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Abstract

This study explores polio survivors’ experiences of coping with disability
grief, focusing on the role of social support. In this phenomenological
study, 20 participants were selected through purposive sampling from the
ten divisions of Punjab Province of Pakistan. The process of data
collection consisted of in-depth interviews. The obtained data were
analyzed by utilizing thematic analysis technique. The results of the data
yielded four major themes: 1) Coping mechanism and resilience 2)
Struggle with body image 3) Personal growth and emotional fulfillment
and 4) Social support in shaping social relationships. The findings
indicate the multifaceted nature of social support among polio survivors.
These findings contribute to understanding the importance of social
support in empowering polio survivors with physical disabilities.
Keywords: polio survivors, disability, social support, coping with grief

Introduction

Disability encompasses a profound and complex process that brings
unforeseen situations for individuals, such as acquisition of disability
results changes in individuals’ self-perception and societal expectations
(Lutz & Bowers, 2005). Learning to adapt to unfamiliar changes that are
brought by disability is the one of the most stressful events that an
individual can undergo in a lifetime. This process may have the potential to
disrupt the expected stages of development (Falvo & Holland, 2017).
People with disabilities often face discrimination, the same as experienced
by racial and minority groups. As a result, they often suffer social
marginalization and similar disadvantages (Omansky Gordon &
Rosenblum, 2001). It is sadly true that people whose bodies are different
from society’s established norms, even when these differences do not
produce physical or practical difficulty, are still regarded as social
disabilities (Wendell, 1996).

The concept of physical disability has evolved over a long period of
time and is a physical or mental challenge that lasts for six or more months
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and impedes a person’s physical functioning (Statistics South Africa,
2014). Any deformity limits body functioning (Ross & Deverlle, 2010) and
they need coping strategies to manage their disability. Meanwhile, the role
of coping is to organize the response of stressful situations to overcome the
loss. The purpose of this organized response is to produce satisfactory
results for a long period (Folkman & Moskowitz, 2004).

Polio is a viral disease, which affects the motor nerve cells in the
spinal cord. According to Global Polio Eradication Initiative, polio remains
endemic in two countries Afghanistan and Pakistan (GPEI-Endemic
Countries). Illiteracy, conflicts and internal threats in these regions have
hampered vaccination efforts and have been directly linked to increased
transmission of poliovirus (Steel Fisher et al., 2015). Pakistan faces all
these challenges as well as a difficult geography that contributes to poor
healthcare services (O’Reilly et al., 2012).

Furthermore, parents’ hesitancy to the immunization is a significant
reason to transmit polio in Pakistan. They have misconceptions about
immunization such as vaccination can harm the child or that they contain
products made from monkeys or pigs that are forbidden in Islam (Khan &
Sahibzada, 2016).

The eradication of polio in Pakistan is a difficult process;
sociocultural factors have made it complicated. It is not that lack of
medical resources caused polio in Pakistan. Rather the proliferation of
conspiracy theories negatively targeted the working organizations and
vaccinators working to eradicate poliovirus (Andrade & Hussain, 2018).
This theory claims that the polio eradication programs within Pakistan
deliberate plan by America and Israel to sterilize the Muslim population.
This theory is traced back to the 1988 World Health Organization
campaign, “Kick” Polio out of Africa” (Letore, 1998).

Polio survivors complained of greater deterioration of their
physical and psychological condition that also had negatively affected
their ability to participate in social activities (Grimby & Jonsson, 1994).
Polio, mostly contracted in early childhood, has a definite impact on polio
survivors. Polio survivors often have early childhood memories of their
differences with other children: necessity to wear orthotic devices or
braces, inability to play sports like other kids. If the symptoms were
acute, they had to stay at hospital.

These experiences were traumatizing as they had stayed away from their
homes for hospitalization. The agony is that growing with the fear of
abandonment, anxiety and sometimes-physical abuse were awful daily
companions for these children (Yelnik & Laffont, 2010). In such circumstances,
social support helps to cope with situational stress, anxiety attacks, and traumas,
and reduce morbidity (Ozbay et al., 2007). Social support can be defined as a
support accessible to an individual through social connections with other
individuals, groups and the community (Jukic et al., 2022).
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Recently, public health has focused on the importance of social
capital in seeking better healthcare — that is, people with restricted
networks have poorer health indicators while higher social support has a
positive effect on mental health (Ferlander, 2007).

Research Questions

1) How do polio survivors perceive social support in response to their
phenomenological experience of grief?

2) How does social support contribute to providing meaning to life among
polio survivors?

3) What role does social support play in the lived experiences of disability
and grief?

Literature Review

The grief of disability, particularly when experienced in isolation,
can have profound emotional and psychological consequences. Social
support from significant others serves as a protective buffer against stress,
fulfills individuals’ need for connection and helps reinforce their sense of
identity (Kim et al., 210). A study was conducted by Li et al. (2021) during
the Covid 19 pandemic, and found that social support from family
members, friends, partners and colleagues positively affected mental health
by reducing stress and depression.

Literature highlights that social support is an important factor in
reducing stress and providing meaning to life. For example, in a study of
post traumatic growth (PTG) after burns, survival rates were higher among
Iranian individuals who received social support. The results of this study
showed that PTG would be higher for burn survivors who perceived more
social support (Ajoudani et al., 2019).

On the contrary, low social support is associated with a high level
of distress. In contrast to low social support, high levels of social support
and good mental and physical health are positively associated. The higher
level of social support has been shown to be an important factor in
reducing the effect of physical impairment (Ozbay et al., 2007).

Social support can increase an individual’s resilience to stress,
acting as a protective shield against the harmful effects of unfavorable
circumstances (Ozbay, 2007). A strong support system is important for an
individual’s well-being because it directly influences their psychological
well-being and mental health (Tindle et al., 2022). Research has shown that
people who received social support tend to be healthier and happier. Strong
social support helps reduce depression and anxiety among cancer patients
by accelerating the coping process (Zamanian et al., 2021).
Methodology

This study used a qualitative research design, specifically based on
phenomenology. This approach is appropriate for this study as it allows for
an exploration of the individual experiences of polio survivors and how
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they make sense of these experiences with social support. The present
study was conducted in ten divisions of Punjab province of Pakistan. The
population of the study consisted of polio survivors who had experienced
social support in their survival journey after getting infected with polio
virus. 20 participants were recruited from the ten divisions using pre-
defined inclusion and exclusion criteria with purposive sampling.
Inclusion Criteria

e Individuals who have experienced polio

e Participants aged 18 years and above
e Both men and women who have survived polio will be part of this study
e Polio survivors who received social support as a coping strategy

Exclusion Criteria
e Participants who live in other provinces of Pakistan

e Individuals who have not received social support as coping strategy
e Participants who cannot communicate effectively
e People who have other disabilities rather than polio

Data Collection Methods

In-depth interviews were conducted to collect data from the
participants using a semi-structured interview guide. During the interviews,
some inductive codes emerged which helped to make the research more
fruitful. The interviews were conducted in Urdu and were then transcribed
in English. Thematic analysis was carried out to analyze the data.
Reflexivity was maintained throughout the research to ensure minimal
research biases. This study adheres to the ethical guidelines and standards
of research. For this purpose, informed consent was obtained from all
participants. Participants were not asked to share their personal information
that could identify them or put them in any harmful situation.

Results

Four major themes emerged during data analysis: 1) Coping
mechanism and resilience 2) Struggle with body image 3) Personal growth
and emotional fulfillment and 4) Social support in shaping social
relationships.

Coping mechanism and resilience

Many of the participants discussed that social support helped them
to cope with grief of disability and accepting the disability. It was observed
that social support increased resilience against grief.

As one of the participants narrated:

“Just as it is very important to have social support for normal
people, in the same way social support is important for us - disabled
people. Positive attitude and words from other made me want to move
forward in my life.”
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Another participant mentioned:

“As I had been living with polio since my childhood, my
grandmother’s stories of hope never made me realize that I would not be able
to walk. However, | am always grateful that her positive behavior instilled a
sense of gratefulness in me. Therefore, | always remained motivated and
maintain positive outlook to face the challenges of my disability.”

This shows how social support foster resilience and serves as a coping
mechanism. Some participants narrated that they accept their disability that
their body has limited functions. It was interesting to find that most of the
participants were not living in denial because of social support.

A participant stated:

“Social support plays an important role in my life. Due to my
disability, it is not possible to survive without it. If I don’t have the social
support of my family and friends, I can neither see the outside world nor
see life behind the walls of my home.”

This reflects that polio survivors are aware of their disability and
the restrictions that come with it.

Struggle with body image

During interviews, it was reflected that many participants struggle with
low self-esteem and body image due to societal perceptions due to disability.
Many participants discussed how social support helped them cope with and
deal with negative perceptions of body. One respondent stated:

“My grandmother used to tell me that disability cannot limit my
inner beauty. What matters most is how | see myself and how | feel about
myself. We all have disabilities, some visible and some hidden.”

The data showed that social support helped many participants on
their journey to body positivity. Social support serves as an invaluable
asset to polio survivors.

Such as a participant stated:

“People around me especially my friends and family have been
supportive. They help me to understand that | should focus on my abilities
rather than limitations.”

Some respondents said that social support and positive
reinforcement from friends and family made them more confident. It was
said that confidence helped them internalize their self-worth and ability to
overcome their limitations. As one respondent stated:

“When 1 joined my college, my friends never made me realize
that | am a disabled person. They always made efforts to include me in
their activities. | love painting. They always focused on my painting
skills rather than wheelchair. The positive responses from them
encourage me to embrace myself.”

Similarly, another respondent stated:
“My wife always reassures me that my body is perfect just the way

Pakistan Research Journal of Social Sciences (Vol.3, Issue 4, December 2024)



Disability and Grief: Lived Experiences of Social... 71

it is. She always validates my efforts and small milestones. Her support and
pride make me feel strong and positive about my body.”

These responses demonstrate the profound impact of social support
on the body image of polio survivors. This indicates that positive social
support and an inclusive environment helped respondents develop a
positive body image.

Personal growth and emotional fulfillment

An overwhelming majority of respondents highlighted the
importance of social support. They discussed their career and personal
achievements made possible by supportive friends and family.

One participant stated:

“My family helped me pursue my dreams with my mobility
issues. They never stopped me dreaming. They always helped dream
and make them come true. Their support helped me advance my career
and | am an activist today. | contribute to facilitate many polio
survivors and disabled people.”

Social support helped many respondents to be inclusive and
contributed to finding life purpose. It was discussed that instead of isolating
themselves they participated in social activities with the help of social support.
One of the participants stated:

“The support of my teachers and family helped me discover myself.
When | was in university, my teachers helped me to participate in
extracurricular activities. They have always been encouraging.

That is why | am working in government organization and handling
matters with confidence.”

Another participant stated:

“I was worried about my disability, but my support system helped
me to cope. My family and friends are educated people. They are aware of
the susceptibility of polio and its effects. They always create an inclusive
environment for me. They helped me become a teacher and made me
realize that my disability does not define me.”

Social support encouraged participants to pursue their dreams and
goals. It helped them find purpose in life and empowered them to
overcome challenges of their physical disability.

Social support in shaping social relationships

During the interviews, participants discussed how social support
helped them in the formation of social relationships. Polio survivors explained
that their disability helps them to connect with people. One participant said:

“Joining online polio survivors’ community helped me to
understand how our experiences are different. | feel less isolated and more
confident while sharing my experience and struggle.”

One of the most important findings highlighted by polio survivors
was that social support helps them to boost their confidence which helps
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them to build social relationships. This formation of social relationship
allowed them to connect with others. One participant stated:

“The role of social support was mixed. I have social support from
my family and friends. My siblings help me with mobility and daily
activities. However, school is tough because of bullying. I also have some
friends who make my school life better with understanding and support.”

Along with this, some participants mentioned that sometimes they
felt isolated in gatherings when could not participate in activities. At that
time social interaction became difficult because they were not accessible.
One participant stated:

“Because of polio, I faced obstacles in social interaction but mostly
| felt isolated whenever | went to a function like a party or a wedding.
Because of my disability, 1 cannot move much the way a normal person
does. My family helped me in socialization, particularly my mother’s
encouragement was crucial. However, the support | expect from my
community is not encouraging.”

Another participant stated:

“My lived experience of polio has been a roller coaster of emotions.
At times, | have seen social support as a blessing to cope with grief but
sometimes | have felt like a curse to my family. The role of my mother has
been supportive, and then followed by my father and siblings. However,
over time | realized it was important to maintain my inner chaos is. Now |
have many friends from my online community as well as from my
neighborhood.”

The role of social support in shaping social relationships is mixed.
However, social support is crucial to foster social connections and aids in
coping with their challenges of disability.

Discussion

According to the present study, it was revealed that social support
played an important role in the grief management of polio survivors. Social
support was defined as a strategy to cope with the grief of disability with
emotional, physical and instrumental support. It helped polio survivors to
accept their disability instead of denying it. Social support made polio
survivors do things with ease and were not felt excluded most of the time.
However, their mobility problem sometimes made them feel isolated from
others, but the help and support of family and friends mitigated the
negative effects.

The role of online social support is also noteworthy, validation
from others who understand challenges living with polio. In the
findings, some participants discussed online community helped reduce
their sense of isolation as they shared their lived experiences of polio
and validate each other. Furthermore, online support is accessible and
available anytime from online forums and communities that make it
easy for polio survivors to communicate.
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The findings of this study showed that social support helps polio
survivors in building social relationships. Polio survivors who felt low self-
esteem because of their disability reported that positive attitudes and
support from others helped them rebuild social relationships. The role of
parents, grandmother, friends and teachers has been important in helping to
make social relationships. However, some polio survivors were bullied by
their peers or school.

Despite disability, social support helped polio survivors to find their
purpose in life. According to Frankl (1984) finding meaning in life is a
fundamental need of humans. Social support and relationships play an
important role in finding the meaning of life, especially in difficult times.
Conclusion

This study observed that social support plays an important role in
empowering polio survivors as well as reducing the grieving process. It
helps them to get motivated to move forward in life. Based on the findings
of this study, it is concluded that the social support and positive
environment of polio survivors makes them productive and helps them
cope with the grief of disability. This study also concluded that social
support from not only family but also peers, friends, relatives and
neighbors help build social relationships and find meaning in life.
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