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COMMENT

Bridging the gap
Welcome to the first issue of Disability
Dialogue, the new name for Healthlink
Worldwide’s disability newsletter. This
issue tackles a major issue — putting
policy into practice. How can disability
legislation, policy and research guide
action? This builds on topics in CBR
News 29 on research and evaluation in
CBR.

Increasingly, development strategies
are building on human rights. Viola-
tions of disabled people’s rights,
including the right to essential services,
are still common. To formulate
disability laws and policies based on
rights, we need to collect and analyse
much more information, including
instances of good practice, and to share
it with policy makers.

How can the research process be
made more responsive to the needs of
disabled people? Participatory research
methods, based on people’s right to
have a say in matters affecting them,
have become more common. The use
of participatory tools represents a mini-
revolution in research design and a step
towards empowerment for disabled
people. However, better ways of doing
research with disabled people, for
example with people with learning
difficulties, are still needed. Disabled
people’s organisations can also direct
research by requesting the services of
academics and other researchers.

The World Health Organization has
recently urged closer cooperation
between UN agencies and other partners
to create a common agenda on disability.
Working together at international or
local level involves bridging gaps in
understanding through research,
information sharing and education.
Disabled people and their organisations
often criticise the contribution of health
professionals to CBR. The knowledge
and attitudes necessary for health
professionals to participate effectively in
CBR programmes should be redefined,
and training programmes for
professionals reviewed accordingly.

Developing a common disability
agenda involves disabled people and
their non-disabled allies pooling their

strengths to bridge the gap.

Liz Carrington, International
Development Adviser, The Chartered
Society of Physiotherapy

NEWS

WHO Director-General
marks the International Day
of Disabled Persons

Dr Gro Harlem Brundtland, Director-
General of the World Health
Organization (WHO), urged closer
cooperation among United Nations
agencies and other partners to create a
common agenda on disability.

‘Given the vast numbers of people
with disabilities and the complexity of
disability issues, it is necessary for
United Nations agencies to put
together a common agenda on
disability and to implement it. A more
comprehensive effort is needed, at both
the national and international levels,
linking prevention with equalisation of
opportunities,” she said, on the
International Day of Disabled Persons
(3 December 1999).

Poverty and disability are closely
intertwined, with about 80 per cent

New African disability
information network

A new Disability Resource Centre has
been opened in Bulawayo, Zimbabwe,
by the Southern African Federation of
the Disabled (SAFOD). Information
held at the resource centre includes
books, newsletters, research reports,
videos and audio cassettes. The
resource centre will also produce
Braille materials.

SAFOD works closely with the Pan-
African Federation of the Disabled
(PAFOD), also based in Bulawayo, so
the resource centre’s services will extend
throughout Africa. Links are planned
with governmental and non-
governmental service providers,
teaching institutions and researchers.

For more information, contact
SAFOD, PO Box 2247, Bulawayo,
Zimbabwe. E-mail: safod@telconet.co.za

of the world’s disabled people living
in developing countries. Disabled
people are often poorer than the
general population, and people living
in poverty are more likely to be
disabled.

‘Due to the linkage with poverty, our
approach to the future challenges that
disability poses must involve several
United Nations agencies and other
partners, particularly organisations of
persons with disabilities. Disability
must be addressed on several levels:
medical, rehabilitation, social and
political and the best way to do that is
to work together on a shared agenda.
WHO will be open to work with all
interested parties to that effect,” stated
Dr Brundtland.

WHO Update

Future issues

Our next issue will be on a subject which is
often neglected in disability: mental health.
It will focus on long-term disabling mental
health conditions and the mental health
needs of disabled people.

If you work with people with these mental

health problems, please write and tell us of
our experiences.

Future issues will be on:

communication disabilities —
some impairments affect a
person’s communication ability. This issue
will look at the social and functional effects
of these disabilities and community-based
solutions.

training for community practices - training
is an important part of ‘policy into practice’.
This issue will cover CBR training, disability
equality training and CBR programme
management tips.

Cover photo: CDAP CBR committee meets
in Logar. (CDAP, Peshawar)

Disability Dialogue newsletter aims to support disabled people, service providers and policy-
makers, particularly in developing countries. It acts as an international forum to promote the social
inclusion of disabled people through community-based rehabilitation (CBR) and other social
action. Disability Dialogue uses plain language to exchange practical information. Several partners

in Asia and Africa adapt the newletter for regional language editions and other translation is

encouraged. Disability Dialogue is linked to other information services and networks.
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READERS LETTERS

E Being disabled in
wartime

In response to the last issue on ‘Disability
and war’, we received this letter from
the Democratic Republic of Congo,
which has been at war since 1996.
What do we disabled people do during
the war? As we cannot flee to the
mountains or forests like the others,
some of us simply hide in the latrine
huts to escape the bullets. The latrine
huts are frequently thatched, and
during the fighting they catch fire
easily. This is how some of our
disabled brothers have lost their lives.

We have always been considered a
burden to our families, but during the
war this becomes more marked. A
family with a disabled child, when the
time comes to flee, will leave behind
heavy things in the house, including the
child. One father made a hole a metre
deep, put his child in it and covered the
hole with sticks and leaves, to get rid
of his burden.

During the war, only those people in
the family who contribute food have
the right to eat. The disabled person
has a right to almost nothing. In many
cases they are reduced to begging in
order to feed themselves.

Lokana Ngandru (Congolese refugee),

c/o Missionary Aviation Fellowship,
PO Box 1, Kampala, Uganda

E Emotional healing
following Hurricane Mitch

Natural disasters as well as war can
lead to emotional problems in children.
In October 1998 Hurricane Mitch hit
Nicaragua, killing about 10,000 people
and leaving many more homeless. About
1,200 families were rehoused in a project
called Nueva Vida. The disaster and the
resettlement in a strange, crowded place
were frightening for children. In their new

Write a letter and win a
resource book

All letters published in

Disability Dialogue will

win a copy of We Can Play and

Move, published by Healthlink Worldwide.

Please write to: The Editor,
Disablility Dialogue, Healthlink Worldwide,
Cityside, 40 Adler Street, London E1 1EE.

homes, they were more at risk from
domestic violence and abuse. Many
children suffered from anxiety and
mourning for the loss of their home
environment. This anxiety was shown by
sleeping problems, including nightmares
about the hurricane, eating problems and
less interaction with other children.

Following a disaster, children with
emotional and behavioural problems
need support to enable them to deal
with distressing situations and avoid
behaviours such as running away. The
International Organisation of
Migration trained teenagers as psycho-
social promoters to work with children
in the community. They work with
children in creative play groups to act
out scenes from their lives through
painting, playing and re-enacting
family interactions.

Despite this programme, children
remain the highest risk group. There is
need for a nutrition programme to
improve children’s health and school
performance. An employment
programme would reduce aggression
and abuse towards children, and
improve living conditions for families.
Beatriz DeBriones, United Nations

Volunteer, International Organisation
for Migrations, Nicaragua

— | Sport for all:
including disabled people!
Sport is not a priority in developing
countries, even less, it seems, for
disabled people. However in poor
communities, where life is hard, there
is also a need for fun activities to make
you feel good. Through sport,
especially team sports, disabled people

gain a lot: confidence in their physical
abilities and their bodies, strength, the
will to endure and recognition by
others. Of course health also improves,
through better general fitness and less
secondary problems related to the
original impairment.

Often we think that there is no
money, even for basic rehabilitation.
This is true, but there are still
possibilities for funding. Gelukspan is a
rural district hospital in the North West
Province of South Africa, one of the
poorest parts of the country. With some
committed young adults with major
mobility disabilities like paraplegia, we
formed the Gelukspan Wheelchair
Basketball Team (GBT). Starting with
old wheelchairs in poor condition we
did not lose hope, but repaired them
continuously and applied for funding to
buy sports wheelchairs. We even
managed to take part in the national
sport competition. Although most of
the time we were defeated, it was a
great experience and encouragement.

Being an active member of GBT
means also to shoulder responsibility
and share the work, like repairing the
wheelchairs, fundraising and taking
part in decision making. The members
own the team and develop it further.

Our team consists of physically
disabled people, including the trainer.
But our experience also applies to other
types of disability. We have also found
that blind people benefit very much
from sport, because many of them are
relatively unfit due to a lack of physical
challenge.

Undine Rauter, physiotherapist,

Gelukspan District Hospital, PO Box 77,
Radithuso 2738, South Africa

Gelukspan
Wheelchair
Basketball
Team.

(U Rauter)
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The way forward in CBR research

Sally Hartley and Sheila Wirz suggest how research can
be improved to inform policy and planning in CBR

Many services for disabled people
originate in medical practice, and are
often evaluated in quantitative terms.
Increasingly, service providers are taking
a holistic view of disabled people. This
is due to growing recognition of the
‘social model’ of disability and the
disability rights movement, and the
promotion of CBR by the World Health
Organization. It is now clear that skills
are needed in qualitative as well as
quantitative research methods to
evaluate disability services. Emma Stone
(1999) suggests that the ‘way in which
disability is constructed through local
culture values and structures’ should
influence research design. Researchers
need to listen to the voices of local
people before they plan research.

Most people agree that CBR
programmes should be carefully
evaluated and constantly revised. In
practice this has proved difficult. Most
CBR research has simply consisted of
project descriptions. Efforts to collect
and analyse more meaningful data
usually focus on impairments; for
example, on how many people have
impairments and what medical
interventions have been provided. This
medical model of research does not look
holistically at disabled people’s needs.

Key areas

Four years ago we suggested that the
key CBR research questions were:

o what effect will this service have?

A research group in action in Nepal. Community members should participate in all stages of
research. (H Payne)

o what will it cost?
e is it what disabled people and their
families want?
o what will happen if the service is not
provided? (Wirz 1996)
These questions remain relevant.
Another key research question is: what
indicators can be used to measure the
effects of different interventions? The
views of disabled people and their
families must be considered when
choosing indicators. In Uganda, for
example, families with disabled
members expressed the need for
knowledge about prevention of
disabilities and support for female
carers. These locally expressed needs
must be used to decide research
questions and to plan design.

Holistic view — taking a broad view of a
problem or issue, by looking at all of its
individual parts

Stakeholders — all the groups, either
within the community or outside it, who
are interested in an issue or a project.

Lessons learned

An appropriate research method is one
which explores the relevant issues in a
holistic way. This is in line with a
‘comprehensive model’ of disability,
which embraces both the medical and
social model. The research must use
accurate, reliable methods and be
carried out in an open, participative

way, so that the results can be verified
and used to inform disability policy and
service planning.

Good researchers need skills similar to
those of good community development
workers, who use problem-solving
approaches to enable communities to
identify and prioritise problems and find
their own solutions. Disability researchers
from developing countries may find it
helpful to look at research methods
pioneered in developed countries by
disabled people. For example:

e including disabled people in all the
stages of research — planning, data
collection, analysis and
dissemination of results

e concentrating on the needs and
priorities of disabled people, not on
the demands of research

o choosing research questions by
disabled people and researchers
working together.

Linking research to policy
CBR should be defined, planned and
evaluated in a more flexible way.
Describing CBR programmes using
‘either/or’ classifications like
‘professional-led or user-led’ or
‘medical or social model’ is unhelpful,
because CBR is often more complex
and diverse than this.

o Qualitative research is needed to
develop indicators for measuring
quality of service, user satisfaction,
individual well-being and broader
social change.

o There is a great need for researchers
to inform public discussion and
disability policies. Research
questions and designs should be
developed with this in mind.

o For ethical reasons, researchers
should listen to and consider the
needs of all stakeholders when doing
their research and disseminating
their findings.

Sally Hartley and Sheila Wirz,

Community Disability Studies, Centre for

International Child Health, London, UK.

E-mail: s.hartley@ich.ucl.ac.uk

E-mail: s.wirz@ich.ucl.ac.uk
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Child rights: making
progress in practice

How can we use the Convention on the Rights of the
Child to improve the lives of disabled children?

The United Nations Convention on the
Rights of the Child (UN CRC) can be
used to help formulate laws related to
all children (not necessarily rights-
based) and to monitor children’s rights.
Successfully implementing the UN CRC
and laws which result from it depends
not on governments or organisations,
but on individuals: how do they
interpret the policy, and how willing
are they to adapt to new ideas and
ways of working? Individuals often do
not violate laws on purpose. It is more
often due to a lack of information,
knowledge and skills.

The ‘Disabled Children’s Rights
Advocacy Tool’ project is collecting
examples of violations and good
practice in relation to disabled children
and the UN CRC. Here are some of the
350 examples of good practice
collected so far that highlight strategies
for implementing child rights.

1 Raising awareness and
understanding

Countries that have signed the UN CRC
have a duty to share information
throughout the country. Many countries
do this through a national child rights
coalition of NGOs, which monitors the
government’s implementation of
children’s rights. In Lesotho, for example,
the Lesotho Society for Mentally
Handicapped Persons (LSMHP) is a
member of the country’s NGO coalition
and represents the interest of children
with learning disabilities.

Sometimes disabled children are
hidden or segregated, which reinforces
the idea that they are different and
should be excluded from activities with
other children. One way of changing
this attitude is by arranging meetings
between disabled and non-disabled
children and their families, or by
raising their profile through the media:

In Yemen on the International Day for

Disabled Persons (3 December), disabled

children gave presentations in schools and

had children from regular schools visit
theirs. Disabled children were also involved
in a Children’s Day of Broadcasting. They
were given training and support to produce

a radio programme in which they expressed
their problems and feelings to the public.

2 Breaking barriers
New ideas are difficult to put into
practice when there is nobody to consult
when problems arise. Meeting and
listening to others in support networks,
which share ideas openly and in trust,
can build up good practice and break
down the barriers which are common
between service users and providers:
In Lesotho, parents of LSMHP have become
more aware of their children’s needs and can
assist and advise teachers on how to help
their children at school. They are invited to
give talks and to share their experience
during teachers’ seminars.

3 Learning by doing

New ideas can be introduced using the
‘pilot’ approach. A pilot project can
provide a vision and be an environment
for learning. It allows people to develop
skills, make mistakes, become familiar
with the unfamiliar, and to come to a

o\ ()°

common understanding about the aims

of their work:
A pilot inclusive education programme for
children with learning disabilities has been
started in Addis Ababa, Ethiopia. The aims
are to develop a workable programme, to
share lessons learned, and to promote the
rights of children with special needs. The
results have been positive: mainstream
students help their disabled classmates,
teachers welcome more students, and the
school administration and education bureau
are more enthusiastic.

4 Promoting information

Even in regular health and other

services, service-users often lack

reliable information.
In Ho Chi Minh City, Vietnam, Save the
Children UK came across a family with two
boys with muscular dystrophy, an incurable
condition, who were living on the street.
The parents had sold everything, even their
house, in their search for a cure. Accurate
information would have saved them from
poverty, and enabled them to concentrate
on helping their children. Save the
Children helped to set up an information
centre, where parents who were worried
about their child’s development or
behaviour could come for free information,
advice and support.

Hagzel Jones, 41 Trafalgar Street, York,

YO23 1HX, UK

E-mail: hazel.j@btinternet.com

The Disabled Children’s Rights Advocacy
Tool Project is producing a publication
which can be used to promote the rights of
disabled children. Do you have examples of
violations or good practice of the UN CRC
in relation to disabled children? Please send
contributions to the address above.

Communicating with children. Kassim, a boy from J'aar Abyan, Yemen who uses a wheel-
chair, tells us about bis life through drawings. (Ridda Barnen)
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Moving legisliation into action: the

India

What is the disability legislation?

The Persons with Disabilities (Equal Opportunities, Protection of Rights and
Full Participation) Act, 1995.

What does it say about: Education?

Free access to education in an appropriate environment until the age of 18.

Promotion of integration of disabled students in regular schools, and setting up
of special schools for those who need special education.

Setting up of teacher training institutions.
Scheme providing for transport facilities and supply of books for disabled students.

All government educational institutions and educational institutions receiving
aid from the government to reserve at least three per cent of their seats for
disabled people.

Medical Rehabilitation?

Schemes to provide aids and appliances to disabled people.

Government to take steps for the prevention and early detection of
disabilities.

The Act says that ‘the appropriate government and local authorities shall
promote and sponsor research... in the area of rehabilitation, including
community based rehabilitation’.

Labour and Employment?

Every government and public sector establishment to reserve at least three per
cent of its vacancies for disabled people (one per cent each for persons with
visual impairment, hearing impairment and motor disability or cerebral palsy)
Setting up schemes to ensure the employment of disabled people, for example
promoting training and welfare, health and safety measures and creating non-
disabling environments in the workplace.

No establishment shall dismiss or reduce in rank an employee who acquires a
disability during his or her service.

No promotion shall be denied to a person merely on the grounds of disability.

What does it say about Accessibility?

The transport sector shall, within the limits of its economic capacity, take

special measures to adapt trains, buses, vessels, aircraft and waiting rooms to

allow easy access to disabled people.

Government local authorities shall, within the limits of their economic

capacity:

o install sound signals at traffic lights for visually impaired people

o create curb cuts and slopes in pavements for wheelchair users

e engrave zebra crossings and the edge of railway platforms for visually
impaired people

o build ramps in public buildings

o install braille symbols and sound signals in lifts.

What does it say about Sign Language?

No specific provisions.

| Hearing impaired
children
communicating at
a special school in
Gujerat, India.
(Paul Quayle/
Panos Pictures)

How was the legislation obtained?

Through continual lobbying by disability activists and NGOs. It included
extensive consultations with officials of the Ministry of Welfare and
organising protest marches to maintain the pressure on the government.
Press conferences were held to educate and mobilise wider public opinion.

How is the legislation implemented and monitored?

At the central and the state level, there are Coordination Committees which
are the policy making bodies for the implementation of the Act. Executive
Committees are then responsible for carrying out the decisions. All these
Committees have at least five representatives from the disability sector.

No clear-cut penalties have been laid down in the Act for failure to comply.
However, the Chief Commissioner and the State Commissioner have powers of
a Civil Court to enforce the Act. Disabled people have successfully approached
the courts for non-compliance of the legislation.

Has the legislation had an impact on the quality of life

of disabled people?

The legislation has helped to shift public attention from providing charity to
disabled people to protecting their rights. This shift has brought dignity to
the lives of disabled people.

Many doors have been opened to disabled people, for example the right to
study in a regular school and the right to opt for higher-ranking jobs.

The Act establishes responsibility on society to make adjustments for disabled
people. For instance, the University Grants Commission has made a decision
to make colleges accessible for disabled people and they have allocated funds
for this. Similarly, the Confederation of Indian Industry has included
disability in its social agenda and is working towards sensitising the
corporate sector on the issue of employment of disabled people.

How is awareness of the legislation promoted among

disabled people?

Little effort has been made to promote awareness. However, NGOs have
translated the Act into local languages, simplified the language to make it
easier for people to understand, disseminated copies of the Act, and
organised workshops for disabled people and other concerned sectors to raise
awareness about the Act and to facilitate its implementation.

What are the problems in implementing and monitoring the

legislation?

Lack of political will.

Excessive bureaucracy.

Lack of awareness among disabled people about the Act.

Lack of strong advocacy groups to influence decision and policy makers.

Are disabled people represented in the national Parliament
or local government?

What remains to be done in legislation to improve disabled
people’s quality of life?

The existing legislation needs to be effectively implemented.

The amendments that have been suggested to the Act should be tabled and
passed in the Parliament.

Disability should become an integral part of all national policies. For
instance, special education should be part of the Ministry of Human
Resources Development (Department of Education) and not under the
Ministry of Welfare.

Policies to promote greater participation, representation and involvement of
disabled people in the decision/policy making bodies needs to be lobbied for.
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view from two countries

South Africa

What is the disability legislation?

because the laws are still relatively new. Disabled people can receive legal aid
from the state to pursue their case in court.
The Office on the Status of Disabled People (OSDP) monitors the implementation

Anti-discrimination clause in the National Constitution (1996) includes disability.
The government’s policy is described in a White Paper, the Integrated National

Disability Strat 1997).
L1sa‘ E 1t.y ey ('ﬁ ) bel of policies by government departments. The OSDP is located in the President’s
e Office and has Disability Desks in all the provinces.

What does it say about: Education? Some policies are badly implemented. For example, building regulations to
The South African Schools Act (1996) requires education for learners with ensure accessibility are often ignored.
special educational needs to be provided, wherever reasonably possible, in Has the legislation had an impact on the quality of life of

regular schools. disabled people?
A White Paper for Learners with Special Needs (1999) proposed further changes
towards inclusive education.

Awareness of disability issues is growing in the country. The President himself is

; ; o ) . the patron of the national umbrella organisation of disabled people, Disabled
The Higher Education Act (1997) addresses discrimination against disabled People South Africa (DPSA).

22 5T e L [ S The national policy on Welfare Financing provides financial resources to the

Medical Rehabilitation? disability sector.

A Technical Committee on Rehabilitation Policy has been set up by the Ministry The number of disabled people in employment is growing — the civil service
of Health to develop a comprehensive policy on rehabilitation. should be comprised of at least two per cent disabled people by 2004.
More and more disabled people are getting into high schools and universities,
_ although there are problems of accessibility of transport, buildings and
The Integrated National Strategy on Disability states that CBR ‘should form essential services.

the basis of the national rehabilitation strategy’, supported by secondary and
tertiary rehabilitation services from the Health Department. )
disabled people?

DPSA promotes the full participation of disabled people in the developing policy.

The Labour Relations Act provides some protection for disabled people against 0SDP is planning a government-funded awareness campaign including
discrimination on the basis of their disability. training of civil servants.
The Department of Labour assists disabled people to access support services,
to gain interview skills, job search skills, time management and
communication skills.

- P Lack of knowledge among disabled people about the policies.

Government departments do not prioritise disability.

The National Buildings Regulations set out requirements for an accessible built
environment.

How is awareness of the legislation promoted among

What are the problems in implementing and monitoring

the legislation?

Disabled people’s organisations (DPOs) are under-resourced.
- . Plans in the Integrated Disability Strategy are very ambitious.
By law, ten per cent of buses must be accessible to disabled people. The inequalities created under apartheid are difficult to undo in a short

What does it say about Sign Language? period of time, and yet expectations of change are high.

South African Sign Language (SASL) has been recognised by law as a Are disabled people represented in the national Parliament or
language of learning. local government?

How was the legislation obtained? Yes. There are five disabled members in the national Parliament who are chosen
by DPSA. There is one disabled legislator in the National Council of Provinces

The government put forward its ideas on disability policy in a Green Paper. . . 5 o
and two disabled parliamentarians at provincial levels.

Public hearings were held across the country, which resulted in a White Paper
(statement of government policy) being published. This was circulated again What remains to be done in legislation to improve disabled

to interested groups, before being submitted to Parliament. The process was people’s quality of life?
very consultative.

Disabled people, especially in rural areas and in the townships, need to be
How is the legislation implemented and monitored? educated about the policies and legislation.

The laws can be enforced through the courts or through the Human Rights The implementation and enforcement of the legislation need to be monitored.

Commission. Voluntary organisations report incidences of violation. There have All the political parties in the country need to be educated about disability policy.
not been many cases in which disabled people have used the legislation, More disabled people need to be trained and sent to Parliament and local
authorities.

Hearing impaired people
demonstrating in Cape Town,
South Africa.

(Eric Miller/Panos Pictures)

DPOs need more resources to strengthen their monitoring and implementation
roles.

Policy ‘focal points” like the OSDP and Disability Desks should interact with
government departments.

There needs to be a ‘policy network” linking disabled parliamentarians in
different African countries. Stronger links are also needed with international
disability networks.

Rama Chari, Executive Officer, NCPEDP, India, National Centre
for Promotion of Employment for Disabled People, 25 Green Park
Extension, Yusuf Sarai, New Delbi 110 001, India

Fax: +91 116963030,

E-mail: ncped@nde.vsnl.net.in and Andrew Dube, Disabled
People South Africa, 314 Oxford Street, East London, 5200 South
Africa. Fax: +27 43 7229470. E-mail: dpsa@iafrica.com
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Using participatory rapid
appraisal (PRA)

PRA can be a useful tool in planning CBR

PRA is a way of helping communities
to analyse their own situation, rather
than having it analysed by outsiders. It
includes various ways to collect
information. As well as being a research
method, PRA is also a philosophy. It
requires the researcher to be willing to
learn from communities. Local people
decide what and how things should
happen. Researchers are facilitators and
resources rather than doers.

The CBR Development and Training
Centre used the PRA approach to plan
a CBR programme in 18 villages in
central Java. Before each PRA session,
fieldworkers spent two weeks in the
village, talking to village leaders,
getting agreement and approval for the
process, selecting the location for the
meetings and helping to choose who
would participate in meetings.

Each village PRA session took three
days. The field workers started the PRA
sessions with focus group discussions
(see page 10) about general disability
issues and the meaning of disability.
Some of the PRA activities which were
used are described below.

Traditional Healer

Religious
Leader »
4

Village People

Social Welfare
Office

Neighbours

PRA activities

Mapping: villagers drew a rough map
of their village to show the location of
resources that they felt could provide
assistance to disabled people, like
health centres and craftspeople (for
appropriate aids). This made them
aware of what they already had
available. Next they identified who the
disabled people were in their village
and where they lived.

Venn diagrams: villagers listed all the
social institutions that they felt could
help disabled people in the community,
like community development
organisations and churches. Next, they
drew circles of varying sizes to
represent the importance of each
institution to disabled people. Finally,
these circles were placed on a poster at
varying distances from the centre,
which represented the disabled person.
The distance from the centre
represented how close, in terms of
understanding and assistance, they were
to disabled people. The results showed
the villagers’ perceptions of the social
institutions.

Matrix scoring and ranking: these
methods help villagers to recognise
problems, prioritise them and to think of

Edueation
Institution/
Courses

Village Office

Religious

Institutions

A Venn diagram created by villagers in Indonesia. (CBRDTC, Indonesia)

solutions. People were divided into two
groups, disabled people and other
community members. Each group made
a list of specific problems faced by
disabled people in the community. Next,
these problems were used to create a
matrix poster, by listing them down the
side and across the top. Each group then
ranked the problems in order of
importance. The difference in priorities
between the two groups showed that
more discussion was needed to arrive at
a common understanding of exactly
what the problems were. For example,
in one village, the non-disabled people
thought that the major problem faced by
disabled people was ineffective
communication between disabled
people, the community and institutions.
However disabled people ranked this as
only the fourth most important problem.

Facilitating skills

The role of the PRA facilitator is crucial
to the success of the process. Facilitators
must always be polite and follow the
local customs. They must ‘lead from
behind’, where their work and opinions
always appear to be the result of the
work of others. To do this, the
facilitators must spend enough time in
the village to develop a good relationship
with the leaders and the community
members. Another strategy is to train
local residents as facilitators. However, it
is sometimes difficult to find local people
who can remain neutral in meetings and
who have had enough education.

Conclusions

We found that PRA was an effective
tool for the development of CBR. The
process not only gave us basic
information necessary to start
programmes, but also increased the
awareness, interest and commitment of
the community members who
participate in the process. Since these
are some of the basic first steps in the
process of changing community
attitudes and beliefs, PRA proved to be
a good tool for doing CBR.

With thanks to Dr Handojo
Tjandrakusuma, CBR Development and
Training Centre, Jalan Adisucipto, Km 7,

Colomadu, Solo, 57176, Central Java,
Indonesia

Write to us!
Have you used PRA methods in
planning CBR? Please
write and tell us of your
experiences.
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Defending
our rights

Passing disability laws is
not the end of the struggle

00 0000000000000 00000000000 00

In 1992 the Zimbabwe government
passed the Disabled Persons Act
following pressure from organisations
of disabled people. With the new Act,
the concerns of disabled people in
Zimbabwe, which had always been
treated as a charity issue, suddenly
became a question of law. Most high-
ranking civil servants did not take
kindly to this new approach.

Under the Act, a National Secretariat
and a Disability Board were supposed
to be set up. Only the Disability Board
was established and its work has been

hampered because of a lack of funds.
The Board currently operates on a low
budget from the Department of Social
Welfare, which enables it to hold
meetings, but not to carry out a
detailed plan of action.

The Act covers disabled people’s
rights to education, independent living
and housing, but implementation is
lacking. The government did not state

Disabled people in Harare, Zimbabwe
march for their rights on International
Disability Day. (International Disability
Foundation/Winchester Group)

who would implement the Act and did
not develop any policies. The Act is just
gathering dust on the shelves of
government offices and has hardly
benefited disabled people.

Lessons learned

This has taught us that without
politicians’ support, it is difficult to get
the best out of the government. When
campaigning, disabled people’s
organisations must speak with one
voice and remain focused.

The Disabled Persons Act needs to
be owned by the people for whom it is
intended. Disabled people’s
organisations must educate their
members on the laws affecting them.
They should help individual disabled
people to take legal action whenever

there is a breach of the law.
Forward S. Mlotshwa, Bulawayo,
Zimbabwe

Disability in community development

A new approach in
Bangladesh delivers CBR
through mainstream
community development

CBR programmes, institutions, govern-
ments and disabled people’s organisa-
tions in developing countries often
have had little impact on disabled peo-
ple’s lives. This is because activities are:
e separate from other development
activities
o focused on providing services to
disabled people and their families
o designed as service delivery systems
rather than development systems
o dependent on external resources.
In response, Community Approaches to
Handicap in Development (CAHD)
was developed in Bangladesh. CAHD
uses existing community development
organisations to merge CBR technical
skills into mainstream community
development. This approach uses fewer
human and economic resources. Many
communities in developing countries
already have structures for
development programmes. These
structures can, with minor changes and
adequate training, provide rapid
assistance to disabled people.
This approach is similar to the
integration of gender issues into
mainstream development activities.

Implementing CAHD

CAHD aims to enable communities to

empower disabled people. This requires

activities which:

e combat ignorance, fear and
superstition in society

e ensure inclusion of disabled people
in all community activities

o provide rehabilitation services that
enable disabled people to
participate.

CAHD needs both specialists outside

the community and non-specialist

community workers. The Centre for

Disability in Development (CDD)

offers courses in CAHD. Trainees come

from community organisations
throughout Bangladesh. Following
their training, they return to their
organisations. The activities which they
carry out are:

e creating positive attitudes among
community members towards
disabled people, and sharing
knowledge on disability issues

o providing primary rehabilitation
therapy to disabled people and
access to referral services

e including disabled children and
adults in education and training
activities

o integrating disabled people and their
families into existing small-scale
income-generating and credit
schemes
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o preventing disability by improving
community members’ awareness of
the causes of disability

o establishing community
management, monitoring and
evaluation of disability and
development activities.

Towards full inclusion
The CAHD approach is a new way of
implementing CBR that integrates
multi-disciplinary activities into new
and existing community development
programmes. Handicap International
(France) and Christoffel Blinden
Mission, encouraged by CDD’s
success in Bangladesh, are supporting
the development of CAHD
internationally. This partnership is
starting a new project, for
International CAHD Development
and Dissemination, that will be
based in Nepal. The ICAHD-DD
Project will:
e provide practical information about
CAHD on the Internet
o implement CAHD field
demonstration projects
e support research to show the

effectiveness of this approach.
For more information on CAHD,
contact: Centre for Disability and
Development (CDD), D-55, Talbag,
Savar, Dhaka, Bangladesh
Fax: +880 2 9337222
E-mail: cdd@bangla.net



From talk into action in Angola

Focus group discussions
are often used in partici-
patory research. But do
they lead to action?

A focus group is a small group of
people with specialist knowledge or
interest in a particular subject, who are
invited for discussion during research,
evaluation or project planning. Focus
group discussions enable in-depth
information to be collected relatively
quickly. In Angola, the Belgian
organisation Handicap International
carried out a participatory research
project in Lubango and Benguela, to
plan a new social integration project
with disabled people. The research
methods included observations during
visits to projects, semi-structured
interviews during visits to disabled
people’s homes, and focus groups.

Using focus groups

The objectives of our focus group
discussions were to find out the types
and prevalence of disability in the
community, and learn about the
everyday lives of disabled people.
Separate focus groups were organised
for men and women, so that women
would participate more freely.

Each focus group had around 12
participants. They included people of
different age groups, different
disabilities and both civilians and ex-
soldiers. The meetings were held in
natural, quiet locations, where the
participants felt more
comfortable.

Everyone was free to say
what they felt in the
meeting. Facilitators
ensured that no-one
dominated the
discussions, so that
everyone’s views could
be heard. Each group
started with an
amusing, true story
about a local disabled
person. This
encouraged participants
to tell their own stories. 7/

So that participants could

follow and ‘own’ the information from
the meeting, it was written on sheets of
paper stuck on the wall.

10

Participatory activities in the focus
groups included:

o listing all the disabilities in the
community, in both Portuguese and
Umbundu, the local language

o listing the problems faced by
disabled people in everyday life

o ranking these problems in order of
importance, or linking them
according to cause and effect.

Shorter meetings prevent participants

from becoming bored or concerned

about other commitments. In Angola

three hours was acceptable, with a

refreshment break halfway through the

meeting. Refreshments were at a level
appropriate to the community,
otherwise people would only come for
the food.

Feedback

Information from the focus groups and
other research techniques was gathered
and analysed. The findings were then
presented to a meeting of people
involved in disability services and
disabled people, to obtain final
comments and agreement. Everyone
then knew what information would be
used in planning the new programme.

Continual learning
A good research team is able to
identify and learn from its mistakes.

Drawing or making maps is a valuable tool
in participatory research. (IIED)

Some of the difficulties in the focus
group discussions in Angola included:

expectations of how much could be
achieved during the discussions were
too high. Focus groups may need to
be spread over several days (but
remember that participants have
other commitments)

there was no locally trained
facilitator, so translations were
needed. This slowed down the pace
of the meetings. Wherever possible
the local language should be used
children’s interests were under
represented. Ensuring children’s
participation, and holding meetings
with groups such as parents,
traditional healers and birth
attendants would have addressed
this.

Information into action

The focus groups yielded useful
information for project planning.
Amputations were the commonest
disability because of the civil war.
Awareness of other impairments was
surprisingly limited. Many disabled
people said they were considered a
burden by their families and others in
the community.

In several focus group sessions,

participants expressed surprise that
researchers were interested in their
views and experiences. The focus

groups helped disabled people
by giving them an opportunity
to speak in public, and to

consider their lives and
possible solutions to their
problems.

The research project
enabled Handicap
International to identify
disabled people with
skills who could benefit
from income generation
projects. Disabled people
in Lubango have since
started projects in

baking bread, making
saucepans and small
business. They have been given
training in starting a business
\  and grants to buy the necessary
materials.

Steve Harknett, Acting Editor, Disability
Dialogue, Healthlink Worldwide
harknett.s@bealthlink.org.uk
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DISABILITY FORUM

The cost of CBR

In this issue, we will look at the controversial topic of

measuring the cost of CBR.

How do we find out about the
cost of CBR?

Information is needed at all stages of
the CBR programme, in planning,
monitoring and evaluating activities.
Information is lacking about the
relative costs of different CBR
programmes. This information is
needed to compare the cost of CBR
service delivery with other possible
rehabilitation services. Rationing of
health care resources in developing
countries is now a fact of life, so
resources must be allocated to give the
most healthcare for the money
available.

Resource allocation often uses cost-
utility analysis. This means comparing
the amount of money put into a project
with the change in the quality and
quantity of life of the service users.

The best measure of quality and
quantity of life is a matter of debate.
Various measures have been used, such
as the Quality Adjusted Life Year
(QALY) and the EuroQol. The
EuroQol is a simple, short measure
which scores five areas — mobility, pain,
anxiety and depression, self-care and
daily activities — on a three point scale.
It has been found to be reliable in a
study in Zimbabwe.

Value for money CBR in
Palestine

A study of a CBR programme in Palestine
found that communities made a large
contribution to the cost of the programme.
For every US dollar invested by the donor,
the local community gave 1.8 dollars.
Community members contributed voluntary
work, including family activities, giving out
leaflets and transport. The amount of
volunteer time amounted to about 100 full-
time staff. Community contributions also
included paying for medical treatment,
vocational training, home adaptation and
simple technical aids.

Measuring cost in CBR

CBR programmes often exist in a
protected world, funded by well-
intentioned donor agencies. They need
to move into the real world, where
policy-makers and programme
managers are concerned with
improving efficiency. Information
relating costs to impact on quality and
quantity of life should be collected in
CBR programmes.

Each CBR programme is unique and
must have its own, locally-defined
programme objectives and outcomes.
However, a common language is also
needed to collect information on the
cost of CBR programmes in different
regions and countries. This language,
although imperfect, exists, and includes
QALYs and cost-utility analysis. CBR
programmes should closely monitor
their costs, and possibly the EuroQol
should be administered to participants
at regular intervals.

Nearly 20 years after the
International Year of the Disabled
Person in 1981, very few countries
have established CBR as a component

‘Disability Forum’ is a new feature which
we hope will appear regularly in Disability
Dialogue. There are many issues in
disability on which people have differing
views.

In ‘Disability Forum’, we hope to explore

these issues. We will present the views of
one individual and invite responses from

readers who agree or disagree.

of either primary health care or an
expanded medical referral service.
Introducing cost-utility analysis will
enable CBR to take its rightful place
among public-supported programmes
on the basis of sound economic
arguments.

Jennifer Jelsma, University of Zimbabwe
and Katholieke Universiteit, Leuven,
Belgium Department of Rehabilitation,
Box A178 Avondale, Harare, Zimbabwe

Write to us!

Do you agree with the views expressed in
this article?

Many of disabled people’s problems are the
result of a “disabling society” — should
society only give resources to CBR
according to economic arguments? What
about disabled people’s rights?

CBR benefits individual disabled people,
but also their families and communities.
Cost-utility measures only consider the
individual person — so do they accurately
measure the benefits of CBR?

This is a chance to write
what you think.

Mother and children attend a community centre, Jerusalem, run by the Union of Palestinian
Medical Relief Committees. (Muyasar Hudali/Healthlink Worldwide)
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RESOURCES

Publications

The standard rules on the equalization of
opportunities for persons with disabilities
United Nations, 1994

An important tool for guiding disability policy
and practice and advocating for legislation.
The Standard Rules provide internationally
accepted guidelines for planning interventions
with and for disabled people.

Awailable from: Disabled Persons Unit,
Department for Policy Co-ordination and
Sustainable Development, United Nations,
Room DC2-1302, New York. NY 10017,
USA. Fax: +1 212 963 3062

Available on-line at
http:/fwww.un.org/Deptslescap/decadel/cont
act.htm

Participatory rapid appraisal in CBR
(draft)

Dr Heny Soelistyowati and

Dr Emillianus Elip

A practical manual explaining in more detail
the PRA methods developed and used in
Indonesia, as described on page 8.
Auvailable from: the International Institute
for Environment and Development (for
contact details, see below)

Price: free of charge to individuals and local
NGOs in developing countries.

Strengthening disability and development
work: discussion paper

Susie Miles, British Overseas NGOs for
Development (BOND), 1999

A paper written by a group of British NGOs
to help guide the British government’s aid
policy on disability in development. The
paper could help other organisations to
develop disability policy or plan disability
legislation.

Awailable free of charge from Healthlink
Worldwide.

What matters most: disability, research and
empowerment

Linda Ward and Margaret Flynn. Chapter
in “Disability is Not Measles™, edited by
Marcia H. Roux and Michael Bach, Roeber
Institute, 1994

This chapter argues that researchers in
disability need to change their relationship
with those they research, so that research
leads to empowerment of disabled people.
Although written from a British viewpoint,
the chapter is useful for disability
researchers elsewhere.

Awailable from the Roeber Institute,
Kinsmen Building, York University, 4700
Keele Street, North York, Ontario, M3]
1P3, Canada. Copies of this chapter are
available free from Healthlink Worldwide.

Implementing CBR: community approaches
to handicap and disability (CAHD).

Parts 1 and 2

Centre for Disability in Development, 1998
These two books explain in more depth the
approach of CAHD (see article page 9),
which combines CBR with community
development. Part 1 also contains a useful
summary of disability policies and CBR
guidelines.
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Awailable from the Centre for Disability in
Development, D-55, Talbag, Savar, Dhaka,
Bangladesh. E-mail: cdd@bangla.net

Organisations

Child Rights Information Network (CRIN)
CRIN is a global network of organisations
sharing their experiences of information on
children’s rights. CRIN produces a regular
newsletter and has a useful web-site, which
includes a section on children with
disabilities.

Contact: CRIN, 17, Grove Lane, London
SES 8RD, UK

Fax: +44 0207 793 7626.

E-mail: crin@pro-net.co.uk

Web-site: bttp://www.crin.org

International Institute for Environment and
Development (IIED)

The ITED Resource Centre has a collection
of materials for participatory research. The
collection can be searched using a database
on the Internet. Up to five documents can be
delivered free of charge to individuals or
organisations in developing countries.
Contact: Resource Centre, I1IED, 3,
Endsleigh Street, London WC1H 0DD, UK.
Fax: +44 207 388 2826

E-mail: resource.centre@iied.org

Web-site: bttp:/fwww.rcpla.org/

Newsletters

Disability Tribune

The monthly newsletter of Disability
Awareness in Action (DAA). Each issue
brings news from around the world on
violations of and good practice in human
rights and legislation related to disabled
people.

Auvailable free of charge from DAA, 11,
Belgrave Road, London SW1V 1RB, UK
Fax: +44 0207 821 9539.

E-mail: admin.daa@uirgin.net

Healthlink Worldwide launches
Resource Centre Manual

A new 120-page Resource Centre Manual
is now available from Healthlink
Worldwide. The manual is designed for
workers in training and information in
community development, health and
disability. It will be useful to anyone who
wants to set up and develop a resource
centre, particularly if they have to operate
on a small budget.

The comprehensive and practical manual
includes examples, illustrations, check and
resource lists. It comes in a hard-wearing
ring-binder and costs £9.50 (developing
countries) and £14.50 (other countries).
Prices include postage and packing.

The Resource Centre Manual is also
available on the Internet at:
http://www.healthlink.org.uk

The text can be opened by all types of
word processing software.
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