


AMAR SEVA SANGAM

Amar Seva Sangam (ASSA) is a premier organisation in the field of disability
management focusing on rural areas, located in Ayikudy Village in Tenkasi District of
Tamil Nadu. Our approach is to establish a centralised resource center to act as a
catalyst for change in the development of children and adults who are differently
abled and intellectually challenged. We do this by involving the village community in
the process. This mission of ASSA is to establish a Valley for the Disabled, whereby
persons with physical / intellectual challenges live in a pro-active society where
equality prevails irrespective of physical, intellectual or other challenges with the rest
of the society. It is a futuristic vision whereby Amar Seva Sangam plays the role of an
enabling agent to provide persons with physical / intellectual challenges “equality of
status, equality in opportunities and equality in access”.

Amar Seva Sangam (ASSA) was established by Mr. Ramakrishnan, in the
International year of the Disabled to cater to disability management focusing on rural
areas.

S. Ramakrishnan, Founder President

S. Ramakrishnan, while in his 4th year
engineering, injured his spine while attending the
last round of Naval officers' selection test and
became a quadriplegic. He established ASSA in
1981, the year for the Disabled and named it after
his Doctor and mentor Air Marshal Dr. Amarjit Singh
Chahal of Defence hospital. Padma Shree
awardee S.Ramakrishnan is the President of
ASSA.

S. Sankara Raman, Secretary

S. Sankara Raman, a Chartered Accountant and a
wheel chair user, affected by muscular dystrophy
joined ASSA in 1992. He is the Secretary of ASSA.
Along with Mr. Ramakrishnan, they have built a
Valley for the Differently Abled in a 30 acre land

at Ayikudy, as a Rehabilitation and Development Centre and
developing models for self-help initiatives by integrating individuals
with disabilities within society for improved living conditions.
In 2020, he established Amar Seva Global, a social enterprise focused
on spreading Amar Seva's Enabling Inclusion program globally.




What is Development Delay ?

Skills such as taking a first step, smiling for the first time, and waving “bye-bye” are
called developmental milestones. Children reach milestones in how they play, learn,
speak, behave, and move (for example, crawling and walking). Children develop at their
own pace. However, when developmental milestones are not met by a certain expected
age, it is called “developmental delay”. Early stimulation and intervention can help
children reach these milestones.

What is Development Disability?

Developmental disabilities are a group of conditions due to an impairment in physical,
learning, language, social or behavioral areas. These conditions begin during a child's
developmental period, may impact day-to-day functioning, and can last throughout a
person's lifetime. According to the WHO, “If children with developmental delays are not
provided with appropriate early intervention, their difficulties can lead to lifetime
consequences, increased poverty and profound exclusion”.

What is Early Intervention?

Interventions promoting child development should address physical, social, emotional,
language, and cognitive areas of development. Services targeting these domains of
development are termed, “Early Intervention therapy” and can encompass physical
therapy, occupational therapy, speech-language therapy and special education. Early
Intervention has a significant impact for children who have delayed development in
physical, cognitive, emotional, sensory, behavioural, social and communication
domains of development. With quality early intervention services, children can reach
their potential, live a meaningful life and integrate into their communities.

Enabling Inclusion Programme

Amar Seva Sangam's Enabling Inclusion
programme uses community rehabilitation
workers to provide early intervention
services to children in their own homes or in
community centres by connecting these
community workers with rehabilitation
specialists (physiotherapists, occupational
therapists, speech therapists/trainers and
special educators) through the use of the
award winning Enabling Inclusion (EI) app.
The program has proven to improve
outcomes for children with disabilities and
their family members and has allowed
many children to reach their potential.
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The Family and Coping with the Demands of Raising\

Families of Children with Disability carry a huge
burden:

Uniqueness of the families:

As a professional and service provider, we know about the
condition and the possible therapeutic intervention.

Family knows the particular child, their environment, their needs
and priorities.

Families are equal and important member of the team that
facilitates the services.

Child with Disability

Understanding the child's conditions and needs.
Time spent for everyday child's care.

Time spent for therapy and hospital visits.
Financial burden for therapeutic and medical care.
Care of siblings and other family members.
Expectation of extended family members from the
child.

Stigma posed by the society

And there are many more.

Each family is different; each family's beliefs, needs and
coping mechanism are different.

Each member of the family face different level of stress
and it is interlinked.

The family's emotion and wellbeing directly affects/ )
have impact on the child's intervention.

Family is with the child all the time; it is constant in the
child's life.

Family knows the child best, what works, how the child
performs, her likes and dislikes etc. they are the expert
in knowing the child.

Family knows their situation, environment best
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Family: The recipients of services:

Intervention for children can be facilitated only through the
parents/caregivers. Child is the part of the family and the family has
full responsibility in bringing up the child. Parents/families are the
main pillar in training the children the children. For effective
intervention family's needs and coping mechanism should be
considered.

What are Family Centered Services?

Family Centered Services is an approach that acknowledges the
importance of the family as a recipient of services, ensuring the
participation of all its members in the planning of actions and
revealing a new model of service, offering the opportunity for the
family itself to define its own problems.

It is a set of values, attitudes and approaches to service for children
with special needs and their families.
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Elements of Family-Centered Care (FCC) as proposed by the
Institute for Family-Centered Care (2005)

Recognizing the family as a constant in the child's life;
Facilitating parent-professional collaboration at all levels
intervention
Honoring the racial, ethnic, cultural, and socio-economic
diversity of families;
Recognizing family strengths and individuality and respecting
different methods of coping;
Sharing complete and unbiased information with familieson a
continuous basis;
Encouraging and facilitating family-to-family support and
networking;
Responding to child and family developmental needs as part
of health care practices;
Adopting policies and practices that provide families with
emotional and financial support;
Designing health care that is flexible, culturally competent,
and responsive to family needs.
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[How to be Family-Centred?

Acknowledge the strengths of the family and respect its
individuality and manner of caring.

Family's priorities in addressing the child's care.
Encourage family members to identify their needs and
goals and possible ways of achieving those goals and
meeting those needs.

While goal setting, ask the families about their priorities
While planning the intervention consider their time,
economical status, educational status, human and
economic resources etc.

Acknowledge Family's concerns and limitations in
addressing the child's needs.

Share information on therapeutic services and other
related services, general information on the relevance
of therapeutic services, source for further reference etc.
Involving other family members and extended family
members; give examples of possible ways of involving
them.

Therapy visits should be planned in consultation with
family by finding out the best date, time, place.
Encourage parents to ask questions and take time to
address these questions.
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International Classification of Functioning,

Disability and Health (ICF)

People who suffer from the same health conditions do not
necessarily have the same amount of limitations in function
and participating in social life.

For example, consider two persons have same type of cardiac
disease. But their functional and participatory level may not be
at same level. There are other factors that have direct impact
on the level of functioning than the disease itself. Any health
care system that addresses the disease in isolation may not
directly give the same expected result.

Understanding this fact, WHO (World Health Organization)
has introduced a framework interlinking the various factors
involved in functional outcome of a person when he/she has a
health condition — International Classification of Functioning,
Disability and Health (ICF). It provides a unified and standard
language and a framework for the description of health and
health-related states.

Health Condition

(Disorder or disease) )
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Structure Activity Participation
(Impairments) (Limitations) (Restrictions)
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Scope of ICF

ICF provides a description of situations with regards to
human functioning and its restrictions and serves as a
framework to organize this information. It structures the
information in a meaningful, interrelated and easily
accessible way.

ICF organizes information in two parts.

Part 1: Deal with Functioning and Disability

Part2: Covers Contextual Factors.

Each part has two components.

(Components of Functioning and Disability are divided\
in:

(1) Body component including Body functions and
Anatomical structures. A problem in body function or
structure is noted as an Impairments;

(2)'Activity' and 'Participation' components

Activity is defined as the execution of a task or action by
( anindividual )

Participation is defined by involvement in a meaningful
life situation.

- J

Component of Contextual factors is an independent and
integral component of the classification and is divided into:

( N
(1) 'environmental factors' (physical, attitudinal, social)
and, (2) 'personal factors'

'Environmental factors' have an impact on all components
of functioning and disability and can act as barriers or
facilitators.
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Ghe conceptualization provided in the ICF makes it impossible\
to understand disability without consideration and description
of the environmental factors. The language used in this

framework is neutral, placing the emphasis on participation
rather than condition or disease.

Application of ICF in Childhood Disability

Cerebral Palsy

(Dlsorder or disease)

Going to School, Play with
Brain involvement and Mobility, Self-Care et Pl iy o
uscle function affected communication together and festivals

{Impalrments) (Limitations) (Restrictions)

1

Physical, Attitudinal,
Financial

< Environmental )
factors Personal factors

There will be limited outcome in Activities and age-
appropriate Participation of persons with Cerebral Palsy
when we work on person's impairment level like minimizing the
tone, correction of posture, facilitation of developmental
milestones etc.

If our goals are towards promoting participation, all other
relevant factors will be addressed from impairment to
contextual factors.
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fICF and F-words
The CanChild Centre for Childhood Disability Research,
Canada have introduced - “F” words in the ICF framework for
childhood disabilities. The “F” represents the child's “favorite
words”.

The purpose of the F-words in ICF framework

To shift attitude towards holistic strengths-based
approach.

To promote physical activity and rehabilitation-based
intervention.

=2 oaiais

“"The ‘F-words’ in Childhood Disability:
I swear this is how we should think!”

Help us spread awareness on these é F-words!
Function - Family - Fitness - Fun - Friends - Future

The F-words in Childhood Disability' are based

on research and build on the World Health FOR MORE
Organization's (2001) International INFORMATION )
Classification of Functioning, Disability and PLEASE VISIT:

Health (ICF) Framework®. These &6 F-words are

important to ALL children’s development and . :

remind us to focus on what children CAN do. esearch-in-practice/f-
words-in-childhood-

I
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http://canchild.ca/en/r
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