the parent-child relationship such as
increased tension due to greater frequency of contact or
personality changes resulting from cognitive difficulties.
Robert said, “But I don’t know what more we could do. If
I did, I'd do it. If money would buy...if I had to borrow a
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million pounds to do it I'd spend a million pounds and I
want my son back, but it’s never going to happen.”

Participants spoke about feeling guilty that they may
have caused the MS and that their own lives continue while
their child declines: Stan noted, “...I feel very guilty that
he's got MS because I feel somehow responsible. I don’t
know why that is, but I just feel that...I don't know how he
got it. Nobody knows how you get MS, but it could have
been something we did; it could be something in my genes
I passed on; it could have been something he did when he
was a kid. I don’t know, but I just feel as though I'm respon-
sible for that for some reason....” Shirley said, “...there’s
guilt on my part because I am so well. And I hope to be able
to continue to be well for the next 20 years, but she can't,
and she won’t be when she’s my age.”

Parenting Instinct Intensified

Participants were unanimous in their view that their role
as a parent is lifelong. In the context of MS, these parent-
ing instincts intensified, resulting in intensive monitoring
of well-being and subsequent development of a detailed
understanding of their child’s symptoms and potential
triggers. Parents were driven to increase contact either in
person or using technology to be responsive to their child’s
needs, to alleviate their own worry, and to help them to
continue to empathize with their child’s situation. Shirley
said, “...for my own piece of mind, [I] just...need to know
that she’s okay...emotionally and whether she’s hurting too
much because it does get her down.”

Participants spoke about continually considering how
to help and appeared to exhaust all the available options.
Eleanor said, “It's not easy because all the time you're
thinking what can you do to help? Are you doing the right
thing? Is there anything else one can do?”

Prioritizing the Child

Despite being negatively emotionally impacted, parents
consistently prioritized their child’s needs over their own
to limit the impact of MS. Consequently, they experi-
enced restrictions on their own lives, which they accepted
willingly, although the losses were at times linked with
increased sadness. Participants described feeling guilty
if they did consider their own needs. Arthur said, “...and
then generally feeling, if you do feel sorry for yourself,
there’s this feeling of guilt because you're not the one with
MS so what's the problem, you know?”

Protecting

Parents made a conscious decision to shield their own
emotional experience and problems from their child as they
believed sharing would increase their burden, conflicting
with their desire to limit the impact of MS. Margaret said,
“I've learned it over time. I'm a dribbly heap now, but when
he first told me I could not talk about it. At all. Because I'm
just tearful. And he didn’t want to see me tearful. It certainly
didn't help him. But that did get better over the first year.
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Although I'm tearful now with you, I wouldn't be tearful
with [my son].” Shirley shared, “And if I'd got a problem I
wouldn’t, naturally, talk to [my daughter] about it which I
would have done in the past because she’s got enough to cope
with.” Unfortunately, by withholding their concerns, parents
grieved the close relationship they had with their children
before their diagnosis. They had to find ways of coping alone.

Finding Ways to Face It

The way in which parents coped shifted over time. Most
reported an inability to resolve grief, due to the knowledge
that MS is progressive. Therefore, parents tried suppress-
ing difficult emotions and, being pragmatic, this intensified
their desire to help. Sandra said, “Up and down, you never
knew what was going to happen from one day to the next, so
you have to be on your top guard, or more, but just expect-
ing anything, you know. And face it when it comes.” Eleanor
said, “And I have got to, you know, face it and just do things
to help, and very little, but what I could do.”

Many participants seemed to adjust their expectation
over time. For some, initial hope wavered after witness-
ing successive relapses and decline, forcing them to accept
the reality of MS. To manage the reality, they worked on
focusing on what they did have and appraising the situa-
tion as having the potential to be worse. Although accept-
ing the reality could relieve frustration and guilt, it could
simultaneously increase distress as parents recognized their
child might have more disability in the future: Kathy said,
“Knowing that it's going to get worse is the hardest thing
to cope with. Knowing that it’s not really going to get much
better at all.”

Respecting Independence

A primary challenge was how to monitor and help without
being intrusive or interfering, a conflict between parents’
goals to limit the impact of MS (inclusive of maintaining
independence), to help, and to know how their children
were faring. Participants seemed to be conscious of this
dilemma and aware of the tension that could ensue if the
balance was not maintained. Parents devised strategies such
as pacing contact and finding less obvious, more informal
ways to learn about their welfare. Margaret said, “Enough
distance not to be interfering and ringing daily and saying
‘Are you all right?’ Cause I don't. We [have] casual contact
often enough for me to be able to keep my finger on the
pulse, and that's why I notice when he’s not responding to
something I would expect him to, or I have not had a text
giving me a link to a website about something.” Shirley said,
“[It helps i]f you can have an informal meet-up like we do,
and a reason for it, rather than just going round and saying
‘Oh, what do you need doing?"”

Participants also consciously took the lead from their
child, helping where “allowed” or suggesting that helping
would not add additional burden. Heather said, “...if she
needs groceries or something when I'm down I'll say, ‘T'm
going out. Shall I get this for you? Write a list.” And yeah,
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she’ll sort of, ‘Oh if you're going out could you get me this?
Could you get me that?’ so she hasn't got to go and do it. But
I said I'm going out, so I volunteered.”

DISCUSSION

This study of a cohort in the UK investigated the role of a par-
ent to an adult with MS and how it may change over time.
Parents in this study believed that their role was a lifelong
commitment and merely intensified in response to illness,
contradicting sequential models of parenting where transi-
tion to subsequent stages is determined by age.'® Rather, this
“reawakening of parental nurturing,” also identified in the par-
ents of adults diagnosed as having cancer,* advances a model
of parenting that is responsive to need irrespective of the age
of either party, suggesting that parents could be a substantial
resource for families adapting to adversity related to chronic
illness, as already documented in practice-based evidence.”

Participating parents disclosed distress and grief at the
changes in the quality of their relationship with their child.
This concurs with research reporting self-rated relationship
quality to be a significant predictor of distress in spouses
of individuals with MS.?” In the spousal relationship, the
perceived quality is evidently linked to feeling differentially
impacted by MS and each taking different approaches to
problems.? Findings from this study suggest cognitive and
personality changes in the individual with MS as potential
mediating factors for the parent-adult child relationship,
along with the parent withholding feelings and concealing
problems, reducing the authenticity of their connection.
This reduced connectedness may also result in the parent
and child using different problem-solving strategies.

Evidence suggests that when couples living with MS
adopt a joint approach to facing its consequences, a sense of
togetherness is fostered, strengthening their belief in their
joint and individual ability to cope with difficult periods.?
This indicates that the parents in this study may actually
be undermining their efforts to limit the impact of MS by
increasing the disconnect between their child’'s experience
and their own. Facilitating a shared approach to facing MS
may be an intervention target for improving family adjust-
ment. Further research is needed to explore the extent to
which these factors apply to wider populations and the
scope for intervention.

Participants’ drive to help was further bolstered by sup-
pressing emotions and facing the situation pragmatically
to cope with their own feelings of possibly being intrusive
and impeding their child’s independence. This dilemma is
acknowledged by Rolland,” who proposes that a sudden
increase in dependence on parents can threaten the level of
individuation of both parent and child.

Parents in this study devised strategies to monitor welfare
and provide help without being intrusive, such as pacing
contact and informally inquiring about well-being. These
strategies were honed over time with the aim of completing
them without detection to keep life as normal as possible
and to avoid communication being dictated by MS.
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Having limited options available to cope, parents spoke
candidly as they envisioned no good resolution to the situ-
ation and, consequently, to their own distress. Consistent
with other life cycle research,* some participants made
explicit reference to leaving the expected life cycle pathway.
Opening dialogues about these concerns may help families
plan for increasing limitations in parents’ resources (due to
aging) and relieve parents of some distress.

Participants frequently articulated a conscious decision
to suppress their feelings and face the situation pragmati-
cally, managing emotions and ensuring their dependability.
They believed that this allowed them to protect their child,
but in some cases this seemed to lead to a lack of situational
acceptance. In contrast to suppression,° reappraisal of emo-
tions is an advantageous strategy for emotional regulation,
and helping parents access and discuss their emotions may
reduce psychological distress.

The inclusion in this study of multiple MS subtypes and dis-
ease durations of 2 to 22 years provides tentative evidence for
the study findings to apply to parents across an extended peri-
od of their MS journey, highlighting the importance of consid-
ering parents’ needs at all points of contact with services.

A clear limitation of this study is the narrow nature of
the sample across other dimensions, which, along with the
chosen qualitative method, places significant limitations
on the generalizability of the findings. This study does
provide a theoretical base from which to explore emerging
hypotheses in a previously neglected population. Further
research is needed to develop and shape the emerging
hypotheses and to explore the ways in which they are
influenced by sociodemographic and cultural variables.
Currently, it cannot be determined whether the identified
processes sufficiently represent the views of those who
share comparable demographics or the experiences of
younger, employed, non-White British, and single parents of
individuals with MS.

Note that there may have been a selection bias during
recruitment, with the cohort being motivated to tell their
stories. It is possible that the experiences of less affected
parents have not been captured as they may have been less
motivated to participate. This would lead to an overestima-
tion of the effect on parents.

By only interviewing parents, their narrative is at the
forefront of the study. However, future research would ben-
efit from interviewing the person with MS to gain their view
on being parented, specifically their experience of the bal-
ance between autonomy and support. In addition, including
individuals with MS would provide them with an opportu-
nity to share their views about how a parent could be most
helpful to them, ensuring that parents’ personal resources
are targeted where they can be of most benefit.

The results of this study indicate a value to MS services
routinely asking individuals with MS whether their parents
are involved in supporting them and to offer the choice to
invite parents to appointments. This would provide clini-
cians with an opportunity to ask about parental caring
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responsibilities, well-being, and relational issues, such as
reduced emotional connectedness. This may help clinicians
to support key relationships, facilitating adjustment to
adversity.>* This family approach would be in line with the
National Institute for Health and Care Excellence guidelines
that advise that the frequency of contact with individuals
with MS will be dependent on both their own needs and the
needs of their family.*

Several parents reported feelings of isolation and clini-
cally significant levels of anxiety and stress. Routine screen-
ing and signposting for psychological support for anxiety,
depression, and stress management may improve the well-
being of this group and, subsequently, the well-being of the
family system.

This is a unique study within MS literature and contrib-
utes to a relatively small body of research investigating
parenting an adult child. The findings have helped shape a
hypothesis about how, as a result of an MS diagnosis, par-
ents experience changes to their roles and how they may be
impacted differently compared with other family members.
By involving parents in MS services, clinicians may be able
to improve family adjustment to MS and identify parents
at risk for psychological distress. Future directions for
research include expanding the study of parent-adult child
relationships in MS and other chronic neurologic diseases
and consideration of the impact of sociodemographic and
cultural variables. M
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