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Introduction: the Purpose of this Paper

The government has worked with families and communities for more than
50 years to create supports and services for people who have a
developmental disability. Today, most of these supports and services are
funded by the Ministry of Community and Social Services and delivered
primarily by approximately 370 board-operated, non-profit, developmental

services providers.

Because of this support, people who have a developmental disability
usually have far more opportunities to participate in the community than in
the past. Still, there is a great deal of work to do. Many people and their
families do not receive all the support they need. Changes in life, such as
birth or graduation from school, are usually happy and exciting times for
families. For families of a person who has a developmental disability, these
often become times of worry, disappointment and struggle. Because
people do not always get the support they need, they are often not able to
take part in community activities. People sometimes live lonely lives
without much to do. Many people have no opportunity to share their

personal talents with others in society or contribute to their community.

Government continues to spend more and more money to provide supports
to people who have a developmental disability to address these issues.
The available supports are still inadequate to enable families and
individuals to cope with the challenges that they face every day of their
lives. On May 18, 2004, the Ontario Budget announced that “the Province

will be transforming services for people who have a developmental
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disability in order to create an accessible, fair and sustainable system of
community-based supports.”

Following this announcement, the Ministry of Community and Social
Services invited a group of provincial organizations to form the “Joint
Developmental Services Sector Partnership Table . The Partnership Table
has representatives from self-advocate, family and service provider

associations and the Ministry of Community and Social Services.

The Partnership Table has prepared this discussion paper to raise
guestions that are intended to help people share their own ideas. The
Partnership Table will use this paper to consult with their members and
other interested parties. Feedback on this discussion paper will help the
Ministry to prepare a draft plan to transform services in Ontario for people
who have a developmental disability. Once a draft plan has been
prepared, the Ministry will hold a broad public consultation about the draft
plan. Through this consultation, they will invite comment and talk to
individuals, families, people who provide supports and services, and other

people from other parts of society.

The ideas in this document are presented for the purpose of discussion
only and do not represent proposed directions or policy on the part of the

Ministry of Community and Social Services.
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This document contains a list of questions, beginning on page 15.
Following is a shortened version of the questions presented as an

introduction to this discussion paper.

1. What should be the roles and responsibilities of different parts of
society in supporting individuals who have a developmental
disability?

2. What strategies and resources would help individuals receive
seamless supports throughout their lives, including points of

transition?

3. What supports and services that are currently available work well

and should be built on for the future?

4. How should areasonable level of government funding for an

individual be determined?

5. Services are changing in Ontario for people who have a

developmental disability. What would you like to see happen?

6. What do you think are the priorities the government should

address?

7. Is there anything else you would like to say about the ideas in this
discussion paper or ideas not included in the paper that you feel

are important?
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A Brief History of Developmental Services

Before the 1950s, few community services existed for people who had a
developmental disability. The choices at that time were to live in an
institution away from one’s family and community or to live in the

community, usually with one’s parents, with little or no formal support.

By the 1950s, family advocacy groups had started to emerge across the
province. These families began to ask why the kind of services available in
the institutions could not be provided for their sons and daughters that lived
at home. As the family groups and the associations they formed grew
through the 1950s, 1960s and 1970s, they worked with government to
create a variety of programs: special education programs, sheltered
workshops, group homes, recreation and respite programs, to mention just
a few. Also during the 1970s, people who had a developmental disability
began to organize to ensure that they had a say in how services and
supports evolved. The first provincial self-advocacy group, People First
Ontario, formed in 1981.

Originally, most programs were funded by the Ministry of Health which
operated the 16 large institutions that existed at the time and which also
funded the emerging community services. Over time, the number of
community-based services increased considerably. By 1974, it was clear
that community-based services would be the option of choice for the future
and the Ministry of Community and Social Services took over responsibility

for Developmental Services. The government began to reduce the number
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of people living in institutions in the 1970s. In 1987, the Ministry of
Community and Social Services released a plan for the future of
Developmental Services, Challenges and Opportunities: Community Living
for People with Developmental Handicaps. This plan was to create
community services throughout Ontario to support people who had a
developmental disability. Challenges and Opportunities also set a plan for
closing all the institutions in Ontario within 25 years. On September 9,
2004, the Minister of Community and Social Services announced that the
three remaining institutions for adults who have a developmental disability
would be closed by March 31, 20009.

Many of the services we rely on today were created at a time when families
were still asking the question, “Why can’t the services available in the
institutions be provided for people who live in the community?” While
based in the community, many of the emerging programs were modeled on
those previously available in the institutions and, as a result, contained
institutional elements in their design. Service providers have worked to
redesign programs, to keep them up to date with changing expectations;

change, however, has sometimes been difficult.

Many of the early community-based programs were created to provide
people with a safe place to live or spend their day under the care and
supervision of a service delivery agency. Some programs were designed
to assist people to develop greater independence that would eventually
lead to the person being included in regular community settings and
activities. For many, these programs continue to provide valuable services

and are the preferred option for support.
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Many other individuals and families are looking for support options that
start with inclusion. There has been a growing demand for programs such
as inclusive education, supported employment and a range of more
individualized approaches, including an individualized funding model.
Many families and individuals welcome the security and certainty that can
come from participation in traditional community-based services. For
others, individualized funding (where funding is given directly to the
individual or family) is seen as an essential mechanism for enabling
citizenship as they feel it allows an individual or family to purchase support
in the community and to have greater control of their lives without having
necessarily to participate in traditional programs. The Ministry provides
funding directly to families through the Special Services at Home program

and a few pilot programs.

Access to individual life planning has long been seen as an important
feature of service delivery as it is a way of directing the delivery of supports
and services to best meet the needs of an individual. For a growing
number of people, independent planning that is not tied to a service
delivery agency is seen as an important way of connecting people to

community resources and supports.

Families and individuals continue to have different preferences with respect
to how they receive funding and services - whether through traditional
services or individualized funding. Regardless, families and individuals
want to be assured that they will receive the support they need when they

need it. This assurance has been referred to in different ways: entitlement,

6

Joint Developmental Services Sector Partnership Table
Preliminary Discussion Paper, October 2004



“as-a-right” funding or mandatory funding. For government, the question is,
what is a reasonable level of support for an individual and how can this be

determined?

Changes in Developmental Services in recent years have been influenced
by a focus on citizenship. Today it is recognized that people who have a
developmental disability have all the rights of other citizens to participate in
their community. In the past it was the responsibility of the person who had
a developmental disability to change in order to “fit in” to community.
Today we recognize that society also has a responsibility to change in
order to support all its citizens and remove any barriers to participation in

community.

In recent years, the government has introduced policies and legislation that
support the idea of citizenship. For example, The Ontarians with
Disabilities Act (ODA) was passed in 2001. This act recognizes the
citizenship rights of people who have disabilities and works to remove and

prevent barriers that would keep people from participating in society.

The idea of citizenship and enabling people to have control over what they
do with their lives was central to an agreement struck by the
Federal/Provincial/Territorial Social Services Ministers in 1998. The
agreement, titled In Unison: A Canadian Approach to Disability Issues,
outlined a vision of full citizenship and full participation for people with
disabilities in all aspects of Canadian society. The document also
recognized the role of government and all other segments of society in

supporting the citizenship rights of people with disabilities.
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The vision of citizenship, as described by In Unison, matches the vision

that many see for Developmental Services in Ontario. To build on the work
of the In Unison agreement, the Joint Developmental Services Sector
Partnership Table has adapted the vision of In Unison to guide this

consultation process.

Vision

Persons with disabilities participate as full citizens in all aspects of
Canadian society. With commitment from all segments of society, persons
who have a developmental disability will maximize their independence and
enhance their well-being through access to required supports and the

elimination of barriers that prevent their full participation.*

This vision affirms the importance of full participation in society for persons
with disabilities. It recognizes the need for specialized services for people
who have a developmental disability in order to make sure they have the
same opportunities as other Canadians.

Principles

Changes in Developmental Services and supports will need to be based on
a clear set of principles. Following are principles that have been proposed

by the Partnership Table.

! Adapted from In Unison: A Canadian Approach to Disability Issues (1998).
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Dignity and Respect
Recognition and respect for the citizenship rights of people who have
a developmental disability.
Recognition of the dignity that comes from people planning and
making important decisions about their own life.
Respect for people’s faith and culture in the provision of services.
Respect for an individual to receive services in French in all areas of

the province designated under the French Language Services Act’

Building on Community
Recognition that community is able to provide the things that a citizen
needs to participate in society and that a person who has a
developmental disability might need support in accessing these
community resources.
Commitment to involve stakeholders, particularly individuals who
have a developmental disability and their families in the planning,
policy development, implementation and monitoring related to
supports and services for people who have a developmental

disability.

Fairness and Responsiveness

Equitable access to funding and supports so that people with similar

2 Since the proclamation of the French Language Services Act in 1986, the government has been working
with families, communities, associations and service providers to provide quality services in French in all

designated areas of the province.

Joint Developmental Services Sector Partnership Table
Preliminary Discussion Paper, October 2004



needs receive comparable levels of support across the province.
Funding for supports and services that is fair, responsive and flexible,
and that provides certainty for individuals, families, service providers,
and government.

Funding for supports that is portable. This means funding that allows
the person choice in where and with whom they live or who provides
the supports, moves with the person if they move from one
community to another within the province and is responsive to
transitions in a person’s life (e.g. moving away from a family home,

becoming a senior citizen).

Accountability
Recognition that all sectors of society are responsible to make sure
that people who have a developmental disability receive the support
they need to participate in the community and that barriers to
participation are removed. This includes families, governments,
business people, service clubs, community organizations, citizens,
and others.
Access to appropriate independent appeal mechanisms for people
who have a developmental disability for the funding they receive.
Commitment to the most effective use of resources, including
community, government and family resources.
Accountability of government and service providers to provide quality
and choice to recipients of service.
Evaluation of Developmental Services based on the quality of

personal outcomes for people receiving support.
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Practicality
A developmental services system that is easy for individuals and
families to understand and navigate.
Transformation of Developmental Services based on the things we
have learned in Ontario and other places about the best ways to
support people who have a developmental disability to participate in

society as full citizens.

Sustainability
Sustainable supports that offer flexibility and increased choice, and

that stimulate innovation and creativity within available resources.

A system that is sustainable to inspire confidence and provide

certainty and reliability for individuals, families, and service providers.

A system that recognizes that government funding is not unlimited
and that sets priorities.

Challenges We Face

The following will look at areas of change that the Partnership Table has
considered for discussion including:

» Roles and Responsibilities

» Characteristics of Quality Support

» Models of Funding

> Legislation and Policy

» Stresses on the Current System.
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Roles and Responsibilities
Changes in Developmental Services have moved through phases:

1. an institutional phase — institutions responsible for the care of
individuals;

2. a community services phase — community service agencies
responsible for the care and support of individuals;

3. acitizenship phase - all parts of society have a responsibility to
ensure that supports are provided and barriers to community
participation are removed.

Through each of these changes, the number of people with roles and
responsibilities has grown as people have become increasingly connected
to their community and the participation of families in an individual’s life has
often increased. Today, we are calling on all members of society to
participate in supporting individuals who have a developmental disability.
This suggests that clarification is needed with respect to roles and

responsibilities.

Characteristics of Quality Support

The Partnership Table has discussed five characteristics to describe quality
supports and services. Such characteristics might be used to guide
changes to the existing services and to assist in the creation of new

supports and services.

These characteristics are presented for discussion:
» sufficient - adequate to meet the needs of the individual;

» secure/certain— available for as long as the support is needed,;
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» individualized — funded and delivered in a way that meets the
individual strengths, needs, interests, goals and relationships of the
person;

= accessible — available when needed and easy to understand; and

= portable — funding that allows the person choice in where and with
whom they live or who provides the supports, moves with the person
if they move from one community to another within the province and
IS responsive to transitions in a person’s life (e.g., moving away from

a family home, becoming a senior citizen).

Models of Funding

The demand for services and support is greater than the supply. Waiting
lists are lengthening. Additional funding provided over the past five years
has quickly been absorbed. And some people in similar circumstances

receive different levels of support.

Some people have been pressing for more individualized funding as a way
of achieving more choice and control over the supports and services they
receive. Others express satisfaction with the current transfer payment

model for service delivery. Some prefer a combination of both models.

Legislation and Policy

The Developmental Services Act, which guides the allocation of most of the
government funding in Developmental Services, was enacted in 1974 and
has since been amended. It was designed to support the types of services
that were emerging at the time it was created. Likewise, many of the

existing regulations and policies under which the Ministry operates were
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developed to support the community-based system of services as
envisioned in the 1970s.

Stresses on the Current System
The current support system is under extraordinary stress. Demands for
services continue to grow, as do waiting lists, and funding for wages and

other costs have not kept pace with inflation.
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Questions for Discussion

The material in this document is intended to provide an overview of the
history and some of the current challenges facing Developmental Services.
It also suggests a Vision and a set of Principles that might be used to guide
future changes. The main purpose of this document, however, is to gather
the thoughts and ideas of people from across Ontario to advance the
discussion and to prepare for a more extensive public consultation that the
Ministry of Community and Social Services will hold on a new plan to
transform services in Ontario for people who have a developmental
disability.

Ideas and suggestions from all groups or individuals are welcome. The
following questions are offered as a guide for providing your ideas and
suggestions. Feel free to answer any or all questions. You may also

provide suggestions not related to the questions asked here.

1. What should be the roles and responsibilities of different parts of
society in supporting individuals who have a developmental
disability?

For example, you may want to consider:
What are the roles and responsibilities of:
- Individuals who have a developmental disability
- Families
- Governments

- Service providers
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- Other parts of society, such as business, faith-based communities
and cultural organizations, service clubs, and voluntary

organizations?

What changes are necessary to encourage the above players to work
together to carry out their roles and responsibilities?

2. What strategies and resources would help individuals receive
seamless supports throughout their lives, including points of
transition?

For example, you may want to consider:
- Transition into and out of the school system
- Into employment and through changes in employment

- Into senior years

3. What supports and services that are currently available work well
and should be built on for the future?
For example, you may want to consider:
- Special Services at Home program
- Day programs
- Foundations program

- Individualized funding

4. How should areasonable level of government funding for an
individual be determined?
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5. Services are changing in Ontario for people who have a
developmental disability. What would you like to see happen?
For example, you may want to consider:

- What do you need?

- Why do you need it?

- When do you need it?

- How long do you need it?

6. What do you think are the priorities the government should
address?
For example, you may want to consider:
- Housing
- Day supports
- Special Services at Home program
- Creating linkages to other ministries
- Funding for community capacity building

- Funding and support for innovation

7. Is there anything else you would like to say about the ideas in this
discussion paper, or ideas not included in the paper that you feel

are important?
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Appendix A: Partnership Table Membership

Membership on the Joint Developmental Services Sector Partnership Table includes
designated representation from:

the Provincial Network on Developmental Services (Community Living Ontario,
Faith/Culture, Great Lakes Society, Metro Agencies Representatives Council,
Ontario Agencies Supporting Individuals with Special Needs)

People First Ontario
Family Alliance Ontario

Ministry of Community and Social Services

Ontario Agencies Supporting Individuals with Special Needs (OASIS)

George Braithwaite Brian Dunne

President Executive Director
Participation House Support Services
London and Area

Community Living Ontario

Keith Powell Gordon Kyle
Executive Director Policy Analyst

Faith/Culture

Paul Burston John Guido
Christian Horizons — Central District Regional Coordinator
L’Arche Ontario

Stanley Kugelmass
Reena

Metro Agencies Representatives’ Council (MARC)
Agnes Samler Ken Harvey

Executive Director
Community Living Toronto
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Great Lakes Society

Geoff McMullen
Executive Director
Developmental Services Leeds & Grenville

Francophone representative

Salwa Kouzam
President

Association pour l'intégration sociale
d’Ottawa

Family Alliance Ontario

Stan Woronko

Sandra Barbadoro
People First

Peter Park

Ministry of Community and Social Services

Kevin Costante
Deputy Minister

Lynn MacDonald
Assistant Deputy Minister
Social Policy Development

Christine Hughes
Manager
Developmental Services Branch

Ministry of Children and Youth Services

Jessica Hill
Deputy Minister

Brian Davies
Executive Director
Bethesda Services

Jan Burke-Gaffney

Richard Ruston

Cynthia Lees
Assistant Deputy Minister
Program Management Division

Myra Wiener
Director
Developmental Services Branch
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