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ABSTRACT

Background: Functional neurological disorder (FND) is characterized by neurological symptoms that are inconsistent with
structural or known pathophysiological causes.

Objective: To explore the psychosocial experiences of parents raising a child with a functional neurological disorder,
focusing on emotional distress, social challenges, and financial burdens.

Methods: A phenomenological approach to exploratory qualitative research was employed, using a nonprobability
purposive sampling strategy to collect data. The parents of children (n=12) having FND were recruited from a private
hospital in Lahore, Pakistan. A demographic sheet and semi-structured interview guide were used to collect data. Braun &
Clarke's (2009) 6-step approach to thematic analysis was used to analyze the data in NVivo.

Results: There were six fathers and six mothers of children with FND, varying between 25 and 45 years of age, with a mean
age of 35+2 years, from Lahore. The themes that emerged from the thematic analysis were psychological stressors and
socioeconomic and caregiving burdens. The subthemes were emotional stressors, anxiousness and depression, lack of social
support, financial burdens, difficulties in time management, and social isolation and stigma.

Conclusion: Having special children can affect parental interpersonal connections and psychological well-being. Healthcare
leaders and authorities need to consider the special needs of affected parents.
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pathophysiological causes.! The symptoms often
include motor dysfunction (e.g., weakness, tremors,
abnormal movements), sensory deficits (e.g.,
numbness, blindness, deafness), and episodes that
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INTRODUCTION

Functional Neurological Disorder (FND), previously
known as conversion disorder, is a condition
characterized by neurological symptoms that are
inconsistent with the structural or known

abnormalities.?

FND presents a diagnostic challenge due to its
complex and heterogeneous nature. The diagnosis is
primarily clinical and relies on positive neurological
symptoms rather than being an exclusionary
diagnosis.*

According to the Diagnostic and Statistical Manual of
Mental Disorders (DSM-V), the following criteria are
used for the FND:

a. One or more symptoms of altered voluntary
motor and sensory function.
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b. Clinical findings provide evidence of
incompatibility between the symptoms and
recognized neurological or medical conditions.

c.  The symptom or deficit is not better explained by
another medical or mental disorder.

d. The symptom or deficit causes clinically
significant distress or impairment in social,
occupational, or other important areas of
functioning or warrants medical evaluation.

Children with FND pose unique diagnostic and
therapeutic challenges due to the interplay of
biological, psychological, and social factors. Given the
high rates of psychiatric comorbidities, including
anxiety, depression, and somatization disorders,
management often requires a multidisciplinary
approach, integrating  neurology,  psychiatry,
psychology, and physiotherapy.® However, despite
growing awareness, caregivers of children with FND
frequently encounter significant difficulties, including
stigma, uncertainty regarding the diagnosis, and
challenges in accessing appropriate care.’

While substantial research has explored the clinical
presentation and management of FND, less attention
has been given to the experiences of parents navigating
the complexities of the disorder. Parental experiences
are crucial, as they influence treatment adherence,
coping mechanisms, and the child's overall
prognosis.”?

Existing literature has predominantly focused on the
neurobiological and psychological aspects of FND in
children, with limited attention to the broader
psychosocial impact on their families.”'? Research on
parental stress, coping strategies, and their role in the
child’s illness trajectory remains scarce. While studies
have documented caregiver burden in other pediatric
chronic illnesses, the unique challenges posed by
FND, including its stigma, diagnostic ambiguity, and
healthcare system barriers, remain underexplored,
especially from a Pakistani perspective.!!"!? This study
addresses this critical gap by providing qualitative
insights into parents' lived experiences, highlighting
their struggles, resilience, and unmet needs. The
present study was conducted to explore the
psychosocial experiences of those parents who were
raising a child with FND, focusing on emotional
distress, social challenges, and financial burdens.

METHODS

It was a qualitative study, and a phenomenological
approach was employed with the constructivist

underpinnings. Ethical approval was obtained from the
Ethics Review Board of Azra Naheed Medical
College, Lahore, Pakistan. The researchers were
Pediatricians with experience in managing children
with  FND from Chaudhry Muhammad Akram
Teaching & Research Hospital, Lahore; the University
College of Medicine and Dentistry, Lahore; and Sharif
Medical City Hospital, Lahore; and an experienced
clinical psychologist from Riphah International
University, Lahore, Pakistan.

To minimize bias, bracketing techniques were
employed to prevent the researcher’s personal
experiences from influencing data interpretation.
Before conducting the interviews, the researchers
obtained informed consent from participants by
providing detailed information about the purpose and
nature of the interviews.

A purposive non-probability sampling technique was
used to recruit 12 parents (6 fathers, 6 mothers) of
children diagnosed with FND for at least 6 months,
who were fluent in Urdu or English, actively involved
in caregiving, and willing to participate in an in-depth
interview. Patients were numbered from 1 to 6 to
ensure anonymity.

The following research questions were answered
through the study:

1. What are the psychological experiences of parents
of a child with Functional Neurological Disorder?

2.  What are the social experiences of parents of an
affected child?

Semi-structured interviews guided by an interview
guide were audio-recorded in English and Urdu at the
Pediatrics outpatient clinics of Azra Naheed Medical
College, Lahore, with participants’ permission, and
the same researcher took field notes as well. Each
interview lasted approximately 30-40 minutes; in
addition to the participants and interviewers, no one
else was present. Both the parents of patients 1-6 were
interviewed together for the convenience of
interviewers and participants. Data collection
continued until saturation was reached. The
researchers transcribed the interviews. A summary of

the transcripts was sent to the participants. The coding
and theme identification were done using Braun &
Clarke’s six-step thematic analysis,'* supplemented by
NVivo software for categorization.

Ethical Approval

The study was conducted from March to August 2024,
following approval from the Ethical Review Board of
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Azra Naheed Medical College, Lahore, Pakistan (ref
no: ANMC/IRB/2024/005) dated 02 February 2025.

1. Canyou tell me about the challenges or stressors you
are facing because of the functional neurological
disorder of your child?

2. In what ways have you and your family’s quality of life
altered since you’ve had a child who is affected by this
disease, as compared to before?

3. For you or your child, what sort of feeling do you get
when your child is admitted?

4.  Would you inform me of the challenges you
encountered in your day-to-day activities when
your child was in the ward?

5. What did you experience in society related to your
child with this deficit?

6. How did this condition impact your relations with
family and friends?

7.  Please describe what problems you are facing
while managing your daily life.

8. Please explain your experience of stigma or other
Psychological issues coming from society related to
your child’s condition.

9.  How did your child's condition psychologically
affect you?

10. Do your family and friends support you? If yes,
how?

Figure 1: Interview Guide

RESULTS

The study included twelve parents (6 fathers and 6
mothers) of 6 children diagnosed with FND.
Demographic details are summarized in Table 1.

The main themes identified were psychological
stressors and socioeconomic and caregiving burdens
(Table 2). In the theme “psychological stressors,” the
subthemes identified were emotional stressors, social
isolation, and stigma.

Following the diagnosis of this condition, parents
expressed a range of emotional reactions, including
disbelief, shock, sadness, and worry, as mentioned by
one of the participants, stating that:

"The state of uncertainty permeates every day. I'm
always concerned about when and how bad the next
episode will be." (mother, Pl).

Although the fathers shared a close relationship with
their children, they often felt frustrated. For instance,
a father said:

“It's tiring to ride the emotional rollercoaster. Some
days I am completely devoid of hope, while other days
I am clinging to any tiny hint of progress." (father, P2)

Many parents expressed feelings of hopelessness and
fear, not knowing how to contribute to their child's
welfare or deal with the difficulties in a constructive
way. A mother expressed her feelings as:

“It's similar to being terrified all the time. I'm afraid
about what my child may encounter every day."
(mother, P2).

The close involvement with child-rearing and the
stress of watching their child endure discomfort can
damage the psychological and emotional health of
parents, even sometimes causing depression. One
father testified as follows:

"Most of the time, I have the feeling I'm almost out of
gas. It eventually wears you out to be constantly
anxious and stressed. Sometimes it's difficult to keep
going." (father, P2).

Another important subtheme that emerged was social
isolation and stigma, which represented the effects of
caregiving obligations and the particular difficulties
involved in raising a child with FNSD on parents'
friendships and connections with others:

"Social isolation follows us around all the time. We
frequently feel like we're traveling this path alone as
parents since it's hard to relate to other mothers who
aren't experiencing our experiences." (father, P4)

The parents felt that the diagnosis of FNSD had
become a social stigma for their family as they had
reduced interaction with extended family, friends, and
neighbors. For example, a mother said:

“Socially, we feel completely isolated. No one truly
understands what we go through.” (mother, P6)

Responses from participants demonstrated how
disruptive these feelings are:

"Having treated provokes a cascade of anxiety about
'what ifs." It seems like you're constantly terrified
about whatever the following day could bring.”
(mother, P5)

The second main theme identified was socioeconomic
and caregiving burdens. Financial burden was one of
the subthemes under this theme. The parents explained
that after exhausting their resources, and their medical
bills kept increasing, they had to resort to financial
help, and some of them were in debt as well. As said
by the mother of Patient 5:

"My child's needs forced me to give up my work, which
had a huge impact on our family income. The financial
strain is ongoing." (mother, P5).
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It was reaffirmed by another mother saying:

"The enormous amount of medical costs keeps coming
in. I occasionally worry about how we're going to
make our finances meet." (mother, Pl)

Time management challenge was another subtheme
found due to frequent doctors'/psychologists’ visits.
Appointments for therapy and constant monitoring are
frequently necessary for the disorder, which leaves
barely any time for other obligations or self-care. One
of the parents gave the following statement:

"My child's requirements take up my entire day.
Finding time for my favorite activities is difficult,
including job, housework, and even a little
relaxation.” (father, P3)

Shared anomalies appeared to be an overarching
problem within the broad spectrum of the everyday
problems with which caregivers of children with FND
contend. They all shared how their children's health
interfered significantly with their daily reliability and
stability:

"Our child's illness has severely disrupted our routine.
Even the apparently simple things that people used to
take for granted now require careful planning and
organization." (mother, P2).

The final subtheme under the major theme of
socioeconomic and caregiving was the healthcare
system barriers. The parents had difficulty accessing
specialized treatment and therapy services, as very few
are available in the public sector hospitals of Lahore,
which is the largest city in the Punjab province of
Pakistan. Moreover, the trained pediatricians and child
psychologists are even more scarce, as a father said:

“When we were looking for a suitable doctor for our
child, we had to consult at least three or four hospitals
in Lahore. I thought that what would be happening to
a parent coming from other small cities or towns of
Punjab” (father, P2)

Table 1: Demographic characteristics of caregivers

Variable n (%)
Gender

Fathers 6 (50)

Mothers 6 (50)
Education

Graduation 5(41.7)

Masters 6 (50.0)

PhD 1(8.30)
Residence

Urban (Lahore) 12 (100)

mean + SD

Age (years) 35.00 £ 02.00
Monthly income (PKR) 275,000+£83,500

Table 2: Themes, subthemes, and codes
Main Themes Sub-Themes Codes
-Restlessness
- Persistent sadness
-Heightened
emotional reactivity
Emotional -Physical fatigue
Stressors -Overthinking
-Emotional concerns about
a child
-Ongoing worry about the
child
Psychological -Anxiety about the child’s
Stressors future

-Feeling overwhelmed by
Social caregiving responsibilities
Isolation and  -Irritability and frustration
Stigma -Loss of hope

-Experiences of social

rejection

-Perception of stigma and

disgrace

-Sense of isolation

Financial -Escalating medical
Burden expenses
-Disruptions in parental
employment
Time
Management  -Lack of time for self-care
Challenges -Difficulty balancing care
with work
-Disruption of routines

Socioeconomic
and
Caregiving
Burdens

Healthcare -Limited availability of
System experts
Barriers -Restricted access to
specialized care
-Scarcity of services in
public hospitals

DISCUSSION

This study explored the psychosocial experiences of
parents raising children with FND through qualitative
thematic analysis. Twelve parents of six children with

FND participated, and two major themes emerged:
psychosocial stressors and socioeconomic and
caregiving burdens. The study aimed to provide
comprehensive insights into the challenges parents
face in raising children with this disorder. The results
resonate with the existing literature while offering
context-specific insights from a lower-middle-income
country such as Pakistan.

The first theme identified was the psychological
stressors for the parents. Our study showed that
complex stressors, including persistent worry about
their child’s health, sadness, restlessness, and fatigue,
significantly affect the dynamics of care and parents'
well-being. These findings are mirrored by other
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authors, who emphasized the psychosocial distress and
social isolation after receiving an FND diagnosis.'®!3

Most of the parents described that lack of social
support is one of the critical reasons leading to their
poor emotional and psychological health. Pakistan and
other low-middle-income countries face this problem
due to limited financial resources for children with
chronic illnesses, which is in contrast to the high-
income countries, as argued in one of the studies.!® In
contrast, some studies from high-income countries
often report better coping mechanisms, partly due to
more structured psychosocial support and early
intervention services.!”

Our participants described feelings of hopelessness
and a sense of being emotionally “drained’ by
continuous caregiving demands. Similarly, a study
also noted that unrelenting caregiving stress
contributes to high levels of parental burnout.!® In a
report from a Western study where parents sometimes
identify positive growth or resilience from caregiving,
none of our participants mentioned such experiences.'®
This divergence may be attributed to contextual
differences: in Pakistan, caregiving is compounded by
financial stress, lack of flexible work arrangements,
and limited access to respite care.

Parents shared their experiences about their struggle
with high treatment costs and found it challenging to
manage their children's health in addition to their other
responsibilities. Similarly, researchers highlighted the
financial burdens and time-management challenges of
caregiving, reinforcing participants' financial strain.'4
Yet, some researchers suggest that community and
peer-support programs can alleviate financial strain,
which may include the role of non-governmental
organizations and a social fund created by the
community of parents of children affected by FND.’

Most of the parents having children with this disorder
identified symptoms of depression and anxiety,
because of which they had to seek professional
psychological treatment themselves, further adding to
the financial burden faced by them.

The second subtheme, under the psychosocial
stressors theme, was social isolation and
stigmatization by the extended family, friends, and
even healthcare professionals. This aligns with
findings by other authors, who found that parents often
face skepticism and judgment from both family and
healthcare providers. !’

Conversely, less stigma and greater empathy towards
affected families have also been reported.”’ These
differences from our study may be because
participants had access to structured multidisciplinary
clinics, while in our study, families navigated multiple
hospitals independently.

The second major theme reported was socioeconomic
and caregiving burdens. The financial burden,
disruption of parental routines, disruption of parental
employment, and lack of time for self-care
compounded the caregivers' socioeconomic well-
being. These findings align with previous reports
describing the financial and time-management
challenges faced by parents of children with chronic
neurological conditions.'® This points to a lack of a
well-integrated, multidisciplinary care model in low-
and middle-income countries such as Pakistan.

CONCLUSION

Raising a child with a functional neurological disorder
is an unseen struggle that disrupts family dynamics,
strains resilience, and places heavy emotional, social,
and financial burdens on parents. This study highlights
the psychosocial toll of caregiving. It underscores the
need for innovative, family-centered support systems,
including technology-driven and community-based
interventions, to reduce caregiver burden and improve
well-being.

Limitations and future recommendations

The study is based on a small, purposively sampled
group of 12 parents recruited from two hospitals in
Lahore, which limits the transferability to other
populations, and it captures their experiences only at a
single point in time through self-reported, joint
interviews. As a result, the findings may be affected
by selection and response biases and may not fully
reflect the diversity of caregiver experiences.
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