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Background: Studying the lived experience of patients with cerebral palsy regarding the treatment
process holds significant importance in enhancing their recovery and quality of life. Such studies, by
presenting the real perspectives and experiences of patients, can assist physicians and healthcare
professionals in examining and applying the best treatment methods tailored to the actual needs and
experiences of patients.

Aims: The aim of this study was to explore the lived experience of individuals with cerebral palsy
and healthcare professionals in the city of Parand regarding the treatment process.

Methods: The present study employed a descriptive phenomenological approach. The research
population included all patients with cerebral palsy in Parand city, from which 15 participants were
selected using purposive sampling. Data collection was conducted through semi-structured in-depth
interviews, and the data were analyzed using the Colaizzi method.

Results: The analysis of the interview data led to the identification of three main themes, including
anxieties and concerns, expectations and hope for treatment, and 11 subthemes such as increased
severity of disability, treatment costs and lack of supplementary insurance, spousal abandonment due
to increased disability severity, lack of specialists, confidence in definitive treatment, making
treatment services free, indifference toward treatment due to aging, absence of definitive treatment,
disappointment due to frequent visits without definitive results, inability of specialists to diagnose
and treat promptly, faith in miracles, and advancements in science.

Conclusion: These findings can help physicians and healthcare professionals propose more
appropriate solutions for the treatment and better management of patients with cerebral palsy.
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Introduction

Cerebral palsy (CP) is a group of permanent
movement disorders that appear in early childhood,
resulting from non-progressive disturbances in the
developing fetal or infant brain (Rosenbaum et al.,
2007). It is one of the most common causes of
physical disability in children, with a global
prevalence estimated at 2 to 3 per 1,000 live births
(Oskoui et al., 2013). The condition is characterized
by motor impairments, including spasticity, muscle
weakness, and coordination difficulties, which often
lead to secondary complications such as chronic pain,
musculoskeletal deformities, and challenges in daily
functioning (Novak et al., 2017). Beyond the physical
manifestations, individuals with CP frequently
experience psychological, social, and economic
challenges, including stigma, limited access to
education and employment, and financial burdens
associated with long-term care (Parkes et al., 2008).

The lived experiences of individuals with CP,
particularly their perspectives on the treatment
process, remain underexplored in the literature. While
much of the existing research focuses on clinical
outcomes and medical interventions, there is a
growing recognition of the importance of
understanding the subjective experiences of patients
to improve the quality of care and support services
(Alghaib et al., 2021). Qualitative studies, such as
those employing phenomenological approaches,
provide valuable insights into the personal,
emotional, and social dimensions of living with CP,
offering a more holistic understanding of the
condition (Smith et al., 2018).

This study underscores the importance of integrating
the lived experiences of individuals with CP into
healthcare planning and policy-making. By shedding
light on the emotional, social, and economic
challenges faced by this population, the findings
provide valuable insights for developing more
effective and empathetic  support  systems.
Furthermore, the study highlights the need for future
research to explore the experiences of individuals
with more severe forms of CP and to investigate the
long-term impact of treatment and rehabilitation
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programs. Ultimately, this research contributes to the
global effort to improve the quality of life for
individuals with CP and to promote a more inclusive
and equitable healthcare system.

Method

The present study employed a descriptive
phenomenological approach. The research population
included all patients with cerebral palsy in Parand
city, from which 15 participants were selected using
purposive sampling. Data saturation was achieved
after 15 interviews, but to ensure completeness,
interviews were conducted with 17 participants. The
interviews were carried out from October 2021 to
December 2022. The inclusion criteria for the study
consisted of patients with cerebral palsy across
various age groups (above 18 years) who had the
ability to communicate effectively, either verbally or
non-verbally, and had undergone at least one year of
treatment to ensure they could fully articulate their
experiences. Additionally, participants were required
to provide informed consent and express willingness
to participate in the study. On the other hand,
exclusion criteria included patients who, due to
severe physical or cognitive conditions, were unable
to continue participating in the qualitative interviews.
Furthermore, individuals who were unwilling to
cooperate or continue their participation were
excluded from the study. These criteria were
established to select a homogeneous and reliable
sample capable of sharing their genuine and profound
experiences.

In this study, the primary data collection tool was
semi-structured in-depth interviews. The interviews
were conducted using an interview guide that
included key open-ended questions. Some of the
questions posed during the interviews were: "What
was your experience like at the beginning of the
treatment process?”, "How do you feel about your
interactions with the treatment team?”, "What
challenges have you faced during the treatment
process?”, and "What factors have contributed to
improving your quality of life during treatment?”
These questions allowed participants to freely and
deeply express their experiences, emotions, and
perspectives. The interviews continued until data
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saturation was reached, meaning no new information
emerged from additional interviews.

For data analysis, a descriptive phenomenological
approach was used, and the data were analyzed using
the Colaizzi method. First, the interviews were
carefully recorded and then transcribed verbatim. The
researcher repeatedly read the transcripts to
familiarize themselves with the data and identify key
concepts and themes. At this stage, sentences and
phrases that reflected the participants' experiences
were extracted. These concepts were then organized
into main and sub-themes, and the relationships
between them were examined. Finally, the researcher
interpreted these themes to provide a deeper and more
comprehensive understanding of the participants'
experiences. This analytical process was conducted
cyclically and iteratively to ensure that the
interpretations accurately reflected the participants'
experiences.

To ensure the validity and reliability of the data, the
criteria proposed by Guba and Lincoln (1989) were
applied. Specifically, after analyzing each interview,
the results were shared with the participant to confirm
accuracy and make necessary revisions if required.
Additionally, to minimize the influence of the
researcher's preconceptions, all data were transcribed
by the primary researcher, and the extracted concepts
were linked to specific portions of the data and
verified accordingly.

Results

In this study, a total of 9 men and 6 women
participated, with men comprising 60% and women
40% of the participant population. All participants
were between the ages of 30 and 45, and all were
married. Among the participants, 4 individuals lived
in rural areas, while 12 experienced urban living. The
study focused on the lived experiences of patients
with cerebral palsy regarding their treatment process,
employing a phenomenological approach. The
findings of this research were organized into 3 main
themes and 11 sub-themes. The study involved 15
individuals with cerebral palsy (acquired during
childbirth) aged 30-45 years, at which point data
saturation was achieved, meaning no new codes
emerged, and sampling concluded with the repetition
of existing codes.
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1. Anxieties and Concerns

The theme of anxiety and concern was one of the
main topics identified in this study, divided into four
key sub-themes. These sub-themes include the
worsening of disability severity, treatment costs and
lack of access to supplementary health insurance,
spousal abandonment due to the severity of disability,
and the absence of specialized professionals in this
field. Participants in the study extensively expressed
their anxieties and concerns about issues such as the
progression of their disability, the high costs of
treatment, and the lack of sufficient health insurance
to cover medical expenses. Additionally, some
participants shared their emotional struggles,
including the fear of spousal abandonment due to the
increasing severity of their disability and the lack of
access to appropriate specialists for treatment and
counseling.

1.1 Spousal Abandonment Due to Increased
Disability Severity

All participants in this study were married and
expressed psychological concerns about their spouses
being unable to fully take on family responsibilities
due to the severity of their disability. They feared
being left alone. One participant, coded as 8 (a 42-
year-old man), shared that one of his greatest life
concerns was the possibility of his disability
worsening. He believed that if either he or his spouse
experienced a decline in health, both would suffer
greatly, or his spouse might grow tired of the situation
and leave him. Similarly, participant 14 (a 39-year-
old woman) mentioned that her spouse had jokingly
hinted several times that if her condition worsened,
someone else might have to take care of her.

1.2 Worsening of Disability

Participants expressed significant concern about the
progression of their disability, particularly the fear
that their condition might deteriorate further. Many
reported that their disability was evolving and
becoming more severe. For example, participant 4 (a
37-year-old woman) stated, "One of my biggest
worries is that my disability will worsen, which might
cause me to fall and incur high treatment costs. My
spouse doesn’t seem to care much about it either."
Another participant, coded as 12 (a 37-year-old man),
explained, "I’ve been having issues with my left leg
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for a while now, and these problems are causing me
discomfort. Doctors have said it’s a complication
from an injury to my left leg."”

1.3 Treatment Costs and Lack of Supplementary
Health Insurance

A major concern among participants was the high
cost of treatment and the lack of supplementary health
insurance. A few participants had social security
insurance, but it did not cover all their medical
expenses, requiring them to pay for supplementary
insurance separately. Additionally, some had basic
health insurance, which only reduced costs at public
hospitals. For instance, participant 6 (a 37-year-old
woman) stated, "Given the lack of employment,
people with disabilities need supplementary
insurance in addition to basic health insurance to
avoid financial difficulties." Others, like participant
15 (a 45-year-old man), expressed similar concerns,
saying, "All individuals with disabilities should
receive free treatment at all hospitals. Due to
treatment costs, I’ve had to cut back on buying food
for my family."

1.4 Lack of Specialized Professionals

Participants shared their experiences with medical
professionals and the challenges they faced in
receiving appropriate treatment for their disabilities.
Many reported that doctors had not provided them
with definitive guidance, and some had yet to find a
specialist who could address their specific condition,
often receiving only referrals. For example,
participant 1 (a 44-year-old man) said, "I’ve always
been worried about whether there’s a definitive
treatment for my condition. [ haven’t been able to find
a suitable doctor for my disability. A friend once
referred me to a doctor who suggested surgery, but |
didn’t proceed due to fear of worsening my condition.
I haven’t seen a doctor since and have never been a
risk-taker in my life. I still haven’t found a specialist
who can treat my disability.” Another participant,
coded as 7 (a 45-year-old woman), shared, "I’ve
visited neurologists in various cities across Iran, but
none of them provided a definitive diagnosis or
treatment for my disability."

2. Expectations

The findings revealed that individuals with cerebral
palsy expected the possibility of definitive treatment
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for their condition. Additionally, they anticipated that
treatment services would be provided to them free of
charge. These expectations likely stemmed from their
prior experiences, medical needs, and economic and
financial circumstances.

2.1 Assurance of Definitive Treatment

Participants in this study expected the government to
make greater efforts toward training specialized
physicians and providing definitive treatments for
individuals with cerebral palsy. Some participants,
such as participant 1 (a 44-year-old man), stated that
although they did not regularly visit doctors, they
expected physicians to honestly communicate their
issues and explain treatment decisions without
subjecting them to unnecessary tests. Another
participant, coded as 11 (a 43-year-old man),
expressed hope that a doctor could offer a more
definitive treatment plan based on his various
experiences with physicians. However, he noted that
many doctors lacked complete confidence in treating
his condition.

2.2 Free Treatment Services

All participants in this study expressed concerns
about treatment costs. As individuals with cerebral
palsy, they highlighted their inability to secure high-
paying jobs due to their disabilities. Additionally,
homemakers mentioned that their spouses did not
take responsibility for their medical expenses. For
example, participant 10 (a 39-year-old woman), a
married woman with an unsupportive spouse and
three children, struggled to afford her treatment costs.
She expected the government to provide free
treatment services so she could continue her care
without financial stress. Similarly, participant 13 (a
33-year-old man) stated that if treatment costs were
covered, it would alleviate a significant financial
burden for individuals with disabilities, and he hoped
the government would implement such measures.

3. Hope for Treatment

When asked whether they had hope for definitive
treatment, participants' responses were divided into
two categories: No, characterized by indifference
toward treatment due to aging, the absence of
definitive treatment, repeated visits without receiving
clear answers, delayed diagnosis, and the lack of
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skilled specialists; and Yes, represented by faith in
miracles and advancements in science.

3.1 Indifference Toward Treatment Due to Aging
Several participants had lost hope in treatment and
expressed indifference about whether they would be
treated. For example, participant 1 (a 44-year-old
man) stated, "Now that half of my life is over, I'm
indifferent to treatment. It doesn’t matter to me
anymore." Another participant, coded as 15 (a 45-
year-old man), shared, "Treatment doesn’t matter to
me anymore because I’ve already missed out on many
opportunities and life choices."

3.2 Absence of Definitive Treatment among
Individuals

Many participants expressed that they had never
witnessed a case of complete recovery and had not
seen anyone fully cured. For instance, participant 2 (a
40-year-old man) mentioned, "I’ve never seen anyone
in my country completely recover. I don’t even have
enough resources to cover treatment costs here, let
alone travel to other countries and benefit from their
medical services."

3.3 Losing Hope Due to Repeated Visits without
Clear Answers

Most participants reported having visited numerous
doctors without receiving definitive answers, leading
to a loss of hope in their treatment. For example,
participant 7 (a 45-year-old woman) said, "No, after
visiting many doctors and not getting a clear answer,
I’ve lost hope in my treatment.” Similarly, participant
3 (a 45-year-old man) stated, "No, I don’t have hope
for treatment because many specialists don’t have a
positive outlook on my case."

Vol. 24, No. 151, 2025

3.4 Inability of Specialists to Diagnose and Treat
Promptly

Some participants highlighted delays in diagnosis as
a significant issue. For example, participant 9 (a 31-
year-old woman) shared, "I don’t have hope now, but
if we had access to a doctor during childhood and my
disability had been diagnosed earlier, perhaps my
condition wouldn’t have worsened to this extent."
3.5 Faith in Miracles and Advancements in
Science

Many participants expressed hope based on their
belief in miracles and scientific progress. For
instance, participant 14 (a 39-year-old woman) stated,
"I’ve always hoped to recover because | strongly
believe in miracles." Additionally, participant 10 (a
39-year-old woman) added, "I wusually follow
scientific studies and believe that many diseases are
treatable. 1 have no doubt about the progress of
science and am confident that a cure will be found."
This question explored the experiences of individuals
with cerebral palsy regarding treatment and the
specialists they encountered. The themes identified
included their anxieties, concerns, and expectations.
These findings highlight the need for further research
and societal efforts to advance science, discover
definitive treatments, and provide free treatment
services. Such measures could alleviate the anxieties
and concerns of individuals with cerebral palsy, many
of whom struggle to afford treatment and living
expenses due to limited employment opportunities
and income levels. Enhancing hope for treatment
could significantly improve their quality of life.

Table 1. Scope, themes and subthemes identified from the interviews

Themes

Subthemes

Anxieties and Concerns

Increasing severity of disability
Medical expenses and lack of supplementary health insurance

Spousal abandonment due to increasing severity of disability

Expectations

Lack of specialist

Ensuring definitive treatment
Making medical services free

Indifference to treatment due to increasing age
Lack of definitive treatment among individuals

Hope for Treatment

Frustration due to repeated visits and not receiving definitive answers

Inability of specialists to diagnose and treat in a timely manner
Belief in miracles and scientific progress
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Conclusion

This study aimed to explore the lived experiences of
individuals with cerebral palsy (CP) in the city of
New Parand. The findings revealed that individuals
with CP experience their condition through themes
such as concerns, anxieties, expectations, and beliefs.
The overall conclusion of the study indicated that
these components need to be further examined in
society to advance scientific solutions for definitive
treatments and to provide free treatment services.
Such measures could alleviate the concerns of these
individuals, as many are unable to afford treatment
and living expenses due to a lack of suitable
employment and adequate income levels.
Participants  expressed concerns about the
progression of their disabilities, with many
emphasizing that their conditions were worsening.
This progression was a significant source of anxiety
for them. Some participants feared that their
disabilities might advance to the point of becoming
bedridden, while others highlighted the impact of
their disabilities on other parts of their bodies. They
were particularly worried about becoming a burden
on their families. These findings align with previous
research, such as studies by Montazer Ghaem (2014)
and Amin Mazaheri et al. (2011), who reported
similar results in their work.

Despite efforts to provide a deep understanding of the
lived experiences of individuals with cerebral palsy,
this study had several limitations. One limitation was
the restricted sampling to patients who could
communicate effectively, either verbally or non-
verbally, which may exclude the experiences of
individuals  with  more severe conditions.
Additionally, the qualitative nature of the study and
its focus on subjective experiences limit the
generalizability of the findings. Furthermore, the
potential for bias in data interpretation due to the
active role of the researcher in the analysis process
was another limitation. However, these limitations
were partially mitigated through efforts to enhance
the study's credibility, such as peer review and
participant feedback.
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Based on the findings of this study, it is recommended
that future research explore the experiences of
individuals with more severe cerebral palsy who are
unable to communicate effectively, to provide a more
comprehensive understanding of this population.
Longitudinal studies examining changes in patients’
experiences over time and across different stages of
treatment could also offer valuable insights. From a
practical perspective, it is suggested that treatment
and rehabilitation teams use the findings of this study
to design more personalized treatment programs that
fully consider the needs and expectations of patients.
Additionally, educational programs aimed at raising
public awareness and reducing the social stigma
associated with cerebral palsy could improve the
quality of life for these individuals. Finally, the
development of more comprehensive support
systems, including psychological and social services
for patients and their families, could reduce the
burden of treatment and improve therapeutic
outcomes.
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