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XIV WORLD CONGRESS OF 
INLCUSION INTERNATIONAL



� Moving from facility and program-
based services to individual designed 
and controlled services.

� What will the new UN Convention 
mean for Deinstitutionalization?



After our recent election, I am, once again, 
proud to be from the United States of America

� We are back in the fold of Democratic Nations!

� But please do not expect miracles, at least not right 
away!



I am a professor. I brought charts.



The United States is changing!
� Washington, DC (November 2, 2006)-The 

American Association on Mental Retardation 
(AAMR), a 130-year old association representing 
developmental disability professionals 
worldwide, has changed its name to the American 
Association on Intellectual and Developmental 
Disabilities (AAIDD), establishing a new standard 
in disability terminology and making way for a 
more socially-acceptable way of addressing 
people with intellectual disabilities.

� The name change will take effect January 1, 2007.



Why is it?
� We live in the age of 

� But some still promote 
institutions as a
service model ……..



What  have we learned?

� The facilities that 
have closed were 
mostly publicly 
operated facilities

� Some privately 
operated facilities 
has closed, both 
voluntarily and 
involuntarily.

Closure 
must not be 
the goal!

 Closure is 
about 
buildings.



What  have we learned?
� In 38 large scale 

studies in western 
nations, people 
with all levels of 
intellectual 
disability were 
shown to do 
better in the 
community in 35 
of them!

� Bricks and mortar-
buildings-have 
nothing to do with 
helping people 
with intellectual 
disabilities to 
thrive, grow and 
live their lives.

� Buildings are 
obstacles



Children and Deinstitutionalization
� Once children with significant disabilities could attend 

school, institutional numbers dropped significantly
� In the U S  children in institutions are approaching 

zero
� We can prevent institutionalization of children 

everywhere while supporting and strengthening 
families and communities

� Article 7.  1…..to ensure the full enjoyment of children 
with disabilities of all human rights and fundamental 
freedoms on an equal basis with other children.”

� Institutions violate the human rights of children



Some U. S. states have closed all 
institutions
� Alaska

� DC
� Hawaii

� Maine
� New Hampshire

� New Mexico
� Rhode Island

� Vermont

� West Virginia and
� Minnesota

� Population ~5 Million



Closure is merely a 
vehicle.
The goal is to let every person pursue their 
dream.
Everyone has dreams.
It is about freedom and the opportunity to 
experience the community.



From the Preamble to the Draft 
Convention

“(l) Recognizing the importance for 
persons with disabilities of their 
individual autonomy and 
independence, including the freedom 
to make their own choices”

Do we really think anyone would 
choose to live in an institution, 
given a meaningful choice?



From the Preamble to the Draft 
Convention

“(c) Reaffirming the universality, 
indivisibility and interdependence of all 
human rights and fundamental 
freedoms and the need for persons 
with disabilities to be guarantied their 
full enjoyment without discrimination”

Institutions=Discrimination



From the Preamble to the Draft 
Convention

“(c) Recognizing that 
disability is an evolving 
concept…disability results 
from the interaction between 
persons with impairments 
and attitudinal and 
environmental barriers that 
hinders full and effective 
participation in society ”
Institutions are barriers to 
participation in society



All people benefit from pursuit of 
their dreams
� You cannot pursue dreams when in a 

large facility, out in the country, with 
your day planned for you, not with 
you.

� That describes a nightmare, not a 
dream.
� THEREFORE……..



Article 4-General Obligations

� 4.1.b. “To take all appropriate measures, 
including legislation, to modify or abolish 
existing laws, regulations, customs and 
practices that constitute discrimination 
against persons with disabilities.”
� Institutions, de facto, constitute discrimination 

against persons with disabilities.



All people benefit from 
pursuit of their dreams
� Fixing-improving 
institutions cannot be an 
option.

� Why do a good job 
doing the wrong thing?



Closure is the vehicle, not the goal.
� Resistance to closure is growing stronger.

� The organized resistance does not play by 
the same rules as those promoting 
community inclusion.

� We are selling, albeit poorly, freedom, 
opportunity and the promise of a better 
life.

� They are selling fear, lies and someone 
else’s agenda.



Closure is the vehicle, not the 
goal.

� The challenge is both political and programmatic

� The decision to close an institution is political
� It is about resistance to change
� It is about fears
� It is about jobs
� It is about the economic impact on local 

communities
� It has nothing to do about what is wanted by or best 

for people with intellectual disability



Closure is the vehicle, not the goal.

� The opponents of deinstitutionalization 
have been:
� Some families of people in institutions

� Public employees and their unions
� In the U.S. - SEIU – a major union, has signed 

the Community Imperative

� Governments-Conflict of Interest

� Elected officials-facilities=jobs
� Local business-facilities buy goods and 

services



We need to market the agenda of 
community inclusion

� It is honest and proud.



We need to market the agenda of 
community inclusion

� It is counterintuitive.
� People help people

� Buildings don’t help people



We need to market the agenda of 
community inclusion

� Must be sold on benefit , not price.
� Talk about outcomes, not costs.
� Focus on how people live and deemphasize how 

much it costs to support them.
� Once you get into the argument of price, then people 

with significant disabilities who may cost more to 
support, loose.

� It is about the cohort cost, not individual cost.



We need to market the agenda of 
community inclusion
� It is pro-family, pro-community, pro-

individual freedom.
� Institutions are:

� anti-family
� anti-community

� big-government and
� anti-freedom.



Talk about it differently
� Not about deinstitutionalization

� … but about developing 
community capacity for all people

� Show inequity of resources between 
those in institutions and those at home 
with families
� Same people, different support
� Incentives in the wrong place



We need to do a better job...
� Growing community 

based leadership
� Developing 

infrastructure

� Fighting apathy
� Educating the 

public(s)

� Fighting dis-
information

� Acknowledging the 
problems we have

� Working with the 
health care 
community

� Fixing what’s broken
� Speaking with one 

voice



It is not automatic
� We must build infrastructure.
� We need to change the existing system of 

services and supports.
� As long as institutions exist, governments turn to 

them first... 
� to fix buildings
� fill beds in response to pressure for residential 

services
� give staff salary increases
� to replace funds lost due to decertification.



Worldwide, the last decade has seen remarkable changes in 
how services and supports are delivered.

� Institutions in many countries continue to 
decline in population, and those who 
remain are aging rapidly. 
� No one wants them.

� They are expensive.
� They are not good for people.
� They are especially bad for people with 

significant disabilities.



But the language and rhetoric far 
exceed the reality for most people.

� Governments have an edifice complex.
� When we see people who are different, we think 

“program”.
� In Central and Eastern Europe we are seeing 

increases, not decreases.
� When we think “program” our default position is 

building.
� In part, an artifact of our roots in education.



So how do we deliver on

The Promise of Community-Based, 

Long Term 

Supports and Services 

for All?



Heard from the fashion students 
walking the corridors in Allison Hall…

“Brownis the 

new black.”



In our world…..

Sheltered workshops and 
segregated schools are the new 
institutions.



For people with intellectual disabilities
� Services and supports are not the goal.

� They are the vehicle to a meaningful life.

� No one is waiting for services.
� People are waiting to have a real life.

� The vehicle needs a tune up!



Silos are good for storing corn 

They are not so good 
for people with intellectual disabilities.
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Silos that represent the different 
areas of community life that are 
readily crossed by people without 
disabilities – and where some 
people with disabilities need 
support.
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Silos that are disability 
specific programs, by 
category, with varying 
eligibility and services.
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� Is the goal to make the silos 
bigger?

� Is the goal to make it easier to 
move from silo to silo?

� Or is the goal to find something 
better than silos?
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Silos were built for specific 
purposes by families, 
professionals and advocates 
and, in many ways are 
functional.
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� They allow a focus for identification, 
legislative advocacy, rules and regulations 
and an affinity group for discussions and 
debates about common issues.

� The question is…have they outlived their 
usefulness?

Why Silos? continued



To finish deinstitutionalization and 
implement second order 
development of community 
inclusion, we can learn from our 
mistakes, and the mistakes of 
others.



The Challenge Lies in Changing The Challenge Lies in Changing 
What What WeWe, Not Others, Have , Not Others, Have 
DevelopedDeveloped
� It was easier when we could blame the 

“bad” institutions.

� Much of what is wrong now is what “we”
created.

� As we wanted to do good things for 
people, how could this be?



� Providers of services (NGO’s) are 
doing what we asked them to do.

� We are now telling them they must 
change!

� Debate and discussion are good.
� Not changing is not acceptable.

The Challenge The Challenge continuedcontinued



People Who Earn Their Livelihoods 
in Systems Will See Major Changes

� They must be nurtured and supported 
as we move forward

� The are not the enemy

� Providers are not the enemy

� Governments are not the enemy

� Complacency is the enemy



Dead Horse StoryDead Horse Story

Common advice from knowledgeable
horse trainers includes the adage, 
“When the horse dies. . .dismount.”

x



Seems simple enough.  

� Buying a stronger whip
� Switching riders
� Moving the horse to a new location
� Changing the fee schedule for riding a dead 

horse
� Appointing a committee to study the horse
� Creating dead horse riding standards
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Or, Maybe . . . Or, Maybe . . . 

� Reorganizing the stables 
� Developing a training course for riding a 

dead horse
� Complaining about the state of horses 

these days
� Starting a pilot project to demonstrate new 

ways to ride a dead horse
� Getting an advocate for the horse 
� Blaming the horse’s parents.  The problem 

is often breeding



�	�
������������	���	�����

��
���
���
	���
���
	�����������
���

��	�
���� !"��	����
��� ����

���	�
�
	��
�������	��������
��
��

����������	��
����	�
��
�
������

����������������
����#������


��
�
�����



How?

� Accept that community-based supports and services 
are not a place.

� The movement to deinstitutionalization has mostly 
been about government owned real estate. Private 
institutions are next.

� Changing to individualized budgeting and person 
centered planning is going to happen, so embrace it.



Opportunities for service 
providers/NGO’s in the future.

� Become obsessed with meeting customer 
needs

� Conversion of programs that are facility based 
to those that include people in the life of the 
community

� Growth due to innovation
� Merger/collaboration to build infrastructure
� Be the organization people come to when 

they have the opportunity and portability of 
support funds.



Challenges
� Workforce
� Benefits and indirect costs
� Public perception (in US) of not-for-profit 

community as unreliable, dishonest and 
untrustworthy

� Increased accountability and government 
oversight without increased support

� Same store sales-Government contracting
� Increased demand without increased support
� Financial support for change and innovation-

transition financing



Some possibilities

� Market innovation.

� Train and support lower level staff to 
adapt, make decisions, take action.

� Clean up the mess that a 

few have left for the many.

� Be flexible, responsive.



COMMUNITY FOR ALL INTIATIVE 
CROATIA

TRANSFORMATION OF THE CENTER FOR 
REHABILITATION “STANCIC”

Bojana Rozman 
Association for Promoting Inclusion



� The Community for All Initiative is the first large-
scale deinstitutionalization effort in Croatia. 

� The goal is to transform the Center for 
Rehabilitation Stancic, a long-stay institution for 
people with intellectual disabilities, into a 
community-based service provider. 

� Community-based, family-scale housing and a 
range of community-based support services will 
be established for people moving from the 
institution to the community. 



CONTEXT
� First example of deinstitutionalization throughout 

Eastern Europe and the former Soviet Union. 
� API has 8 years of experience in developing 

community based support services
� The government of Croatia has in numerous 

strategic documents committed itself to 
developing community based services and 
prompting the social inclusion of people with 
disabilities

� Currently the social welfare system is in a 
process of reform

� Relevance of this initiative to human rights, 
social exclusion, poverty, employment and anti-
discrimination with regard to Croatia as an EU 
accession candidate country



� Financing Partners : 
� Croatian Ministry of Health and Social Welfare
� Open Society Mental Heath Initiative.  

� Implementing partners : 
� Association for Promoting Inclusion (NGO), 
� The Center for Rehabilitation Stancic (which belongs 

to the Ministry of Health and Social Welfare), 
� relevant Centers for Social Welfare (which belong to 

the Ministry of Heath and Social Welfare) 
� Association for Self Advocacy (NGO).

� Timeframe: The Community for All Initiative will begin 
in March 2006, and will be completed by the end of 
2010.



Background information on the Center for 
rehabilitation Stancic (Stancic):

� Currently Stancic is a long-stay residential 
institution for 378 people with intellectual 
disabilities.  Over a period of five years, all 378 
residents of Stancic will be relocated to 
community-based, family-scale housing. 

� Stancic currently employs 270 staff.  These staff 
members will be redeployed to work for Stancic 
Community-Based Services as the residents are 
moved to the community.  



Barriers
� Indifference and ignorance
� Political – pressures from parents or 

professionals
� Economical 
� Administrative – easier to continue with 

present administration than change to a 
new way of administrating



We have promised two generations of 
families and people with intellectual 
disability so much

� Inclusion

� Self-Determination

� Services and supports when needed

� Acceptance in their community

� Chance at their dream

� A job, a decent place to live, friends



Yet…
� Are we prepared to deliver?

� Do we have the courage of our convictions?

� Do we have what it takes?

� Can it be done?

� Can it be done in every member state of 
“Inclusion International?



There Are Problems with the Quality of 
Services and Supports

� Many people are not getting what they want or need.
� Community services are a necessary but not sufficient 

part of a good life.
� The voice of families, consumers and concerned citizens 

must be strong.
� Government and “cookbook” programs cannot do it 

alone.
� National governments financing for supports and 

services still has a bias toward congregate settings.
� Mainstream institutions still discriminate.
� In the US, more than 650,000 adults live with parents 

over 65.



Advocacy is changing.

� It is moving from access and quantity to 
quality and outcomes.

� Services and Supports Are the Means to 
an End, Not the End Itself. 

� There is a difference between a high 
quality of services and supports and a 
high quality of life.



How can each Inclusion 
International member state 
meet these challenges and 
deliver on the promise of
Community-Based, Long Term 
Supports and Services 
for All ?



Some solutions.
1. Stop giving money to institutions and 

NGO’s directly. Not another dollar, euro, 
peso, franc, dinar, etc. to agencies.  
Freeze it where it is now an move all the 
new money immediately to person 
controlled supports, and phase in the 
transition of existing funds to the people.  



Some solutions.

2. Everyone must work with 
elected officials to solve 
whatever problems we all face. 
“Get involved in politics as if 
your life depends on 
it…because it does.” Justin Dart



Some solutions.

3. A five (or three or ten) year 
plan to get rid of the old, 
segregated ideas and 
programs…the ones that 
separate people from their 
communities.



Some Solutions

4.Stop building, repairing or improving 
institutions, sheltered workshops and 
segregated schools. 



5. Sign the Community Imperative

� A REFUTATION OF ALL ARGUMENTS 
IN SUPPORT OF INSTITUTIONALIZING 
ANYBODY BECAUSE OF THEIR 
DISABILITY

http://thechp.syr.edu/community_imperative.htm



THE COMMUNITY IMPERATIVE:

In the domain of Human Rights: 

All people have fundamental moral and constitutional rights. 

These rights must not be abrogated merely because a person 
has a mental or physical disability. 

Among these fundamental rights is the right to community living.

In the domain of Educational Programming and Human 
Services: 
All people, as human beings, are inherently valuable. 
All people can grow and develop. 
All people are entitled to conditions which foster their 
development. 
Such conditions are optimally provided in community settings. 



THE COMMUNITY IMPERATIVE:

� Therefore:
In fulfillment of fundamental human 
rights and in securing optimum 
developmental opportunities, all 
people, regardless of the severity of 
their disabilities, are entitled to 
community living.



The Community Imperative

The Time Has Come



It can all be done
� We know how to do it
� Some are doing it well
� It will be hard work
� Most important work is hard.



Steven M. Eidelman
Robert Edelsohn Professor and Senior Fellow
The Center for Disabilities Studies
435 Wyoming Road
Newark, DE 19716
sme@udel.edu
302-831-8536


