Access this article online

Quick Response Code:

Website:
WWW.joas.in

DOI:
10.4103/joas.joas_2_17

Department of
Orthopaedic Surgery,
Paraplegia and
Rehabilitation, Pt. B.D.
Sharma, PGIMS, Rohtak,
Haryana, India

Address for
correspondence:

Dr. Roop Singh,

52/9-J, Medical Enclave,
PGIMS, Rohtak - 124 001,
Haryana, India.

E-mail: drroopsingh@
rediffmail.com

Review Article

Community reintegration postspinal
cord injury: Indian scenario

Roop Singh, Sidharth Yadav, Vijay Meena

Abstract:

Patients who suffer from spinal cord injury because of their permanent mobility and/or cognitive
impairment will usually face difficulties in reentering into the community. The aim of this paper is
to review the relevant architectural and attitudinal barrier, transportation difficulties in the current
Indian scenario. MEDLINE®, Embase™, the Science Citation Index, and Google™ Scholar were used
to look for relevant articles published in English literature. Rehabilitation should promote the full
inclusion and participation of people with disabilities in the physical and psychosocial environment.
The past two decades have seen a renewed interest in India to improve services for spinal injured.
Although there are number of barriers to successful community reintegration in India; a holistic and
empathetic approach to prioritize this issue is the need of the hour. Recent initiatives taken by the
government, namely, “Sugamya Bharat Abhiyan - Accessible India” and Person with Disability Act

1995 are welcome steps in this direction.
Keywords:

Community reintegration, rehabilitation, rehabilitation barriers, spinal cord injury

Introduction

pinal cord injury (SCI) is devastating

and takes a toll on patient life at various
levels such as physical, social, mental,
and even adds a financial burden to the
family. During the Second World War, SCI
was associated with increased morbidity.
Donald Munro is regarded as the father of
treatment of paraplegia. He emphasized on
bladder and skin care. The best treatment
of bed sore which is prevention, and the
concept of rehabilitation of SCI are due to
his pioneer work.!"

Due to the recent advances in the
management, the scenario has changed
which has decreased the morbidity of
the patient’s associated with the various
degree of functional limitation. Ludwig
Guttmann is considered as the father of
modern treatment of SCI. The concept of
early transfer of the patient to a spinal
injury unit was due to his pioneer work.!"
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Even today, the condition of spinal injury
patients in many developing countries is
comparable to 1940’s situation in Europe
and North America,! which is due to
lack/unavailability of qualitative assistive
devices, medical and rehabilitation services.

The concept of rehabilitation took time
to grow among the medical fraternity.
Advances in the management of SCI patient
are mainly due to the holistic approach
toward the patient which has led to the
increase in the life expectancy of the patient
with these injuries. However, increase in the
life expectancy has also raised another issue
such as interaction with the society as these
patients are also prone to “four D syndrome”
which are a dependency, depression, drug
addiction, and divorce (if married). Later
on two more “Ds” were e added to this
list — debilitation and demanding.”!

The goal of rehabilitation is to promote the
assumption or resumption of culturally
and developmentally appropriate social
roles after injury or illness. Community
integration is a complex issue, with obvious
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and not-so-obvious barriers and opportunities that affect
its success. Advocacy for accessibility, both physical and
societal, has had a major impact on the ability of people
with SCI to resume many of their preinjury roles.!*! The
aim of this paper is to review the relevant architectural
and attitudinal barrier, transportation difficulties in the
current Indian scenario.

Epidemiology and Demographics

Most of the patients with SCI are treated at the centers
lacking the spinal trauma units. The exact incidence of
the SCI cannot be estimated as it requires the regular
collection of data which should include both the
prevalence and the incidence, which is due to the lack
of availability of National data registry in developing
nations. There is an increase in the incidence of the
SCI due to the rapid industrialization, which is an
unfortunate phenomenon of modernization. Worldwide
the incidence is expected to be 250,000-500,000 cases
every year. Patients with SCI are at increased risk of
death within the 1% year of injury even in the developed
nations where advanced care has improved the
survival.l!

In spite of recent advances in the treatment of SCI there is
arapid increase in the prevalence of SCI at an annual rate
of 3%, but due to the lack of research on epidemiology
of traumatic spine injury and national registry, it is hard
to describe the characteristics of the SCL.! Males are
more at risk with a bimodal presentation 20-29 years
and 70+ age. Male to female ratio may vary from 1.73 in
China, 7.55 in Pakistan,” to 3.6 in India.l®! In most of the
studies, male are found to be more prone as compared
to female which is due to the fact that males are usually
engaged more in outdoor activities hence are more prone
to road traffic accidents, fall from tree, etc., whereas fall
into well is commonly seen in females. However, change
in the trend has been observed.” Furthermore, reducing
the prehospital time helps in reducing both morbidity
and mortality of a SCI patient.['%)

Scenario in India

In India, the situation is quite different from that of
developed nations. Majority of the Indian population
is in rural area which lacks the basic necessity and
safety precautions such as lack of fencing to the wells,
roof, and staircase and have poorly built/substandard
homes (mud homes), therefore, people are at a greater
risk of having spinal injury either due to fall from height
or fall of a heavy object.'"! Other cause is road traffic
accidents which are increasing due to lack of strict
implementation in smaller cities and villages and also the
lack of awareness regarding the traffic rules. According
to the WHO, the incidence of this disease is on the rise in

developing countries like India and road traffic accidents
will become the third most disabling condition by 2020.

Trauma care services in India are in its initial stage or
evolving, and there is inconsistency in their distribution.
There is a lack of coordination between the trauma care
facilities and ambulance services. Only 4% of prehospital
networks have a proper coordinated service. Efforts have
been made to develop the trauma care system, but these
are mainly seen in the private sector.'®! According to
national health policy, 2015 majority of the health-care
facility are provided by the private sector (80% of the
outpatient and 60% of the inpatient) which is mainly
due to the lack of funding in the government sector.!!

Training in trauma life support has been available for
quite some time which has improved the quality of care
and also helped in decreasing the chances of further
injury during the shifting of the patient from the site
to the health facility. Recently in National Health Draft
2015 Government of India has planned to improve the
emergency care system by a network of life support
ambulances linked to trauma management centers 1/30
lakh population in urban and 1/10 lakh population in
rural areas and also to improve rehabilitative care at the
community and health institutions.[!

In developing and poor nations, delayed presentation
is a common scenario. The lack of awareness regarding
the severity of the situation and awareness regarding
the existence of spinal care units leads to the delayed
presentation of the patient. A study conducted by Pandey
et al."l found an average of 45 days delay between
the injury and the presentation. Similarly, a delay of
3-42 days has been noted in Sierra Leone.”!

Delayed presentation can be either due to:
1. Delay in seeking medical care
2. Delay in referral to spine care unit.

In India till 1966, there were no dedicated facilities for
spinal injury patients. The first program for SCI patient
was started at CMC Vellore hospital by Dr. Mary
Varghese. Later on, various dedicated institutes for SCI
have opened.

Barrier to Community Reintegration

In India and some other developing nations, disability
is often considered to be the result of witchcraft/wrath
of god /punishment from ancestors which cause a major
restriction in the active participation in the society. This
kind of beliefs affects all the aspect of life, i.e., marriage,
employment, education, and access to the treatment.
Apart from this, various cultural and traditional beliefs
also act as a barrier."! Environmental factors have a
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remarkable effect on the quality of life after SCI, but
there are certain barriers which hinder such patients to
lead a comfortable life thereby decreasing the chances
of successful integration in the society. These factors are
housing condition, transportation, public infrastructure,
and attitude.l"”!

Housing

Fight of a patient begins right from his home. The first
barrier encountered by the patient is housing condition.
In rural areas, people still prefer going to fields for their
bowl needs, usually, there is a lack of in-house toilet
facilities, even if the facility is available it is inappropriate
for a SCI patient as they are in ground fixed commodes
which require squatting."® Other difficulties which a
patient faces at his/her home are overcrowding, lack of
proper beds, stairs which make them “prisoners in their
own home,”!"! thereby forcing a patient for long stay in
hospital even when they are fit to go home this situation
is referred as “bed blocking.”®!

Transportation

The evidence on the impact of these factor having an
impact on the participation in the society are sparse,
but the physical and transportation barrier are the
key environmental barrier for people with SCLF! The
majority of population in India resides in rural area
which lacks the basic transportations facilities. Although
after independence the scenario has changed majority
of the areas have some facilities. The most common
and most used mode of transportation in India is bus
followed by train which are usually overcrowded and
have no special arrangements for the SCI patients such
as low floor, unavailability of safety features such as
protective bars, automatic barrier system. Due to this
reason either patient does not report to the medical
facility or are forced to choose other modes such as
bullock cart/jeep/bike which increases the damage to
the already injured spine.’!

Public infrastructure

“Inaccessible physical environments create disability
by building barriers to full participation and inclusion
in the community.”

Disability Rights Promotion International, 2011

People with disability constitute a significant section
of population in developing country. Obstacle free
access to public infrastructure for all is a cornerstone
of social inclusion. In recent years various measure and
a number of commitments have been made to ensure
accessibility to public spaces for people with disability,
whether physical, cognitive, or sensory, but results have
not met expectations. Those regulation and standards
which do exist are not always applied. The majority

of public places including medical facilities in India
and in other developing countries are unfriendly for
a disabled person. Major areas where the accessibility
is must for a disabled person for participation in the
society are parking spaces, public building entrance,
and restroom/toilets.*!”! It is essential to establish
standards and references if measures are to be taken to
build an environment more accessible. There has been
an Endeavour by the government of India to provide
barrier-free environment, but we still need to go a very
long way in this regard especially considering the rural
population.

Attitude
“The only disability in life is a bad attitude.”

By Scott Hamilton

Attitude is the most important barrier as it can act in both
ways as a barrier or as a facilitator.*” This includes the
attitude and behaviors of the family members, friends,
and healthcare personal which ultimately have an effect
on the attitude of a disabled person.

Even if all the conditions are in favor and patient does
not have a proper attitude he will not be able to indulge
himself into the society. Assistance and support provided
by the people in social network and by others with
disability decreases fear and anxiety and also promotes
them to participate into the society.['”?!] Actions of a
nondisabled person such as staring and ignoring can
have a negative effect on the attitude of a disabled
person.?>24

Availability

Apart from the physical and attitude barrier, the
availability of proper medical care is an issue which
needs to be addressed. As care of a spine injury
patient requires a range of services which includes a
team of professional and resources which are usually
not available in rural and remote areas.'”*! Studies
conducted in the USA and rural Australia concluded
that distance from a health-care facility have an impact
on utilization of the facility.?**! Except for few such
intergraded facilities under one roof are still lacking in
medical setups of India.

Cost and accessibility

Medical equipment which are available today can
make life of a disabled person easy but their cost and
accessibility act as a barrier. Most of the equipment are
well suited for the urban environment, but the same
equipment are not appropriate for a rural environment
which has harsh terrains.”! The majority of time these
equipment are prescribed without considering the
need/requirement of patient which ultimately leads to
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discontinuation and decreased acceptability for future
use.®! Attitude like “something is better than nothing”
and “one size fits all” are common where resources
are limited, which ultimately results in negative
consequences.®3 The majority of the patient with SCI
are from poor strata; they cannot afford the expensive
medical assistive aids. There is a need for indigenous
improvisation in these devices to suite our patients
and local environment. Distributing these aids by
nongovernmental organization (NGO)’s/Government
on Republic Day and Independence Day without taking
into the cognizance of need of the patient is not helping
the case.

Rehabilitation

SCI patient require continuous care as they have to face
both long and short-term complication after discharge
from a medical facility.**** Due to lack of education and
awareness regarding the SCI even educated patients and
their families take long time to accept the sudden change
in their lifestyle which is survival and self-care.

Rehabilitation of a SCI is a complex and chronic
process which begins soon after injury and requires
teamwork (multidisciplinary approach)®! for a
lifetime. This team constitutes of professionals from
different field-neuro-urology, occupational therapy,
physiotherapy, psychiatry, psychology, social
services, rehabilitation, and community liaison. It
has also been found in studies that environmental
factors have a little effect as compared to family
support, attitude in community reintegration
which have a direct effect on quality of life.[3¢%7]
Therefore, rehabilitation of such patients should also
include promoting social independence, emotional
adaptation, and community reintegration along
with optimizing physical condition and minimizing
medical complication.®® It is also correctly stated that
“collaboration, not isolation” is the key to the success
of rehabilitation.!"

Recently from past two decades, the focus of rehabilitation
of these patients has shifted from minimizing the
functional disability to the quality of life. The concept of
quality of life is not new and has been studied extensively
in the past and has been accepted in the western world
as a key measure for outcome.®™ However, there is
disagreement on the definition and measurement of the
quality of life.

Types of rehabilitation: Rehabilitation can be broadly
divided into three categories

1. Acute rehabilitation

2. Subacute rehabilitation

3. Chronic rehabilitation.

Acute and subacute rehabilitation begins with the
admission of the patient and aim of this is to prevent
complication whereas chronic rehabilitation aim at
independent mobilization.*%

Rehabilitation services can be provided into two ways:[**!

Active rehabilitation services in these patients are
provided with education and training which helps a
person to lead an independent life and also increase
better social integration.

Passive rehabilitation services are those in which patients
are not provided with the training and education, and
care is provided by the caretakers.

Person with SCI can avail these services in three ways!*!l
either as:

e Institution-based rehabilitation (IBR)

e Qutreach-based rehabilitation

¢ Community-based rehabilitation (CBR).

IBR can be provided in a residential setting or in hospital.
In this approach, patient receive special care/treatment
and short intensive therapy but very little care or
attention to the family and other social factors. Although
IBR is an important part of rehabilitation it has its
shortcomings such as high cost and its location which is
usually urban which make it inaccessible.*?!

Out reached rehabilitation are usually provided by the
health-care personnel based in institution and provide
visit to the homes or centers in the area. Community
involvement is there but to a minimal extent. Educational
and vocational training are usually not provided in these
services. It plays a crucial part in providing services in
extremely remote areas, but the cost of treatment is also
high B

Community-based rehabilitation in this the knowledge
and the basic training is not only provided to the
disabled person but also to the family and community
members. The characteristic feature of CBR is active
participation of the family and community members,
which ultimately helps the disabled person to overcome
his/her attitudinal and other barriers.*2

The WHO adopted Alma Alta Declaration in 1978
thereby shifting support from institution to community
leading to evolution of community-based rehabilitation.
Since then the WHO has been continuously upgrading
the guidelines to strengthen CBR programs. CBR main
objective is to utilize opportunities and to maximize their
physical and mental abilities for successful integration in
the community."*¥ Basic principle of a CBR program are
inclusion, participation, sustainability, empowerment,
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and advocacy. These principles are overlapping,
complementary and interdependent and they cannot be
addressed in isolation.

There is a paucity of facilities and services for the disabled
in all the sectors whether governmental or private sectors
and also these services are limited to urban areas. The
government of India has taken several steps including
the Disability Act 1995 for rehabilitation of disabled
person. In spite of all the measures still, there is a lack
of access to opportunities such as education, health,
vocational guidance, employment apart from their
emotional and psychological needs being neglected.!*!

Recently, government of India has launched a campaign
“Sugamya Bharat Abhiyan - Accessible India”!*"
with the main motto for creation of the accessible
environments for the persons with disability so that
these people can gain access for equal opportunity and
live independently and can participate fully in all aspects
of life in an inclusive society. Person with disability
act 1995 under section 44, 45, 46 categorically provides
for nondiscrimination in transport, on road and in
built environment. While addressing the meeting our
honorable prime minister Narender Modi also suggested
to use the term “Divyang”** which means divine body in
spite of “Viklang” for person with a disability. However,
there is a lack of consensus among the consultants,
activists, and government functionaries on this proposed
nomenclature shift.

Conclusion

Community integration is a complex issue, with obvious
and not-so-obvious barriers and opportunities that affect
its success. The past two decades have seen a renewed
interest in India to improve services for spinal injured.
Although there are number of barriers to successful
community reintegration in India; a holistic and
empathetic approach to prioritize this issue is the need
of the hour. Recent initiatives taken by the government,
namely, “Sugamya Bharat Abhiyan - Accessible India”
and Person with Disability Act 1995 are welcome
steps in this direction; but still lot is required from the
society, NGOs, and government to make the community
environment accessible to SCI persons.
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