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Abstract

Introduction: Spinal cord injury (SCI) individuals face challenges in community reintegration due
to various factors. This study explores the barriers and facilitators affecting their reintegration,
aiming to understand and address their diverse needs and challenges in different cultural contexts.
Methods: The present qualitative study was conducted between December 2021 to June 2022
among 71 SCI individuals as data saturation was achieved. Data was collected via structured
in-depth interview. Participants were identified through purposive sampling method, admitted,
or visited to rehabilitation center, India. Data was analyzed according to Braun and Clarke’s
thematic analysis method using MAXQDA 2020.

Results: Data analysis led to the emergence of four major themes and several sub-themes specific
to the single problem domain. The four major themes of barriers included environmental,
cultural, psychological and health-related barriers. However, four facilitators (Family support,
financial stability, religious practices, friends and leisure activity) came up which may help in
overcoming from the challenges faced by the SCI individuals.

Conclusion: People with SCI face various problems in their care, management and social lives.
It is important to give attention to their needs along with comprehensive health support and
strengthen the patient-provider interaction. This may generate a sense of self efficacy, self-esteem
and promotes the mental well-being of people with spinal cord injuries. Working on the above
mentioned issues can help SCI people in low- and middle-income countries become more
integrated into their communities.

Introduction

The International Classification of Functioning, Disability
and Health (ICF) defines participation as incorporating
the concept of “involvement,” which can mean taking
part, being included or engaged in an area of life, being
accepted, or having access to required resources and being
an lively and contributing member of family as well as in
social groups/society as a whole."! Researchers discussed
about the multifaceted nature of participation after the
onset of spinal cord injury (SCI), its consequences and
factors which influence the sufferers’ participation back
into the community with various methods and approaches.
Unfortunately, the progress of improving the long-
term health and community inclusion are not uniform
across the globe.?® Delays are very common between the
initial injury and reaching to the specialized center for
further treatment especially in resource poor countries.
Secondary complications majorly pressure sores are the
primary reason of morbidity and mortality. Furthermore,
lack of appropriate and feasible medical equipment/s
i.e. improper and uncomfortable wheelchairs, absence
of healthcare facilities, societal attitudes, architectural

characteristics, transportation as well as poor follow-up
rates are the foremost elements for poor reintegration
into the community.>®

Very few research studies that have undertaken
an in-depth examination of the challenges faced by
individuals with SCIs in terms of their integration into
the community and the identification of factors that assist
them in surmounting these barriers. This knowledge gap
becomes particularly noticeable in the unique context
of a developing nation like India, characterized by
substantial disparities in cultural norms, geographical
conditions, available resources, opportunities, and the
healthcare system when compared to the Western world.
Nevertheless, it is of utmost importance to meticulously
document these hindrances and facilitators through a
rigorous qualitative research approach. Such an endeavor
is critical as it represents a pivotal step towards mitigating
the persisting disparities in healthcare system. As a result
of these challenges, individuals with SCIs often experience
poor community participation, which, in turn, affects
their quality of life or vice versa.” Certainly, community
inclusion is an important outcome to evaluate those who
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Community reintegration following spinal cord injury

pursue the rehabilitation after SCI.* Therefore the present
work was based on the objective to explore the barriers
faced by SCI individuals after one of injury. It is also
important to document about the facilitators which help
in overcoming these challenges.

Materials and Methods
The present study was designed using a qualitative
research approach. Qualitative research is exploratory
by which the investigator can understand participants’
opinions, feelings as well as beliefs on the area of study.
The study participants were recruited from the Kusum
Spine and Neuro Rehabilitation Center (KSNR), which
specializes in the comprehensive rehabilitation of SCI
patients, encompassing physical therapy, vocational
training, psychosocial support, and a primary focus on
enhancing the patient-provider relationship. The study
was carried out between December 2021 to June 2022 and
was a part of a bigger project where the sample size was
calculated using nMaster 2.0 software. The sample size was
240 (calculated with 6% margin of error and response rate
of 39% in SCI patients). Out of this total sample size (i.e.
240), only 71 participants provided substantial responses
to open-ended questions regarding the challenges they
face post-injury and were included in the final analysis.
Data saturation was achieved after 71 interviews. Though
all the questions were mandatory for all of the participants
recruited in the study but those who failed to answer open-
ended questions adequately or provided vague responses
were excluded. During data collection, participants were
more willing to respond to closed-ended questions related
to their current status and demographic details, but they
were less comfortable with open-ended questions. This
reluctance may be attributed to various factors, including
the emotional toll of discussing their experiences or
the complexity of articulating their challenges and
coping mechanisms. This observation underscores the
importance of understanding the context and sensitivities
involved in qualitative research with this specific group.
For the present study, we conducted interviews with
82 participants on open-ended questions. However, it is
crucial to acknowledge that not all responses contributed
equally to the present study analysis due to the complex
nature of participants’ experiences. Eleven participants
provided responses that did not directly address the posed
questions; their answers were disjointed and did not
offer specific insights into the challenges and facilitators
related to community reintegration following SCI. These
interviews, in a sense, deviated from the intended path,
and their content could not be meaningfully incorporated
into the final analysis. Upon careful evaluation of these
eleven interviews, both research team members (MM &
RD) collectively decided to include only the responses
from the 71 participants who provided clear and relevant
answers to the interview questions. This decision aimed
to maintain the quality and focus of the research data

analysis, emphasizing the challenges of conducting

research within the SCI community, particularly through

the qualitative research process.

Hence, only 71 SCI individuals were included in
this study using purposive sampling. Inclusion criteria
consisted of: 1) individuals who had sustained SCI
(both traumatic and non-traumatic); 2) those living
in the community with at least one year post-injury; 3)
individuals who had been admitted to or had visited the
KSNR healthcare center for rehabilitation; 4) individuals
aged 18 years or older; 5) participants who were able to
read, speak, and understand Hindi or English and who
were conscious without severe cognitive impairment (as
per medical records and history taking); 6) participants
who responded to all open-ended questions. Excluded
were participants who had declined to provide written
consent, refused to answer open-ended questions, had
co-morbidities like cognitive dysfunction, brain injury,
amputation, or belonged to vulnerable participant groups
unable to participate in the study.

Data collection involved face-to-face in-depth
interviews with an open-ended questionnaire. To get
further insight into the present status of the participants,
few additional information was gathered through a
questionnaire, including participants’ demographic
details, any illnesses occurring in the past year (secondary
complications), treatment received and unmet healthcare
needs.

The interview questions were developed following
a comprehensive review of current literature and
incorporated three open-ended questions:

o What are the factors which influences the challenges
during community participation following SCI?

* Do you think that some persons with SCI doing better
than you? If yes why?

*  What do you think are the best ways to overcome
these challenges faced by you during community
participation?

The first question was designed to know more about
participant’s daily obstacles and to engage them in
discussion around the consequences after SCI. The second
question focused on participants’ viewpoint towards other
SCI individuals. However, the last question was about to
discuss the coping mechanisms to rule out the challenges
which arisen only after SCL.

The duration of the interviews ranged from 35 to 47
minutes. Interviews were held in a peaceful environment
and no external person was allowed. Before initiating
the data collection, all the required information was
shared and explained to the respective participants’
such as Participant Information Sheet (PIS) which
includes study’s purpose, method, duration, withdrawal,
confidentiality information and contact information/s.
The discussion rules were also clarified to all participants.
Only those participants were recruited in the study who
has given the signed Informed Consent Form (ICF).
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All the interviews were recorded and later transcribed
into verbatim to avoid bias. Personal information of the
participants were anonymized to maintain participant
confidentiality, such as instead of ‘Name’, researcher used
‘Initials’. However, all demographic data was entered into
SPSS version 23 and was later analyzed for frequency
distribution and percentages. Whereas qualitative data
were gathered and entered into excel and later codes as
well as themes were generated. The MAXQDA 2020 was
used to organize, code, and manage the data.

All interviews were subjected to a rigorous analysis
using Braun and Clarke’s thematic analysis method, as
illustrated in Figure 1. Thematic analysis is a systematic
approach employed for examining both verbal and written
communication by employing a coding and categorization
methodology. This method is particularly well-suited for
delving into individuals™ experiences and perceptions.”'
In this study, the analysis utilized inductive approach, as
described by Braun and Clarke."! Thematic analysis is a
type of qualitative analysis that allows one to classify and
present themes relevant to the data.!' Thematic analysis
provides concise description and interpretation in terms
of themes and patterns from a data set. Braun and Clarke
recommended the six stages to conduct thematic analysis.
Throughout the six stages, first to familiarize with the
data followed by searching, reviewing, defining, naming,
and writing themes. These steps help to complete the
analysis (refer Figure 1). To ensure the rigor of the present
qualitative study, the criteria introduced by Lincoln &
Guba, including credibility, dependability, confirmability,
and transferability, were employed to establish its
trustworthiness.'>”* However, in the present study,
both authors (MM and RD) independently conducted
data coding after a thorough review/familiarization of
transcripts from all interviews, focusing on segments
relevant to the current research. Any disagreements

Generating
initial codes

Familiarization

Involved
reviewing
themes

Searching for
themes

Defining and
naming themes

Producing the
report

Figure 1. Steps for thematic analysis

were thoroughly discussed, leading to the subsequent
organization of related codes into potential sub-themes
and themes by both authors (MM and RD). Following
this, both authors (MM and RD) collaboratively assessed
the themes to ensure that (I) the codes within each theme
were cohesive, and (II) the codes across different themes
were distinctly identifiable. Ultimately, the authors defined
and named the themes in consensus, and they collectively
generated a narrative structure with accompanying
explanations. All these themes were validated, reviewed,
and agreed by the research team members (MM & RD).
The MAXQDA 2020 was used to organize, code, and
manage the data.

This flowchart visually represents the process of
conducting thematic analysis using Braun and Clarke’s
6-step Guide to Good Thematic Analysis framework.

Results
The response rate was 29.5% (71 of 240). The socio-
demographicand clinical characteristics of the participants
were listed in Table 1. Most of the participants were
from the young age group i.e. 18-30 years. Participants
consisted of 15 (21.1%) females with a mean age of 34.53
years (SD 14.8) and 56 (78.9%) males with a mean age
of 32.75 years (SD 12.3). However, overall mean age of
the study participants were 33.13 years with S.D 12.8.
Majority of the study participants were from Delhi n=19
(26.8%) followed by Haryana, Uttar Pradesh n=18
(25.4%), n=15 (21.1%). There were maximum number of
the participants were found to be graduate n =30 (42.3%).
No participant was reported illiterate. Most of the
participants reported that they ‘Daily’ go out from their
home as their houses are on ground floor. In addition
to this, half of the participants were reported unmarried
n=46 (64.8%). Thoracic region was found to be the most
common level of injury amongst the participants n=41
(57.7%). Whereas, road traffic accidents were commonest
among all causes of injury followed by falls. Almost all
participants reported secondary complications which
includes, spasticity, urinary tract infection, pressure sores,
pain etc. However, it was observed that maximum of the
SCI individuals reported unmet healthcare needs after
injury. Majority of the participants reported that poor
finances and unawareness (neither patient knows about
the injury and its consequences nor their care givers)
were the primary reasons for their unmet healthcare
needs (49.29% & 56.33%) followed by accessibility (i.e.
transportation) (53.52%), no rehabilitation insurance
(33.80%). In addition to this, COVID (40.08%) was also
one of the biggest challenges among the SCI community
(Table 2). In continuation to this, SCI participants prefer
to choose ‘Home remedy’ case of any illnesses occurred
after the injury due to their unmet needs. This might be
the reason of the poor health seeking behaviour amongst
the spinal cord injured community (Table 3).

All the codes and sub-themes were merged into four
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Table 1. Socio-demographic characteristics of participants with SCI (N=71)

Characteristics No. (%)
Age group (y)*

18-30 40 (56.3)
31-40 18 (25.4)
41-50 7 (9.9
51-60 2(2.8)
>61 4(5.6)
Gender

Female 15 (21.1)
Male 56 (78.9)
Locality

Rural 44 (62)
Urban 27 (38)
Marital status

Married 46 (64.8)
Unmarried 24 (33.8)
Divorced/Separated 1(1.4)
Cause of injury

Sports 1(1.4)
Fall 19 (26.8)
Assault 3(4.2)
Transport 40 (56.3)
Non-traumatic 8 (11.3)
Level of injury

Cervical 17 (23.9)
Thoracic 41 (57.7)
Lumbar 7 (9.9)
Thoracolumbar 6 (8.5)
Place of residence

Delhi 19 (26.8)
Outside Delhi 52(73.2)
Education

Primary school certificate 79.9)
Middle school certificate 3 (4.2)
High school certificate 14 (19.7)
Intermediate or Diploma 10 (14.1)
Graduate 30 (42.3)
Profession or honors (postgraduate or above) 7 (9.9)
Occupation

Unemployed 45 (63.4)
Employed 26 (36.6)
Income

Less than 10 001 13 (18.3)
10002-29972 16 (22.5)
29973-49 961 14 (19.7)
49 962-74 755 7(9.9
74756 =99 930 2(2.8)
99 931-199 861 11 (15.5)

Table 1. Continued.

Characteristics No. (%)
Family type

Nuclear 37 (52.1)
Joint 34 (47.9)
Religion

Hindus 62 (87.3)
Muslims 4(5.6)
Christians 1(1.4)
Sikhs 3(4.2)
Jains 1(1.4)

How frequent you go out from your home

Daily 42 (59.2)
Sometimes 15 (21.1)
Rarely 14 (19.7)

Which floor do you live on

Ground floor 55 (77.5)
1st floor 5(7)
2nd floor 7 (9.9
3rd floor and above 4 (5.6)

2 Mean (SD)=33. 13 (12.8).

major themes which were derived from the responses
given by the participants (Figure 2). Exact phrases stated
by some of the participants have been quoted in italics.
The four major themes were further divided into several
sub-themes specific to the single problem domain. The
four major themes of barriers included environmental
barriers, cultural barriers, psychological barriers and
health-related barriers.

Thematic Framework: Barriers to Community
Integration in Spinal Cord Injury Patients
Environmental Barriers

A total of 57 participants (80.3%) reported environmental
challenges while reintegrating into the community after
the injury. Several sub-themes were extracted out from
the participant’s responses which was perfectly merged
into the major theme of Environmental issues. These sub-
themes were poor accessibility, improper roads (uneven,
muddy, narrow), slops and stairs, lack of assistance,
crowded places, inappropriate wheelchairs, inadequate
healthcare and rehabilitation services, no access to the
medicines and healthcare especially in rural areas, limited
financial resources, local transportation, need help at
home or workplace, poor government policies, insurance
issues were reported by the participants during their
interview.

Inaccessible environmental structure such as no ramps,
lifts especially at the public places are the vital factors and
found to be the significant barrier for the SCI community.
Even many participants reported they cannot go out
for a walk alone on the wheelchair even after the five
years of injury due to uneven, muddy roads. Almost all
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Table 2. Distribution of unmet healthcare needs (N=71)

Yes No

Financial 35 (49.29) 36 (50.70)
No insurance 24 (33.80) 47 (66.19)
Distance/transportation 38(53.52) 33 (46.47)
No professional help 27 (38.02) 44 (61.97)
No support from family 17 (23.94) 54 (76.05)
Unawareness about the injury and its 40 (56.33) 31 (43.66)
consequences

Ramifications of the coronavirus 29 (40.08) 42 (59.15)

(COVID-19) outbreak

Table 3. Frequency distribution of illness occurred chosen treatment

No. (%)
Present secondary complications
Gastrointestinal 10 (14.08)
Spasticity 12 (16.90)
Pain 10 (14.08)
Urological 07 (9.85)
Pressure Sores 20 (28.16)
Others 1(1.40)

Did you suffer from any medical complication/s after the injury”
Yes 66 (92.95)
No 5(7.04)

How the illness was treated

No illness reported 4 (7.04)

Home remedy 17 (23.94)
Ayurveda 09 (12.67)
At hospital 13 (18.30)
Faith healer 10 (14.08)
I do not know 3(4.22)

Homeopathy 9(12.67)

“Occurrence of any illnesses in past one year of data collection)

participants described their situations, where they were
restricted from participating in community activities
due to manmade barriers. In addition to that, most of
the patients reported their unmet healthcare needs such
as due to financial constraints, no insurances led them to
poor quality of life as there were no proper rehabilitation
and treatment plans.
Participant ‘11” stated that:
“I got this injury long back, almost 5 years back... and
I have shifted my house from second floor to ground
floor. But still I have to request my family members to
accompany me for a 10min walk because of uneven,
broken roads. I feel so bad and helpless....”
Participant ‘16’ shared his response towards the
challenges after SCI:
“I always love to visit places...I like travelling but
unfortunately after this injury I am completely home
bound... I am dependent on my family, friends...if they
take me along with them...will always expensive at the

ENVIRONMENTAL BARRIERS
e N
( 1. Poor access to the physical environment. |
2. Absence of wheelchair transportation.
3. d healtt and rehabilitation services.
4
5

. Lack of access to the medicines and healthcare.
. Limited financial resources;

PSYCHOLOGICAL BARRIERS

. Depression,
. Anxiety,
. Shock,

. Failure,
. Dependency,
. Lack of hope.

CULTURAL BARRIERS
‘/ \‘

. Negligence,

. Stigma, Negative Attitude,

. Socially suppressing attitude

. Isolation,

. Gendered biasness

. Lack of social acceptance, discrimination,

. Injury to be called as a punishment of a sinful deed, narrow minded

QoL AW —

)

HEALTH RELATED BARRIERS

e N
( . Pressure Sore |
Pain

. Spasticity

CIC

. Carrying Urine Bag

. Urinary Tract Infection

. Improper guidance

\ . Wheelchair without cushioned

\ /

0N U AW —

Figure 2. Themes and sub-themes

places...affordable restaurants and hotels generally not
have ramps... we are not so elite.... And I am unemployed
too... so I prefer to stay back...”

Participant 2’ said:

“I wanted to start the rehabilitation after my discharge
from the hospital... but there is no insurance coverage
of outpatient/opd rehabilitation... I had no money that
time... I have started my proper rehabilitation after
2 years of my injury. People like me are doing better
than me ... I think because of proper rehabilitation and
exercises.”

Cultural Barriers

Most of the participants (n=44, 62%) in this qualitative
review were from urban regions. Cultural barriers
were reported by 49.3% of the participants (n=35).
Negligence, stigma, attitude (negative or commiseration),
language problem, isolation, gendered biasness, lack
of social acceptance, discrimination, injury to be called
as a punishment of a sinful deed, narrow minded were
considered as sub-themes under cultural barriers. These
all were mentioned in the responses of the participants
during their interview.

Socially suppressing attitude is the key factor for cultural
challenges. It includes compassionate attitude, disability
attitude, inhuman attitude & atonement attitude."
Participants of the present study mentioned about their
bad experience with the society members and according
to them that attitude pushes behind them to be a part of
the community again.

Participant 21’ shared:

“I never prefer to go out... because whenever I go out

with my family members for a walk or to buy my regular
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medicines... some or the other person starts staring at
me... I remember a recent incidence with me... I went
out with my father to buy my medicines... at the shop
one lady came and suddenly started staring at me with
gloomy eyes and a sense of compassion... she said, oh
my god... how sad... pity for you... you are quite young...
how old are you... you cannot do anything now... God
please help her...”

Similarly, participant ‘6’ stated:

“I am living in a rural place... my neighbors always talk

about me... they asked my parents that what I did in the
past or in my past births...any sinful deed... and this is
the punishment I got from the God... they said it is my

‘Karma™

“I cannot change this attitude that’s why I prefer not to

be social with anyone.. I always stay in my room. And

after a long time I come (here) out from my home only
for the rehabilitation.”

Most of the participants actually emphasized on the
point that compassionate and sympathized behavior made
them feel low, depressed. Especially in the first few years
of the injury, participants needs hope, determination,
love, concern, holistic approach rather than pity on them.

Psychological Barriers

SCI usually demands considerable changes in the life of an
individual, and their family members. This may demand
difficult psychological adjustment and in addition place
great strain on family roles and relationships. Glass
summarizes the situation thus: “The experience of SCI is
one of the most devastating injuries which might affect
an individual. The resultant disability, after which normal
cognitive function and intellectual ability usually remains,
produces not only an inability to move and feel limbs,
but also the inability to control the function of internal
organs and even, in severe cases, the ability to breathe
independently.”'>

In the present study, we found half of the participants
(n=36, 50.7%) reported psychological barriers during
their participation in the community after this devastating
injury. However, during the interviews there were many
participants who did not disclose their psychological
challenges due to many reasons. The researchers were
unable to report those which were clearly not stated by the
participants. It can be assumed that almost all participants
were suffering from psychological challenges or fighting
with it to overcome from it.

Depression, anxiety, shock, failure, dependency
on others, lack of hope, separation from spouse/
family members, inability to sleep, no social contacts,
dissatisfaction, and loneliness were the sub-themes found
under the umbrella of psychological barriers.

There are many instances shared by the spinal cord
injured participants that no social network, change in
family/friends behaviors put them in depression and
anxiety.

Participant ‘13’ stated:

‘I was doing my Engineering when I met with an
accident... I was in a relationship for last 5 years.... And
just after the injury my life ...emotions... everything has
changed... that girl left me by saying that their parents
will not allow her to meet with me...”

“I never demanded anything... I just need friends to
talk... I am all alone now... this always pushing me to
this tragic event and I am not able to come out of it... I
usually take medicines which help me to sleep.”

Health-Related Barriers

A total of 60 participants (84.5%) reported experiencing
secondary health conditions that affected their community
participation. Key factors limiting mobility and interest
included pressure sores, urinary tract infections, and
pain, followed by spasticity and bowel issues. Specifically,
28.16% of participants reported having pressure sores,
followed by spasticity (16.90%), pain (14.08%), and
gastrointestinal disease (14.08%).

Insufficient awareness and inadequate medical
treatment, such as the lack of knowledge about performing
clean intermittent catheterization (CIC) and managing
issues like bed sores and urinary tract infections, hindered
their social participation and diminished their confidence.
Participants in the present study provided information on
these challenges.

Participant ‘8’ stated:

“I do not prefer to meet people... going back in the
community again is a big challenge for me... carrying
a urine bag with me... stick to my wheelchair... people
ask me what I am carrying it with me... making fun at
times... my life has changed... and it is impossible ... that
society will accept me like this...”

Facilitators
During the interview, question number 3 was based on
to know the factors which influence the SCI individuals
to overcome form this life-altering event. Most of the
participants responded that support from the family is the
significant determinant to overcome from the trauma.

Following are the categories were derived from the
responses of the SCI participants: 1- Family support; 2-
Financial stability; 3- Religious practices; 4-Friends and
leisure activity

The findings stated that 40.8% of the participants said
family support was the most significant factor followed
by financial stability, religious practices and friends and
leisure activity (26.7%, 21.1%, & 11.2%). Most of the study
participants answered this question without mentioning
any such details. They expressed happiness that their
families understand their injury and its consequences
and do not judge them. However, financial concerns were
raised by most of the participants. They felt that addressing
these concerns could significantly improve their lives and
serve as a major facilitator in overcoming the present
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challenges, especially those related to seeking treatment,
rehabilitation, and transportation. However, there was
only one participant who shared their experiences in
detail in this section:

Participant ‘8’ stated:

Participant number 8 shared their experience about
how strange it was for him to carry a urine bag and face
the world. While discussing this challenge in their life,
he mentioned, “T am still apprehensive about facing the
community, but my parents and family members, especially
my younger sister, were so supportive and enthusiastic that
she never made me feel like I am on a wheelchair ... and
that my bodily appearance has completely changed.”

“Her discussion on the matter, her positive attitude,
and her awareness about the subject made me feel
comfortable in my home.... This, in turn, had a positive
impact on me, and I am hopeful that I will gradually
gather the courage to confront this harsh reality ...and
face the world ... my community....””

However, these key facilitators that individuals with
SCI can harness to overcome challenges and improve
their quality of life. These are instrumental in aiding their
rehabilitation journey and enhancing their community
participation.

It is also noteworthy to mention that participants in
the study reported a strong preference for utilizing the
facilities provided by faith healers during their illnesses, as
it offers them emotional and spiritual support. However,
in this study, 14.08% of the SCI participants preferred
visiting ‘faith healers’ instead of proper hospitals during
their illnesses.

Discussion

The present study described the challenges faced by the
SCI individuals during their community participation.
It is very difficult for them to reintegrate into the society
due to numerous barriers. Each age group has their own
set of challenges and some of them are trying very hard
to overcome those by finding different ways and means.
Few of the participants have accepted their present
bodily appearance after the injury whereas many are still
struggling to accept the truth. Thus far, to our knowledge
very limited studies have been published which mentioned
about the challenges and facilitators faced by the SCI
individuals from a low middle income country. Our
work further reinforces the importance of employment,
family, awareness as well as motivational talks which
help the SCI individuals to participate in the community
fully without any inferiority complex. It is imperative to
know that the present study findings yielded enormous
evidence reporting that physical environmental factors
(such as access to public places, public transport, financial
constraints, and unemployment) and secondary health
conditions are the major deterrents for the SCI people to
reintegrate into the community. Dorjbal et al conducted
an explorative qualitative study in Mongolia with an aim

to explore the experiences of SCI individuals. The findings
were focused on the environmental barriers which was
the main reason for the development of secondary health
conditions, restricted activities, and participation in
almost all areas of life.”” Various studies emphasized that
fact that people with sustained SCI often use healthcare
services as compared to people without disabilities due
to their secondary complications such as sepsis, pressure
ulcers, and urinary tract infection,'*** and due to this their
quality of life majorly affected.”®* Likewise, Hossain et
al conducted a mixed retrospective-prospective cohort
design to determine survival after SCI in low- and
middle-income countries like Bangladesh. Findings of the
study supported that cushions on wheelchairs and foam
overlays on beds would help prevent the deaths amongst
SCI individuals due to sepsis and pressure ulcers.”
However, in the present study participant’s complaint
of poor- quality wheelchair which was either donated by
some of the organization or self. Most of the participants’
family income was poor and their socio-economic status
was found to be lower’ or ‘upper lower’ class. They cannot
afford to have a costly comfortable wheelchair.
Furthermore, with the help of present study’s findings,
revealed the interrelationship between the barriers
reported by the participants during the interview. If a
person gets an appropriate healthcare facility, including
appropriate wheelchairs, walkable roads, and affordable/
accessible local transportation for mobility, he or she
is unlikely to bother about other obstacles such as
societal attitude which triggers psychological issues.
Environmental constraints mainly cause discrimination
and a lack of confidence in SCI population, leaving
them completely reliant on their caregivers.””** A cross-
sectional study was conducted by Miiller et al author
concluded that those SCI individuals with better social
support took lower scores in depression and higher
scores in quality of life.”** If the quality of life elevated,
it is a positive sign of improvement in overall personality
of the SCI individual. United Nations stressed on the
significance of accessibility for disabled individuals and
primarily working on to promote how to engage disabled
community in social activities and re-integrated into the
society.”?* But, in low- and middle-income countries,
limited transportation, mobility, and social impediments
are the primary deterrents for SCI people’s community
inclusion. Studies indicated that unemployment rates
are 10 times higher among SCI patients compared with
the general population.”*® Access to the place of work,
employer attitudes, and patients’ beliefs in their abilities
may influence the decision to resume employment
after SCI. Singh et al found that employment status was
associated with a higher QoL among those with SCI living
in India.*® Moreover, government policies, particularly
social policies, significantly impact the participation of
SCI people with physical disabilities.®*? Social support,
education level, financial standing, job security, and
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involvement in social and recreational activities have all
been identified as factors that may affect a person’s ability
to adjust to SCL

The present work also painted the facilitators that
influence the SCI people to overcome from the emotional
and may be from the physical obstacles. These variables
positively worked on individuals’ life and boost them to
reintegrate into the community ‘fully’. A similar work on
facilitators was done by Xue et al in 2016. Through his
cross-sectional questionnaire based study, he conveyed
the importance of the rehabilitative programs which
support patients’ spirituality/religiosity activities and
mental wellbeing.** A similar study based on a focus group
research design examined the coping mechanism after
SCI. The findings suggested that family support as well as
spiritual practices provided solace, consolation, and inner
quiet to participants, especially during difficult times,
helping them participate in community activities, build
confidence.* Family support provides a fundamental
role in both depression and adjustment to new life in SCI
individuals. Persons who enjoy and involve more socially
either in family or friends, they improve faster and
easily accept the cruelty of life. They are less emotionally
distressed and report better life satisfaction and improved
quality of life.*

Conclusion

In conclusion, accessibility to the local transportation,
public toilets, unemployment, limited financial resources,
negative attitude and depression were found to be the
major obstacles for SCI individuals from participating
in the community. Most of the studies underlined the
key factors that are the broader term for these above-
mentioned barriers, such as acceptability, affordability,
and accessibility. Furthermore, coping strategies/
facilitators such as spirituality/religiosity and family/
friends support are essential for SCI people to reintegrate
into the community fully. Barriers becomes the
weaknesses and facilitators are the strengths of the SCI
individuals. People with SCI and their caregivers (family
members) should count be an important part of the
rehabilitation team so that they understand the exercise
planner, shifting procedure from bed to wheelchair,
toileting methods etc. This will help them to understand
the injury and its consequences and due to their support,
the psychological burden amongst the SCI individuals can
be controlled. Healthcare professionals could strengthen
the patient-provider interaction by establishing short-
and long-term treatment goals such as independence,
vocational training, a positive attitude, and counseling-
spousal involvement, considering patients’ clinical and
demographic variables. Working on the abovementioned
issues can help SCI people in low- and middle-income
countries become more integrated into their communities.

What is the current knowledge?

o  After completing the in-patient hospital services
(i.e. rehabilitation), persons with spinal cord
injury (SCI) return to their community with
rudimentary knowledge and skills of integrating
the livelihood situation. Living with a SCI is
challenging, especially in a developing nation i.e.
India, people with SCI confront various types of
barriers and inaccessibility in their society.

.

What is new here?

o This study comprehends the multispectral
experience of barriers & inaccessibility during
community reintegration of people with SCI
They had residual disabilities, and secondary
complications and confronted numerous barriers.

o However, the present study indicated the
importance of providing appropriate interventions
such as vocational rehabilitation support and
strengthening the patient-provider interaction
which will not only help enhance resilience among
SCI people but will also aid in their effective
reintegration and equal participation in society.

o It is critically important to study and evaluate
SCI person’s life perceptions and experiences
in different cultural and social contexts so that
their needs and challenges can be appropriately
determined.
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