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PART ONE : INTRODUCTION TO THE LAW

Laws reflect the thinking and understanding of a society at
particular time in history. Before 1995 there was no compre-
hensive law emphasizing /outlining the righis of persons with
disabilities in our country. Some aspects of disability were cov-
ered under different laws.

For example, Physical disabilities that resulted from injury in the
workplace were and sfill are covered under Acts such as the
Workman's Compensation Act or the Employees State Insurance
Act.

With regard to mental disability we had the Indian lunacy Act.

This law dealt with the Institutionalization of people with mental
retardation and mental illness. |t made no differentiation
between the two conditions and treated them as one. [t was
repealed and in its stead came the Mental Health Act in 1987.

In an effort to separate the concerns of people with mental
retardation and mental illness, the Mental Health Act is only for
people with mental iliness. !t deals with the institutionalization
and guardianship of persons with mental illness.

It deals with: ,

1) The setiing up of Central and State level mental health
authorities

2) Establishment of psychiatric hospitals and psychiatric nurs-
ing homes - how they are to be set up and standards for
their maintenance’

3} Admission and detention of mentally ill persons in psych
atric hospital or nursing home - including admission
under special circumstances.



4) Appointment of Guardians and managers of propery of
persons who are mentally ill.

5) The law also calls for the protection of the human rights of
persons with mental illness.

A reflection of our understanding of mental illness and what is
to be done with them, the Mental Health Act does not deal with
issues such as education, employment or any kind of affirmative
action or social security for persons with mental illness.

The Asia Pacific Decade of Disabled Persons which was
launched in 1993 - adopted the proclamation on Full
Participation and Equality of Persons with Disability in the Asia
Pacific Region. Many couniries in the region framed laws that
specifically supported the rights of persons with disabilities.

In India, much debate and discussion led to the framing of the
first comprehensive law for the rights of persons with disability.
The Persons with Disabilities (Equal Opportunities, Protection of
Rights and Full Participation} Act, 1995 was the result of Indid's,
active participation and endorsement of intemational declara-
tions on the human rights of persons with disability.

The Persons with Disability Act outlines the rights of disabled peo-
ple. It also outlines the responsibilities and obligations, which
are placed on the Government of India, State Government and
other local government bodies for the realization of these rights.

This law, for the first time clarified who a person with disability is
in the country. According to the PDA Act persons with disabilities
are people with;

1) Blindness

2) Low vision

3) Leprosy-cured

4) Hearing impairment
5) Loco motor disability



6} Mental retardation
7) Mental illness

For the first-time in India, people with mental illness were rec-
ognized as people with disabilities in .our country and also as
holders of the rights given under the law, not just as people
requiring medical care and institutionalization.

THE NATIONAL TRUST FCR WELFARE OF
PERSONS WITH AUTISM, CEREBRAL PALSY,
MENTAL RETARDATION AND MULTIPLE
DISABILITIES ACT 19¢¢

Even though the PDA Act of 1995 was seen as a comprehen-
sive law, there was ¢ feeling among disability octivists that it did
not take into account the very special needs of o group of per-
sons with disability; namely people with Autism, Cerebral Palsy,
Mental Retardation and Multiple Disabilities. While people with
mental refardation and cerebral palsy are part of the PDA, peo-
ple within the Autism Spectrum and people with multiple disabil-
ities are not included under this law.

It was felt that many members of these four groups of people
needed extensive care taking and protection throughout their
lives. This profection and support needed fo be there in the law.
Their parents were very worried about what would happen to their
children once they were no longer there to look after them. They
were also worried because people with mental retardation are not
seen as having the same legal capacities as other people.

The National Trust Act came into as a result of strong advoca-
cy from parents groups in the country.

This law envisages the setting up of a trust, which will be man-
aged ‘by a Board of trustees. This board will be the body that
decides matters related fo the implementation of the law.



THE AIMS AND OBJECTIVES OF THE TRUST
Activity

Discussion; 10 o 15 minutes.

Think of all the people with disabilities like Cerebral Palsy /
Mental Retardation / Multiple Disabilities that you know. What
does independent living in the community mean in the context
of persons with Autism, Cerebral Palsy, Mental Retardation and
Multiple Disabilities? What are the life situations that would
facilitate independent living? What are the barriers that people
with disabilities face and the worries of their families?

As members share, the trainer can put down some of the major
points that come out. The trainer can discuss with the group
about some of the most important enabling life conditions for
people belonging to these four disability groups.

As the group falks the trainer can note points that are reflected
In the objectives of the National Trust ACT.

The Aims and Objectives of the Trust
If we look at Chapter three, Obiecis of the trust, we find that the law
aims ot enabling people with disability in some important ways.

For persons with disabilities it aims;

{a) To enable and empower persons with disability to live as
independently and as fully as possible within and as close
to the community to which they belong;

(b) To strengthen facilities to provide support to persons with
disability to live within their own families;

(c) To extend support to registered organizations to provide
need based services during the period of crisis in the fam-
ily of persons with disability;

(d) To deal with problems of persons with disability who do
not have family support;

(e} To promote measures for the care of protection of persons
with disability in the event of death of their parent or
guardian;



() To evolve procedure for the appointment of guardians and
trustees for persons with disability requiring such protection;

(g) To facilitate the redlizotion of equal opportunities, protection
of rights and full participation of persons with disability; and

(h) To do any other act which is incidental to the aforesaid
objects.

Comment

There are two major thrusts in the objectives of the National
Trust. One is to enable people 1o live independently within their
families and communities and the other is to find measures for
the care and protection of people in these four disability groups.
The ideas of inclusion within the community are also equally
important and reflected in the objects of the National trust when
it emphasizes the importance of the person with disability living
within their own community.

Article 19 UN CRPD

Article 19 of the UN Convention is titled 'Living Independently
and Being Included in the Community. This Convention that
comes seven years after the National Trust Act echoes the some
of the sentiments behind the objects of the National Trust. The
focus on Independent living within the community and inclusion
is clear in both the Convention as well as the National Trust Act.

"State Parties to this Convention recognize the equal right of all
Persons With Disabilities to live in the community, with choices
equal to others, and shall take effective and appropriate meas-
ures to facilitate full enjoyment by Persons With Disabilities of
this right and their full inclusion ‘and participation in the com-
munity, including by ensuring that:

a) Persons With Disabilities have the opportunity to choose
their place of residence and where and with whom they
live on an equal basis with other and are not obliged to
live in a particular living arrangement;

b) Persons With Disabilities have access to @ range of in-
home, residential and other community support servic-
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es, including personal assistance necessary to support
living and inclusion in the community, and to -prevent
isolation or segregatfion from the community;
Community services and facilities for the general popu-
lation are available on an equal basis to Persons with
Disabilities and are responsive to their needs."
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PART TWO : GUARDIANSHIP .

The other major objects of the Trust focus on care and protec-
tion and evolving procedures for appointment of guardians and
trustees for persons with disabilities requiring such protection.

What is Guardianship?
What are the kinds of Guardianship under the National Trust Act?
Why do we require the provision of Guardianship?

What is Guardianship

Activity

In this exercise people experience the different kinds of feelings
we have when we have to take responsibility for another person
or control them in any way. People also experience the different
feelings when we are in the care of other people or controlled
by others in any. way. This has parallels in the situation of
guardianship where one person has power over the other per-
son fo fake decisions on his behalf.

The group divides into half. The frainer explains to the group that
one half of the group {group A} will choose various spots in the
room and stand with their eyes closed. The other half of the
group (group B) each person chooses a person with eyes closed
and from behind person indicates by touching then where they
have to move. A tap on the left shoulder means turn right and
move towards the right. A tap on the right of the shoulder means
turn to you right and a tap in the middle of the back means move
straight on. The exercise is done in total silence with the no one
allowed to speak. Members of group B have to keep members of
group A moving continuously and members of group A cannot
stop and must try to keep moving at their normal pace of walking.

The activity should be continued for three to four minutes. The
members of group A are asked to open their eyes and
Describe their experience
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What did they feel?
® For themselves
# About the people who were leading them

Why did they think that they felt this way?
Members of group B then
Described their experience

What did they feel?
# About themselves
e About the people they were leading

Why did they feel this way?

As parficipants share the trainer keeps puiting key words on the
board. The feelings and experiences of group A and B are writ-
ten separately. The trainer then draws parallels between the
feelings of group A and B and the experience of being the per-
son with disability {group A) and the guardian (group B). The
members of group A may come up with positive and negative
feelings. These are real feelings that people feel in such situa-
tions. If they do not come up with positive feelings, the trainer
can draw the attention of the group to feelings such as trust, not
having to take responsibility, feeling cared for etc.

Why is Guardianship required?

Guardianship is an issue that needs fo be discussed. There are
many strong views on the need for guardianship. One of the
reasons why we have to have guardianship for persons with
mental disability in our country at this point is because of their
situation under the law.

All of us need care and protection to some degree in our lives.
However some persons with disabilities, parficularly persons
with Autism, Cerebral Palsy, Mental Retardation and Multiple
Disabilities have been seen to require extensive care taking and
protection. This care taking and protection is sometimes so
extensive that people with disabilities may require another per-
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son to represent them and take decisions on their behalf.

Guardianship has been seen as an essential protective measure
for members of the four disability groups. Guardianship refers
to the legal control of one person over another. The person who
is a guardian has the legal authority to take decisions on behalf
of the other person and represent the other person in oll mat-
ters. Guardianship is also often referred to as substituted deci-
sion making.

if we think of some major life situations that most of us go
through; getting a job, getting married, opening and operating
our bank accounts, handling and managing properties. .. we find
that in all these situations we are entering into legal contracts.
We will often get our marriage certificate or open a bank account
without even questioning our own capability to do so. However,
it is not the same for people with disabilities....particularly people
with mental disabilities. People with mental disabilities are not
seen to be competent to make rational judgements. They are
often then not seen as being competent to enter into contracts.

In law, in general, there is a term ' of unsound mind'. You will
find this term in many different laws in the country. This term is
usually interpreted to include people who have mental illness as
well as people with mental retardation.

When o person is seen as of unsound mind they are not seen
as having the ability to be able to take decisions and enter into
contract. For most of our life situations we have to enfer into
contracts of one kind or another. For example, we enter into
legal contracts when we:

1. buy or sell property

2. take upajob -

3. rent out a house

4. enter into marriage

5. open bank accounts and in many other of our dealings.
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Legal contract are governed by The Coniract Act of 1872 are
extremely important to us since, for many important life situa-
tions we have to enter into contracts.

In this ACT A person of 'sound mind' is defined as: " A person
is said to be of sound mind for the purpose of making a con-
tract, if ot the fime when he makes it, he is capable of under-
standing it and forming a rafional judgment as to the effect
upon his interest.”

Under the provisions of The Contract Act 1872 'a person of
unsound mind' cannot enter into contract. Such a person may
not be seen as capable of understanding the contract or mak-
ing a rafional judgment.

Although the condition of mental retardation is not specifically
mentioned in the above definition, it is usually interpreted to
include it. The person therefore is legally unable to enter into
contracts,

The possible exclusion of the person with mental retardation
from being able to enter into contracts means that there has fo
be someone else who actually looks after these matters for her/
his for her/his whole life. A person with an average intelligence
is automatically able to take these decisions once they turn 18
and become an adulil Again, a person with severe mental
retardation may require help in dressing, undressing, eating,
bathing activities. She/he would require someone to look after
him/her for his/her personal needs. In other words, this person
would require a guardian to look after legal and financial mat-
ters as well as personal needs.

This is one major legal reason why guardianship is required for
people with mental disability. There are other reasons too. The
most important of them has been the big question that families
constantly face. What will happen after me?
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Different kinds of Guardianship

There are also different kinds of guardianship. One of the most
significant aspects of the National Trust Act is that the law rec-
ognizes that all people do not require guardianship.

Section 14 of the ACT does point out that guardianship should
be given only if a person requires it. The law also recognizes
that all people with disabilities will not require guardianship for
all aspects of their lives.

Under The National Trust there are two kinds of guardianships.
Section 15 of chapter VI of the Act outlines the duties of the
guardian;

"Every person appointed as a guardian of a person with disabil-
ity under this chapter shall, wherever required, either have the
care of such person with disability and his property or be
responsible for the maintenance of the person with disability."

This means that a person with disability may have o guardian for;
1. their care and property
2. their maintenance

For example, a person with. Cerebral Palsy may need support for
caring out activities such as bathing, eating, wearing clothes,
going from one place to another etc. She may be able to take
her own decisions regarding the scle or rent of her property,
operating her own bank account etc.

On the other hand a person with mental disability may be seen
as requiring someone to take charge of all aspects of their lives,
from the daily needs, their education, to signing on a legal
paper or entering into-any form of contract.

Although the Act uses two different words i.e. 'care' and 'main-
tenance' they seem to have been used to mean the same thing.
This is further clarified 'in the regulations of the Trust.
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13(7) of the Regulations of the Trust tells us that the applicafion
for guardianship for personal care and maintenance shall be
accepted to cover the following areas, namely,
a. food, clothing and shelter needs
b. health care needs,
religious needs
Education, training and employment needs.
Leisure and nutrition needs
Protection from exploitation and abuse.
Protection of constitutional and human rights.
Medical and surgical needs.

@ ™o on

Rahul is 21years old, a young man with all his life ahead of
him and many dreams to fulfill. Sitting all day long in his wheel
chair can be confining and Rahul has spent a lot of time trying
to communicate with others. He is not able to speak and con-
tractures in both hands (elbows and wrists) have bent them so
that it makes it very difficult to write. When he does write it has
to be with help. Someone has to support the wrists and help
Rahul hold the pen. Then slowly the words start to flow. Not
everyone can help Rahul write.

For this and because he is unable to speak; most people (some-
times even family members) find it difficult to believe that it is
actually Rahul writingl They find it hard to believe that he has
the kind of intelligence that his writing shows. He is able to
move his hand from one part of a communication board to
another but it fokes time. He is able to nod his head with a
clear 'Yes' and 'No'...when he wants to communicate.

Those who know Rahul understand that it may take him time to
communicate and that ot different times he will use different
means of communications. Others often lose interest and
politely wander off.

Rahul is going to need some one to be with him and help him
to eat, dress, bathe and all other activities throughout his life.

16



As a person with Cerebral Palsy (Spastic Quadriplegic), he is
unable to sit on his own or use his hands and legs.

When he was young, it was easy to carry him from one place to
another.

Now ai 21 he is a young man and the wheelchair does not reach
many places. Rahul's family is well off. There is no shortage of
money or gadgets. But what worries his parents is the every day.
Who will bathe him, help him eat, change him, take him to the
doctor if he needs one? Will he be alone all his life? How can
they make sure that their son's life is happy and a satisfied one?

One answer seems to be the appointment of a guardian for Rahul.
Note : The frainer can initiate a discussion on these questions.
® Do you think that Rahul needs a guardian?
What kind of a guardian would Rahul need?
¢ Who should decide and how should this guardian
appointed? What does the group think?

The National Trust Act attempts to answer some of these questions.
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PART THREE: HOW IS THE LAW
IMPLEMENTED

The National Trust (os the name suggests) is a trust set up by the
Govemment of India. The Trust is govemed by a board of Trustees.
This board takes all the major policy decisions for the implementa-
tion of the Act. The board of trusiees is headed by a Chairperson.

Local Level Committees

The Local Level Committees are the arms and the legs of the
Board. - They have the vital function of granting guardianship
and monitoring it. Before the National Trust Act this very impor-
tant decision was taken by the courts. Parents had to approach
the courts to get guardianship of their children after they had
reached the age of 18, This process was often a long one and
parents have shared that sometimes it fook up to two years to
get guardianship. With the National Trust Act, this decision has
now shifted from the Judicial to the public demain.

Composition

Local Level Committees (Chapter V1)

All-important matters of guardianship are dealt by local level com-
mittees. The local level committees are constituted by the Board.

Local level commitiees consist of three members:

(1) An officer of the civil service of the Union or the State, not
below the rank of District magistrate or a District
Commissioner of a district.

(2) A representative of a registered organization

(3) A person with disability as defined in clause {f) of section
(2) of the (Persons with Disabilities Equal Opportunities,
Protection of Rights and full Participation) Act 1995 (PDA)

According to clause (1) of section 2 of the PDA

"Person with disability' means a person suffering from not less than
forty percent of any disability as certified by a medical authority"

18



The different conditions that are included are;
1. Blindness

Low vision

Leprosy cured

Hearing impaired

Loco motor disability

Mental retardation

Mental illness

NO O AWN

(Each of these has been further defined in the PDA)

Note: The irainer can ask participants here what they feel about
the composition of the committee. Do they see it as significant
in any way?¢

The Working of the Committee
This committee, once constituted shall work for o period the
three years. The Board will have the power to either reconsti-
tute the committee after three years or to allow it to continue;
working even after three years. According to the law the LLC
must meet once in three months.

The work of the LLC is to:
@ Receive applications for guardianship
® Process these applications
e Take decisions regarding appointment of guardian.
¢ Receive accounts of property and assets of persons
with disability from the guardian.
@ Receive applications regarding removal of guardian.
@ Take decisions regarding removal of guardian.

Who can become a Guardian or ask for appointment of Guardian.

It is important to remember that guardian can only be appoint-
ed for a person with disability ofter s/he is eighteen years old.
Before that, (as for all people) the parents are the natural
guardians of the person.
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The people who can take the initictive to have o guardian
appointed or become guardians themselves for a person with
disability are:

1} Parents

2) Relatives

3) Registered organizations

Sec 14 of chapter VI states that a parent or a relotive of a per-
son with disability can ask for o person of his choice to be
appointed a guardian. It also mentions that the application of
guardianship will only be entertained once the consent of the
guardian is obtained.

A registered organization may also ask for the appoiniment of
guardian for a person with disability. Organizations working
with or for persons with Autism, Cerebral Palsy, Mental
Retardation and Multiple Disabilities are able to register them-
selves with the National Trust. They are then able to support
the activities of the Natfional Trust, be part of decision making
in the trust and also run some of their schemes. These organi-
zations may be associations of persons with disabilities, organ-
izations for persons with disabilities and parent associations.

Comment

What is exiremely important fo note here is that, this provision
brings the issue of guardianship into the public domain. It is nor-
mally assumed that guardianship and care taking are issues with-
in the family situation. By giving registered organizations the
responsibility for guardianship, the law puts an element of greater
accountability on these organizations. It also makes very clear
provisions for people with disabilities who may not have families.

According to section (11) The Trust Regulations, 2001
1. Both the parents may jointly, or, in the event of the absence
of one due to death, divorce, legal separation, desertion
or conviction, may singly apply for guardianship of their or

as the case may his ward beyond the age of 18 years.
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2. In the event of death, desertion, conviction of both the par-
ents, the siblings (including half and step siblings) jointly or
singly (reason of singly application to be explained separate-
ly) may direct a registered organization fo make an applico-
tion for guardianship of a disabled member of the family.

3. In the event of non-application of sub-regulations (1) and
{2) above, a relative may make an application for
guardianship.

4. In the event of non-application of sub-regulations (1), (2)
and (3), any registered organization may make an appli-
cation for guardianship.

5. The Local Level Committee may direct a registered organ-
ization to make an application for guardianship in cose of
a destitute or abandoned person.

While the regulations of the Trust give us a range of preferences
about who should be o guardian. The parents are the first
choice and joint guardianship is encouraged. Then come sib-
ling and other close relatives. Registered organizations will take
charge if the person is a destitute person, or abandoned. The
actual implementation of guardianship has thrown up many
more situations and questions. A booklet published by the
National Trust titled 'Frequently Answered Questions' gives many
more answers to questions about guardianship.

Appointment of Guardian

If we look at the first three of the functions of the guardian i.e.
to receive applications, process these applications and take
decisions regarding the appointment of the guardian, we find
that the law elaborates more on this.

Chapter Vl section {3) of the ACT states that when the local level
committee considers an application for guardianship they
would have to consider:
(1) "Whether the person with disability needs a guardian"
(2) "The purpose for which the guardian is required for a per-
son with disability"

21



Comment

Taking a decision to give guardianship is a very big responsibil-
ity that the local level committee has. The magnitude of the
responsibility comes from the fact that earlier a decision to
make a person a guardian was taken by the courts.

Also as the law clarifies that not every person with disability will
require guardianship and it is the duty of the local level committee
to take these decisions. There is also the very imporiant decision
of what kind of guardionship a particular person with disability
requires. In our earlier discussions we talked about these areas.

Because of the importance of this decision, the Regulations of
the National Trust (13) 6 also further clarify that the person with
disability must be ossessed by the Local Level Committees to
determine the genuineness of the need of guardianship. In
order to do that it shall be open to the LLC to seek assistance
of technical personnel or their services to determine the need.

In fact some local level committees have done this and used the
services of others in the community to support their work.

Monitoring Guardianship

The relationship between a Guardian and a person with disabil-
ity can be a benevolent and enabling one. Similarly the fact
that one person has total control over another person can turn
a relafionship into an abusive and violent one also. The other
three functions of the local level committees are to receive
accounts of property and assets of persons with disability from
the guardian, receive applications regarding removal of
guardian and take decisions regarding removal of guardian.

Section 16 of the law obliges the guardian to give an inventory
of the property and assets that belong to the person with dis-
ability and to continue to give an account of the monies and
property belonging to the person on a yearly basis.
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Removal of Guardian

There is always a very thin line between protection and abuse.
Checks and balances are always required when a person tokes
important decisions about another person. It is g well-known fact
that persons with disabilities are extremely vulnerable to abuse,
and to neglect. Non-disabled persons may not be aware of signs
of distress or that a person with disability is being abused.
Persons with communication difficulties as well as persons with
severe disabilities may not be able to communicate their distress
and extensive care taking may lead fo situations of abuse.

The local level committee has the further important duty of also
monitoring the guardian and removing the guardian if need be.
Further section 17 of the law also states that a guardian can be
removed if the person if o parent or relafive or a registered
organization finds that the guardian is;

® Abusing or neglecting the person with disability

® Misappropriating or neglecting the property of the

person

The Rules of the National Trust give us the procedure for the
removal of guardian and they also define what is meant by
abuse or neglect.

Rules 17 (1}

i) The local level committee upon receiving an application
for removal of guardian from a parent or a relative of a
person with disability or o registered organization on the
grounds specified in clauses (a} and {b) of sub-section (I)
of section 17 of the Act shall appoint a team of investiga-
tors consisting not less than three persons.

i) The team shall consist of one representative of parent
organization, one representative of the associates for the
disabled and one Government official associated with dis-
ability not below the rank of Assistant Director.
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The following section elaborates on what is meant by abuse and

neglect.

Rule 17 (1)
{vi) The following acts of commission or omission shall consti-
tute abuse or neglect on the part of the guardian, nomely:-

a)

b)

c)

d)

g)

h)

Solitary confinement of person with disability in a
room for longer period of time.

Chaining of the person with disability

Beating or treating a person with disability resulting in
bruises, skin or tissue domages (not due to his injurious
behaviour indulged by the persons with disabilities).
Sexual abuse.

Long deprivation of physical needs such os food,
water and clothing

No provision or non-compliance of rehabilitation or
training programmes as specified by experts in the
field of disability rehabilitation.

Misappropriation or mis-utilization of the property of
the person with disability, and

Lack of facilities or no provision of trained or ade-
quate staff for meeting the training and management
needs of the persons with disabilities.

The Board of the National Trust
Composition of the Board
The Board of the National Trust is headed by a Chairperson.
This Chairperson
1. is appointed by the central government for at least 3 years.
2. has expertise and experience in the field of Autism,
Cerebral Palsy and Mental Retardation.

Among other things, the Chairperson is responsible for
a) proper functioning of the trust
b) Proper functioning of the Local Level Committees
c) Ensuring the implementation of the policies and pro-
grammes of the frust.
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* Chief Executive officer (Rank of Joint Secretary Government of
India).

Registered organizations are also an important part of the
Board. The Boord must consist of

* @ members from registered organizations
® 3 persons from voluntary organizations
e 3 persons from parent associations.
® 3 persons from association of persons with disability

* 8 members of Joint Secretary and above rank of The govt. of
India

* 3 members nominated by the Board representing the
Associations of Trade, Commerce and Industry.

In carrying out the aims and objectives of the trust, the law per-
mits the Board to invite people whom it thinks could contribute
in any way. These people cannot take decisions but they can
assist the board in its activities.

Powers of the Board
Among other things the law gives the Board the authority to create
programs and schemes that would further the aims and objectives
of the trust. Registered organizations can apply for funding fo carry
out the schemes and programs. The nature of these programs is
also specified in section 11 of the ACT. These programs can be:
(a) Any program which promotes independent living in the
community for persons with disability by:
(i) Creating a conducive environment in the community.
(ii) Counseling and training of family members of persons
with disability.
(iii) Setting up of adult training units, individual and group
homes.

(b} Any program, which promotes respite care, fosters family
care or day care service for persons with disability.
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(c) Setting up of residential hostels and residential homes for
persons with disability.
(d} Development of self-help groups of persons with disabili-
ty fo pursue the realization of their rights.
(e) Setting up of local level committee to grant approval for
guardianship. ‘
(i Such other programs which promote the objectives of the
Trust. (Chapter V)
In the implementation of these programs preference will be
given to
¢ Women with disability
e Persons with severe disability
e Senior citizens with disability

Some of the imporfant schemes of the National Trust that fur-
ther the objectives of the National trust are as follows.

1. State Nodal Agency Scheme (SNAC)

To provide coordination assistance for NT to implement iis
activities at o faster pace to reach moximum number of people
specially parents and siblings of persons with disabilities, small-
er rural organizations through strong State level organization of
repute with technical expertise and fo increase coverage.

The responsibilities of SNACs will be fo function as
{a) Informaiion Centres (b} Project Mentors, {c) Training Centres
and (d) Networkers.

2. Institutional Care (Samarth - Center Based Services
Scheme (CBS)

The Scheme is for residential services - both short term (respite

care) and long ferm (prolonged care). It includes early interven-

tion, special education or infegrated school, open school, pre-

vocational and vocational training, employment oriented train-

ing, recreation sports etc..
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3. Training of Care Givers (Community Based Caregivers
Training (CBCT)
Aimed at relieving the burden of care on families which is cost-
ly, tiring and stressful over time by
® building pool of trained caregivers who may be hired on
permanent or temporary basis by families that need it
® providing employment opportunities to deserving
unemployed persons.
® providing services of care giving at a reasonable rate
and to BPL persans with autism, cerebral palsy, men-
tal retardation & multiple disabilities, free of cost. It
would be done in this way that trained caregivers
would be deployed at the organizations registered
with the National Trust who would provide need
based services to the persons with disabilities. -
4. Supported Guardianship Scheme (SGS)
Aimed at giving Rs. 500/- pm to families of 10 very severe and
needy persons with disabilities for welfare. This scheme is only
applicable in 75 select districts.

5. Publications & Newsletter

Awareness creation is vifal if the law is to be known and imple-
mented successfully. The National Trust has been extremely proac-
tive and created low cost materials to disseminated throughout the
county. 26 types of books, CDs, Video Cassettes, Brochures and
posters have been developed. These books are often distributed
for creating awareness and sensitization. This material is immense-
ly popular among parents, professionals, students and
Govermment personnel alike and it is very useful.

The National Trust also publishes a Newsletter. The thought
behind the latest Newsletter of 2005 was Empowerment of the
disabled. It covered success stories of persons with intellectual
disabilities who are successfully employed in the open market.

Important aspects of the law and its implementation that enable
the person with disability and uphold their dignity.
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The person with disability is at every level of decision making in
the conceptualization and implementation of the law. They are
represented in the Board os well as in the Local Level
Committees and are party to all the important decisions in the
implementation of the faw.

Decisions that were earlier mode by the courts (judicial bodies)
are now made by non judicial bodies.

Local Level Committees are supposed fo be in every district of the
country. A network of LLC's at the district level with representatives
of persons with disabilities can be a fremendous force in creafing
awareness and achieving the rights of persons with disabilities.

The law recognizes that not all people in the four categories of
disability need guardianship and therefore gives space for peo-
ple with disabilities to develop their abilities. Some people with
disabilifies may be able to move from requiring a guardian fo
not requiring one.

The thrust on independent living and inclusion enables the per-
son with disability in many different ways.

With the implementation of this law there is a growing aware-
ness within the country about the abilities and needs of persons
with Autism, Cerebral Palsy, Mental Retardation and Multiple
Disabilities. Without a change in perception and aftitudes it is
difficult to implement the law.

What the low does not do

What the law fails to do is to give the person with disability for
whom o guardian is appointed o voice in the decision to
appoint or even to remove the guardian.

How does the National Trust support families of persons with
disabilities?

28



The National Trust Act does much to strengthen the family and
parent associations in the country.

In the absence of well-developed services families have often
taken the lead in creating organizations providing services and
advocating for persons with disabilities. A strong, active net-
work of parent associations exists within the country.

Of the nine members of the board who do not belong to the
government, three members must belong to 'associations of par-
ents of persons with Autism, Cerebral Palsy, Mental Retardation
and Multiple Disability. This empowers parents association to be
decision-makers in the implementation of the law.

The compesition of the LLCs also sirengthens' the family and
parent associations. Registered organizations can be parent
associations and therefore part of the local level committees.

The Rules of the National Trust also provide for active participa-
tion of parent associations in the monitoring of guardianship. For
example; If a guardian is to be removed, the local level commit-
tee must appoint a team of investigators of at least three people.
One of these must be a representative of a parent associafion.

Although the provision of guardianship does not reclly answer
the biggest question parents confront is " What will happen cfter
me?? !t enables the family to get guardianship much more eas-
ily than earlier and to access services and programmes as well
as schemes on behalf of the person with disabilities.

The very existence of the National Trust Act and the various pro-
grammes it supports has encouraged the formation of parent asso-
cigtions and associations of persons with disabilities in the country.

One of the biggest advantages of having a guardian has been
in the management of property and assefs of the person with

disability.
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What the low does not do

What the law does not do is fully answer the biggest question
that parents have in their minds. What will happen after me? In
today's world when joint families are shrinking into nuclear fam-
ilies, families are finding it difficult to find people who are will-
ing to be guardians. Families are finding it difficult to think of
people who they can trust to be guardians. Families still worry
about their children being abused.

All over the world today people with disabilities have spoken
against the concept of someone taking decisions for them. During
the discussions on the drafting of UNCRPD people with disabilities,
including people with mental disabiliies argued that they should
have the right fo fake their own decisions. They argued that deci-
sion-making is not always independently done and that all people
are interdependent on each other. They could be supported in the
taking of these decisions to the extent that it is required by them.
Many people argued that the very provisions that were aimed ot
protecting them have actually led to a lot of abuse.

Article 12 of UNCRPD recognizes that "Persons With Disabilities
enjoy legal capacity on an equal basis with others in all aspects
of life".

Conclusion

While there are no easy answers, the development of abilities, sup-
port structures and changing images of persons with disabilities is
one part of the answer. It is important that we constantly refer to
the objectives of the Trust and interpret them in the light of the
rights of persons with disabilities and the new Convention that sets
out a new paradigm of human rights for persons with disabilities.
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FOR MORE INFORMATION CONTACT: HUMAN RIGHTS LAW NETWORK (www.hrin.org):

Andaman & Nicobar Islsnds:

AB .31 Aperdeen Bazaar Baou Lane

Bon Bair 01 Tel 2318.230756

Andhra Pradesh

H NG 1831282 Cop Srew Pla, SOhosl Ak puttaaty
Marg, v dyanagar

Hyderange S00 Gdd Tel 040 . 2TAR 18R
Arunachal Pradosh

Quarter No-7. Type IV Raj Nuvas Anea tanagar
Arunacha Pracesh

Tai 2436040383, 9426050907

Chennai .

NG. 319 Lingk. cretly street |l fioo:

George Tavn. Chennat - 1

Toi 044 - 25243246, 25243247

New Dethi

576 Aasjid Roaa, Jungpura

Delh: 115 014

Teh $11-24374501%, 24378922

Emay slicisini@vant nat'hrindelF vanine

Gujrst :

B85 Sushinagar Scc:ety. Nr. Octroi Naka. Opp
Mahatma Gandin Labour Ingtitute.

Ahmedanad 380 052 Tel 078 27475815

Himachal Praclesh ;

CO Chinmaya Organisation for Rural Development
Kamiesh Genera! Store

1st Fiogr VPO Siéhbari Teh Charamsala Disit Kangra
Himachal Pradesh :

Uttam Brawan, Vikas Nagar. Shimig. Himachat
Pracesh Tel D177-2621108 Jharkhand :
Chowtinary Nivas. Near Superd Scheiar Scnoot viehy
Bhwshar Sarkar Road, Wilkams Town

Dev Ghar, Jharkhand

Karnataka :

No. §1. 1l Fioor, Infantry Roaa. Behird Medingva
Shiva)i Nagar Bangaiore 550 001 Karnalaka Tat (B0
5182 4757

Kashmir :

Bes Des House, Near Hurriyal office

Kurgoo Rajbagh, Sgr. Kasnnur

Tel 9419018022

Kerala :

41366 Amples Budng, Amulya Street

Off Providence Road. Cochun 682 018. Kerala Tel 0484
- 2380880 { T C. 25 '2852. Old GPO Building.
Ambujaviasom Road. Thruvananthapuram 895001
Kerala Tei 0471 2480852

Punjab

2439 Sacter, 37-C. Chancigarn

Puniab Tal 0172 3094478

Macdhya Pradesh

5P Amar Complex. Gowind Garden

Goendsea Bhogatl 462022

Te! J782 SZG7E4d

Manipuwr .

WAL Bunkag &l Faoan Lgposde Vneion Hovse,

Facne Bazar, imghal T950G) Mangur

Te: £385-2442155

Maharashira INDIA CENTRE FOR HUMAN RIGHTS

AND LAY CYOD Jan Hegh Sanoot

4 th Figer, B4 Samue! Street (Pafa zalh  Dorge

Kumger 405 [00 Tel 022 23430651 20438602

Fax (22 2343 3898 Eman hurghiEivsrd com i Orlsss

Fiat 403 B’ Biock, Rasrmi Vihar Azanments

Budnagwari Colony, Brupanesaer 751 G068, Onssa Tel

D874 2313280

Rajasthan :

HRLA & Acadgemy for Socio-Loga: Stuces 48,

Vivek Nagar. Statien Road. Jeipur-302006. Rajasthan

Tel 5141 - 2206139 22074486

Sikkim -

2nd tioer. Anove Kahesh Saloon. Satey Bazaar Upper

Sichey Arga. Gangiok - 737101 Swiam

Tei 53582-203557

Tamilnadu :

4 319/185 2nd Floor. Lingn; Cnetty Street. Gaurgetown
Parry 8. Cnenmar 600 307 Tanii Nagu Tel 544 - 4216

5131 4276 5121

Tuticorin .

Ne. 18, Gir Factory Road. Tuticorn - 528 062

Uttar Pradesh .

105. Aghok Nager Allahabag-211 €01

Uttar Pragess Tel (532-2623895 § R'¢. J-19/66. Ban

Bazar PS Jadpura.

Varanasl . 221002 Utter Pragesh

Te! 0542-586676. 586688

Utlaranchal . Chaudhary Khola Jakhandewi Atmoeah

263601 Uttaranchal Tel 05962 33814

West Bengai . Sonisi Apanment Flat 1A 3 Parpat:

Chakrebarty Lang Kaighat

Kotkata 700026, West Bengan

Te 233-30087154. 2454 6828. 2454 6812

HikLN
s Rgars cak faptalrs

5§76, Masjid Road, Jangpura, New Delhi - 110014
Tel: 24374501/ 24379855 Emall: dri.delhi@hrin.org



