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INTRODUCTION

Community Living Association (Lanark County) welcomes the opportunity to respond to and comment on Opportunities and Action. The initiative of the Ministry of Community and Social Services is to be applauded. There can be no doubt that transformation or reformation of supports in this province is long overdo.

We are concerned about the short time for response. Two months is an inordinately inadequate time to seek and receive wide input on such important issues.

In the Minister’s words, this process will determine “a strong foundation of future supports for the next generation of adults with a disability” and that this process will result in a “long term plan”.
Given its importance we would like to see that it is “done right” and that there be ample opportunities for further ongoing input before decisions are finalized and “written in stone”.

At a meeting discussing these topics, someone said “We could be stuck with the results of this transformation for a long time so it’s important to make an extra effort…to ensure the Ministry gets it right”. This is also the hope of this Association.

WHO WE ARE

Community Living Association (Lanark County) is an association of people committed to advocating for and supporting people with an intellectual disability to live and participate fully in all aspects of their community

We are celebrating our 40th year in Lanark County and are the oldest service provider, the only one with a defined advocacy role, and the only such organization in the County accountable to a community based membership.

As part of the community living movement and more specifically an affiliate associate of Community Living Ontario, we are fortunate to play two distinct roles. We are a service provider and, as a result, a transfer of payment agency with the provincial government. We also play an important advocacy role. 

These two functions provide us with a unique opportunity to respond to the contents of this discussion paper. We are familiar with services and supports in the province along with their strengths and limitations. We are also familiar with the emerging demands of people with disabilities and their families and friends.

It is from these two perspectives that we offer our thoughts on Opportunities and Action.

OUR RESPONSES TO OPPORTUNITIES AND ACTION

We will not attempt to address all the issues raised in the discussion paper, but restrict our comments to those that we feel are of greatest importance.

CITIZENSHIP

We are pleased to see that the Ministry has accepted the concept of citizenship as a foundation for the future. 

We have progressed in Ontario from services that keep people away from their community (e.g. institutions) to services that help people to be in their community but separate (e.g. segregated schools, sheltered workshops and segregated day programs) and are now emerging with the understanding that citizenship, in its simplest terms, allows us to participate in our communities simply because we are here…and calls upon communities to include and value all people.

Citizenship is a natural evolution of our thinking based on over 50 years experience in the “community living” movement.

Together, communities and the government must hold each other accountable to the concept of citizenship, and that funding, policies, practices, attitudes etc. reflect a commitment to this fundamental vision.

FAIRNESS AND EQUITY

We agree with much of what is contained in the discussion paper on this topic. However we are concerned that this section may lead to a standardized “level of support” across the province. It is difficult and often dangerous to compare people and try to determine that they have similar needs. There are too many variables such as family situation, life experiences, available community resources, differing community attitudes, etc. to standardize the supports that will be provided.

The section on individualized planning and flexibility of funding and supports must be considered in determining what constitutes fairness and equity.

We are also concerned about the use of a “tool” such as the interRai Intellectual Disability (ID) in determining the level of support a person requires and will ultimately receive. That particular tool and other such instruments may be extremely damaging to the person and be used to describe him/her in negative terms, in order to demonstrate a need to receive supports. Hardly a message to promote citizenship and equal opportunity! 

Experiences like the Ministry of Education’s Individual Support Amount (ISA), was a deficit based allocation system that did not work and indeed damaged the reputation of countless children in Ontario.

FUNDING ISSUES

· Portability

It is imperative that if people move, the funding for supports goes with them. If such funding has been individualized from the start, a move would not offer difficulty to an agency. However, if the support is derived from the agency’s base budget, a significant problem arises that must be creatively confronted and addressed by both agencies and the Ministry. There are good examples across Ontario where agency budgets are “individualized” and adequately support the concept of portability.

There are far too many examples of a person receiving support in one location, deciding to move, and then placed on the “waiting list” until new money can be found. One of the major contributors to this problem is the Ministry who most often will not allow money to be transferred from one regional office to another.

· Individualized

It is imperative that people and/or families have access to indexed funding on an individualized basis to address their needs. Such funding will allow people to purchase services from an existing agency, hire people directly to provide required supports, etc. One only has to look at the Special Services at Home program to see how individualized funding has dramatically helped people and families to access the required supports to maintain critical connections to family and community.

· Agency based

As transfer of payment agencies play a more supportive and inclusive role, they must be appropriately funded. Salaries must be equitable and competitive. Funding must be available to provide effective infrastructures. Boards of Directors must not be left financially accountable for a government-mandated system of pay equity. These critical issues must be addressed.

· Funding unmet needs

In addition to meeting current needs the government must allocate additional funds to address the needs of thousands of people and their families who simply have no support. We must not allow them to languish on waiting lists!

· Financial resources for individuals

In 2006, in this province of opportunity people with disabilities continue to receive a meagre subsidy through the Ontario Disability Support Program. They are forced to exist below the poverty level. In most cases, when housing is available to them, it is substandard and totally inappropriate. Unless action is taken immediately, the hope of community inclusion and citizenship will be but a distant and unattainable dream, as people remain marginalized through no fault of their own. 

The ODSP must be increased, it should be indexed and the cap for earnings that a participant can retain should be reviewed and increased.

· Variety of approaches

Concern is often expressed that agency based funding and individualized funding work against each other. This is not true. There can be and must be choice. Many people want to have funding individualized and under their control. Others want the traditional approach of agency based funding. Both are appropriate.

MINISTRY COMMITMENT VS GOVERNMENT COMMITMENT

The best intentions of Opportunities and Action will fail without the commitment of the government of Ontario as a whole. There are numerous problems, with various Ministries working in apparent isolation from each other and with differing values.

The Ministry of Education is committed to inclusive education as a first choice option, but the practices of local Boards of Education often do not reflect such a commitment. If we continue to segregate and separate young children in the education system, they will grow up unnoticed in their communities and will not assume their rightful place as participating members. The adult system will then be forced to attempt to “undo” several years of unnatural separation. This is not cost-effective.

The Ministry of Finance and Cabinet must view the issue of developmental disabilities and people with a developmental disability as a priority. Existing services and supports are grossly under-funded putting people at risk of receiving inadequate supports. An unacceptable number of people remain on waiting lists and receive nothing to meet their needs.

The Ministry of Municipal Affairs and Housing does not use its inherent authority to prevent the enactment or continuation of municipal by-laws that discriminate against people based on their intellectual disability.

Until the government as a whole, not just the Ministry of Community and Social Services, takes a stand based on the values inherent in Opportunities and Action, a multi year approach will fail.

AGENCY REFORM

There will be a continuing role for “transfer of payment” agencies to provide supports to people, but they must continue to evolve to support the vision of citizenship and true participation in the community.

Traditional services that segregate people must evolve to provide supports that help people develop natural relationships and have interactions with all aspects of their community. 

Agencies must develop a culture of accountability to individuals and families receiving support. Mechanisms must be in place that will support people who use agency services to insist that those services meet their needs and have the ability to seek redress.

The Ministry must hold transfer of payment agencies accountable to the vision of citizenship. Those that promote such a vision should be supported. 

This Association believes a service provider, will be doing its job when people count more on their community and less on an agency. We must guard against the danger that as long as agencies “provide everything” the community will “provide nothing”.
PLANNING

In the developmental services field, individualized planning has long been the accepted method. However it has often become so systematized and beaurocratized that it is almost meaningless.

Principles that must guide planning include:

· Planning should only occur if the person (for which it is intended) wants it to happen.

· Planning must be a process.

· Planning is ongoing and flexible. 

· Planning is often informal. 

· Planning involves the person and is controlled by that person. 

· The person determines who should be involved in the planning process. 

· Planning should be outcome oriented. 

· Planning should have goals and objectives and responsibilities that are identified.

· Planning should be supported where desired and required.

· Planning should not be confined to services, but should also address typical and everyday needs and wishes of the person.

· Planning should focus on inclusion and citizenship and view community as a first resource.

· There must be accountability to the outcome of planning, especially on the part of a service provider that is receiving funding to meet the person’s needs or wishes.

The recent document designed by the Individualized Funding Coalition of Ontario and funded by the Ministry is an excellent resource.

Opportunities and Action indicates the Ministry is going to “establish a network of community-based independent planners/service brokers to assist individuals and families who need and want this type of help to develop their plans…” 

These planners/service brokers must be well trained in supporting planning and fully understand and be committed to the concept of citizenship and inclusion. We caution about the danger of creating a bureaucratic system that loses sight of why it is there. People and families must have the choice of using such independent planners or conduct their own planning or look at other options.

There are several examples of planning and brokerage that we would encourage the Ministry to explore before developing a system for Ontario.

RESPITE

We concur with Opportunities and Action that the respite system in Ontario is both confusing and very often inadequate.

It is critical that required supports be available so that people can live with their families as long as desired. It is also important that supports are made available to alternative care providers.

Respite options must evolve. A wide range of options should be available including in and out of home, short and long term, emergency and planned, etc. There must be consistent organized coordination of respite.

Families must be made aware of creative and innovative options so that they can access real choice, not just a narrow range of options. 

FAMILIES

Families are the major stakeholder in the development and availability of supports and should be considered so in relationship to the wishes of their family members.

Far too often families are deliberately or inadvertently kept in the dark about available options or creative approaches. Waiting lists are full of people seeking “group homes”, all too often because they are the only options that have been discussed with families. Information on new and innovative approaches must be provided to families.

Families must be supported in the context of planning, accessing services, receiving supports, acquiring knowledge, etc. so that they have as much power as service providers. Too often families are in the position where they have to compete with “traditional” demands of service providers for funding when they are asking for innovative approaches to support their family members.

RESIDENTIAL OPTIONS

In Opportunities and Action, in the section that describes where we are today, three types of residential supports are mentioned – group living, family home arrangements and supported independent living. 

However there is a wide range of creative and innovative options available in Ontario today that are not mentioned. They include single or multiple home ownership, land lease, rent to own, non profit co-op housing, rental, using the family home, homes held in trust, etc. Community Living St. Marys and Area have just published an excellent menu of options for people who want a home. We recommend this to the Ministry.

Such innovative ideas must be shared not only with families but also with service providers so that throughout the province realistic, affordable and innovative options can become a reality.

The Ministry has a major role to play. As provincial facilities are closed, planning for the placement of residents must not focus only on the group home model. The Ministry must encourage and support creativity. Funding opportunities must be available for these innovative, creative and individualized approaches to where people live.

TRANSITIONS ACROSS LIFE STAGES

People require support to move from one phase of their life to another. People with developmental disabilities must receive appropriate individualized support. This support must parallel typical life transitions, have the required financial resources to make it work, and be consistent with the vision of community and citizenship.

As an example the Ministry of Education must be involved so that the transition becomes a shared responsibility. Transition must be a “support” not a “program”. The school to adult transition programs, supported and funded by the Ministry, have not been always been used to create receptive and welcoming community opportunities for people leaving school. They have often reinforced the segregated service system by creating programs that continue to support people separate from their communities. In many cases a lot of money has been spent that compounds the problem and places the solution further in the future.

ACCESSING THE SYSTEM OF SUPPORTS

One intent of Making Services Work for People was the creation of a single point of access in communities where people and their families can request the various services and supports they need. 

There are a variety of approaches across the province. They work with varying degrees of success. Some have developed as heavily funded agencies with large administration costs. Others have evolved as collaborative models. This Association favours the collaborative approach.

For the focus group exploring this issue we offer a few thoughts:

· Funding must be available. 

· Control by service providers must be addressed. 

· Families should be supported to be on a level playing field when presenting what they want. 

· Caution must be taken so that scarce resources are not diverted from services and supports into access mechanisms.

· The access mechanisms must not be used to exclude people.

APPLICATION FOR FUNDING

We recognize the Ministry’s desire to develop an approach that can be used to determine a person’s requirement for services.  We have several cautions: 

· People and their needs cannot be standardized. 

· Each person has different needs and circumstances that will define the supports required and the funding needed to provide those supports. 

· Needs will change over time.

· Some people require a relatively small amount of support.

· Some people require a lot of support with associated costs.

We have already expressed grave concern about a tool for this use. The Ministry’s initial support of the interRai Intellectual Disability (ID) is cause for great concern. It is a model from the medical community and inappropriate. If a “tool” is to be designed it must be individually focused, respectful, based on the strengths of the person and focused on citizenship.

We are also concerned that a tool could well represent the “thin edge of the wedge” in that existing supports may well be decreased in order to provide resources to people with none. This would be totally inappropriate and unacceptable.

CONCLUSION

The Ministry has undertaken an enormous and profoundly important task in developing Opportunities and Action. We applaud you!

There are good stories from all across our province. It would be a prudent initiative for all concerned to learn about the best practices. Families, agencies, Ministry employees, politicians, etc. must be aware that there are indeed better ways of doing things.

There is an old saying that “the devil is in the details”. We encourage the Ministry to create an ongoing opportunity for stakeholders to have a say in the details. 

At a Community Living Ontario regional consultation on Opportunities and Action, an Association member commented “If we are restricted from thinking outside the box then we will just bring everyone into the box with us”.

A good thought with which to conclude our response!
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