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What we did

We studied 13 successful projects in Romania, 
India, Kenya and South-Africa

selected by national teams of academics and 
representatives of disability organizations

local researchers

Our aim was to find the most important factors 
that made projects successful



How projects started

� Most projects started by parents 
as a response to a local 
dissatisfaction

� Parents felt angry and worried 
about the future 

� The sharing of common 
experiences of frustration and 
anger provided the energy and 
direction for these projects
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Leadership

Most projects had strong and
charismatic leaders with the 
respect and power to voice this 
dissatisfaction and anger and 
to make people take action

The role of charismatic leaders 
often raised the issue of 
succession

Mam Duma and her son



Early stage

Most projects went through an 
early stage of struggle, often 
requiring braveness, 
persistence and even risk 
taking.



Activities differed according to local needs

education employment

housing rehabilitation



But strategies were almost the same 

Through community involvement, awareness 
raising, capacity building, self-representation and 
extensive use of the public room they all worked 
towards the same goal; what we would call 
inclusion.



Risks 

All projects were well 
organized, with professional 
staff

This is necessary for stability

But projects can be too formal 
and professional 

They can lose energy and lose 
the involvement of parents and 
local people



What we can learn

No such thing as a model of 
good practice to be applied 
across cultural contexts

No one can design a project 
from the outside and impose 
it on an area

Projects must develop from 
local groups who share the 
same experiences



Donors / government agencies

Need to review 
funding practices, to:

• support parents to meet and come 
together 

• let projects take risks

• trust groups with good leaders

• help projects grow and not lose energy

• be flexible and open to new ideas



Parents’ organizations

• Need to find ways to:
� think about the future and how 

new leaders can take over

� keep the energy and values alive

� be inclusive so people with 
intellectual disabilities are 
involved

� keep parents involved



“Never doubt that a small group of 
thoughtful committed citizens can 
change the world.
Indeed it’s the only thing that ever 
has.”

Margaret Mead


