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LEGISLATIVE ASSEMBLY OF ONTARIO

SELECT COMMITTEE ON
DEVELOPMENTAL SERVICES

Friday 17 January 2014

ASSEMBLEE LEGISLATIVE DE L’'ONTARIO

COMITE SPECIAL SUR LES
SERVICES AUX PERSONNES AYANT
UNE DEFICIENCE INTELLECTUELLE

Vendredi 17 janvier 2014

The committee met at 0900 in the Marriott Inn,
Ottawa.

DEVELOPMENTAL SERVICES STRATEGY

The Chair (Mrs. Laura Albanese): Good morning. |
call the Select Committee on Developmental Services to
order. We are in Ottawa, the nation’s capital, so good
morning to Ottawa and to all the people who are here in
the room to hear our committee today.

MS. DONNA THOMSON

The Chair (Mrs. Laura Albanese): | want to call up
our first witness, Donna Thomson. How are you today?

Ms. Donna Thomson: Very well, thank you.

The Chair (Mrs. Laura Albanese): You will have up
to 20 minutes for your presentation. If it should be any
shorter, that will leave some time for questions or
comments by the members of the committee. You may
start at any time you feel comfortable.

Ms. Donna Thomson: Thank you for the opportunity
to address the Select Committee on Developmental
Services this morning. My name is Donna Thomson, and
I am a mother, author, advocate and teacher. My hus-
band, Jim Wright, and I have two children, Nicholas and
Natalie.

Our son, Nicholas, is 25 years old and has severe,
complex disabilities: cerebral palsy, severe scoliosis,
epilepsy, mild developmental disability, chronic pain,
gastric dysfunction, low vision, severe sleep apnea and
osteoporosis. Nicholas’s disabilities and chronic health
conditions mean that he does not walk, is non-speaking,
tube-fed and largely confined to bed. I will tell our story
briefly.

Nicholas has had 76 hospitalizations and nine major
surgeries. At first, Nick’s emergencies were mostly
gastro-related, but later, orthopaedic complications
related to his hip and spine were the cause of acute pain.
Nerve blocks and a surgically implanted spinal cord
medication pump were tried to no avail. The nerve blocks
caused painful nerve damage, a situation not alleviated
by oral medications, including morphine.

About this time, Nicholas was diagnosed with severe,
untreatable sleep apnea, and he was discharged to the
palliative care team at our children’s hospital.

Nicholas’s care was impossible for me to manage at
home. Overnight, Nicholas required hands-on care every
10 to 20 minutes. My husband and | were exhausted, not
only from nursing Nick intensively since his birth, but
also from struggling to access whatever limited services
and funding we could.

The local coordinated access committee heard our
case several times and declined further assistance. We
had availed ourselves of the maximum allowable com-
munity resources, but that assistance barely touched our
needs.

| reported to a community nurse that Nicholas’s pain
was uncontrolled and the prescribed medication was
having little or no effect. When 1 expressed concern
about possibly over-medicating my son to calm the pain,
children’s aid was called in to investigate our family.

The children’s aid caseworker found our family to be
loving and responsible, but at risk due to a lack of home
help for Nicholas’s very high needs. At that point, chil-
dren’s aid became our sponsor in the appeal process, and
via the office of the child advocate, our case went to the
IMPAC committee.

After several reviews at that level, we finally received
a funding package that met our needs. By this time,
Nicholas was 17. We chose to direct that funding to the
Ottawa Rotary Home, a local children’s respite facility.
They staffed our home as they would one of their in-
patient clients. Like many families today caring for very
high-needs loved ones in Ontario, we were forced to fail
badly before we were allowed to succeed.

Nicholas is now 25, and the story of his adult support
is long, so I won’t go into it here. But | would like to
share with you that Nicholas has a wonderful life. He
lived with us until 2011, at which time he moved into the
Ottawa Rotary Home. There, he is thriving with the aid
of loving and professional support staff who meet his
medical needs and challenge him to pursue his many
interests, from his sports blog to supporting his beloved
Ottawa Senators hockey team. He has a very busy and
fulfilling life that engages family and many friends. In
short, Nicholas is an inspiration to all and a contributor to
his community.

Since our son was born, | have advocated for the
assistance | believed Nick needed. Many service provid-
ers, government officials and medical professionals have
helped Nick and our family over the years. Everyone
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wanted the best for us, yet at times it seemed as if we
were speaking different languages. It was as if we were
all birds in the same nest but arguing about how to fly. In
the end, coordination and co-funding between the Min-
istry of Health and the Ministry of Community and
Social Services provided an answer for our family.

But inter-ministerial coordination alone will not solve
the varied and complicated problems of children and
adults with disabilities in this province. Ontario’s demo-
graphics are changing. We have a population that is
aging into disability. At the same time, we have the first
generation of children with disabilities, raised in family
homes, who are surviving and aging. Many of these
adults with disabilities will outlive their parents.

There is one constant in all these scenarios: families
and family caregivers.

British social change expert Charles Leadbeater said,
“Your vantage point determines everything you see.” All
of you on this committee have heard from people with
very different vantage points on Ontario developmental
services. | have read through all of the Hansard testi-
mony, and the most frequent question from the com-
mittee members was, “If you could change just one thing,
what would it be?” The search for a simple answer is
perfectly understandable, given the daunting task before
the committee, but I believe that nothing will effectively
change if we approach this very complex problem by
changing just one thing. We require a holistic approach
that engages and leverages the assets of all levels of
society. That approach needs to address the needs of
families with very high medical needs through to milder,
but lifelong, support requirements.

None of us know what to do to correct our systemic
problems and how to alleviate the stress on families.
There are pockets of success in the province and some
models of good practice, where families who know what
their children need have managed to create solutions. But
these few success stories are not well known. We must
learn how to scale that success and make those effective
solutions available to all who need them.

In order to scale innovative solutions, families, gov-
ernment officials, service providers, the private sector
and concerned citizens must develop a shared vantage
point. | believe that shared vantage point should be the
goal to support families in looking after their loved one
with disabilities, from birth to death.

Every family will have a different idea of what kind of
life they value for their son or daughter with a disability,
and for the family as a whole. As with all families, that
idea of what constitutes a good life will change over
time. Supporting families in such an individual and fluid
way is an extremely complex challenge.

But Ontario has a history of brilliant innovation in the
disability sector. The electric wheelchair was invented
here. So was the Henson trust.

The RDSP is a perfect example of government work-
ing together with families to leverage collective assets
with the aim of supporting someone with care needs. The
fact that government does not track expenditures of the

person with a disability reflects a recognition on the part
of government that people spend money on what they
need, in the most efficient way possible. It recognizes
that people with disabilities and their families do not
belong in the welfare system.
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The Special Services at Home program is another
model that recognizes the capabilities of families to use
their financial assistance creatively and wisely. It is ex-
tremely popular and over-subscribed because it supports
families in the family home.

The private sector in Ontario can support our families.
An innovative corporate social responsibility strategy
that rewards employees with caregiving responsibilities
to give back to society by looking after their own is one
idea worth pursuing.

We need to build on our history of bold innovation in
Ontario, and we have the opportunity to do that now.
You will be familiar with the new MaRS Discovery
District Solutions Lab in Toronto. The mandate of the
Solutions Lab reads as follows:

“The MaRS Solutions Lab develops new solutions to
improve the lives of people and strengthen the resilience
of society. As a change lab, we bring together gov-
ernments, corporations, non-governmental organizations,
foundations, academia and the greater community to help
unravel complex problems from a citizen’s perspective.
We collaborate with partners to develop, prototype and
scale new solutions.”

The Solutions Lab has already been asked by the
Ontario government to propose innovative solutions to
the problem of wait-lists for supported housing for adults
with developmental disabilities. But housing is only one
issue you have heard about in these hearings. The prob-
lems facing our families are much more complex and
varied. | believe the Solutions Lab is an excellent place to
begin seeking answers to our collective needs, but the
lens of their inquiry must be much, much broader. The
lab should be examining ways in which multiple partners
across Ontario society can collaborate to support our
families giving care.

Another creative Ontario model of complex problem-
solving in society that could assist us find ways of
helping families thrive is—it’s not an Ontario model,
sorry—Grand Challenges Canada. The Grand Challenges
model solicits great ideas, tests them out and provides
assistance to scale them to the wider population. We need
this approach for Ontario families because currently none
of us knows how to fix our problems.

The stories you are hearing reflect complex problems
that are intertwined with other complex problems. Every
solution and good idea in action you have heard about is
just that: one good idea for a single individual or a single
community. Government is constricted somewhat in its
ability to innovate by the imperatives of accountability,
transparency and privacy. Those concerns are important
to ensure the public trust, but the clock is ticking and
Ontario families need solutions now.

The issues before you are not just about services; they
are about helping families to thrive. The Ontario govern-
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ment must set the tone and agenda for real change in
order to provide hope for the future to families support-
ing a son or daughter with disabilities. This committee
has the unique opportunity to provide inspiration for just
such change. | have changed my thinking about disability
and possibility; 1 hope you will too.

If there’s one thought 1’d like to leave you with today,
it’s about value: how society, the government and
everyone values our children with disabilities. There is a
lot of talk about our children and how much they cost. |
can tell you that my son will never be employable and it
costs the taxpayer a great deal of money to maintain his
very life. But | would say that the value of our children is
directly related to the value of all the families who love
all of our children. It’s not just about the value; we can
value our children as much as we value all of the families
who support us. | value my son. | love him. Thank you.

The Chair (Mrs. Laura Albanese): Thank you for
your presentation this morning. We have about a couple
of minutes for each party to comment. Ms. Elliott.

Mrs. Christine Elliott: Thank you very much, Ms.
Thomson, for your very thought-provoking presentation
today.

I want you to know that we value your son too. We
value all of the sons and daughters of all the parents who
are here today. We recognize there are a series of con-
crete problems here that we need to solve: respite,
residential issues, day programs and all the rest of it. But
more than that, we are trying to see the bigger picture
too, and we’re trying to make sure that we can incorpor-
ate everyone into our society, that everyone has a place
and that we recognize the unique abilities of every
individual. It’s not about what someone contributes in a
monetary sense to society; it’s about what they contribute
to make us all better people, and all of your sons and
daughters do that. | just want you to know that we are
thinking through that lens as well.

Ms. Donna Thomson: Thank you. | would also like
to say that this question is about much, much more than
just services. We need a cross-sector approach to address
all of the life issues that families face in trying to meet
the challenges that they face on a daily basis. Our
children are not just about services either.

Mrs. Christine Elliott: We agree. Thank you.

The Chair (Mrs. Laura Albanese): Ms. DiNovo?

Ms. Cheri DiNovo: Thank you very much for your
story and for sharing your pictures, as well. Absolutely,
every single human life is a life of value and dignity.

One of the themes that we’ve heard over this last week
and before that is that this is a system in crisis, veering
from crisis to crisis, rather than a system that actually
provides—not just about services, but provides a quality
of life for families with children with developmental
disabilities which all families should experience. We
want for your children what we want for our own chil-
dren. All children should be treated with that degree of
dignity. So | want to assure you of that.

Also, we’re looking at possible jurisdictional solutions
too. There are other jurisdictions that do things different-

ly and, some would say, better, so we’re looking at some
of those; for example, some that have no waiting lists for
services. That might be a way to go. We don’t have time
to do it now, but if you think about other jurisdictions
that do things better, if there are any of those examples,
we would love to hear from you as well.

Ms. Donna Thomson: Essex county, for example,
had an innovative model that they proposed to this com-
mittee that involved the municipality and other organiza-
tions. There are good models out there. We don’t know
how to scale them. We have MaRS Discovery District
Solutions Lab, which is prepared to look at complex
social problems and figure out ways to scale them.

Single solutions do not work for the range of issues
that families face. That’s why we need very, very clever,
innovative people who are specialists in innovation and
design to figure out how we can provide a good life to
somebody with a mild developmental disability in
northern Ontario and somebody with high, high, complex
needs in another part of the province. These are complex
problems, and they’re going to require a way of going
about finding the answers that we have not done before.
If you want a solution that you’ve never had before, you
have to approach it in a way that you’ve never ap-
proached it before. That is what | am asking this govern-
ment to do.

Ms. Cheri DiNovo: We just want to thank you for
your expertise. We’ve heard from a number of families
who have provided some phenomenal expertise in this
area, so we want to thank you for yours.

The Chair (Mrs. Laura Albanese): We’ll go on to
Ms. Hunter.

Ms. Mitzie Hunter: Thank you so much for bringing
Nicholas’s story to our committee and for the ideas that
you’ve suggested.

The MaRS Discovery District: You’re right, they are a
centre of innovation in this province and we should be
tapping into that. | know that the committee has heard
that recommendation, and we will follow up and make
sure that we bring that to bear as we do our work.
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I also want to emphasize that we are looking broadly.
A lot of the solutions that have been brought forward go
even beyond Ontario into other parts of Canada and even
internationally, so our scope is quite broad for the work
that we’re doing in terms of really looking at strategies
that can help to strengthen our system of supports across
a lifetime for people with developmental disabilities and
dual diagnosis. That’s something that we’re taking into
account as we prepare our recommendations.

Listening to families, to parents, to the community is a
key part of the work that we’re doing as a committee, as
well as to the experts, so we’re bringing it all in, and we
are committed to doing the best job that we can to
improve the system.

The Chair (Mrs. Laura Albanese): Thank you very
much, again, from all of us for your presentation this
morning.

Ms. Donna Thomson: Thank you.
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UNITED FAMILIES OF EASTERN ONTARIO

The Chair (Mrs. Laura Albanese): We will now call
upon the United Families of Eastern Ontario to come
forward. Good morning.

Ms. Suzanne Jacobson: Good morning.

The Chair (Mrs. Laura Albanese): You can make
yourselves comfortable. Whenever you feel ready, you
may begin your presentation.

Ms. Jocelyne Brault: Good morning.

The Chair (Mrs. Laura Albanese): If you could
please introduce yourselves beforehand.

Ms. Jocelyne Brault: My name is Jocelyne Brault.
This is Suzanne Jacobson at my right and Amanda
Telford on my left. We are members of the steering
committee of United Families of Eastern Ontario, also
referred to as UFEO.

UFEO is a coalition of individuals and over 20 family-
focused groups committed to improving the lives of all
children and adults living with a developmental disability
in eastern Ontario. Our membership includes Autism
Ontario, the Down Syndrome Association, Family
Alliance Ontario, Community Living and the Ontario
Rett Syndrome Association, fetal alcohol spectrum and
so on, and we represent thousands of individuals and
families in our region.

Our vision is for individuals with developmental
disabilities to have the same choices and opportunities as
the rest of Ontarians. As an organization, our vision is
that all people with developmental disabilities have
access to the necessary supports and services they need in
order to have access to the same opportunities and
choices as other Ontarians, thus enabling them to partici-
pate to the fullest extent possible in their community and
in society throughout their lives.

We are very pleased and very grateful to appear before
this select committee today. Although we acknowledge
that much has already been said by those appearing
before this committee concerning the problems confront-
ing the developmental sector, we would like to summar-
ize our main concerns before discussing some possible
solutions.

The system, unfortunately, has become a system of
wait-lists and gaps. In the children’s system in eastern
Ontario, there is a wait-list to get diagnosed of about 24
months. Children are not being identified at the first sign
of a developmental delay. After being diagnosed, there is
a wait-list to receive treatment, as long as two years, in
eastern Ontario. Then, there’s a wait-list to receive
psychiatric assessment, treatment and continued support
at home for children who have a dual diagnosis. Then,
there is a wait-list to receive Special Services at Home
funding to assist parents to pay for costly services and
respite, and it’s about five years long. Then, there is
another wait-list and gaps to have access to recreational
activities and camps, especially for children who have
challenging behaviours.

In the adult system in eastern Ontario, there are
waiting lists to get assessed by Developmental Services
Ontario at the age of 18. Once assessed, there is another

wait-list to have access to funding from the Passport
Program that assists people who need support to get
integrated and participate in their community once they
finish school. There is a waiting list for funded day
programs. There is a waiting list for funded residential
options, and there is a gap in educational opportunities
and training for employment. Then, there’s a wait-list
and gap in accessing psychiatric assessment, treatment
and support, again for people who have a dual diagnosis.

We are all aware, unfortunately, that these problems
will only get worse with time if we do nothing.

The establishment of this much-needed select com-
mittee shows that our government recognizes this grow-
ing problem and is committed to take action. For that we
are grateful.

We encourage you, as you consider the policies and
programs that are needed, to keep in mind these four
principles:

All people with developmental disabilities will have
access to the supports and services they need in order to
have access to the same choices and opportunities as
other Ontarians their age. I’'m talking about the right to
receive service, just like the right to receive education or
the right to receive health care.

All people with developmental disabilities need to be
identified immediately—immediately—in order to re-
ceive immediate supports and services that they need in
order to reach their maximum potential.

All people with developmental disabilities will receive
supports and services, from cradle to grave, with no
interruptions during all transition periods: from a child
entering school, a child entering high school, the adult
sector, finishing school and so on and so forth. Right now
there are gaps at every transition period with nothing for
parents to rely on.

And finally, all people with developmental disabilities
need to have the right—they need to have the right—to
receive these supports and services throughout their lives
in order to plan for a stable future, and continue to have
access to the same choices and opportunities as other
Ontarians.

These principles are not new; they are enshrined in the
UN Convention on the Rights of Persons with Disabil-
ities, which Canada ratified in 2010.

The Ontario government also stated in their 2006
document called Opportunities and Action that, “The
fundamental vision is to support people to live as in-
dependently as possible in the community and to support
the full inclusion of Ontarians with” developmental “dis-
abilities in all aspects of society.”

Ontario and Canada are not alone in facing this
challenge. There is a very good example of another first-
tier nation that has been successfully meeting this chal-
lenge for several decades, and that country is also a
federal system. That country is Germany, which has had
its own share of fiscal obstacles, as Ontario is facing at
the moment. We understand there are differences be-
tween the two countries, but there are also many similar-
ities, and | would suggest that there are more similarities
than differences.



COMITE SPECIAL SUR LES SERVICES

17 JANVIER 2014

AUX PERSONNES AYANT UNE DEFICIENCE INTELLECTUELLE

DS-385

I had the opportunity to go to Germany four years ago
to go and have a look at the system. | spent a lot of time
in two working environments, two workstations for
people who were adults, and also talking to a parent. The
highlight of the trip for me was the fact that there was no
wait-list.

I was able to ask the parent, “When the child was
diagnosed, what happened to her?” There is a team that
goes into the family that assesses the needs of the child.
After that, the needs of the child are taken care of,
whether they need treatment, rehab, speech therapy or
respite care as needed for the service. They are taken care
of and supported from cradle to grave. When the child
enters school, the types of programs they are offered—
once the child finishes school, there is a two-year training
period, if the child is able, to train to provide to have a
job in the workplace. If the child is too severely disabled,
they work in a sheltered environment.

Business is on board. By law, businesses of a certain
size have to hire so many people with disabilities. If they
are not able because of the nature of the industry, they
have to provide work for them in the sheltered work-
shops. If that is not necessary, they have to pay a certain
amount of money to help that system continue.

In Germany, they’ve had this system in place for
decades. For every German person who you speak to, it’s
as—they’ve always been there; it’s as normal as anything
else in their community. They know they’re there; they
know they work. They are part of society. They are not
an outside group; they are really part of society.

I think we need to look at models that would take into
consideration the four principles that we have outlined.
These models have worked for decades—they’ve ironed
out the problems—and we need to look at them. This is
probably not the only model that works, but it’s certainly
the model that | have experienced. The parents are
certainly not stressed the way we are.
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I must say that this parent was shocked to find out, in
Canada and in Ontario, the amount of wait-lists that we
have to contend with. | kept asking her, “Do you have a
wait-list to get this treatment program?” She kept saying,
“No.”

I kept asking. | said to my friend who interpreted for
me, “Please ask her again: ‘What do you mean, there’s
no wait-list? Do you not have to wait a few months, a
few years?’” She kept looking at me like | was having
some difficulty understanding what she was saying to
me, and kept telling me, “No, there is no wait-list.” This
was at every transition, and it was overwhelming for me
to listen to this and to see how much we struggle here.

I understand that everybody wants the best. | know
that all members of this committee here want the best for
our children; I really, truly believe that. But I truly
believe as well that we need to look at other models, to
see how we could incorporate them in our system here, to
become more efficient and to have a quicker solution to
the problem, obviously. Time is of the essence here.

At this point in time, one area that has not been ad-
dressed in the committee overview is the significant

difference that early identification and intervention make
on cost savings. Suzanne Jacobson will cover that aspect.

Ms. Suzanne Jacobson: Thank you, Jocelyne.

Madam Chair, | sit on this committee representing the
children with the United Families of Eastern Ontario. We
want to bring to the committee’s attention that it is
critically important, in developing your strategy and
recommendations, that the committee also focus on early
identification and intervention.

In reading your focus elements on education, recrea-
tional needs etc., it became immediately apparent that
there is a potential for a major gap in strategy of care for
persons with a developmental disability.

The gap that we are referring to is from the infant
stage to the preschool stage. The earlier a child is iden-
tified—at the first signs of a developmental delay—the
earlier the child receives effective intervention and the
better the life outcomes. Better outcomes mean a reduced
cost in the need for services, which of course is a great
savings when we’re trying to deal with the huge numbers
of children. And it’s not just about the costs. It’s also
about the quality of the individual’s life, and the life of
the families.

I’d like to share with you briefly the story of my two
grandsons, Alex and Nathan.

Alex is nine years old today. He has received many,
many services through our public system: his assessment
and diagnosis; several blocks of speech therapy; occupa-
tional therapy; intensive behavioural intervention, or IBI
therapy, at 25 hours a week; and Transitions for six
months. He had a full-time aide with him in the regular
school system.

All of these services were provided after months and
years of wait times. Alex regressed, behaviours became
ingrained, and the window of opportunity was missed.

Alex was showing classic signs of autism by 15
months of age, yet he was 20 months before he was
identified, and 30 months before he was diagnosed. He
waited almost a year for speech therapy, and 10 months
for occupational therapy, when he was self-injuring. He
was four and a half years old when he began the intensive
behavioural intervention therapy. Alex is now in an autism
classroom with six children, two aides and one teacher.

The costs of services for Alex in his short lifetime has
been great, and it will continue for the rest of his life.

His brother, Nathan, on the other hand, who is now
six, was identified at 18 months and diagnosed at 21
months—not because he was more severe, but because he
was being assessed through a sibling study every three
months. This time, we knew what we needed to do.
While privately paid for, Nathan began weekly speech
therapy immediately, and | mean a week after he returned
from Toronto. Within three months, his language skills
had gone from a seven-month-old level to an 18-month-
old level. His social skills were blossoming.

By age two, he was in a private intensive behavioural
intervention program, for just 12 hours a week. By age
four and a half, Nathan no longer required his intensive
behaviour therapy program. As he came to the top of the
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wait-list for the IBI therapy two years later, he had im-
proved too much; he did not qualify.

While Nathan still has some speech therapy, he is in
his local school in grade 1, without an aide, and his
recent report card said “strongly performing at the grade
1 level.”

The costs of services for Nathan have been a fraction
of those for his older brother, Alex, and Nathan has a real
prospect of becoming a very productive member of
society.

While this story of Alex and Nathan is on autism, we
know that all developmentally delayed children will
improve with early identification and effective inter-
vention.

Madam Chair, we encourage you and your committee
to expand your area of focus by just two more years in
the lifetime of these individuals to include the period
from infancy to preschool. Action in this early period
will pay positive dividends out of all proportion to the
costs of the support and services for this very young age
group.

In closing, we applaud this initiative and encourage
you, our government and members of all parties that
represent Ontarians, to make a conscious decision and
put in place the policies and programs that would respect
the principles of timely and equal access for all develop-
mentally disabled Ontarians to the supports and services
they need and will need throughout the full extent of their
lives.

The Chair (Mrs. Laura Albanese): Thank you very
much for your thoughtful presentation this morning. We
do have just under a couple of minutes for each party.
Ms. DiNovo?

Ms. Cheri DiNovo: Thank you so much and thank
you again for talking about some of the solutions. The
success story of Nathan is a very, very rare one that
we’ve heard in this committee, and it points the way to
what we should be doing, absolutely. We are in a crisis
model here, where only families in crisis get looked at,
where wait-lists are administered and endless assess-
ments are done with no hope of anything coming out of
them. We get that this is a system in crisis, so | thank you
for that.

I loved your point about moving from what’s been
considered a welfare discretionary system to a system of
entitlement, just like any other health care system. If you
walk into a hospital, you get treated. Hopefully, there’s
no wait-list for that, even though that’s become a prob-
lem, too. And I liked the German example.

We also heard that in Saskatchewan there is mandated
no wait-lists—so a little closer to home. There are lots of
examples of how to do it better and | thank you for
raising them with us.

The Chair (Mrs. Laura Albanese): Miss Taylor?

Miss Monique Taylor: Thank you so much for your
presentation and for being here with us today, and for all
of the work that you’re doing on a continuous basis, for
knowing the need that is out there for families. What a
story. We have perfect proof right there between Alex

and Nathan: the differences between receiving those
services on time and not.

Definitely, the wait-list is something that we’ve been
hearing about. We are hearing from other jurisdictions
that there are no wait-lists and families are succeeding
and they’re not stressed out like we are here in Ontario.
It’s really a sad state when we see that with every family
we talk to, it’s assessment after assessment, it’s wait time
after wait time, it’s one challenge after another challenge.
It’s unfair, it’s not right, and we’re determined here to try
to make life better for you. Thank you so much again for
all of your efforts and for being here with us today.

The Chair (Mrs. Laura Albanese): Ms. Hunter?

Ms. Mitzi Hunter: Thank you so much, on behalf of
the families, for sharing your stories. Certainly, the
example that you’ve given of the German model is one
that we have heard and we need to take a closer look at. |
also appreciate the recommendation that the supports are
from cradle to grave, as you said, and that they should be
seamless in terms of the transition points—particularly
on the impact on the child as well as the family.

| also have noted the power of early identification,
diagnosis and treatment, and, really, the lasting effect that
that has on the child, but also on the pressures that it
creates on the system itself. We really need to look at it
from that whole perspective. | just want to say thank you
for that.

| believe my colleague has a comment.

The Chair (Mrs. Laura Albanese): Ms. Wong?

Ms. Suzanne Jacobson: May | just interject briefly
here? There is a study from UC Davis that shows this.
The research shows they are changing the brain of the
child when you intervene right away, and I’m happy to
leave that—

The Chair (Mrs. Laura Albanese): Thank you. Ms.
Wong?

Ms. Soo Wong: Thank you for sharing your experi-
ence and sharing your expertise with our committee.

We know, we have heard and we also hear from the
experts about early intervention and early diagnosis, but
wearing my previous hat as a professional in health care,
there are some parents who are reluctant to have that
early diagnosis and that label. From your experience with
some of these families, what suggestions or considera-
tions should this committee consider—because not every
family is ready for that type of early intervention.
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Ms. Amanda Telford: A province-wide public educa-
tion campaign about the early warning signs of develop-
mental disabilities.

The Chair (Mrs. Laura Albanese): Thank you.

Ms. Suzanne Jacobson: I’d like to mention as well
that | am in talks with doctors. They’re very uncomfort-
able with making a diagnosis and a referral. They also
know there are long wait-lists, and they want to get the
help to the child. If we just follow those developmental
milestones and if the doctors were made more aware of it
at that one-year checkup where we have the Nipissing
identification tool that can begin right from two
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months—so at that one-year checkup, the doctors are
aware of what they need to be looking for. They’re not
dismissive or, “Oh, let’s wait and see. He’s a boy, and
boys are slower. We can wait.” No. If they’re not meet-
ing the developmental milestones, you must act immedi-
ately.

For those parents—no one wants to hear any concern.
I don’t want to hear that my child might have a hearing
problem, a sight problem or whatever, but if we, at those
first signs—if it was a speech problem, then let’s link
them up right away with a speech pathologist. Let’s see
what’s going on here. Is this a cultural thing? Is this the
way the family is at home, or is there something more
going on here? We don’t treat cancer by saying, “We
think you have cancer. Here’s your surgery date, your
radiation date and your chemo date.” We say, “We think
you might have cancer,” we do further tests, and the
course of treatment evolves based on the information that
we get. That doesn’t happen in autism and in the system
for developmental disabilities.

That’s a good way to get these parents here. Right
now, the savvy parents are the ones whose kids are being
picked up, and the others are falling by the wayside.

The Chair (Mrs. Laura Albanese): Mr. MacLaren, |
believe you had some comments you wanted to make.

Mr. Jack MacLaren: Thank you. Mrs. Brault, thank
you very much for being here, and thank you to the other
ladies with you on your committee. | first met you about
a year ago when you came into my office. | was most
impressed with your presentation, which was very much
what you said today, that you have lived with your
daughter, who was severely handicapped—as have other
people in your group.

In recent years you’ve had time to do research, work
and to try to make things better for others. We all really
appreciate that very much. You’ve gone to the trouble to
form your committee. You’ve gone to the trouble to
travel to Germany and come up with ideas, and | know
you’ve considered many other models. You’ve been
working very hard along with all the other ladies who
have helped you. You came to Queen’s Park and we
introduced you to Christine Elliott, our health critic. | just
want to thank you for all the work you’ve done. | want
you to know that it has made a big difference. We hear
you. Your ideas are great and we will certainly be con-
sidering them very thoroughly and completely, and they
help us to do a better job.

I want you to know also that this committee—all of us
are here because we know we’re not doing a good-
enough job. We are failing the disabled people and
families of Ontario. We hear that across Ontario. We’ve
been on a road trip this week around Ontario, to the
north, and not just Toronto and Ottawa. Whether we’re in
Moosonee, Thunder Bay, Toronto or Ottawa, the prob-
lems are the same: Government is not doing a good-
enough job. We hear that from you and we’ve heard that
everywhere. We are here, all of us, to try to do better.

I guess | would sum up by saying that as a caring
society we have a responsibility to help those who can’t

help themselves. | think that sums it up pretty well.
Thank you for being here.

Ms. Jocelyne Brault: You’re welcome; thank you.

Ms. Amanda Telford: And thank you for the com-
mittee.

The Chair (Mrs. Laura Albanese): Thank you.

Ms. Jocelyne Brault: | just wanted to add that UFEO
has made a video that depicts the life of a family living
with a child with a developmental disability. We will
submit that with our written presentation. It’s four and a
half minutes. It’s not very long but I think it’s very
telling.

The Chair (Mrs. Laura Albanese): That would be
wonderful. Thank you again for presenting to the whole
committee this morning. We really appreciate your ideas
and your insight.

Ms. Suzanne Jacobson: Thank you for the opportun-

ity.

FETAL ALCOHOL
SPECTRUM DISORDER GROUP
OF OTTAWA

The Chair (Mrs. Laura Albanese): We’ll call now
on the Fetal Alcohol Spectrum Disorder Group of
Ottawa. Good morning. Please make yourselves comfort-
able. As you have heard, you will have up to 20 minutes
for the presentation. Please begin by stating your names.
You may begin anytime.

Ms. Elspeth Ross: Thank you. My name is Elspeth
Ross, and I’'m here today with Barbara Sabourin. We
represent the Fetal Alcohol Spectrum Disorder Group of
Ottawa, not the coalition of Ottawa. | co-facilitate our
group with psychologist Dr. Virginia Bourget. We have
been meeting at CHEO, the Children’s Hospital of
Eastern Ontario, since 1999. | am also a member of the
FASD Coalition of Ottawa and FASD ONE, Ontario
Network of Expertise, two working groups. | work as a
volunteer educator in FASD, providing current awareness
by emails internationally via the Yahoo listserv FASD-
Canadian-News.

Perhaps my best qualification to speak to you today is
as a parent. Our story is different from many because in
1981, when we adopted our first son, we were told about
prenatal alcohol and advised to look for help. We later
adopted a second fetal-alcohol-affected older boy from
Saskatchewan. Many birth, foster and adoptive families
simply don’t realize that their child is affected or has a
developmental disability.

We see from your transcripts that four of the ministry
people who spoke to this committee mentioned FASD,
but only in passing. The speaker for children and youth
services mentioned FASD with autism on October 30. On
November 13, the person from education spoke of FASD
with ADHD. The Attorney General/correctional services
spoke of it with mental illness. Aboriginal affairs men-
tioned one program. No researcher or speaker for agen-
cies such as Community Living has mentioned FASD at
all.
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We are glad that some of our colleagues have spoken
to you about FASD in London and Thunder Bay, and we
won’t repeat too much. | refer you to our fact sheet,
which you’re getting, What is Fetal Alcohol Spectrum
Disorder?

FASD is an umbrella term that describes the range of
effects that can occur in an individual who was prenatally
exposed to alcohol, and it includes fetal alcohol syn-
drome. These effects can include lifelong physical,
mental and behavioural difficulties and learning dis-
abilities. FASD is a developmental disability. Most
people have not FAS, but ARND, alcohol-related neuro-
developmental disorder. People talk well and present
well and look like everyone else, but they have invisible
brain damage.

The Public Health Agency of Canada has used the
prevalence rate of 1 in 100 for FASD since 2005. The
annual cost of FASD in Canada has been estimated at
approximately $7.6 billion. See our fact sheet.

No two people with FASD are the same, but they are
all at risk for school difficulty, mental health issues,
difficulties maintaining employment, and addictions.
Common challenges are with executive functioning:
judging, planning, delaying gratification, consequences,
organization, impulsivity and memory. Supports and
services and tailored programming make a difference.
People with FASD need an “external brain” to help them
with daily life. They have many talents and skills, and we
build on these to maximize potential.

My sons with FASD are now 34 and 31. They were
labelled with ADHD when they were young and always
got special ed, which helped a lot, although it was not
always appropriate. We didn’t have to fight for it in those
days. Both graduated from high school and one graduated
from college. Both are good drivers, although one has
lost his licence. My older son has never had behavioural
problems and was married for about seven years. Both
work part-time in summer in brick and stone with the
same long-time boss. They live together in a second
house on our property. It is not independence, but
interdependence. One has ODSP support. One has
diabetes, type 2, so there are health concerns.

We’re in constant touch and help them with money
management, keeping important documents, filling out
forms, understanding time, scheduling and reminding
about appointments (that’s the external brain), taking
them to doctors—yes, | go in with them—and buying
groceries.

Problems with the law have been minor. A policeman
who knew about FAS—yes, one—tore up a summons for
my younger son when, at 17, he was caught shoplifting
from a store at 2:30 after going there for a job interview
at 12 noon. Does that make sense? Impulsivity. We get
letters from collection agencies demanding payments for
sums like $237, again for something that my son doesn’t
know anything about, he says—maybe getting on a bus
without paying or something like that. He lost an apart-
ment funded through ODSP because his supposed
“friends,” met on the street, moved in and caused trouble.
Then my son said, “Well, it could happen again.”
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They are in some ways at the top of the spectrum,
although neither is working at the moment. A second
house helps, but unfortunately, most families do not have
that advantage.

As with other developmental disability families, we
also need to plan for the future: Who will look after them
in the future?

Our FASD Group of Ottawa and a support group at
Wabano aboriginal health centre are the only specific
FASD services in Ottawa; both are volunteer. When
parents find out there are no designated services for
FASD, some are not willing to try for a diagnosis, since
they say it would be stigmatizing and would get nothing.

There has been FASD training in Ottawa, but
contacting any agency for help will not necessarily get
you to the right people.

Parents have to educate themselves about FASD and
ask for help for their child’s symptoms. As parents, we
are training professionals one at a time and need to be
vigilant, because professionals often see only the behav-
iour and not the brain damage.

A professional study from FASD stakeholders,
Moving Forward, in 2008 found that the biggest needs of
families are help with schools, finding respite, help with
transition to adult services, finding supported living and
employment—sounds familiar to everybody—»but found
a lack of trained professionals who know and understand
FASD.

Most affected people have an average 1Q, or even
higher, and don’t qualify for DSO supports; they’re con-
sidered high-functioning. We can’t get by the gatekeeper
in Ottawa—Service Coordination—to get programs.

We need acknowledgement from the province and
from agencies that FASD exists. FASD ONE is calling
for a provincial FASD strategy. Ontario should take note
and work on prevention, because there’s going to be
more FASD in future. Women are drinking almost as
much as men, and binge-drinking is up for young women
and those up to 35. Some 50% of pregnancies are un-
planned.

The Ontario Select Committee on Mental Health and
Addictions, to which five of us in FASD spoke across the
province in 2009, had only one line on FASD in its final
report, that “individuals with autism, eating disorders,
fetal alcohol spectrum disorder, or a dual diagnosis are
orphaned by a system that seemingly has no place for
them”—page 1.

But the interim report included things that we’re
putting in our recommendations to you today. On page
31, it says that “FASD has ‘orphan’ status, as no ministry
assumes responsibility for it, and it lacks an OHIP billing
code.”

Nothing has changed. We need the same services as
other families in this province with developmental dis-
abilities. We can provide examples of innovative services
from other provinces, where the phrase “developmental
disabilities and autism and FASD” has meaning, and
Community Living includes help for FASD. Examples
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are peer support in Yellowknife and programs in Alberta
and BC.

We are heartened that the Journal on Developmental
Disabilities from Ontario had a special issue on FASD in
2013, and that NeuroDevNet, which researches brain
development, chose to study FASD, autism and cerebral
palsy.

Services for people with FASD in Ontario are needed
so they can contribute to society as best they can, and this
will reduce costs in general.

I will now ask my colleague Barb to speak to you.

Ms. Barbara Sabourin: Thanks, Elspeth. Good
morning. I’m Barb Sabourin, and I’m also the mother of
someone with FASD.

Knowing that my presentation is public, | have chosen
to not use my son’s name, so that | can protect his
privacy and that of my family.

My son was finally diagnosed with alcohol-related
neuro-developmental disorder, ARND, by the genetics
clinic at CHEO when he was 16 years old. We tried
earlier, but we had not been able to get information about
his birth mother’s alcohol consumption. The concern at
the time when we adopted was that she had taken other
substances which are much less teratogenic than alcohol
itself.

The requirement was to have documented statements
by a health professional that she drank during pregnancy,
including estimates of how much and when—not an easy
thing to obtain years after going through an adoption, and
for many parents, this is impossible to obtain.

In addition, we had to put together a package with
recent psychological assessments, which we paid for; an
educational assessment, partly done by the school; copies
of IEPs and report cards for at least three years; and a
questionnaire. That was quite the undertaking and quite
the significant package of information that we had to
provide. It’s not easy to do.

The diagnosis came with a discussion of what our
expectations were in terms of services. It was pretty clear
that none came with the diagnosis. | knew that, but still
felt the diagnosis was important.

Currently, we do not have any services provided, other
than getting into ODSP. We’ve been told that my son
qualifies for services through DSO, even though most
people with FAS do not—my son does have a dual
diagnosis—but we’ve been waiting almost a year for the
intake interview. We don’t even have the name of a
contact there; the letter informing us of his status was
anonymous and unsigned.

| started attending the FASD Group of Ottawa, which
Elspeth runs, when my son was about 14. Up until then,
we felt alone. We had no support from anyone: not from
children’s aid, as we had completed the adoption process;
not from the schools, who really didn’t know how to
manage our son; and not from friends, who just didn’t
understand. That is one of the things about FASD: It’s an
invisible disability, isn’t well understood and is totally
isolating.

Just to give you some examples of parenting in the
earlier years, | remember going on trips with my son to

visit other family members, because | felt that was the
safest environment. | had to hold my son’s hand the
whole time that we were travelling. If we were on a
plane, he was right beside me all the time, not even going
to the washroom by himself. If we were in an airport, he
was right beside me, holding my hand. Imagine that with
someone who has high energy. Really, throughout the
years, it was quite tiring for me to travel.

| also remember keeping to a very strict routine for
bedtime, because once you change the routine and allow
any change, like a later bedtime for a special occasion, it
becomes that change every night. My son can’t differ-
entiate between the situations.

This sort of reminds me of research done by Dr. James
Reynolds at Queen’s University on an animal model,
with guinea pigs. He had a maze, and then they had to get
to the food. The affected guinea pigs could get to the
food when he set up the maze to start with, but when he
changed the maze—my memory is he said it took, like,
200 times for them to get to the food, compared to the
normal guinea pigs, who would adjust their behaviour.

Any change in routine for a child with FASD can
cause a total breakdown. There were no sleepovers at
friends’ houses, no overnight summer camping trips.
Daycare providers were picked very carefully, as were
camps. The camps from the city of Ottawa, for example,
where the children start off in a gym, were a definite no.
My son would get overloaded way too easily.

I just want to make a couple of points on education,
and | know you’ve heard from the ministry. Middle
school was hell: no differentiation of services, no longer
a really defined structure, and no one teacher in charge
that I could talk to. Homework was more and more of an
issue, and | would get notes at home that would say he
hadn’t completed whatever task in whatever time, like
somehow | could fix it.

No information passes from one teacher to another
without the parents being the conduit. Teachers are not
required to look at IEPs—even the resource teachers—
before the students start, or at any time during the year,
even though principals are accountable for implementing
these IEPs.

| understand that some improvements have been made,
but funding has also been cut. I think that improvements
in the education system are definitely needed.

My son has finished school now, as he is over 21. The
implementation of the 21 rule is a little different than you
might think, as a parent. It doesn’t mean you can go until
the day you turn 21. It means that if you turn 21 during
the school year, you can’t start the school year, so your
end date is actually the term before you thought it was.

He had a transition plan, which is like a project plan.
The goal statement for my son was “to prepare students
for entry to the world of work upon graduation from high
school, and, as appropriate for each individual, to prepare
them for independent living and employment etc.”

Then there was a list of actions, and all the actions
were things the school had already been doing, like
having co-op placements and work placements. It really
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didn’t help at all. That is definitely an area that could use
improvement.

We’re now in limbo. My son lives at home. He is not
currently employed or attending any skills programs.
We’re waiting for the DSO meeting to see what that
brings. We’re trying to avoid a crisis before that, even
though that may be the only way to get service. | don’t
know that my family can survive another crisis.

You’ve heard about the cause of FASD and the
prevalence, with about one in 100 births affected. That’s
about the same as hepatitis C in Canada, yet look at the
service provided for people with hepatitis C.

That means there are probably about 120,000 or so
people in Ontario who are affected by FASD, and about
800 in Ottawa alone. So why am | always feeling like
I’m the first to ask for something, and why do | always
have to educate every caregiver about what FASD is?

It being a spectrum, like the autism spectrum,
individuals will have different levels of ability and dis-
ability, but some of the key areas are executive func-
tioning, decision-making and judgment. This means that
on the severe end of the spectrum, individuals with
FASD need constant supervision so that they don’t harm
themselves or others. At the other end of spectrum,
individuals may just need a caring adult to listen to them
and give suggestions on things, or to check in on them
from time to time.
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Now, in front of you, on the first page, you have our
recommendations. I’ll just go through them briefly.

The first is to acknowledge that FASD is a
developmental disability and to include FASD explicitly
every time there is a list of examples of developmental
disabilities. This would make all the services accessible
for those with FASD. We have enough hurdles to jump
over without adding that one every single time.

The second is to recommend more FASD diagnostic
centres and to fund them so that getting a diagnosis is
accessible. The only clinic here is the genetics clinic at
CHEO.

The third is, as with the diagnostic centres, to provide
for qualified caregivers to provide respite care so that
these struggling families can get a bit of a break and can
continue to parent these children; similarly, to provide for
assistance with the transition from school to post-school,
so that these individuals can become contributing mem-
bers of society and live as independently as possible.

The fourth is to ensure the education system treats
FASD as what it is: a developmental disability caused by
organic brain damage and not as a behavioural problem.
Time-limited interventions, such as the section 23
classes, are not sufficient, as these individuals have
permanent, organic brain damage.

Also, I’d suggest doing an evaluation of the education
system to see if it’s really meeting its goals, including
looking at examples of IEPs, talking to school councils
for schools with a high proportion of students with
developmental disabilities, such as Sir Guy Carleton
Secondary School here in Ottawa.

The fifth is to provide better coordination of services,
and | know this is part of your mandate. This includes
reducing the number of assessments required for each of
the different services. The ministries you’ve heard from,
or will hear from, should work together and not in isola-
tion. This is especially important as individuals with
developmental disabilities become more independent.
For more details, as Elspeth mentioned, | think, look at
the Select Committee on Mental Health and Addictions
report. | know you’ve already recommended that—that
you will include that in your research.

The sixth is to create a way for Ontarians to know
what services are available and how to access them, other
than by talking to other parents. There are so many dif-
ferent rules, access points, forms, assessment require-
ments etc. that it’s really hard to figure them all out, and
you might miss a service that might be available to you.

The seventh is to insist that curricula for all health
professions regulated by the province—and | would go a
little bit broader—include training on FASD. Continuing
education should be provided for those who are already
certified. Training is available, and has been provided
here in Ottawa, and yet it’s very hard, as Elspeth said, to
find a caregiver who has that training.

Our eighth and final recommendation is to recommend
the creation and funding of more case manager positions
to help people with developmental disabilities. These
would be especially useful for individuals with FASD
who need an external brain or scaffold to cope with the
requirements of everyday life.

To close, thank you for the opportunity to speak to
you today and for the work that you’re all doing. We
look forward to reading your report

The Chair (Mrs. Laura Albanese): We want to par-
ticularly thank you for presenting to our committee this
morning. Unfortunately, we don’t have time left over for
any comments from all the different members, but we
will take your recommendations into consideration.
FASD has been a concern that has been brought to our
attention throughout the different hearings. | know there
are some members who are very interested in learning
more about that. Thank you very much.

MULTIDIMENSIONAL ASSESSMENT
OF PROVIDERS AND SYSTEMS

The Chair (Mrs. Laura Albanese): We’ll now call
on the Multidimensional Assessment of Providers and
Systems, MAPS, program of research. Is that correct?

Ms. Héléne Ouellette-Kuntz: That’s correct. Thank
you.

The Chair (Mrs. Laura Albanese): Good morning.

Ms. Héléne Ouellette-Kuntz: Good morning. I'm
Héléne Ouellette-Kuntz from Queen’s University. I’'m
here today with Virginie Cobigo from the University of
Ottawa. | want to thank you for this opportunity to share
our research with you.

I want to begin by ensuring you that we do recognize
the importance of increasing investment in services.
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What we are going to be talking to you about is a
research program and the importance of investing in the
creation of evidence and having evidence to monitor the
effectiveness, the impact, of policy changes or service
changes.

MAPS stands for the Multidimensional Assessment of
Providers and Systems. | want to give you a little bit of
background to help you understand who we are and what
we do and, most importantly, why we do this.

The Ministry of Community and Social Services had a
long history of funding, teaching, service and research at
Queen’s University, and | believe you’ll hear about that
later this morning, mainly in support of Rideau Regional
Centre. With the closure of Rideau, the ministry com-
mitted three additional years of research funding to
Queen’s University. In order to obtain those research
funds at Queen’s, we had to submit a proposal for how
these funds would actually help the ministry in trans-
formation, in support of new policy directives.

I took the lead and brought together an excellent team
of academics from diverse fields and multiple universi-
ties. As you can see on this slide, there are five universi-
ties from across the province represented on our research
program.

The other point I’d like to make is, our research team
has the capacity to do research in French and English and
around looking at the realities for different communities
across the province.

What we proposed to the ministry nearly five years
ago was to work with the policy, research and analysis
branch, as well as the community and developmental
services branch, regional offices, transfer payment agen-
cies, families and individuals with developmental
disabilities to inform the assessment of services and sup-
ports for adults with developmental disabilities in
Ontario. The timing of our proposal corresponded with
the adoption of the services and supports to promote the
social inclusion of persons with developmental disabil-
ities, so that served to focus our work.

We developed conceptual models based on literature
reviews and extensive consultations, and those consulta-
tions included families and individuals with disabilities.

We also explored specific policy areas through applied
research to highlight how existing data could be used or
new data collected in the context of an assessment of
quality across the sector. The specific areas we explored
are described, along with some of the findings in the
briefing notes that we sent to the committee. Scientific
papers that we’ve published and reports that we’ve pro-
duced for the ministry are all available on our website.

We are the first group to have had the opportunity to
explore these issues at the provincial level and in
collaboration with policy-makers and service providers.
Therefore, we have information that is relevant to policy-
making and service planning at the provincial level.

The focus of today’s presentation will not be on those
specific research projects but rather on the main,
overarching aim of the MAPS program, which was to
identify how best to monitor the quality of developmental

services in Ontario. We think this is critical to any kind
of system improvement effort.

We learned that some jurisdictions have committed
time and resources to measuring quality across their
systems and are having a significant impact on services.
In the United States, agencies can opt to collect data on
key indicators for a sample of service recipients that are
then submitted to a third party, to a research institute,
which analyzes the data such that states can compare
their achievements on policy-relevant issues. The pro-
gram, which is called National Core Indicators, was es-
tablished in 1997. Americans acknowledge that this long-
standing program provides the ability to create bench-
marks in national norms, compares change over time and
across regions, allows the development and measurement
of strategic goals, and enhances system transparency.

In the Netherlands, government-funded services must
report on the quality of their services. They can choose
an approach from a number that are approved by the
government. In one such approach, the Quality Qube,
which is included and described in our report, provides
the organizations with a framework and, again, third-
party support for this evaluation. But the targeted priority
areas that any agency adopts are developed in consulta-
tion with service users, families and staff within those
agencies.

The lessons learned from that Dutch model include the
importance of monitoring outcomes for the service users,
not just processes or outputs of services. It also acknow-
ledges the importance of representing the perspectives of
all stakeholders—the individuals, the families, the staff
that work within the agencies—and of reporting that is
tailored to the needs of those who will use the informa-
tion to then improve services.

While neither of those approaches fits perfectly for our
Ontario context, they were quite informative, and our
stakeholders here in Ontario, which included family
members, agencies and the ministry, to whom we pres-
ented the models were quite enthusiastic about them.

1010

As previously said, we reviewed existing data and data
collection practices that could inform quality improve-
ment. The first thing to recognize is that all information
that is needed cannot be found in one place or through
one mechanism. As you’ve heard, in order to examine
age-related transitions, which are quite important, data
are needed from different sectors. Within the DS sector,
much data are collected. Many service agencies routinely
engage in user satisfaction surveys and collect or collate
additional information for accreditation or continuous
quality improvement purposes. And all agencies report
on compliance to quality assurance measures to the min-
istry.

In addition to collecting quality assurance compliance
information from all service agencies, MCSS also col-
lects information on recipients of the Ontario Disability
Support Program and Ontario Works. Recently, MCSS
has invested in DSCIS, a new data system which you
may have heard about, and over time DSCIS will provide
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information on all individuals adult
developmental services and supports.

Through examination of current-day collection prac-
tices and consultations with stakeholders, gaps and
limitations in the current systems—and they are plural:
systems—of data collection were identified. Most
importantly, Ontario stakeholders have told us that there
is a lack of information on how to improve the services.
The data that are available generally fail to inform where
and how improvements could be made and are not
reported in a timely and relevant manner to those who
could act upon the developed knowledge.

I’ll turn it over to Virginie.

Dr. Virginie Cobigo: To address these concerns from
the stakeholders, MAPS would like to propose a way for
which you assess the quality of the services for adults
with intellectual disabilities in Ontario. This is to engage
in a continuous quality improvement approach, which
means that data is collected on an ongoing basis and is
reported to those who can act upon the knowledge
developed.

Our recommendations are to improve data collection
and utilization, and develop the capacity of the develop-
mental services system to collaborate with all stake-
holders and be responsive to the knowledge developed
through data collection.

Through the MAPS work, we have developed 150
indicators relevant to several priorities and service plan-
ning. We recognize that our 150 indicators are a lot to
implement quickly, but as Hélene mentioned, Ontario has
the capacity to use some of the data that is currently
collected for quality improvement purposes immediately.
Other data would require additional efforts or linkages
across sectors, programs or agencies.

I would like to say that today we have decided to
focus on some of our indicators that are more relevant to
the priorities of your committee to illustrate how data
collection could be improved in Ontario. Current activ-
ities assessing the quality of services for adults with intel-
lectual disabilities tend, right now, to focus on the
compliance processes and outputs, as Héléne mentioned,
when Ontarians with intellectual disabilities, their fam-
ilies and service providers call for a shift to measuring
the impact of the services on the lives of persons with
intellectual disabilities. We present here in red some
findings from the MAPS study.

Of about 200 parents requesting services in all DSOs
in the province, as you can see, one of our indicators is
the percentage of parents who report that their son or
daughter has community activities, and only 66% of the
parents answered positively.

Another indicator is the percentage of parents report-
ing that their son or daughter has friends who are not paid
to be their friends or are not family members, and only
half of the parents think that their son or daughter has a
friend.

These numbers illustrate sad stories of social isolation,
but they gain further meaning when compared with other
jurisdictions. These indicators are taken from the Nation-

eligible for

al Core Indicators and thus allow for comparisons with
US states, but if we would be to standardize data
collection in Ontario, then it would allow us to compare
across regions in Ontario, which is not currently possible.

We also learned from our consultation that it would be
important to provide information on what really matters
for persons with intellectual disabilities and their parents
or friends. For example, we asked the question to persons
with intellectual and developmental disabilities: What
should be our target when trying to improve their social
inclusion? They said that what really matters is when
they feel they belong to groups of friends and acquaint-
ances. But belonging to groups of friends is not currently
captured in the data collection in Ontario, so we don’t
know about what really matters for the service users.

Collecting data is not enough if it is not used for ser-
vice improvement. In a continuous quality improvement
approach, all stakeholders should and must be responsive
to the knowledge developed. Data is currently collected
on the number of persons requesting services, the number
of persons receiving services, their waiting times etc. For
example, in our study on the parents requesting services,
we found that only 19% of them received services within
six months. The most commonly received services were
community participation, support respite and residential
supports. This information is relevant and useful for
policy planning and service assessment, but it would be
more useful if there was a process by which we could
report on this information to those who can act upon the
knowledge developed. Currently in Ontario, there is no
such process.

Furthermore, Ontarians with intellectual disabilities
and their families urge the developmental services system
to consider their perspective when assessing the quality
of the services, rather than focusing on whether or not we
comply with standards and policies. The waiting times
are important information, as we just said—but would
provide a better appreciation of the quality of the services
if we knew how the services are responsive to families in
distress. For example, in our study on parents requesting
services, we surveyed them on their levels of stress.
Some 23% of the parents we interviewed were reporting
high levels of distress six months after requesting
services, and 42% of them reported moderate levels of
distress after six months.

Services for persons with intellectual disabilities, as
Héléne mentioned, are not the responsibility of one single
ministry or one service provider. Therefore, improved
data collection and utilization would require linkages be-
tween multiple data sources, as well as inter-ministerial
collaboration and communication. At time of transitions,
it is even more important. For example, when we would
like to know about the work needs of young adults with
intellectual disabilities, we would require linkages be-
tween the education sector and the developmental ser-
vices sector, which is not currently possible in Ontario. In
the absence of such linkages, we still can serve the users
of developmental services or recipients of ODSP.

As part of MAPS, we surveyed about 2,000 recipients
of ODSP who were identified as having intellectual and
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developmental disabilities, and we asked them about
their work experiences and their education attendance.
Some 73% of the sample reported that they attended high
school, but this number is not by itself very informative.
What is most informative is to break it down by age
groups and to see the trends in the data. You can see with
the trends in the data that policies around inclusive
education have an impact on the attendance in school of
persons with intellectual disabilities. This also demon-
strates the importance of observing trends rather than
looking at overall measures, and observing change over
time and understanding the impact of policies and service
planning.

Variations in regions are also important. For example,
we learned that persons with intellectual disabilities in
rural regions are less likely to have gone to high school.

Finally, another way of showing that overall measures
don’t tell an accurate story is to look at numbers of work
experience in adults with intellectual disabilities. If you
look at these numbers, you could say that 40% of adults
with intellectual disabilities have worked for minimum
wage or above—»but this is lifetime experience. We know
from our data that most of them didn’t keep their job for
long. So better indicators of the quality of the services
would be to look at job tenure over time, as well as wage
levels—track them over time and compare them with
local and international benchmarks.

1020

Ms. Héléne Ouellette-Kuntz: So, as shown, some
data does exist. There are significant gaps, however, if
we wish to understand the impact of policy and services
on people’s lives. There’s no way to measure the effect
of policy change such as the recent transformation of the
sector and changes to come.

There’s a need to build capacity; improvements to data
collection and utilization are crucial for transparency and
accountability. The ministry is supporting MAPS for an
additional year to work with agencies and data holders to
move this agenda. A long-term commitment is, however,
required to reach this objective.

Thank you.

The Chair (Mrs. Laura Albanese): Thank you for
being here this morning, for coming here. We have about
a minute for each party to comment. | believe it’s the
government’s turn to start.

Ms. Mitzie Hunter: Impossible to do in a minute,
Madam Chair.

The Chair (Mrs. Laura Albanese): You’re going to
have to try.

Ms. Mitzie Hunter: | thank you for your presentation.
It does warrant further consideration, and I’m glad to see
that it’s already embedded in the ministry’s work.

The focus that you wanted to put on it was on the
sense of belonging. What is the most important way to do
that? I’m even looking at your slide that looks at produc-
tivity, and | see volunteerism is very high. That is a way
to achieve belonging. So | just want to get your sense of
what is the best way to track that.

Dr. Virginie Cobigo: There are proxies we could use,
such as participation in different activities. But you could
participate in activities and not feel any belonging to the
people who are around you. You can go to work and not
feel any belonging to your workplace or your colleagues.

The perception of persons with intellectual disabilities
on how they feel in their community would be very
important to capture to get a real picture of their inclus-
ion experiences. However, it’s more costly and more
difficult to get data from persons with intellectual dis-
abilities, so it would require additional considerations.
But it is feasible, as we have demonstrated through the
MAPS work.

The Chair (Mrs. Laura Albanese): Now Ms. Jones.

Ms. Sylvia Jones: Thank you. | have a specific
guestion related to page 5, which is your thermometer. |
want to make sure that | understood you correctly.
Number 10 was, “l can’t do it anymore.” Was that the
23%?

Dr. Virginie Cobigo: It’s the high distress level.

Ms. Sylvia Jones: To me, “I can’t do it anymore” is
crisis. So 23% of your study—

Ms. Héléne Ouellette-Kuntz: —are in or approach-
ing crisis. This is likely an underestimate, because these
are people who participated in this study, so they had to
feel well enough to do so.

When we look at people who engaged in our study,
our rate was 33%, but when we get to six months and
who’s still in the study, the percentage drops down. I
think it’s showing that we are losing people who are too
distressed to remain involved.

Ms. Sylvia Jones: Not surprising.

My other question is, can you share with the com-
mittee the cost of your study and the timeline?

Ms. Héléne Ouellette-Kuntz: We received three
years of funding at $400,000 a year. It included the con-
ceptual work as well as the specific project, such as the
ODSP survey of 2,000 individuals, follow-up of families
over a two-year period, staff surveys that were done and
other components. There were many, many different
activities undertaken.

Ms. Sylvia Jones: Thank you.

Interjection.

Ms. Héléne Ouellette-Kuntz: Good point, Virginie.
An important thing to recognize is that our contribution
as faculty members within universities is not counted in
that. We are already paid to do our work, and this is part
of our work.

The Chair (Mrs. Laura Albanese): Ms. DiNovo.

Ms. Cheri DiNovo: Thank you for the work you’ve
done. It’s imperative that we have data collection if we’re
going to move forward. Some of those figures are
staggering, and they basically buttress what we’re hear-
ing, really anecdotally, through this committee’s work
over the last week and the next. So it’s interesting to see
that what we’re hearing is what you’re finding sta-
tistically. It’s also sad that it has taken this long to get it
from you.
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Hopefully, we can make that investment pay off to the
parents, because | can see some parents who would like
to have $400,000 coming their way, too. So, hopefully,
this is an investment that produces results in the long
term. Thank you.

The Chair (Mrs. Laura Albanese): Thanks once
again for being here today.

MS. JOYCE RIVINGTON

The Chair (Mrs. Laura Albanese): We’ll call now
on Ms. Joyce Rivington. Good morning. | know we are
running a few minutes behind, but it should be okay.

Ms. Joyce Rivington: Good morning, My name is
Joyce Rivington. | have my friend Barbara King with me
because my voice is going this morning, so if it gives out,
she will continue.

The Chair (Mrs. Laura Albanese): That’s fine. You
may begin anytime.

Ms. Joyce Rivington: Okay. | would like to thank the
select committee for giving individuals with develop-
mental disabilities and their family members the oppor-
tunity to have a voice.

I live in a rural area, in Carleton Place, in Lanark
county. My husband and I are in our mid-sixties and have
three children. The youngest, Ryan, was born on January
18, 1978.

Over the past 36 years, the largest and most difficult
hurdles we have had to overcome stemmed from
attitudinal barriers, imposed limitations, intolerance, and
systems’ resistance to change. Inspiration and strength
have come from the knowledge and support of families
who, like us, had vision and hope. We do not want our
children’s disability to shape and define their lives. We
want them to have a good life.

I brought a couple of pictures here to give you an idea
of what I think is a good life for my child.

What | wanted for my son was that he would have
experiences that all children have: to participate in
birthday parties, school field trips and grade 12 gradua-
tion. He has continued to do those things today. I’d like
to share the journey of how | acquired that, and at the
same time reinforce the fear and concern that we all have
for what has occurred and continues to occur in develop-
mental services in Ontario.

When Ryan was born | sensed from the beginning that
there was something wrong. He was admitted to CHEO
for testing, resulting in a diagnosis of “developmental
delay of unknown etiology and failure to thrive,” and the
neurologist telling me, “There are places for children like
this.” This comment was the first indicator to me that
children with developmental disabilities are not valued.

The doctor at the developmental clinic had a softer
touch and said, “Take him home and love him.” My idea
of love was putting love into action. | researched infor-
mation and found out about the importance of sensory
motor stimulation—Doman-Delacato brain patterning.
This involved enlisting volunteers from the community,
which | co-ordinated. People who came to help Ryan got

to know him and care about him. We continued with the
program for three years and kept his muscles from
atrophying.

Having been born in the late 1970s gave Ryan the
advantage of the infant stimulation program, Special
Services at Home, and an integrated preschool program,
the first in Lanark county.

By age five, Ryan was not walking, only weighed 22
pounds, and was not able to gain weight. His physician
sent us to SickKids in Toronto to begin the nasogastric
tube feeding program. After only two weeks on the
supplementary feeding program, which we did at home,
he started to take his first steps. During this stay at
SickKids he was also diagnosed with a rare genetic
syndrome.

At age five, Ryan was also non-verbal. By chance, a
support worker started him on the McGinnis Association
Method of teaching speech and language, which was
used at Sagonaska School, a Ministry of Education
demonstration school in the province. With a great deal
of intervention, practice and consistency, he began to
make individual sounds. Despite severe oral motor prob-
lems, there was clear evidence that Ryan was making
significant gains. The speech pathologist who monitored
Ryan’s program did not agree with the method and
instructed the worker to discontinue the program. The
situation was one of the most disheartening and unbeliev-
able experiences | had encountered. Ryan was being
denied the potential opportunity to acquire speech as a
means of communication. It was a battle, but was only a
warm-up to the battles we would face to acquire an
inclusive education for Ryan.

The Ministry of Community and Social Services was
promoting integration at preschool. When it came time
for Ryan to register for school, an employee from the
local social service agency explained to me that there
were two choices: either send him to the TMR school in
Smiths Falls or the TMR school in Almonte. | responded
that Ryan was going to the same school that his sister and
brother went to in Carleton Place, and she told me that
that wouldn’t happen in Lanark county. To make a long
story short, Ryan did attend his community school in
Carleton Place, but it was a gruelling process, to say the
least.

The Ministry of Community and Social Services
regional office in Kingston was supportive of parents like
us. Actually, two program supervisors offered to help me
develop a statement of needs identifying details of the
type of support that Ryan would require to be successful
in an integrated school placement.

1030

| just want to interject here and say that | feel fortunate
that I lived in MCSS South East Region because | believe
there have been quite a few ministry employees who
were exemplary, who understood the vision and went out
of their way to help families that wanted more flexibility,
choice and inclusion for their children.

Ryan started elementary school just as the Education
Act changed in 1984-85 and the IPRC process came into
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effect. | am sure we set a record for the number of IPRCs
held in one year. It was all worth it, even though it was
an extremely painful process. Ryan gained an inclusive
education, not without our share of tears and glitches.

I was a member of the Lanark county special educa-
tion committee, SEAC. We had a strong group of parents
on the committee. We worked with organizations to
promote inclusion, and organized workshops and joint
conferences. We also promoted Circle of Friends, and
Ryan had a circle of friends in elementary school and
high school.

I was involved in developing Ryan’s individual educa-
tion plan to ensure consistency and continuity. In 1995,
going from elementary school to high school, I requested
that a transition plan be developed utilizing strategies that
had enabled Ryan to be successful, and be carried out in
high school.

The high school was a bit apprehensive at first, but
they did a great job. Ryan also had the benefit of having a
great educational assistant who moved with him from
elementary school to high school. I think one of the most
memorable and gratifying experiences was watching
Ryan take part in a Christmas band concert. There were
some people in the audience with tears in their eyes. It
was an amazing experience and a true example of
inclusion.

During Ryan’s last couple of years of high school, |
requested that he have co-op placements. This was
something new for them, and by the end of high school,
he had two volunteer job placements in the community,
which have continued to the present. At the end of high
school, Ryan had a concrete and meaningful transition
plan for life after school.

Ryan also attended his high school prom in Hull. A
mother of one of the girls who was in Ryan’s circle of
friends offered to be a chaperone with me for the event.
When true inclusion and acceptance works, it works, and
it is truly amazing to witness.

The end of school led to the next big hurdle. Ryan was
in the highest funding support category for exceptional
students. He was now moving from the education system
back to the Ministry of Community and Social Services.
In order to receive funding in Lanark county, a social
services organization had to present the individual to the
service providers’ table. | requested that | present Ryan’s
case. This created resistance because it was not a com-
mon practice in Lanark county. | presented an individual
plan which required money to implement. | was told that
there was no money. | received a letter from the service
providers’ table advising me that they could possibly
piece together support translating into attending segre-
gated programs, which was all that existed in Lanark
county.

What concerned me about the process was that indi-
viduals who didn’t understand and did not really know
Ryan were participating in making life decisions about
the direction Ryan’s life would take, and they would not
have to live with the outcome of the decisions they were
making about his life. This is how and where people with

developmental disabilities lose their ability to choose
what kinds and types of support and services they want
and need. Decisions are not based on needs, wishes,
dreams, goals. They are based on who is in crisis and
where there is a vacancy.

What was equally disturbing to me was that from 1984
to 1999, when Ryan graduated from high school, the
social services system at the local level had not changed
or progressed in 16 years. MCSS started infant stimu-
lation programs, SSAH, integrated preschool, and then
things just seemed to stop—an entire system stuck in the
past.

I am thankful that system limitations were not able to
limit Ryan’s potential. Today, he is a self-confident and
happy person. We are extremely proud of his accom-
plishments, which can match or exceed any of us because
he has beaten the odds.

Ryan’s life now is individualized and he has a person-
directed plan that has evolved over the years. His week-
days are spent in the community with a variety of mean-
ingful activities which include volunteer job activities,
socialization, physical exercise, continued learning op-
portunities and recreational experiences.

Three years ago, my husband and | decided to move
forward with our plan to build a house with a section that
would be Ryan’s, to give him pride of ownership of his
living environment and to ensure that in the future he
would have the foundation in place to maintain choice
and control of where he lived.

Ryan requires 24-hour support. He has medical, phys-
ical and personal care needs. As a family, we are con-
tinually planning and trying to do our part to make sure
that Ryan has a safe and secure future.

Most of us take for granted being able to direct our
own life, make choices in all areas of our life and have
support from people who love and care about us.

The institutions for the developmentally disabled have
closed, but there is still that ominous cloud hanging over
their lives. Individuals and families have been reduced to
begging for support desperately required to live a life of
freedom and choice. The transformation that is occurring
is a contradiction to the key elements of true citizenship
rights.

| have a few other comments that | think are import-
ant:

(1) Individuals with developmental disabilities live
below the poverty line, and ODSP is not adequate to
cover food, shelter and clothing. It is unrealistic to con-
sider using any of this money for support requirements.

(2) Families who have their children at home provide
a large percentage of natural support. lllness and the nat-
ural aging process create the inevitable need for addition-
al support.

(3) Since the implementation of the Passport Program
funding in 2006-07, there have been no cost-of-living
increases and no apparent mechanism in place to enable
increases. If and when agencies receive base budget
increases, the increase would not appear to apply to Pass-
port funding and individuals who utilized direct funding
dollars.
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(4) The proposed changes in Passport funding guide-
lines last year appear to be restrictive and inhibit freedom
of choice.

(5) The ministry promotes the use of the American
Association on Intellectual and Developmental Disabil-
ities’—AAIDD—supports intensity scale, SIS, to deter-
mine levels of support needs. In the USA, there are four
funding levels with annualized funding allotments
exceeding $100,000 for support needs, depending on the
individual’s specific needs.

This is the manual. 1 don’t know if everybody’s seen
that. 1 have it in my presentation—a copy of the first
page and where to find it.

In Ontario, there are waiting lists for assessments and
excessive waiting lists for funding. The maximum
funding available through the Passport Program is well
below the annualized funding dollar amounts used in the
USA relating to the SIS. It appears that the ministry is
using a tool to measure needs but not following through
with the purpose and intent of the process; that is, to
determine the amount of funding that an individual
would require to have a good quality of life. The max-
imum amount of funding available through the Passport
Program is excessively below the annualized funding
dollar amount in the US.

(6) The current situation in our province does not
reflect meaningful quality of life. The same organization,
AAIDD, has a statement as to what points they believe
are important in quality of life, which I’ve included in my
presentation. Although the SIS is utilized here, it is not
creating the characteristics of quality of life.

(7) “The Natural Authority of Families,” Michael
Kendrick, point number four, which I’ve included:
“Families have a stake in outcomes. For example, they
have to live with the long-term consequences of service
failures to a greater extent than any other party, except
the person themselves.” Thank you.

The Chair (Mrs. Laura Albanese): Well, thank you
very much for being here this morning and for sharing
the story of Ryan with us and for your recommendations.

I will turn it over to Ms. Jones or Ms. Elliott—for the
sake of time, just for a comment.

Mrs. Christine Elliott: Sure. Thank you very much,
Ms. Rivington, for being here today. You’ve raised a
number of points that have been raised by many other
presenters. 1I’m just very glad that you were able to find
some resources and supports to create a meaningful life
for your son.

My question really relates to the individualized plan-
ning and how you were able to do that. Was that just
something that you and your family did on your own, or
did you receive any outside assistance in order to do that?

Ms. Joyce Rivington: Mainly because there has not
been a lot of support for the type of life | wanted my
child to have. | know a lot of families and organizations
across the province. Somehow or other, years ago, we all
connected. A Windsor organization has been very instru-
mental—I know parents from there. | knew parents in

Toronto who were forerunners in this type of move-
ment—John Lord.

So | compiled all the information and | made a pro-
posal, and | just persisted. Persistence and determination
is what it is, and it takes a lot of energy, but it was my
child. I mean, we do spend a lot of time and energy on
our normal children, and I’ve had to spend a lot of time,
but it has been a learning process. | didn’t look at it, or
teach my other children to think of it, as negative. At
some time in all our lives, we need help and support. It
has paid off.

1040

Mrs. Christine Elliott: That’s wonderful to hear. But
it is so draining for many families, just in the day-to-day
care of their son or daughter, that it’s really hard to be
able to pull those resources together by yourself. We
have really looked at the concept of a navigator, having
someone to help parents plan for their child’s lives and to
even inform them about what services and supports are
helpful.

Thank you very much for presenting to us today.
That’s very helpful.

Ms. Joyce Rivington: Thank you.

The Chair (Mrs. Laura Albanese): One second; we
have comments from each party.

Ms. Joyce Rivington: Oh, sorry.

Ms. Cheri DiNovo: Thank you so much for this pres-
entation and for introducing us to and supplying the
supports intensity scale as well; that’s helpful.

It strikes me that a lot of what is being experienced is
people being assessed and the point of assessment is lost.

Ms. Joyce Rivington: Yes.

Ms. Cheri DiNovo: The point of assessment is so that
you get some assistance and the assistance matches the
need, but that’s the part we’re not seeing. So you’ve
made that very clear, and | thank you for that.

The $100,000 mark that you talked about in the Amer-
ican assessment model pales in comparison to what we’re
paying out for long-term care and hospital beds. These
are inappropriate places where folk with developmental
disabilities are being housed, and they’re costing a whole
lot more than the money that perhaps you might get, or
families might get, if the assessments were actually
followed through on. So thank you very much.

The Chair (Mrs. Laura Albanese): Ms. Hunter.

Ms. Mitzie Hunter: Thank you, Madam Chair. Thank
you, Ms. Rivington, for being here today, for sharing
Ryan’s story, and for all that you have done to provide
that loving home for him.

What | appreciated about your presentation was that
you guided us to where there were things that were
working right within the system, such as your experience
with the regional office in Kingston and the support that
was provided, and where you believe that there needs to
be improvement.

In addition, you’ve also given us some very valuable
comparative data as well, such as the supports intensity
scale.
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I want to thank you for the thoughtfulness that you’ve
put into this presentation, and it’s very helpful to us.

Ms. Joyce Rivington: Thank you very much.

The Chair (Mrs. Laura Albanese): Thank you once
again.

MS. IMAN SEIFELDIN

The Chair (Mrs. Laura Albanese): We’ll now move
on to the next presenter, Iman Seifeldin. 1 hope |
pronounced that correctly. I’m probably totally off.

Good morning. How are you?

Ms. Iman Seifeldin: Fine, thank you.

The Chair (Mrs. Laura Albanese): Thank you for
being here today.

Ms. Iman Seifeldin: My name is Iman Seifeldin. |
came here today to talk to you about my son, Karim.

My son has a complex disability: cerebral palsy,
spastic quadriplegia, severe developmental delay, autism
spectrum disorder, scoliosis, severe communication dis-
order, pica-like behaviour, and aggressive and self-
abusive behaviour.

Karim is 21 years old and completed school in the
summer of 2013. It was a great experience, being in the
DH classes, the developmentally handicapped classes, in
the school system.

He has lived at Welcome Home group home in Ottawa
since he was 11 years old. | have a very good relationship
with staff and the director, Mr. Pelletier. I am a single
parent and have had serious health issues, so | physically
was unable to care for Karim at home, and | was faced
with no other option but to place him in a group home.

They say | am a good mother, and | am very involved
in my son’s life. | love my son dearly. | have always
attended his school meetings, home meetings and medic-
al meetings, to make sure that everyone understood
Karim’s needs. He has problems keeping weight on and
is extremely thin, so | make him special meals to encour-
age him to eat. I also hire a support worker, who helps
me take Karim out on the weekends.

I have lived in a state of anxiety and fear for Karim’s
future for many months now. Karim does not have stable
funding for a day program, and the group home where he
lives cannot keep him on a permanent basis if he does not
have a day program because it does not have adequate
funding to support Karim during the day. The group
home offered to provide a day program if the ministry
would give them additional funding. The group home,
however, did feel it was in Karim’s best interests to have
day activities outside the group home.

I thought we had everything in place for Karim’s
transition from school. The school had been on board to
make sure Karim had a smooth transition. An assessment
had been completed by the DSO, and the report identified
the importance of transition planning. A day program,
ICSS, had provided a proposal for the cost of a day
program for Karim and had visited Karim twice when he
was still in school. Karim had good support for his
transition, and the only thing missing was that there was

no stable funding being made available by the Ministry
of Community and Social Services for Karim to have the
long-term security of a day program.

Without secure funding, Karim’s group home place-
ment is at risk. All that is in place are short-term
solutions. There is funding until the end of March 2014,
but then what will happen to Karim?

I am constantly in a state of worry and fear. | thought
we were being proactive in planning for Karim’s future
when we looked into day programs well in advance of
him leaving school. Now | feel that planning for Karim to
have stability in his life in the future is at risk.

| also feel that the system is very disjointed and
confusing. Karim has a case manager at Service Co-
ordination. There is another individual at the DSO, but he
was not the same person who did the assessment on
Karim. Then there was another committee, the adult
service resolution process, which considers people who
are priorities for funding at the service providers’ table.
For some reason, even though Karim was leaving school,
his file had been closed, and he was not prioritized to the
level required for funding.

Karim’s worker from Service Coordination knew in
April 2013 that Karim could be discharged from the
group home if he did not receive funding. The group
home had to put in writing to Service Coordination that it
would not provide support to Karim during the day even
though the group home only received funding for resi-
dential accommodation for Karim.

All of this confusion has been going on since April
2013. 1t is my child’s life, and people don’t seem to
understand.

I was told by the adult service resolution person that
she did not want to know my son’s name because he
would be identified by a number. She gave me still
another name of a person who | should be dealing with at
Service Coordination.

I feel like my son is not even a person. His future is
uncertain. There are so many layers of bureaucracy and a
lot of confusion and time wasted, making families feel
frantic and like they are going around in circles.

What will happen to my son if he does not receive
funding for a day program? Could he end up in a nursing
home? | am so very frightened and worried for Karim’s
future.

I am thankful that | heard about this committee, and |
want to thank everyone on the committee for giving
parents like myself the opportunity to speak about the
concerns we have for our children and their futures.

I am including some correspondence with my written
submission. I’m sorry it’s quite a bit, but we’re just
trying to give you an overview of some of the communi-
cation that has been going on and the new processes that
have been put in place. Nothing came out of the resolu-
tion processes because we ended up having the same
term, which is, “No funding; the government is not
injecting any more money in the process.” | was told that
we have to wait for somebody to die to have money in
the system to support people like my son. Thank you.
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The Chair (Mrs. Laura Albanese): Thank you, first
of all, for sharing your emotions and your uncertainty
with us, which is perfectly legitimate. | will turn it to my
colleagues to make their comments and ask you their
questions. We do have about three minutes for each
party. Miss Taylor, you can start.

Miss Monique Taylor: Thank you, Iman, for coming
to speak with us today and sharing your story and
Karim’s story with us. It’s not the first time we’ve heard
that people who are living in group homes are not getting
the day programs that they need, and it’s so unfortunate.
It’s like, because you have the group home, you’re auto-
matically privileged and you don’t get to be on the list for
the other day programs that are so necessary.

I mean, the group home is a place to sleep and to be
cared for in your daily living; it’s not about the quality of
life, of getting out into the day programs and those other
vital services that are so necessary. So thank you again
for raising that attention that we have discussed and
finding that that’s a problem.

I also wanted to know your thoughts on the DSO and
the services that you’ve been provided with that.

Ms. Iman Seifeldin: The first assessment | had—
actually, it is attached to the SIS assessment. The ADSS
assessment was done by a lady by the name of Heather
Williams. We had two meetings with her. It is a very
comprehensive assessment. It does cover what my son
needs and it has been identified clearly, which is great. It
did identify that he is going to need day activity when he
graduates at 21, but nothing was done with that. We had
to wait again and do an update when we were really in
crisis at the time that he was just graduating. The assess-
ment was done in February 2011 and he was graduating
in 2013, and nothing was done with the assessment.
Service Coordination did not even have a copy of the
assessment, and | provided my copy to them.

Miss Monique Taylor: Right. We know that assess-
ments are very, very expensive to be done, and to be
done when they’re not even being used is really a shame.
I really want to thank you for providing us with corres-
pondence. This puts us into your life in a very delicate
way. | appreciate you taking the time to do that and
allowing us to see that correspondence and the dialogue
that’s happening between yourself and the services that
are being provided to your family. Thank you once again.

The Chair (Mrs. Laura Albanese): Thank you. Ms.
Hunter?

Ms. Mitzie Hunter: Thank you, Ms. Seifeldin, for
your presentation and for sharing your journey so far
with Karim, and also for providing the detailed assess-
ment. | agree with you that it was a very good assessment
and it clearly outlined what the needs are. It seems like
we’re hearing again that where the gap is is matching
those identified needs with the resources and the supports
within the community for you.

The information that you provided to the committee is
what we are considering in terms of, how do we improve
the system of supports? Clearly, your son has multiple

diagnoses and requires that level of support. How do we
work together as a system so that all ministries are
working together in a coordinated fashion so that you
don’t experience the level of uncertainty that you have
right now?

The Chair (Mrs. Laura Albanese): Ms. Wong?

Ms. Soo Wong: Thank you very much for your pres-
entation. | want to ask two quick questions. First | want
to hear your comments, specifically when the agency
asked you not to name your son—instead, the numbering.
Can you elaborate a little bit further to the committee?

Ms. Iman Seifeldin: The process for prioritization:
They take away the information about it and they are
represented without their information—what’s the name
and what’s the group home he’s in. All the information is
blacked out when they are presented to the table for
prioritization, which really does not make much sense to
me because they are persons. They have rights. | do not
have a problem with my son’s name being mentioned in
any service that he’ll be getting.

Ms. Soo Wong: You have expressed concern to the
committee with respect to the nutritional concerns. Was
there any follow-up from either the Ministry of Health
through your physician, or—

Ms. Iman Seifeldin: Yes. Oh, yes. He had another
problem with the system—that when he was in school, he
had a dietician as part of his health team. He had a
physiotherapist, a speech therapist, an OT who would
look after him and give us recommendations. We are
following until now the recommendations of the dietician
that have been recorded, and there has been a lot of
information about his diet coming from his dietician,
which we lose. Once you’re 21, you lose these services
and they don’t come automatically. You have to reapply.
And you hardly can see them, once a year if you can—
while they were available in the school system and OHIP
was paying for them. What is the difference when you
change and be 21? Why is that taken away from you?
You are still the same person with the same disability.
Reaching 21 should not have any difference, because for
this group, they are the same people, whether they are 21
or a teen. They still have disabilities that take them to a
toddler or even a younger person. So at 21, we should not
punish them for turning 21.

Ms. Soo Wong: Thank you.

The Chair (Mrs. Laura Albanese): Thank you. Mr.
MacLaren.

Mr. Jack MacLaren: Ms. Seifeldin, | see you live in
Kanata, which is my riding, so I am your MPP.

Ms. Iman Seifeldin: I actually don’t live in Kanata.

Mr. Jack MacLaren: Oh. I see your address is here.
That’s Kanata.

Ms. Iman Seifeldin: Oh, no.

Mr. Jack MacLaren: At any rate, what | was going
to say is that perhaps one of us—I would offer to try to
help you. It seems like what you need immediately is to
get funding so that your son can continue to stay in the
group home that he’s in, which seems to be quite satis-
factory.

Ms. Iman Seifeldin: Yes.
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Mr. Jack MacLaren: And what’s unsatisfactory is
that funding is not there, so I’d be happy to try to help
you with that, so perhaps we could meet after this meet-
ing and we can set up a meeting with you at my office, if
you would like.

Ms. Iman Seifeldin: Yes, | would appreciate that.

Mr. Jack MacLaren: And we’ll look into the prob-
lem. | know all these good folks, so I’ve got some good
friends to ask for help, and we’ll do the best we can to
help you.

Ms. Iman Seifeldin: Thank you.

Mr. Jack MacLaren: Okay.

The Chair (Mrs. Laura Albanese): Thank you very
much for your presentation this morning.

Our next presenter has actually cancelled. The
11 o’clock will not be able to make it.

We will call the following presenter up, the Queen’s
University Department of Psychiatry.

Yes, Ms. Wong?

Ms. Soo Wong: Madam Chair, while we wait for the
next witness to speak, can | ask—

The Chair (Mrs. Laura Albanese): Make your way
as Ms. Wong is speaking.

Ms. Soo Wong: —the researcher to follow up on a
couple of things for me? First, the witness from the
MAPS people, their study—because | have some more
questions, so I’m going to give them to Erica so that she
can follow up to the committee for me, because with
regard to some of the data, | want some more data.

The last witness shared with the committee—I want
some more clarification from the Ministry of Health and
Long-Term Care with respect to special diet funding for
those over 21, so someone with a diagnosis of DD or ID
and with a medical order that the person has special diet
needs. So my question is, how does the Ministry of
Health and Long-Term Care fund special diets for those
with these kinds of medical conditions and why is there
“discrimination” because of the age?
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Then the other question here is with respect—

Ms. Erica Simmons: Sorry. What was the last—

Ms. Soo Wong: Discrimination over the age group.
Because that particular witness said her son got all this
medical dietary support prior to 21. We know the Min-
istry of Health does fund nutritional—

The Chair (Mrs. Laura Albanese): But they’ve
changed some of the rules, so it could be because of the
change in the rules.

Ms. Soo Wong: Yes. | don’t know.

And then the other question, Madam Chair, is the pro-
cess where the committee, which | think was the assess-
ment committee—that instead of naming her child, there
is a number. Can we get the protocol or procedure when
they go before the committee? Is it a requirement that
they do not disclose the name of the individual? Is that
part of the Integrity Commissioner or the privacy act? |
don’t know. But why isn’t it allowed to be shared with
the committee when they are discussing the client?

The Chair (Mrs. Laura Albanese): The researcher
would like to know also the details of what you require in
regard to MAPS.

Ms. Soo Wong: | will give that to her at lunch.

Ms. Erica Simmons: Okay. Thank you.

DEPARTMENT OF PSYCHIATRY,
QUEEN’S UNIVERSITY

The Chair (Mrs. Laura Albanese): Okay. Thank you
for waiting patiently for a second here. Please introduce
yourselves as soon as you make yourselves comfortable.
You may start any time. You will have up to 20 minutes
for your presentation.

Dr. Bruce McCreary: Good morning and thank you
for making a spot for us today. I’m Bruce McCreary. I’'m
emeritus professor of psychiatry at Queen’s. On my left
is Dr. Jessica Jones, who is an associate professor of
psychiatry. She’s a clinical and forensic psychologist. I’ll
mention that perhaps a little later in relation to some of
the complex cases we deal with who happen to be in
conflict with the law. On my right is Dr. Muhammad
Ayub, who has been with us for a few months, having
trained, as did Dr. Jones, and me a little bit, in England.
We have recruited him—some would say seduced him—
to come to Canada to help us out with what I’ll describe
in a minute as a very distinct manpower shortage in the
field of mental health professionals serving people with
developmental disabilities and dual diagnosis.

As the senior citizen in the group, I can tell you that
what you’re doing was last done, as far as | know, in
1971 by Walter Williston, who was engaged by the On-
tario government to review the care of people with de-
velopmental disabilities in Ontario and to develop a
report with recommendations. | remember meeting Mr.
Williston, and | want to make one quotation from his
report, because it has to do with how things have evolved
in Ontario since 1971, and in that sense it’s important to
understand that evolution in relation to the challenges we
face today.

The quotation is, “The concept | strongly advocate is
that it is far more economical and humanitarian to give to
the handicapped the total care he needs in his own
community than by providing for it in an institution.”

The impact, really, of the Williston report and the
events that followed can be categorized into three: de-
institutionalization—and as you know now, by March
2009, all of Ontario’s institutions were closed; social
inclusion, which is the focus of current policy; and the
third thing, which in fact we’re in a way going to focus
on, integration of people with developmental disabilities
in mainstream health care services.

Presently, | think you might agree, care in the com-
munity is not more economical; it’s more expensive.
Quite frankly, if you haven’t spent, as a government,
enough money on it, you can explain at least some of the
challenges you’re hearing about.

Secondly, there are significant gaps in the provision of
community supports for individuals and families. | know
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from the transcripts that you’re hearing that message over
and over and over.

You may not have got quite as clear a picture of the
third point, that there’s unacceptable neglect of the spe-
cial health and mental health problems to which persons
with developmental disabilities are predisposed. I know
you’ve highlighted dual diagnosis; in fact, dual diagnosis
affects 40% of people with intellectual disabilities, a
factor three or four times the rate that occurs in the rest of
the population.

Some of the challenges, | think, are reasonably clear. |
think the historic perspective is interesting because some
recommendations are needed now to sort of redirect the
way things have evolved since 1971. We have a sugges-
tion to make today in terms of perhaps shifting the
direction a little bit.

The suggestion is this: to engage Ontario’s six aca-
demic health science centres in reversing contemporary
neglect of the health and mental health problems of
persons with disabilities. I’ll try and explain a little bit
why we need to do a better job. Essentially, if you’re
going to integrate people with disabilities in mainstream
health care services, and if the staff in that mainstream
are not adequately trained about the special needs of
people with intellectual disabilities and dual diagnosis,
we clearly have a problem, and the problem is, in many
senses, in the first instance, educational.

An academic health science centre, just so we’re all on
the same page, is a post-secondary institution training
physicians and nurses and rehabilitation therapists and
dentists and pharmacists in collaboration with what used
to be called teaching hospitals. It still is teaching hospi-
tals, but it goes beyond that, particularly perhaps in
relation to this population, to other agencies in the com-
munity that serve people with intellectual disabilities and
dual diagnosis.

This slide shows you a list of some of the agencies
that our division relates to in southeastern Ontario. Why
we relate to them is that they expect from the academic
health science centre specialists help in caring with
people with complex needs. That help sometimes is
direct and very often is indirect in the sense that we’re
dealing with professionals who didn’t have adequate
training in this field, so the consultation is really to pro-
vide direct help but also some further education for the
practitioner who was shortchanged during their training.
The services, really, then of an academic unit are special-
ized care, training of health care professionals and what
you heard from Héléne and her colleague in terms of
research.

Our former vice-principal used to say it’s a three-
legged stool, and if one leg is missing or short or what-
ever, it doesn’t work optimally for anybody. If they all
are in place and work together effectively, it’s win-win.
That’s not a political statement because he made it before
the current Premier was identified.

We’re in Ottawa, and if you go over to Carling
Avenue and drive down there, you’ll see the highly
respected—and it is respected—cardiac institute, the

Heart Institute. If you continue your drive around
Ottawa, you will find nothing, in terms of intellectual
disability or dual diagnosis, that’s comparable.
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Just to put that in a bit of context, this is a cost-of-
illness study report from the Netherlands. In fact, it’s the
only one | know where a jurisdiction has said, “What do
we spend on cancer? What do we spend on congenital
anomalies? What do we spend on intellectual disabil-
ities?” etc.

At the top of the list—and it’s there in green—the
most expensive diagnostic group is intellectual disabil-
ities. It’s more expensive than heart disease. It’s more
expensive than cancer. To think of the emphasis placed
on other conditions—we don’t deny those other cat-
egories the respect they deserve, but to neglect this
population is not right. It’s not fair.

The academic health science centres, in our view, need
to be harnessed, because we know that people in training
are shortchanged in terms of education about these
matters. In fact, we know we don’t have enough clinical
educators with the specialty knowledge that Dr. Jones
and Dr. Ayub bring in from Britain so that we can keep
our program at Queen’s going.

So this is a long-term suggestion in the sense that if
you said today to the six academic health science centres,
“Set up a special program in relation to intellectual
disabilities,” it would likely take them two or three years
to set up, in terms of including recruiting people with the
necessary expertise, because we haven’t trained them,
quite frankly. But we have to start, and the sooner we
start, the better.

Finally, in terms of a concluding comment, it seems to
me that if the policy is, and is going to continue to be,
integration of the people we’re talking about in main-
stream services, we simply have to train the people to
look after them. If we don’t, we’re shortchanging them—
seriously. There’s data in many jurisdictions about
premature mortality, not to mention all the enhanced
daily problems and disability experienced from illnesses
that they are predisposed to that are undertreated.

| hope we have some time for questions and com-
ments, because we didn’t want to give you a belaboured
presentation, and we want to make sure you have a
chance, if there are puzzles in what we’re suggesting.

The Chair (Mrs. Laura Albanese): Yes, we can.
There is some time left over for questions and comments.
It will start with the government side: Ms. Wong.

Ms. Soo Wong: Thank you very much, Dr. McCreary,
for your presentation. Your colleague from another
department presented to us just recently. What’s the col-
laboration between your department and her presentation
with respect to the data for MAPS, and how does that
support in terms of solutions and policy improvement?
So what is her research in MAPS, and what is your
department doing, in terms of interdepartmental collabor-
ation?

Dr. Bruce McCreary: The three-legged stool |
mentioned: service, training, research. An academic unit,
like the division we’re from, has the three functions.
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It so happens that the people who are working on the
MAPS project—Héléne Ouellette-Kuntz, whose office is
literally across the hall from mine, is focused on research.
She doesn’t provide specialized care; she provides some
training to epidemiologists in training. She’s an import-
ant member of our team, but so is a clinical psychologist,
and so are psychiatrists, and so are primary care phys-
icians, and so are occupational therapists and social
workers. So this is inherently an interdisciplinary effort.
When you ask an academic health science centre to
address the problems in the field, you’re trying to buy a
package with three legs. That’s the connection.

Ms. Soo Wong: We heard earlier from parents, not
just in Ottawa but across the province, that there’s poor
coordination and communication. We look to experts like
yourself in the academic community to share with us how
much collaboration and communication between the
department of psychiatry and your colleagues with the
faculty of education—because we know these young
people with DD and ID are in our classrooms. We
consistently heard that educators and health professionals
are not properly trained, so | need to hear from you. Are
you collaborating with your colleagues in different
faculties and different disciplines?

Dr. Bruce McCreary: | think the answer is yes, but
I’m going to answer it quickly and then perhaps the
others will comment as well. We have included in our
handouts a booklet that Dr. Jones and | have just pub-
lished on how to train health care professionals, and it
includes how to relate to teachers, to caregivers who are
family members, to caregivers who are agency staff and
S0 on.

In the tool kit of a well-trained physician or nurse or
social worker or OT is the ability to coordinate at a local
level so that the package that a family receives hangs
together as distinct from what they often report now,
where there is no communication. If you don’t train your
providers on how to communicate effectively with other
disciplines, it’s, again, not too surprising they don’t do it
very well.

Dr. Muhammad Ayub: And I’d like to answer that
question. I’ll give you a comparison: The last organiza-
tion | worked for, in England—they are called health
trusts. It was a mental health and learning disability—
which is equivalent to intellectual disability—trust which
provided service to about 1.4 million people in northeast
England. Just that trust had between 25 to 30 consultant
psychiatrists who were dedicated to intellectual
disabilities.

When Bruce McCreary and Jessica Jones interviewed
me for my job, they were very clever, actually. They
didn’t let me know that there is no dedicated intellectual
disability training in Ontario or in Canada. | thought that
it’ll be a service for a small population, because just one
psychiatrist can’t do that. | realized that it’s about a half-
a-million population which I’m expected to serve, with
no interdisciplinary support, apart from one psychologist.
So how many jobs can one person do? | think the
problem is what Dr. McCreary has already suggested:

that you don’t have enough people on the ground to co-
ordinate. If you don’t have the nucleus that can coordin-
ate different bits after service, then it doesn’t happen.

| only arrived in May, and the place where | worked
for a 1.4-million population had more than 100 dedicated
beds for intellectual disabilities, patients with psychiatric
problems. There were none in the region of half a
million. I managed to get two; now, | have to look after
those two in-patients. | have to provide care to everybody
living in the community with intellectual disabilities and
psychiatric problems. | have to teach undergraduate
medical students. | have to teach postgraduate trainees.
You can’t expect that to happen.

The problem is not that there is no will, that there is no
motivation; the problem is that there is no manpower.
Unless you address that issue, you are likely to continue
with these problems in the next 10 or 20 years.
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For comparison, I’ll explain what training | had. After
five years’ training in psychiatry, | had three years’
dedicated training in intellectual disability psychiatry to
qualify to become an intellectual disability psychiatrist.
How long do my colleagues in Ontario have for intellec-
tual disability? Zero; they don’t need to have a single
day’s exposure—maybe a week actually. We run a crash
course for five days to cover what | covered in three
years. They must be very bright and somehow exception-
al to acquire the same skills. When | see patients—I’'m
not intending to criticize anybody—I see glaring gaps in
terms of diagnoses, in terms of treatment they receive
because people haven’t been trained; they haven’t been
exposed.

The problem Ontario is having now, Britain had it
about two decades ago. They started closing their institu-
tions a couple of decades ahead of you. At the time they
thought, “We closed the institutions; the problem is
solved. We don’t need specialist services.” They have
come full circle, actually. You need a core of specialist
services to look after the most difficult and most complex
people. That core specialist service supports the other
services. Unless you have that core, your other services
are orphaned. They can’t survive. | have seen my general
psychiatry colleagues; they so much appreciate just my
presence so that they can ring me and seek advice about
one of their patients. When they are in a difficult situa-
tion, they can ask me to have a look at one of their patients.

I think you’re lucky that you had Dr. McCreary, who
had an interest. He went to England to acquire some
special training. A few decades ago, he established that
division. Otherwise, it would have been non-existent.
There are only two academic health science centres that
have those divisions. One of them is just because of Dr.
McCreary’s own personal sustained effort.

I think that’s the answer: You need to have a core to
coordinate training and to coordinate care.

The Chair (Mrs. Laura Albanese): Thank you. Now,
I just wanted to have a word with the other two parties on
the committee. Obviously, this answer has gone over the
time that we had at our disposal—

Dr. Muhammad Ayub: Oh, I’m sorry.
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The Chair (Mrs. Laura Albanese): But at the same
time, because we had one of the presenters cancel, do
you agree that we can use this extra time for further ques-
tions? Is that okay? Okay. Ms. Elliott.

Mrs. Christine Elliott: Dr. McCreary, Dr. Jones and
Dr. Ayub, thank you so much for being here today. |
think you’ve brought a critically important perspective to
us. We have heard, as you mentioned earlier, Dr.
McCreary, about people with intellectual disabilities and
with dual diagnosis not receiving appropriate primary
health care as well as care for their particular situation in
the province of Ontario. | appreciate your suggestion; |
think that’s really important in order to be able to train
health care professionals, whether they be family phys-
icians or whether they intend to become specialists.

One of the other issues that has been brought to us is
the fact that, like psychiatry—I think this is similar with
developmental pediatricians: It’s not something that’s
seen as being a very sexy thing to do in terms of medi-
cine, that there are other specialties that are seen as being
more important. Quite the contrary. | agree with you. But
I guess one of the things is getting to medical students
and getting them to see this as being a pathway for them
that is going to be both personally meaningful and re-
munerative.

I understand that the medical students group have a
list that they’re now thinking of posting, a registry of
where there are openings. Certainly, there’s no question
there’s an opening in this area. Hopefully that will help
entice young people to become interested in becoming
developmental pediatricians. That’s just a comment. The
other is a question: When people do go into these
specialties, how do we remunerate them appropriately so
that they can take the time that they need in order to give
good, quality care to people with intellectual disabilities
or with dual diagnoses—because sometimes they feel
reluctant maybe to take them on because of that addition-
al time? 1’d appreciate your comment on that.

Dr. Jessica Jones: May | speak to that?

Dr. Bruce McCreary: Sure. I’ll let Jessica speak to it
in a moment because, as you may know, as physicians
we can at least bill OHIP for services. It takes longer than
the OHIP fee schedule accommodates to serve people
with complex needs. But a bigger problem is clinical
psychology, social work and OT, which don’t have a
mechanism to charge their services like OHIP. Jessica
can—

Dr. Jessica Jones: As Dr. McCreary said, | trained
both in Canada and in the UK so I’ve had the comparison
of both. | think after working 10 years in the UK and
coming back here, capacity building, as he speaks to, is
essential, but it’s about timing of training.

In the UK at the point of graduation, no matter what
specialty you go into, all psychiatrists, psychologists and
nurses have done a mandatory rotation in developmental
disabilities or learning disabilities irrespective of what
specialty they go into. For me that accomplishes two
goals. One, we’re attracting them early on in terms of
exposure and garnering interest in the field, if we’re

lucky, but also tackling some of those stereotypes and
misguided assumptions about this population. | find in
Canada we’re playing catch-up and that we’re trying to
educate experienced professionals—already confident
clinicians that may not be open to learning at that point.
It’s a challenge—and that’s the physicians as well as all
other professionals. For me, at Queen’s, we’re trying to
do it one student at a time, but it’s a drop in the bucket.
So trying to get them early on is very important because
it also tackles those societal norms that you heard out
loud on your first day in terms of how do we do that.

Secondly, the funding mechanisms: | can say from my
clinical experience here, responses are being left to gov-
ernment funding programs—so we think about medica-
tion, which you’ve heard about because it’s funded
through the physicians, as well as the criminal justice
system, unfortunately, because they can’t say no.

So, yes, capacity building in terms of professional
supports as well as the whole funding mechanism for
non-physicians or allied health professionals is a huge
crisis.

The Chair (Mrs. Laura Albanese): Ms. DiNovo.

Ms. Cheri DiNovo: Thank you, Doctors—a wonder-
ful presentation and absolutely necessary, so | thank you
for that and | thank you for the book.

We have heard across Ontario, as you have read,
probably, if you follow the transcripts at all, about the
lack of diagnostic centres and the lack of ability to find
any treatment whatsoever in some communities. We just
came from Moose Factory where it’s isolated commun-
ities and many First Nations communities can’t get to a
centre at all. One of the thoughts that came up was of
satellite centres that would at least provide the minimal
diagnostic abilities. | know your background is in part in
forensics. You’re absolutely right. We heard about a
study in Alberta. Some 60% of inmates in the penal
institutions there are thought to have FASD. Again, how
do you get a diagnosis of FASD if there’s no centre
anywhere near you that can give it? I’m wondering if you
could comment on this idea of perhaps—I mean, we have
big centres now but you have to get to them and there are
huge waiting lists. What about more mobile-specific
satellite centres? Is that a possibility, do you think?

Dr. Jessica Jones: | think it is. It’s about manpower
and about attracting interest early on in health care
students and professionals, because for the lack of having
DD-dedicated programs we have to infiltrate to normal
curriculums—so garnering interest again at a level when
students are still figuring out what specialty they need to
go into.

Dr. Muhammad Ayub: We already do clinics in
Belleville and Brockville. I’'m planning to start one in
Peterborough. | think we are trying within our capacity,
but how thin can you spread a small number of people?
Unless you have those centres, you can’t mend—a
parallel is the World Health Organization trying to
integrate mental health in primary care in the world. It
has never worked because you need to have the centre
that trains specialists, and then—you can’t bypass this
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training and having skilled professionals. You can’t have
any—but, yes, your question about remuneration: | think
if you have dedicated positions for intellectual disability,
psychiatry and psychology, that would create a chain
where people from training have the prospect to move
into those positions. So now anybody can apply for a
position or anybody is expected to serve intellectual
disabilities—which is fine for the majority of clients. But
if you have dedicated positions or intellectual disability
experts, that would create a bigger attraction for people
to go through the training, so that they can see a clear
path.
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Dr. Bruce McCreary: Could I comment? Words
sometimes are important. In fact, I’ve used the term
throughout today *“academic health science centre,”
which means something to many people in Kingston. But
in fact, the newer term being developed to substitute is
“academic health networks,” and Queen’s | think is an
example of that. We have a growing medical school and
a fixed population base, so we now have satellite training
centres. | think the idea of a network encompasses that.
So you can find a head office in Queen’s, but you can
find a training package in Oshawa or Peterborough, and
in the case of Western, down in Windsor and so on.

So | don’t think we should get too focused on
“centre,” if it means it’s all concentrated in one city and
everybody in the region has to travel there. That’s not,
particularly with this population, a particularly feasible
enterprise.

Ms. Cheri DiNovo: It clearly depends on the people
first.

Dr. Jessica Jones: Absolutely.

Ms. Cheri DiNovo: Thank you.

The Chair (Mrs. Laura Albanese): Thank you for
your most interesting presentation. If members still have
questions, perhaps they can address the presenters off-
line. Thank you again.

PEOPLE FIRST OF ONTARIO

The Chair (Mrs. Laura Albanese): | am going to
call the next presenters up, People First of Ontario. Good
morning and welcome. How are you today?

Mr. Kory Earle: I’'m good, and how are you?

The Chair (Mrs. Laura Albanese): We’re good.
Thank you. You’ll have up to 20 minutes for your pres-
entation. | see we have a copy of it, and you may begin at
any time.

Mr. Kory Earle: Perfect. Just a warning to Jack:
Don’t ask me any tough questions just because you’re
from this area.

Good morning, and thank you for allowing me to have
the opportunity to speak on behalf of People First of
Ontario today. I will address some of the concerns our
members and others face in this province. I must say,
since I’ve indicated coming to the select committee, a lot
of responses have gone on with regard to direct funding.
So although direct funding is not in your presentation, it

is something I will briefly hit on, as most of our members
are certainly facing it today, and also the need for sup-
ports, not just through agencies—but for people to hire
their own support workers, which in fact does save the
government money, so people can have support at home.
We hope at the end of this meeting that we’ll continue to
work together, ensuring that the most vulnerable people’s
voices are heard.

Let me first talk about who we are. Our goals are to
promote equality for all citizens; to assist other people
trying to speak up for themselves and make their own
decisions; and to teach our members about the rights,
abilities and strengths of People First of Ontario.

Our driving force: We want people in the community
to see us as people first. The problem is we are still being
labelled with damaging words like “retarded” and
“slow.” We have been taken away from our families and
communities and have been kept in institutional settings.
We have been kept in segregated workshops and schools
apart from the people in our community. People have
forgotten that we have the same dreams and the same
needs as everyone else, as they do.

The objectives of People First are:

—to promote equality for all persons who have
experienced being labelled developmentally disabled;

—to assist each other in speaking up for ourselves and
making our own decisions;

—to teach the community about the rights, abilities
and strengths of people who have experienced the label
of developmental disability;

—to hold meetings and discussions for the purpose of
organizing and educating people with developmental
disabilities;

—to increase the membership, help new chapters get
started and provide continuing support in order to further
these objects. | would be remiss if | didn’t point out that
Lanark county is here today. They’re just outside of
Ottawa. They’re here as one of our local chapters in the
province;

—to raise funds and acquire property for the purpose
of People First.

I would now like to talk about a few areas that we are
concerned about, which is no surprise: poverty.

Ontario Disability Support Program: We and our
members are very concerned about ODSP being cut.
Already, many of us cannot afford a good place to live,
nutritious food, transportation and other basic necessities.
Far too often, the disability sector is one of the first
things cut, and we do not want it to be slashed. For many
people on ODSP, it’s their only source of income. We
must start looking at the income that people get from
ODSP and ensure that they are getting enough money to
cover rent, utilities etc.

Far too often, people with disabilities are targeted first.
The government can be a champion for making people
with disabilities have and live a better life and not be
living below the poverty level.

It is suggested that the Ontario Disability Support
Program and Ontario Works will be combined together.
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We believe ODSP and OW need to be separate. We
understand that both entities are social services. If the
government is considering doing this, and if this is to do
some cuts by putting it like one stop, then the govern-
ment must ensure that ODSP and OW remain different
and that our members and the citizens know how it is
changing. That’s a huge concern that we get day in and
day out from our office, about that happening.

Developmental Services Ontario: | will talk briefly
about this and also talk briefly as a family member,
someone with a twin who is experiencing the system
right now, actually, as we’re going through the process.

Assessments: I’ve heard right across this province that
the supports intensity scale assessment that people have
to go through before getting support or being put on a
wait-list is something that breaches privacy and, in fact,
only labels people more. Some people have had the SIS
assessors at their home for six hours and more. Other
barriers to access to supports include the requirement to
have a psychological assessment, even when there has
been a clear developmental diagnosis given medically.

I could go on and on about how we need to change the
assessments. | hope that you, as a committee, will take
action on changing the assessments and making sure that
the individuals are dealt with in a respectful manner.

The time to get a meeting takes more than needed. My
twin, who deserves a better life, should not have to wait
long for the assessments. He received a letter in July
2013, and the meeting has been cancelled three or four
times. We now have one on January 29, 2014. | marked
down the dates, but I’m also prepared to cancel, just in
case.
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Developmental Services Ontario must be the same
right across this province. | question things like my twin
getting denied for supports in Ottawa until mental health
pointed out that he should have gone through the south-
eastern and not the Ottawa region. When they put him in
the southeastern region, he did get accepted for an assess-
ment. In fact, it said that he was grandfathered—but
denied in Ottawa. | take that with very much concern,
and | think this shows a lack of information that’s going
on right across this province. If it’s going to happen in
Ottawa, if it’s going to happen in different—I can tell
you, it’s happened in different areas. Talk to members of
our organization in London. They will tell you first-hand.
Again, | ask that you recognize that this needs to be
changed and it has to be the same right across this province.

Wait-lists: With over 9,000 Ontario citizens with dis-
abilities who are on a wait-list for supports, the govern-
ment must act to resolve this issue. People’s lives are at
stake. People need support, and without immediate and
appropriate intervention, we know that people will be
hurt and some will die. The wait-lists will grow. We have
enough challenges. We don’t need our government or
this committee to turn away. We are in crisis in this
province, and | hurt for many that don’t have someone to
support them in their own community.

Hiring a support worker: When the new act was
brought into force, it was supposed to ensure that people

could hire their own support worker. We have heard that
the reason this has not happened yet is because there is
no new money, although if there is no new money, |
guestion why it was even an act, if it was going to give
choice and equal opportunity.

My twin, who was through an agency three or four
years ago, only spent an hour a week with them, and he
was schizophrenic and then diagnosed with a develop-
mental disability, so a dual diagnosis. | can tell you right
now that he would rather hire his own support worker
that he can trust and where he can be the employer,
which has a huge impact on people being able to have
that control over their lives. We’re hopeful that this will
be available in the coming days. By hiring our own
support workers, it gives us power to make decisions
about who comes into our homes and our lives. | know
many people would benefit from this, and in fact it would
give people choice. As well, people hiring their own
support workers may actually save the government
money. It is our hope that you, the committee, will take
action on this issue.

Let’s be clear that the Ontario Disability Support
Program that many get to survive should not be used to
hire support workers. | had so many calls yesterday about
that. I’m telling you right now, if that’s the case, you can
be guaranteed we’ll be the first organization up here
battling against that. Our members do not want that. It’s
bad enough people are below the poverty line. We don’t
need governments dictating decisions by our members
and by many people who face challenges. Let them have
a life that they fully deserve.

Another issue is picketing in front of people’s homes.
We spoke out against this over the years. As you know,
many agencies are funded by the Ministry of Community
and Social Services. When there is labour unrest or a
strike happens, the workers should not be allowed to
picket in front of people’s homes, as their safety, their
privacy and their security are at stake. We have tried to
bring the bills forward to deal with this important issue.
We have nothing against unions or the employers. We
want people to not have to worry if a strike happens.
There have been recent strikes, one in 2007 and one in
2009, where people have lived in fear of picketing work-
ers outside their homes. | have met many people living in
group homes and I cannot put into words how scared and
betrayed people feel. | hope this committee will support
us in making picketing in front of people’s homes illegal,
as we fear that many more strikes could happen in the
near future. We must put an end to that. We say that we
need the trust of workers, but we must make it clear—
and | think that’s why my twin has turned off to hiring
his own support worker, because he knows they will not
strike.

Jobs: People with disabilities really want to work. It is
shameful that only 25.9% of employers hire people with
disabilities in Canada. We and others want jobs that pay
real wages. This is something that this committee can
push. Jobs must be something that people can and want
to do—not have it decided for them.
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Inclusive education: We need a better system when it
comes to inclusive education. People should be in regular
schools and classrooms, and when they graduate, they
can feel proud. We must start looking at colleges and
ensuring that when people with disabilities apply and
only have a certificate from high school, the college or
university must accept it.

Ontario is one of the worst provinces when it comes
down to inclusive education. That’s a fact: Look at other
provinces and territories across Canada. As an inclusive
rep, | far too often know about that and hear many
stories. | can tell you right now, when | was in New-
foundland a couple of years ago, when people stood up
from Ontario, they said, “Don’t feel proud of the prov-
ince when it comes down to education,” because we’re
behind when it comes down to inclusive education in this
province.

I too often know about segregation; that’s what | was
put through when | was young. Everyone should be
included in all aspects of school life and not separated or
segregated from anyone.

Housing is a huge issue. No one should expect some-
one to find a place for $700. The money that many of our
members get on housing is not enough. People are having
to bunk up with people that they don’t even know. I
encourage this committee to work with the housing study
group in this province, which | am proud to say that I’m
part of. | got confirmation that they’re speaking on
Monday. You’ll have an opportunity to hear that.

Something that I’'m proud to stand behind and recog-
nize: not everybody supports the idea of group homes. As
far as I’m concerned, they’re a smaller version of institu-
tions in this province. Group homes should not be the
answer, in my view. People with disabilities deserve
choice and independence. Group homes are not that; in
fact, when they share a place, they don’t get a choice in
terms of who they share the place with in the group
home. When they come and go in a group home, it’s not
home to them. That needs to be dealt with. An average of
four and up people in a group home—I can tell you, if
someone told me that | would have to be in a group
home, boy oh boy, you’d better watch out.

When we talk about hiring support workers, they can
do that when persons live independently in their home.
Having to hire a support worker is not saying that you
can’t hire them 24/7; it still saves money at the end of the
day. It shouldn’t be a money factor, because people’s
lives are at stake. But | know the question raised every
time is about money. People with disabilities did not
decide the deficit in this province, nor should they be
neglected by this province, and that is what is happening.

We must remember that not everyone has a family or
someone to advocate on their behalf. We must work with
all those who are affected and start hearing all those who
have no one. My twin is lucky to have us, a family;
however, many don’t.

People First of Ontario wants to work with this
committee, all parties and the government to change how
things transpire moving forward. It is very important that

individuals are always at the forefront when decisions are
being made. We are happy to work with this committee
on many issues. Again, this is the beginning, and | hope
that what our members bring forward to, and what I bring
forward to—this committee will take into strong con-
sideration, because people are dying by the moment.

I’m proud that this committee is structured, but I’m
also concerned for many who don’t have here—although
I told our vice-president it felt very lonely, because I’'m
very lonely here in Ottawa today because | have nobody
beside me, but that’s okay because | can fight any battle
all by myself. People’s lives are at stake. We need to get
this crisis under control.
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People with disabilities can be a champion for that if
you work with them, not against them. Encourage them
and support them; don’t go against them and don’t
discourage them. Let them have the life that they deserve.
Quit dictating what they need. Unless you’re in their
shoes, you don’t know what they experience.

Thank you for allowing me to have the opportunity to
speak here today—and to many people who are in the
audience, our address will be on our website, People First
of Ontario, next week, with our comments.

Briefly, direct funding: As | mentioned, people are
losing direct funding. | got so many messages yesterday
that I could share of many people that direct funding—
people are scared about Passport; people are scared about
direct funding. There’s a huge concern, so | ask that you
take that into consideration. Thank you.

The Chair (Mrs. Laura Albanese): Thank you. We
do have the possibility to make a comment. Mr. MacLaren.

Mr. Jack MacLaren: Kory, good to see you again.
You are an exceptional person, as any of us who have
had the good fortune to meet you in the past—and many
of us have because you come to our doors, you knock on
our doors, and we appreciate that very much. You are a
born leader: You are president of People First of Ontario,
you were president of People First of Lanark County, and
I believe you’re president or vice—

Mr. Kory Earle: First vice.

Mr. Jack MacLaren: —first vice of People First of
Canada. So you do a lot of travelling, more than most of
us, 1I’d expect. We see your face at Queen’s Park, and
you tell us you watch us on TV, so you smarten us up
quite a bit, Kory.

Excellent presentation: You’ve highlighted all the
points that are salient here, problems that need to be
fixed. I’d like to thank you for that. The one about not
allowing workers to strike in front of homes—you’ve
talked to me about that personally before. We haven’t
heard anybody else this week anywhere speak of it; that’s
very important. We know we have labour negotiations
coming up at the end of March with a number of unions,
and that could potentially happen. | would say this group
really has an obligation to make sure it does not happen,
because we understand. You explained it clearly, and we
get that. So thank you for that. | would say that’s prob-
ably our most immediate goal right now, because March
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31 is a date that’s not going to go away, and that would
be a terrifying, terrible thing if we allow those kinds of
confrontations to happen, as they have before, eh?

I won’t go over everything you said, because you’ve
said it all well and we all hear you. | would say, summing
it all up, that basically what we need here is a different
attitude—a better attitude—as a society towards develop-
mentally disabled people and families and caregivers and
that it’s a desperate situation and that basically, as a
society, as the people of Ontario, as the government, we
have not done a very good job with it. I think probably
summing that up, it would be fair to say that, as a caring
society, we have a moral obligation to help people who
can’t help themselves. We are all here to do just that,
Kory. I think you know that, and we know you’re watch-
ing, so we’ll do the best we can.

Mr. Kory Earle: Thank you.

Mr. Jack MacLaren: So do you have any comment
on any of that, Kory?

Mr. Kory Earle: | do want to, first of all, thank you,
Ms. Elliott, for bringing this forward, and | certainly
watched that over the course—and my hat goes off to
you, and certainly every party. | believe everybody here
on this committee is for the best interests of people who
have been labelled in this province. | truly believe that,
and my simple comment was—taking my hat off, of who
I represent as a citizen—this concern is going to still
continue to be here unless it’s dealt with today. I’m proud
to represent an organization that deals with a lot of this,
and | can only say that if you get millions of people with
disabilities in a room and you go against them, you better
have a helmet on, because | can tell you right now that
they will speak out, whether you look at different com-
munications. I’ll be the one supporting them, so | won’t
be going up against.

Thank you so much, Jack, and thank you for your
comments. I’m proud of the work that I’ve been able to
do over the last eight years, and | know that | look for-
ward to working with this committee, whether I’m with
the organization in the coming days or not.

The Chair (Mrs. Laura Albanese): Thank you. Miss
Taylor or Ms. DiNovo?

Ms. Cheri DiNovo: Thank you, Mr. Earle. That was a
brilliant presentation. | thank you so much for all the
work and advocacy you do. | wanted to let you know
that, as the poverty critic for the New Democrats, | trav-
elled across Ontario and that the overwhelming answer |
got from anti-poverty activists everywhere was not to
merge the ODSP and OW, so | wanted you to know that
we’re committed to not doing that.

You also probably heard me earlier talking about these
assessments that go nowhere and result in nothing. It’s
draconian; it’s Orwellian. We should stop doing that.

I have a question about your 9,000 on the waiting list.
I’ve been asking about waiting lists since the beginning
of this committee. Boy oh boy, is there a discrepancy. |
trust your figures more than the bureaucrats’. | just want
to know where you got them. We heard from one of the
ministries that there’s only 2,300 on the waiting list.

Then we heard there were 4,500 in long-term care, so I’'m
adding those in, so there’s another 4,500—because I’m
sure their families and they don’t want to be in long-term
care. I’'m sure they are waiting for something better. So |
was just wondering where those figures came from.

Mr. Kory Earle: Yes, and | can certainly put it in an
email and stuff like that.

Ms. Cheri DiNovo: Sure.

Mr. Kory Earle: | also want to remind people that we
met with the Minister of Community and Social Services
in April. His number was a lot higher than 9,000. So |
want to remind the committee that he did pull up his
numbers as well. I’'m using 9,000 people, but it’s higher
than that. I’m just being safe by saying 9,000.

We got our numbers from work with different partners
in this province where they do a lot of figures—just like
the 25.9% for jobs. There were a lot of forums that
actually developed that. We still don’t know how much
it’s gone down, because there hasn’t been an answer to
that.

Ms. Cheri DiNovo: Yes. We’re doing our own little
research in Community Living and through others to try
to gain their figures, but I guess it points to the work of
MAPS, too. I mean, we just don’t have raw data here
that’s reliable in any way, shape or form, which is absurd.

Mr. Kory Earle: Absolutely.

Ms. Cheri DiNovo: Absolutely absurd.

Anyway, | thank you so much. What you do is fabu-
lous. We’ll take everything else to heart that you’ve got
in here. Thank you.

Mr. Kory Earle: Thank you so much.

The Chair (Mrs. Laura Albanese): And now we’ll
turn it over to Ms. Hunter.

Ms. Mitzie Hunter: Thank you, Madam Chair, and
thank you, Mr. Earle, for your presentation. | think you
did extraordinarily well on your own there.

I want to let you know that I am the parliamentary
assistant to the Ministry of Community and Social Ser-
vices and work with the minister, the Honourable Ted
McMeekin. | know he’s very committed in the transform-
ation of social assistance in Ontario. A complete review
was done by Frances Lankin and Munir A. Sheikh, which
provided recommendations, and all of those recommen-
dations are being reviewed now by the ministry and
broken into a phased approach. | know you’re part of the
partnership table as well—

Mr. Kory Earle: Absolutely.

Ms. Mitzie Hunter: So you do have a seat at the table
and can make your views directly to the ministry as being
a part of that. So there aren’t any sudden plans for this
merger, and I’m sure you’ve seen in September 2013
improvements that were made as a result of the work that
Frances and Munir have done.

I have a question for you based on a comment that you
made. You talked about how people with developmental
disabilities can become champions for their own cause.
Part of your founding principles is: “Nothing about us
without us.”

Mr. Kory Earle: Absolutely.
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Ms. Mitzie Hunter: That’s one of your strong
mantras and positions. How do we work with people with
developmental disabilities so that they become cham-
pions for this cause?

Mr. Kory Earle: Thank you. [Inaudible] sat down
with Ted. There’s no question that he was put in with a
whole lot of unravelling to do with this government and
other governments.

Let me be very clear, and with all due respect: | did
send Ted an email asking him about the merging—no
response to date. It’s about two months later. So | want to
bring that to light, because when | bring an issue forward,
I expect a response in the proper manner—because if it’s
a concern that our members are facing, you can only
imagine the stress they’re going through.

So to hit on “champion”—talk to them. Walk the life
that they’re going through. Meet with them. Don’t have
them meet with you at your office. Meet with them, and
say, “What do you want to do? What are the things that
you’re going through?” and let them tell you, because |
can tell you, you’ll get an earful, but you’ll get an earful
in a respectful manner. They will tell you what they
want—the same dreams, the same hopes, the same
desires as everyone in this room wants.

We don’t want to have a system—the Premier said it
very clearly on December 9: People with disabilities have
been failed by a model of institution in this province. Is
that the way that this committee wants to go forward? Is
this the way this committee wants to support group
homes, in other ways? | don’t think so. What | believe in
is that if you sit down, and if you chat with an individual,
they will give you what you want—but meet them. Start
meeting with people who don’t have anybody, as well.
Talk to them, because | can tell you right now, as soon as
they get someone on their side, they’ll champion it and
they’re going to champion it for days, months and years
to come.

I want to remind this committee that our board is
having an outburst right now. There’s a “hiring your own
support worker” thing that just came out, that was just
launched, and part of that says that ODSP should be used
to hire support workers. Part of that was part in that. | can
tell you right now, our names are on that. Shame on the
ministry for allowing that to happen, because we never
once supported that. We opposed it since the very begin-
ning. That documentation | forgot to bring here today;
it’s on the ministry’s website. | want to remind every-
body here today: We don’t support that, we don’t support
part of that document, but yet our names are being used
on it. As an organization, | take that as an offence and |
take that as an insult.

We need to be very clear—I can go back in all the
emails—start meeting people face to face. Quit meeting
people on the telephone. You’ll get better reception. So
thank you.

The Chair (Mrs. Laura Albanese): Thank you very
much for your presentation this morning.

The committee will recess until 1 p.m.

I have to let all the people who are in the audience
know that the room will be locked for an hour because

we have a lot of equipment in here, but you’re welcome
to come back and to continue to listen to the proceedings
then.

Thank you very much.

The committee recessed from 1201 to 1302.

MS. ANNE RAHMING

The Chair (Mrs. Laura Albanese): Good afternoon.
The committee is back in session. We will start immedi-
ately by calling up our first witness for the afternoon,
Anne Rahming.

Hello, how are you?

Ms. Anne Rahming: Hi. I’'m well, thank you. I’ve
been looking forward to this for a while. Thank you very
much for inviting parents to speak to this committee. I’m
looking forward to sharing a little bit of my son’s story.
It’s a great opportunity for us. We hope that this leads to
some positive outcomes.

Before | introduce my boy wonder, | thought it might
be helpful for all of you here to get a little bit of a window
into his world and what’s it’s like, so bear with me.

Interruption.

Ms. Anne Rahming: —light when others don’t. He
gets hypnotized by it, he focuses on it.

Interjection.

Ms. Anne Rahming: No, this is actually supposed to
be happening. He needs to have his eyes blocked some-
times so that he remembers what the task is that he’s
supposed to be doing. Strong smells bother him and are
very difficult; his food tends to be pretty basic as a result.
He’s calmed by cuddles, bounces, hugs and forts with
sofa cushions. If this is bothering you right now, then
you’ll be really happy that | can do this. We’ll just move
to the next slide, if I can find the mouse. My son can’t do
that; he’s not so lucky.

This is him at the piano enjoying one of his sessions
with Erin Parkes, who teaches music to kids with special
needs. This is one of the few times in his day that all of
those outside sounds don’t drive him nuts, and all of that
light kind of becomes background noise like it does for
the rest of us, because in this environment he is good at
something. He loves music; he has perfect pitch. He
knows how to do solfége, so he sings the notes and then
plays them on the piano and has a great time at it. It’s one
of the few times that he gets to be a little boy like the
little boys that | imagine you’ve seen over the course of
many days as politicians.

Here’s another picture of my son with his older
brother NeSa on the trampoline. As you can see, Mica is a
happy child. He laughs easily. He’s obsessed with every-
thing that has to do with Caillou and Dora, and our
former psychologist in the room could attest to that. We
had to do programming around Caillou for a while.

He loves swinging and sledding, and if you didn’t look
any closer than this photo, you would think he’s just what
he actually is: a kid, just like Sue McGowan’s son; just
like Heather Rose’s daughter Molly; and just like
Autumn Alberelli’s twins—who are both at the severe
end of the spectrum—Oscar and Sophie.
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But all of these kids have autism, and all of their
parents are praying that your panel’s recommendations
will bring long-sought good news from government.

Let me tell you a little bit more about Mica’s story
first.

Our son Mic¢a was diagnosed at the age of three with
autistic disorder and is considered to be at the severe end
of the autism spectrum. As you can see from this photo,
early years were pretty much what every parent experi-
enced: lots of cleanup, lots of laughter. Not much seemed
out of the ordinary until almost year 2.

The quizzical looks started around 18 months and
were really quite obvious by the time he was two years
old. It was then that we found out he wasn’t hearing very
much. We flash forward through two surgeries, hearing
problems, apnea problems, and finally we got a diagnosis
a year later that there was a much bigger elephant in the
room.

We were lucky because our retired parents—my hus-
band’s in Serbia, and mine in Quebec, both somewhere
far away—were able to help us pay for the prescribed
intensive behavioural intervention therapy, albeit at a
much lower level of intensity than we would have done
in a perfect world. Our parents understood that to not act
would have been to lose all hope of our son ever enjoying
the benefits of adult independence or the simple human
joy of connecting with other individuals. |1 mean, the fact
that he loves this great iPad is great—and | do think the
iPads are absolutely wonderful for kids on the spec-
trum—~but making friends is even better. To wait until
our name reached the top of years-long lists for diagnosis
and then for assessment and then finally for intervention
would almost certainly have doomed him to a lifetime of
dependence on others and, even more sad than that,
isolation. As parents, if it was in any way in our power,
we had to ensure that that was not what happened to him.

We’re not saying anything, my husband and I, that
you have not already heard this week, 1 am sure. Of that,
I am absolutely sure. Our son and the other children like
our son need intensive therapy now, not later.

I was actually disheartened yesterday when | saw the
story, that I’m sure you all saw, of a mother who is
waiting for her adult child to get a place in group care so
that she can die. The response of the politician who went
to see her was, “Well, obviously, the question on the top
of everyone’s mind is what will happen once you’re
gone.” That is not the top of our list. The top of our list is
what we can do to make sure that when we’re gone, they
don’t need us as much as they do now. If we wait until
the question becomes the former, we’ve failed. I’'m not
saying anything that you haven’t already heard.

While it’s certainly incumbent upon this panel to
address the huge crisis that already exists within the adult
community, it’s also your responsibility to ensure that the
generations of children who are currently being diag-
nosed with developmental disorders do not experience
the same fate. To do this, you need to be brave and you
need to move away from the status quo.

As Ontarians, we’re aghast when a child with a grave
medical issue such as congenital heart failure or leukemia

does not receive intervention in a timely fashion. We’re
aghast because we believe that we live in a part of the
world where we care about our kids so much and we
have the fiscal resources to put them ahead of other
social and economic issues that make their way onto the
political agenda. As Ontarians, the notion that people
with other neurological disorders, like cerebral palsy or
Alzheimer’s, would go untreated for years seems in-
humane, and yet we have a system that makes parents
wait for diagnosis and then wait for treatment. We are
right to be aghast, because we believe that our society has
a duty to protect the most vulnerable.
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Micéa needs your help if he’s going to make the most
of himself in adulthood. He needs our help, that is for
sure, and we’re happy to provide it as his parents, but he
also needs yours.

In case you’re wondering, our son is doing a great job
in IBI at the moment. As you can see in this photo, he’s
also integrating very nicely into an Ottawa Catholic
School Board school that he attends every afternoon with
the support of an educational assistant. Just over two
years ago, he would have reacted to anyone outside of his
immediate family more like a wounded animal than a
typical human being.

While he continues to have very low verbal skills—for
example, he can ask for what he wants, such as, “l want a
drink,” or, “Give me pizza,” which is often what we
get—~he certainly is not considered to be anywhere close
to moderate or high verbal skills.

He adapts well to new routines now. He enjoys
reading Dr. Seuss books, to the point of frustration some-
times on the part of his parents. He takes piano lessons
three times a week. He looks forward every day, even on
PD days like today, to school time and Sunday swims.

These steps forward have not come as a consequence
of the benevolent hand of bureaucracy. To the contrary,
our family has found out, as so many others have already
related to you, that the bureaucracy for accessing de-
velopmental services in Ontario, whether it’s by design
or by evolution, has become a system of closed doors.
Any strides towards accessing needed services are
viewed within the community as pure luck or as the con-
sequence of parents like us pushing and advocating for
their children night and day, and at times knowingly
pitting ourselves against other parents to get the few
resources that do crop up above the waterline.

We can speak most to the place that the Autism Inter-
vention Program plays within the system, as we’ve been
on that wait-list, gone through those assessments, fought
for funding, and we currently design our son’s pro-
gramming under their standardized criteria. As citizens—
because we’re those as well, not just parents—we were
very angry last year when the Ministry of Children and
Youth Services silently endorsed the use of clinical
continuation criteria by the AIP, going against its own
policies and procedures as outlined in Early Learning for
Every Child Today. Instead of continuing to endorse the
principle that children should be assessed as individuals
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with unique patterns of development and learning and not
assessed in comparison to others, our children, children
with autism at the severe end, are now subject to clear
benchmarks that override the common sense of de-
veloping programming according to each child’s pace in
learning and interests.

Teaching to a test and standardizing hours of therapy
and programming for children with different challenges
is precisely what applied behavioural analysis is not
supposed to be about, or indeed the early intervention
version that we call IBI. If you look at the program
guidelines, they concur with that point of view. However,
over the years, the ministry has allowed the AIP regional
service providers, what we call the RSPs in our lingo,
increasing leeway into how they manage this file, requir-
ing only that they show *“success” with wait-list manage-
ment. The consequence is that clinical arguments are now
being used to herd children through early intervention
when it is clinically not advisable to do so in the views of
supervising clinicians—not in the views of parents, but in
the views of the people who deal with them on a day-to-
day or month-to-month basis. The new independent
review mechanism that we spent so much time setting up
is viewed by parents with increasing skepticism, as it’s
being fed information by the same RSPs and has limited
interaction with the parents or indeed the clinical groups
that are actually undertaking the care.

In short, neither our government bureaucracy nor we
as citizens seem to be in control of how the early inter-
vention system for autism therapy actually works. Speak-
ing from our personal experience, it’s impossible to know
what effect this has had on our son, but we do know that
despite the huge economic burden we now shoulder—
because, as you know, the cost for full-time intervention
is somewhere in the neighbourhood of $60,000—the cost
has been, and continues to be, for us, worth it.

The system is broken. There is simply too much
system and not enough service. We are pleading with you
to be brave and to look westward for answers. | know
that sounds like a crazy notion. Why would we look west
for answers in our country? But I’ll tell you what every
autism family is constantly debating in this province: If
you have a kid at the severe end of the spectrum, how do
you get to Alberta?

The province of Alberta begins from a very different
place than we do. They begin with the family, and they
ask, “What can we do to ensure that the family will thrive
with a child with special needs?” We’re asking you to
think along the same lines. Stop spending the money on a
bureaucracy designed to tell us that we don’t have the
money to do the right thing, and instead spend the money
or redirect the money to families who provide the
documentation that their children need help today.

A direct funding system is more efficient, more flex-
ible and more effective for our community. We can see
the success rates in Alberta—and | feel sorry for Alberta
because they’re experiencing an influx of us, but there
you go. The point is that that is supposed to be the point.
It should be a flexible, efficient and effective system that

uses taxpayers’ money in the most fiscally responsible
way.

We—and I’'m talking not just on behalf of my hushand
and myself, but we in the autism community here in
Ottawa and beyond, because | now participate in a num-
ber of communities of parents across the province—have
heard three statements over and over again as we advo-
cate for direct funding as the new system for autism
service provision. Usually they come from people who
are within the bureaucracy or from people who have
studied the bureaucracy in the past. “What about the
places in Ontario where there is no direct funding? What
about the poorest people in Ontario on the waiting lists?
Wouldn’t parents just abuse the system if they got the
money directly?” Those are the three questions that seem
to crop up over and over again.

On the first point, it is true that some regions of On-
tario, particularly the northern region, may be challenged
by the lack of private providers at the moment. But
keeping a monopolistic system in place does not create
new providers. We are not advocating for doing away
with the organizations. Every region has an RSP at the
moment. Putting the tax dollars back in parents’ hands
and having us either purchase services from the RSPs or
from private ones creates real competition in every
region and across the province.

I should add—which I didn’t have in my notes—that,
for example, our current senior therapist is on a flight
internationally to go and do a face-to-face supervision
with a child that she has not actually seen face-to-face for
over a year but has been supervising via Skype. So the
idea that a single region not having private provider
availability should be driving the current system becomes
a moot point in an era where Ontario is increasingly
connected through the Internet.

The status quo is actually quashing competition, and,
more to the point from the standpoint of our tax dollars,
it’s raising labour prices in the market. I’m not advo-
cating that we should start paying our therapists min-
imum wage, because they do a really, really difficult job.
But when we have a wage gap that is, in some parts of
the province, three times as much being paid to an RSP’s
therapist versus the private provider’s therapist, all that
you get, for those of you who have done labour econom-
ics, is a push upwards; it’s never a push downwards on
the prices. And it’s the parents who pay the cost of that
and, ultimately, the taxpayers as well. The status quo is
also raising labour prices in the market, which will make
it only that much more expensive for us to continue to
fund the same system over time.

On the second point that | made earlier, my husband
and | have a lot of trouble not getting angry. I should
add—and my MPP, Jack MacLaren, is in the room, and
knows my husband—that my husband is a new Canadian
from Serbia who came to this country and worked 18-
hour days at minimum wage jobs for the first two years
that he was here without stopping—six days a week.
When you talk about the poorest people and how you’re
going to help them, he usually perks up to find out if he
would fit himself into that mould. The poorest parents on
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this wait-list are the worst-served by the current system.
To say anything else and to put the current system as a
reason for being on their back is a lie and is egregious.
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They are the most likely to have minimal parent
training, as they struggle to make ends meet, and more so
than other parents who are also overwhelmed are chal-
lenged to make it to the intermittent parent-training
sessions that are offered. They are also most likely to
wait for service and pay for no therapy during those
critical early years of their child’s development. As a
consequence of both of those factors, they are most likely
to be the parents of children who develop extreme
behaviours that will stay with them into their teen and
adult life. In what way is that a system working for them?

Finally, the notion that parents of children with
autism, particularly those with severe autism that never
sleep and bounce at 4 a.m. in the morning, will go wild
and spend funding on a drinking binge or at a casino is
absurd. We are struggling every day with children who
have a severe disability. The last date night we had as a
married couple was two years ago. Do we sound like the
kinds of parents who are likely to abuse the system?
What concerns us, in fact, is that so much energy seems
to be put into worrying about us abusing the system and
so little into the fiscal abuse going on within it by those
holding the fiscal purse. How did that happen? From
where we stand, the onus is on us, our son’s parents, to
ensure that he succeeds. To do that, we need to be able to
use the fiscal resources that are available as wisely as
possible so that we can provide, as the program guide-
lines stipulate, high-quality, evidence-based intensive
behavioural intervention—nothing more and nothing less.

Redirect funding to the families and you will find, first
of all, that we have a more efficient mechanism for using
the services available in our province and, secondly, that
we will have a better long-run clinical outcome for the
growing community of children being diagnosed with
autism spectrum disorder today. Thank you for listening.

The Chair (Mrs. Laura Albanese): Thank you for
your presentation, an impeccable presentation, | should
say, very well-presented. Unfortunately, we don’t have
any time left for questions or comments. Jack, don’t look
at me like that—I have to be fair and allow the same time
for everybody. But we really appreciate your comments
and your recommendations to the committee. We will
keep them close at heart. Thank you.

Ms. Anne Rahming: Thank you very much.

ONTARIO RESIDENTIAL CARE
ASSOCIATION

The Chair (Mrs. Laura Albanese): We’ll call now
on Ontario Residential Care Association to come
forward. Good afternoon. Make yourself comfortable.

Mr. Len Goddard: Good afternoon, Madam Chair
and all MPPs from all political stripes, | understand—and
I hear you’re working as a harmonious group.

The Chair (Mrs. Laura Albanese): Yes, we are.

Mr. Len Goddard: That’s a great experience, eh?
Congratulations.

The Chair (Mrs. Laura Albanese): Thank you.

Mr. Len Goddard: My name is Len Goddard. I’m the
president of Ontario Residential Care Association and
also the executive director of Sonshine Families.

Who are we? | deliberately asked one of you earlier if
they knew what an OPR was—nope. We’ll tell you. Part
of 100-plus OPRs across the province, we provide resi-
dential respite and other support services to children,
youth and adults. OPR means outside placement
resource. We are part of the system, but we’re outside the
TPA block. Our members are one or more of the follow-
ing: for-profit, not-for-profit and registered charities.
However, we all operate on a fee-for-service basis, which
means we are only paid when we are actively serving a
client. There is no guaranteed ongoing funding and no
capital investment by the government. Our services fall
under the ministries’ regulations, including the QAM—
quality assurance measures, and we’re reviewed on that
regularly.

Interjection.

Mr. Len Goddard: Did you want me to stop for
something? Oh, okay.

We provide many of the services to our citizens with
special needs such as the following:

—qroup homes, with a wide diversity of client pro-
files, some for males, females, children through to senior
citizens;

—foster homes with parents and staff educated and
trained in the care of special-needs clients;

—respite programs using facilities in the city, in
camps and homes, and again with a diversity of program-
ming that meets the clients’ needs; and

—day programs that include services to total-care,
dually diagnosed clients, as well as work programs.
Recreational, educational, vocational and rehabilitative
needs are provided for.

Some of our member agencies have been involved in
providing services and have been active in this field for
several decades. We have successfully demonstrated the
ability to quickly adapt our programs to meet the specific
needs of individuals. We often receive very challenging
clients that are not able to be placed in many TPAs. We
believe in and are committed to providing our clients
with the best possible quality of life. We are often frus-
trated by the pain that the system can inflict on many of
our clients and their families.

I’d like to ask Margo Babe, who’s the adult service
manager of Sonshine Families, to share but a few of the
stories drawn from our agencies across the province. |
will share our recommendations when she is finished.

Ms. Margo Babe: Good afternoon.

So how does the current lack of a comprehensive
collaboration of ministries affect families in our com-
munity? What happens when funding is not individual-
ized or portable?

Unique individuals require unique funding solutions.
This requires ministries to work together to provide sup-
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port for different areas of life. A person-centred plan
designed around a person’s individual needs must in-
volve family, friends, school and community members,
but must also have a government and ministries willing
and able to create a circle of support, which includes a
circle of flexible funding. Because of the current inability
to provide such a circle, the system is failing many of our
citizens who require support.

Here are some examples.

A gentleman with a developmental disability and
some aggressive behaviour has successfully been sup-
ported at a group home for several years. He fell and
broke his hip. The group home could continue to provide
services but requested funding for renovations to make
his home accessible and for some at-home medical sup-
ports. However, this was not available, so the gentleman
remained in hospital for a long period of time.

Children who are in care of CASs with multiple com-
plex care needs such as autism, Asperger’s or fetal alco-
hol syndrome, for example, intellectual disabilities and
mental health diagnoses, or intellectual disabilities and
physical disabilities, i.e., complex care needs: They have
found a successful placement in foster or children’s
group care, but because they have a birthday—i.e., they
turn 18 or 21—they are now under adult services, and
even though the home they have lived in for many years
is willing and able to continue providing the support they
need to be successful, they must move because adult
services does not have the ability or desire. Agencies
have been told, “We do not work with for-profits.” This
is also a problem for providers of respite for children
who have worked with families for years and are able to
provide excellent care because of the relationship and
knowledge developed over these years. This child now
becomes an adult by age and cannot be provided respite
in this home because of no available funding.

We need to support the development of lifelong care
plans and providers with lifelong relationships and know-
ledge.

Another example: a young teenager with a develop-
mental disability who requires support for all areas of
activities of daily living. She’s blind, she is non-verbal,
she requires a wheelchair for support, and she can at
times display self-injurious behaviours towards herself
and others. She lives at home with her single mom and
younger brother. An agency begins providing support by
taking this young lady to camp in the summer, and then
the same agency is able to provide support at their respite
program in a group home. Mom becomes pregnant with
twins. Her teenage daughter now requires immediate
placement for at least six months to a year, as the family
doctor says mom cannot continue the primary care be-
cause of her pregnancy-related health issues. The agency
that has been providing support for over five years offers
to care for this lady. However, because this is considered
new funding needed, the family is only offered placement
in group homes, which are transfer payment agencies,
which have vacant beds which are funded. This young
lady is placed unsuccessfully in two such homes, and the

family and client are traumatized and still left without
support. The original OPR agency now cares for this
person five days a week out of compassion and highly
subsidizes the cost from funds they really don’t have.

Another example: At a recent meeting, children and
adults with fetal alcohol syndrome were identified as
falling through the cracks because they require support
across different ministries, such as the Ministry of Com-
munity and Social Services, the Ministry of Education,
the Ministry of Health and the Ministry of Correctional
Services. Because this cannot be organized, many of
these individuals end up in jail.

For example, a young man with fetal alcohol syn-
drome and a developmental disability was living success-
fully with loving support in a foster home. When he
became an adult—he had a birthday—because of the
funding, he could no longer stay there. He ended up
returning home to his biological family, who were not
able to care for him. He then ended up in the wrong
crowd, and with a “friend” robbed a McDonald’s. How-
ever, the next day he felt guilty, so he returned to the
McDonald’s—if he hadn’t returned, he likely would not
have been caught—and confessed. He was arrested and
ended up in jail. One of his issues was picking at his cuts.
He cut himself on a food slot in his cell and picked at it
until it became infected. He ended up dying from blood
poisoning. The system failed and, | would say, aban-
doned this young man.

Another example: A gentleman with a developmental
disability and mental health issues has been involved
with the justice system and has been threatened that any
more such involvement will result in a jail sentence. This
individual is in no way equipped to survive jail time.
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Temporary short-term funding through Service Co-
ordination Ottawa has been found, and he is successfully
placed in an OPR group home for adult males. But what
happens when this funding runs out? We need not only
the Ministry of Community and Social Services but the
ministry of justice and mental health to come together to
provide the support needed to allow for continued
success and keep this young man out of an expensive jail
cell.

Another example is a vivacious, outgoing, full-of-life
young woman in her early 30s who has cerebral palsy,
which affects her ability to walk, speak, eat etc. She
requires help with personal care. She has lived her whole
life with her parents, with her mother being the primary
caregiver. Her parents are now elderly, in their seventies
and eighties, and, for the first time, start to look for
immediate respite care.

They find a service they are happy with, which pro-
vides respite service in the form of summer and winter
camps. This young woman attends these camps for
several years and forms strong bonds and relationships of
trust with the caregivers. Then her mother passes away.
Her father, with help from some aunts, continues to care
for her, but the father and aunts are in their eighties now.

The father now requires a residential placement and
would like to place his daughter with the same agency
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that provides the respite at camp. This agency can pro-
vide an appropriate residential space with the same
consistent caregivers and an active day program, which
would meet her social, mental and recreational needs for
a vibrant woman of her age. However, there is no way to
access funds.

Instead, this young lady is placed in a nursing home
where the rest of the patients are elderly and frail. This
bed is not less costly, just one that is block-funded; how-
ever, this is not an appropriate placement for this young,
vibrant woman.

Our last story will be presented by Tina Kokkinos.
She’s going to speak about her sister.

Ms. Tina Kokkinos-Marins: Hello, my name is Tina
Kokkinos-Marins. My sister is Nikki Kokkinos, who is a
43-year-old autistic adult with no verbal skills and
behavioural issues. She was the unlucky one who didn’t
get early treatment. Now she is 43, and there are huge
issues.

Nikki has always lived at home, and in 2005, our
mother, and Nikki’s main caregiver, passed away,
leaving my father to care for Nikki on his own. She
attends a four-hour day program at OCL since the age of
18. It has now become overcrowded, and Nikki gets no
benefit from it and just sits there. But they tell us that the
spot is funded and untransferable, so we can’t look for a
better-funded day program for her.

We have been hiring caregivers in our home to take
care of Nikki, but it is very disruptive since there is such
a high ratio of turnover with caregivers who come in the
home. My father and Nikki are alone in their home, and |
am always worried that I’m going to get that dreaded
phone call when something has happened.

Nikki was assessed by DSO two years ago and was
placed on the priority list, and due to the urgency of her
care, a service coordinator was assigned.

Finding a placement for Nikki seems very difficult.
She is extremely vulnerable and has behavioural issues.
As well, the family’s main priority is for a secure group
home.

Our case manager was able to find Sonshine Families
as a respite for us. She loves it there, and we love it there
for her. But we’ve been told that this is a private agency,
and it can’t be funded. They won’t fund it for us.

We’ve gone through service resolutions, contacted the
Ombudsman of Ontario, as well as our MPP. We’ve
received absolutely nothing.

We pay out of pocket for respite for Nikki right now at
Sonshine Families. She is happy; we are happy.

It is only a matter of time before something happens.
My father is 82; Nikki is 43. It’s only a matter of time
before my father, who has had two heart attacks, will
have one and will pass. Nikki will be alone in that home.

They tell me that she will be taken and placed in a
hospital. It seems ludicrous to us that the ministry would
pay for a hospital bed that costs five to six times more
than a spot at Sonshine Families group home. It just
seems ludicrous. The fact is, she won’t be able to stay
there. She has huge behavioural issues; the hospital won’t
accept her either.

It’s like | said: It’s only a matter of time before some-
thing happens. The question here is, when it does, who is
liable? Will the government not be liable for neglect? We
often ask that question. I have my own family, | work—
we’ve exhausted ourselves, and | know many other
families in the same boat. But when a family finds a
placement where you know your loved one is happy, is
cared for and you can at least have some peace, and they
tell me we can’t have funding because it’s not a funded
spot—we don’t know where to turn. It’s just impossible,
and it’s unbelievable. With direct funding, we would use
it for the place that is perfect for NikKki.

One more thing: Without direct payment to families to
find good placement—it allows for competition. There
are, right now, I know, funded positions. Even in the day
program she goes to, it’s funded, but it’s not any good
anymore. It’s overcrowded. With money direct to us,
there would be competition and people would find better
places.

Mr. Len Goddard: How can these challenges be
better met with existing funds? Services must be more
individual, client-centred and focused. The development
of the DSO system is positive, particularly the evaluation
and assessment of each unique individual’s needs and the
level of care these needs require.

| sat on the ministry’s systems planning table when
transformation of the adult system was under discussion.
At that time, there were to be two parts to transformation.
One, the assessment and evaluation piece, has been im-
plemented. However, the second part of the transforma-
tion of funding to an individualized funding model that is
implemented based on the assessment that has been done
has not happened. Somehow, the old system of block
funding was retained. That wasn’t the original plan.
Money through the DSO could be client-focused, not
agency-focused. Funding must become attached to the
client, not to agencies. This will enable the system to
provide for more unique, efficient funding to be used in
person-centred planning. This individualized funding
would allow services to be developed around a specific
client, with the input and the involvement of the family
and the entire support circle.

This type of funding would also be able to follow the
individual through the different stages of life. This would
mean that perhaps a child could even have funding that
could move with them into adulthood. This would
involve a shift in thinking from block-funding large insti-
tutions—schools, agencies, hospitals, and even correc-
tions programs and prisons—to funding individuals
based on their assessed needs. Hopefully, this would
allow support to happen in the community and reduce the
need for the services of these large, costly entities.

The DSO could manage these funds. Hopefully, this
would also prevent the passing-of-the-buck syndrome
between ministries that takes place now. We could create
a model in which all ministries of the same government
could work together to provide better outcomes for all in-
dividuals and their families with special needs in Ontario.

Don’t opt for a hospital or correctional bed at $1,500
to $2,000 a day when a bed or services that are six times
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less expensive could effectively provide the care re-
quired, while maintaining continuity for the client. For
accountability, one ministry could take the lead.

We owe it to our communities to make the system
accessible through shared services between all ministries,
at the same time ensuring that service is provided for
every dollar spent. Respectfully submitted.

The Chair (Mrs. Laura Albanese): Thank you. We
can allow for about a minute’s comment from each party.
Continuing from this morning, it’s the NDP’s turn.

Miss Monique Taylor: Thank you so much. Thank
you all for your presentation. Bringing perspectives to the
table of different clients who don’t have a voice or
somebody to advocate for them is so important, so thank
you for that a piece of it. Thank you for sharing your
sister with us and the troubles that you’re facing, because
it is a crisis, what’s happening in this province. You’re
not the only family that’s going through this, and | don’t
say that to belittle what your family is going through. I
say that because we understand, and it’s so wrong, and
something really needs to happen.
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We have to be looking at other scenarios of how the
funding is being directed. Direct funding is something
that we’ve heard a lot of families saying is necessary.
Some families aren’t able to deal with that direct funding,
and we understand that. We can’t have a cookie-cutter
situation for everybody in this province. Families are
individuals and need to be treated as such.

Thank you all so much for being here today.

The Chair (Mrs. Laura Albanese): Ms. Hunter?

Ms. Mitzie Hunter: Thank you, Madam Chair, and
thank you so much for taking the time to be with us today
and for articulating each of those stories. It really helps to
focus us as we’re looking now to get into the stages of
drafting our report, having conducted our hearings across
the province. We are hearing some common themes. So |
want to say thank you for that.

I note that you have some specific issues that are
relating, and you’re trying to get the attention of the
ministry, of your local member. | think that that’s very
possible, so that you can get the assistance you need to
get the answers that are available. We’ll ensure that we
follow up with you on that as well.

The Chair (Mrs. Laura Albanese): Ms. Jones?

Ms. Sylvia Jones: Thank you for your presentation. |
think what you’ve done with your examples and your
family experiences is shown the need and the value for
different services along our life, just like all of us.

While | would never question you, Len, | do have one
question.

Mr. Len Goddard: Sure.

Ms. Sylvia Jones: In your first point, you say, “The
development of the DSO system is positive, particularly
the evaluation and assessment....” | have to tell you, we
haven’t heard a lot of that. We’ve heard a lot about,
“Why is the DSO assessing my child for a diagnosis that
we were given 15 years ago, 16 years ago, 18 years ago?”
Without putting you too much on the spot, why do we
need another assessment at that 18-to-21 age?

Mr. Len Goddard: | think that what the system has
learned previously is it was often the squeaky wheel that
got the grease, and the decision was made that we need to
evaluate everyone on an equal footing so that apples are
compared to apples, not to oranges. So that’s what the
DSO is now doing.

I don’t think there’s as much complaint about the DSO
in the assessments—at least, from what I’'m hearing—as
that when you make the assessment, nothing happens
afterwards. It’s a dead end.

Ms. Sylvia Jones: Yes, we are hearing a bit of, “If |
already have a medical diagnosis, a medical assessment,
why are you forcing me to go out and get a psychological
assessment?” That’s an added cost to the family, and I’'m
just wondering what the value of that is, other than a bit
of a make-work project.

Mr. Len Goddard: Yes, | hope it’s not that. I would
just say that if we have two or three assessments from
two or three different people—for different clients, from
different professionals—you have to have some means
by which you can evaluate it fairly and equally. I think
that’s what the system’s trying to do, so that when you
grade it later, as to who is in grade 1, 2, 3 or 4, as far as
needs, you know you’ve done a fair, equal assessment.

The Chair (Mrs. Laura Albanese): Thank you. That
explains it for us in clearer terms than we’ve heard until
now. Thank you very much for your presentation this
afternoon.

Mr. Len Goddard: Thank you.

OTTAWA-CARLETON ASSOCIATION
FOR PERSONS WITH DEVELOPMENTAL
DISABILITIES

The Chair (Mrs. Laura Albanese): Our next present-
ers are the Ottawa-Carleton Association for Persons with
Developmental Disabilities. Welcome. As you may have
heard previously, you have up to 20 minutes for your
presentation. Should it be shorter, that will allow for
guestions and comments.

Mr. David Ferguson: Good afternoon, and thank you
to all of the committee members for your participation in
this process. It is appreciated by this sector.

My name is Dave Ferguson, and I’m the executive dir-
ector of Ottawa-Carleton Association for Persons with
Developmental Disabilities and Open Hands. With me
are Bill Cowie, president of the board of directors of
OCAPDD, and Bonnie Dinning, past president of
OCAPDD and current board member of OASIS.

Having followed the transcripts of the committee, we
were certainly aware that it has been a challenge around
time and opportunities for questions, so we are going to
attempt to limit our comments, or shorten them, to invite
time for more discussion.

Bill’s going to talk about OCAPDD’s work with
regard to establishing a national coalition, and Bonnie
will speak to her experience as a parent of a young man
with a developmental disability and the innovative resi-
dential service that has been created for him. | will share



SELECT COMMITTEE ON

DS-414

DEVELOPMENTAL SERVICES

17 JANUARY 2014

a few comments about OCAPDD and also the issues
facing the sector in Ottawa.

OCAPDD is similar to many community-based de-
velopmental service sector agencies that you’re familiar
with and will have heard and received presentations
from, from across the province. We’ve been operating for
almost 60 years and provide a full continuum of
community-based services. We provide approximately
1,000 individualized services per day, operate with a
$25-million annual budget and employ 550 staff.

In 2007, OCAPDD began managing Open Hands, a
DS sector agency in Cornwall, and two years later
amalgamated it with OCAPDD. Also, for the past three
years, we have been providing financial and payroll
services to another Ottawa-based DS sector agency on a
contractual basis. Also of note, OCAPDD was one of the
first six organizations that formed OASIS in 1996, and
we’ve been very actively involved with that organization
since that time. In fact, I’ve spoken with some of you
before in my role as chair of the OASIS labour relations
committee.

OCAPDD and other DS sector agencies in Ottawa and
eastern Ontario face the same challenges as others across
the province: long wait-lists, frozen resource levels,
increased operating costs and pressures including wages,
pay equity and reduced capacity and ability to respond to
service requests. Two things that are different here in
Ottawa are that Ottawa has had a central intake process
for approximately 20 years, and also what | would call
managed competition, and | think the presentation just
before us spoke to that as well. The central intake process
here had been with Service Coordination for that period
of time. We’ve gone through the process and have had
the experience here—that other parts of the province are
just going to—of having that distance, if | can describe it
that way, from families on the wait-list, which has been
frustrating for those families and frustrating for organiza-
tions.

With the managed competition, it has existed through
the OPRs, and Len has talked about that. From my
perspective, there is nothing wrong with that managed
competition. | believe it’s starting to spread across the
province, and | would agree with many of Len’s com-
ments. The issue from my perspective, however, is it’s
not so much the direct funding issue; it’s more about an
entitlement or rights-based service. We can speak more
to that later.

One other unique aspect to the DS sector in Ottawa is
that there was a period of time here when several
agencies had been declared hospitals by the labour board
and the Minister of Labour. When a hospital, we were
covered by the Hospital Labour Disputes Arbitration Act,
or HLDAA, resulting in a no-strike, no-lockout environ-
ment. This was changed by legislation in 2001, and, as
you are no doubt aware and referenced earlier in the
session today, the sector is now subject to strikes. And
again, you aware that this spring, there is going to be a
serious threat of work stoppages in this sector in the
province—obviously, a concern to many of us.

Before | ask Bill to share his comments, | would like
to make one follow-up comment to Dr. McCreary’s
presentation this morning. We had an individual we were
supporting who was having severe challenges, and he
ended up in the hospital, in the emergency department.
He had severe behavioural challenges, and the staff were
working with the psychiatrists there, and the psychia-
trist’s comment was shared with me later. He expressed it
out of frustration, not out of any kind of condemning or
demeaning manner, but his comment to my staff was, “I
feel like I’'m a veterinarian. My skill set is completely
gone”—»because his skill set was based on verbal discus-
sions and communication with his patients. So | certainly
support the recommendations in terms of the training for
the medical community. It is urgently needed. | was quite
surprised and pleased to hear about the amount of
attention that the UK provides in that.

With that, | will turn it over to Bill.

Mr. Bill Cowie: Thank you, Dave, and thank you for
this opportunity to address the select committee. We
welcome this chance to present to you some background
not only in the issues we have faced as Ottawa’s largest
service agency for the developmentally disabled, but also
on one of the initiatives we are taking now to address
them.

Dave Ferguson and | have spoken, and he has iden-
tified for me at least three broad areas of stresses in the
system that need to be addressed: the issue of competitive
wages for people who are providing services in this
sector, the whole issue of capacity-building and organiza-
tional development, and, of course, the waiting lists.
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In the past year, one of the ways we have tried to
address these sectoral issues is to try to broaden the
discussion in order to bring more players to the table,
specifically by promoting a national strategy or program
for the disabled. The need for and feasibility of such a
strategy has four primary sources and clear indications
that the provincial resources were limited and that all of
the problems would not be able to be addressed at that
level, at least not in the foreseeable future.

Second was the Drummond report recommendation
8-9, which recommended engagement by the federal
government in supporting individuals with disabilities,
especially those who are unemployable.

The third driver of this initiative was the Australian
example—the introduction of something called the Na-
tional Disability Insurance Scheme in Australia—and the
existence of similar programs in Germany, the UK, New
Zealand and elsewhere.

Finally—and | think you will attest to this. I’ve been
on the board a number of times. This is my second round
as president. When | came back a second time, | saw the
same discussion with the same people saying the same
things when | was on the board before. The system was
in stasis. We talked about all the marginal changes and so
on and so forth, but the critical elements of the system
were not changing and the debate was remaining the
same. The discussion and the discourse needed to
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change, or at least start to be more hopeful is more the
word that | want to use here.

Our purpose is to tap federal resources with the
province’s so as to enable the building of a universal
insurance or support scheme for the disabled that is, as |
say, universal and comprehensive. We believe that only
with this approach can the challenges of the sector, which
I have identified and which are decades old—only then
can they be addressed. Those are the issues of waiting
lists, strengthening organizational development, capacity-
building and competitive wages.

With this in mind, our first primary task was to bring
the communities involved with the disabled together in
the cause. | will put my appeal out there right now to
everybody in this room to join us in this.

To that end, we are working in five streams. First of
all, we are fostering partnerships and cultivating allies for
promotion of this agenda wherever we can find them.
I’ve been in touch with some of the organizations in this
room. We’ve also been in touch with Ryerson University
and the disabled studies group, and we are also getting
support from OASIS for this, leading towards what |
hope will be the creation of a national coalition.

The other thing we’re doing is drawing attention to
our efforts from members of Parliament, in the Senate, on
the Hill, and mobilizing the political community to the
cause. We have met with senators and members of
Parliament, with further meetings planned when Parlia-
ment returns. It is our intent to engage all parties in the
debate, and to date the response has been very encour-
aging and supportive.

The third thing we’ve done is we’ve undertaken
research to better understand the national picture, both in
its similarity and diversity. In this, we’ve received some
federal funds for research, and we have a summary report
on our findings. What is interesting about that is the
commonality of problems across provinces.

In addition, one of our board members, while in
Australia, conducted research on the Australian model,
asking the particular question, “How did you manage to
do it? How did you create a universal social program in
this time and age?”

Most urgently, we’re working to find the resources to
create a national secretariat to carry out the administra-
tive load that this is going to require as we move forward,
which is something beyond the capacity of our particular
board to do.

We are also soliciting support locally and provincial-
ly—as | say, engaging OASIS and Community Living.
Even as recently as yesterday, we were presenting both to
OASIS and Community Living in that cause.

What has been encouraging so far has been the re-
sponse from Parliament Hill. Numerous Senate reports
and others over the years have addressed this issue, and
the push from below is being very welcomed. In fact, the
discussion has been going on on the Hill quite extensive-
ly, but what they have lacked is the national push from
below.

What is problematic for this agenda is that the com-
munity of the disabled is so fragmented. Many different

players coming to the table and a more unified voice
would be most welcome; that is why the need for a
national coalition.

The other problem, and | saw this in some of the
presentations this morning, is data. We saw this when we
were trying to do the provincial studies. We know so
little about each other, about our standards, what works
and what does not work, and what is the magnitude of the
problem. Without better data, any national program
would be making policy in the dark, and that clearly has
to change.

The initiatives do not address the immediate problems
of this sector. We are talking the long game here, but it is
a game worthy of engaging and represents only one more
link in the chain of improved support for people with
disabilities that began in earnest almost 60 years ago.

Thank you.

Ms. Bonnie Dinning: | have a good-news story to tell
you. In 2007, MCSS released a call for proposals for
innovative housing models. In response, two families, of
which one was mine, approached OCAPDD with the idea
of forming a family-agency partnership to provide hous-
ing for our sons. The proposed model involved the pur-
chase of a home by the parents, the provision of personal
support by the agency for the sons, and conflict-resolution
support to both parents and sons.

Conflict resolution became an important support that
the agency provided. It was something the families could
not have undertaken on their own. It eventually became
clear that the sons were not well matched for living with
each other, and one family left the partnership. The
agency took on the role of creating a new match, which
has been very successful.

So why am | telling you this story? | believe this is an
example of an incentive that has allowed two families to
invest in Developmental Services Ontario. I’ve been
active with family community groups over a long period
of time and, more recently, was the founder of United
Families of Eastern Ontario. | heard, many times, fam-
ilies saying that if only they had some support, they could
create solutions for themselves. This project allowed us,
as a family, to do that. It also allowed us to remove two
people from the waiting lists locally, both our son and
also his current housemate, who has no family to assist
her.

I also believe it’s an example of how families can
access quality support. Unfortunately, purchasing ser-
vices from an agency is usually beyond the financial
ability of most families. | really do hope that as you
develop your report, you will consider ways to make the
valuable resources which are currently available for those
supported by agencies available to those who would like
to purchase them. We need access to supports that are
more viable and financially available.

That’s all | have to say today. Unless any of my
colleagues have any other further questions, we would
like to give you the opportunity to ask us questions.

The Chair (Mrs. Laura Albanese): Yes, and we do
have about two minutes for each party, starting with the
government side. Ms. Wong, or Mr. Fraser?
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Mr. John Fraser: Thank you very much for your
presentations. Thank you very much, Dave, for the work
that you do and, Bill and Bonnie, for the volunteer work
that you do.

I want to ask a question in regard to the example that
you found in Australia and what you’re proposing as a
national strategy, if you could flesh that out a little bit
more in terms of how that looks from a policy perspec-
tive—if you’ve got that far.

Mr. Bill Cowie: Australia, as you know, has a govern-
ance structure much like Canada. It’s a Westminster
model under a federal system. The states were respon-
sible for the developmentally disabled and, like in
Canada, there were unequal services across states and un-
equal services within states: different standards and
different priorities.

Through a really magnificent push—a bipartisan
effort, in the case of the Australians, with strong political
leadership coming from key people in both parties—and
as a result of a committee that was struck under the
prosperity commission, the ministry of finance led the
charge on this, in a document called Pay Now or Pay
Later, in which they basically made the argument that if
you don’t put your money into the needs of the develop-
mentally disabled early and extensively and comprehen-
sively, you will pay a lot more later. That’s what opened
up the discussion, and that’s why it became largely an
economic discussion rather than a rights discussion.

In the end, when they went through all of this, and
through very strong financial supports for promotion and
an excellent advertising campaign—we’ve documented
all of this and we have presentation on this—it ended up,
by the end of this cycle, that the Australian people as a
whole just ended up saying that, economics or not, it was
the right thing to do.

Mr. John Fraser: Thank you.

The Chair (Mrs. Laura Albanese): Thank you. From
Mr. Fraser, we’ll go to Ms. Elliott.
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Mrs. Christine Elliott: Thank you very much for
your presentation. | think it’s really an intriguing idea
and something that we would like to know more about.

I just made a note here that you mentioned that you
got some federal funds for a study, that you had a—

Mr. David Ferguson: We applied for a summer
student grant and received a small amount of money and
were able to hire a university student who did the
research for us over a number of months.

Mr. Bill Cowie: A genius, by the way.

Mrs. Christine Elliott: Is there a report available that
we could—

Mr. Bill Cowie: Absolutely.

Mr. David Ferguson: We certainly have the presenta-
tion that was made to OASIS over the last two board
meetings. We can certainly submit it to the committee.

Mrs. Christine Elliott: Terrific. That would be very
helpful. Thank you.

The other thing—I just made a note, Mrs. Dinning, of
the comments that you made: if only families had some

support they could create solutions for themselves. We
believe in that too. One of the things that we’re looking
for, as part of this committee, is innovative housing solu-
tions, because we know that we cannot eliminate the
current wait-list by doing the same things that we’re
already doing, and that one size doesn’t fit all. Individ-
uals need different supports depending on their needs. |
just hope you know that we will be bearing that in mind
as we go forward.

Ms. Bonnie Dinning: Great. And I’m aware that the
committee was working on that, so that’s great to hear
it’s going to move forward.

Mrs. Christine Elliott: Thank you.

The Chair (Mrs. Laura Albanese): Ms. DiNovo.

Ms. Cheri DiNovo: Thank you very much for your
presentation. A couple of questions—absolutely, it’s
coming through loud and clear that we should have a
rights-based system, an entitlement-based system and not
a discretionary, i.e., welfare-based system. That’s come
through very, very clearly, and I don’t think we argue
with that at all.

We are a provincial body. We would love to see the
feds step up, but in the meantime, we’ve heard good
things about what’s already happening in Alberta and
Saskatchewan, primarily mandating an end to wait-lists,
for example. In a sense, it’s a step towards what you’re
talking about, but if you mandated that, the funds would
have to follow. So starting at the mandated, | was
wondering if you could comment about that.

Mr. David Ferguson: Again, | think that’s fundamen-
tally the issue, from our perspective. Like education, like
health, if every Ontario citizen who had a developmental
disability was entitled to some resources—we’re not here
saying it’s the same for everyone—an individualized
approach. But the fact that there would be resources there
for them through their life, that, we believe, would
address those three chronic problems that this sector has
faced for many, many years.

I think that one of the aspects of why this is coming to
a bit of a crisis, ironically or indirectly, is as a result of
the closure of the facilities. Although that’s been really
positive, that was a buffer in the system and that was an
entitlement system. Lots of people didn’t want to be there
and shouldn’t have been there, but that’s where a lot of
the challenging individuals ended up. Those people are
now being supported in the community and putting
pressures on all aspects of the system.

Ms. Cheri DiNovo: Right. Okay, thank you very
much.

Mr. Bill Cowie: If | could just add to that, one of the
things we discovered in our cross-Canada survey was
there were a lot of myths out there about whose program
was good and whose wasn’t. We’ve discovered things—
we would be surprised by some of the results. The
Saskatchewan one, where they went after the waiting list,
was an interesting example. We need more detail on that.
Alberta is having some issues of communication and
coordination and of engagement of parents. It’s caused a
bit of an issue out there.
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Ms. Cheri DiNovo: Okay. Thank you.

The Chair (Mrs. Laura Albanese): Very interesting
to know. Thank you very much for contributing to our
discussion here and presenting to the committee.

FAMILY ALLIANCE ONTARIO

The Chair (Mrs. Laura Albanese): We will now call
on the Family Alliance Ontario to come forward.

Ms. Cindy Mitchell: Karen Inwood is one of our
board members. She’s going to hand out the documents
to everyone.

The Chair (Mrs. Laura Albanese): Thank you,
Karen, for handing out the documents to us. It’s Cindy
Mitchell, right?

Ms. Cindy Mitchell: Yes, my name is Cindy
Mitchell.

The Chair (Mrs. Laura Albanese): You may begin
any time you feel ready.

Ms. Cindy Mitchell: Okay. Thank you. My name is
Cindy Mitchell. I’m vice-chair of Family Alliance
Ontario. Our president recently resigned and moved back
to the UK. We’ve heard a lot about the UK system. She
actually moved there for better services for her daughter,
and she now has better services. She had that in less than
a few weeks upon arriving.

Who is Family Alliance Ontario? FAO is an alliance
of citizens that offers knowledge, tools and networking
opportunities to individuals with disabilities and their
families, to assist them to realize a vision of having really
good relationships and choice and control in their lives
and by enabling inclusion and meaningful contribution
and participation in their communities.

Family Alliance Ontario is volunteer and not-for-
profit. We’re a provincial organization composed of indi-
viduals who live with disability, of families and of their
allies. Our allies include 14 family networks across On-
tario. I’m happy to say we have a couple of members of
Family Alliance from Ottawa here in the audience.

Throughout this brief we will say “families.” When
we use that term, we include parents, grandparents,
siblings and others who provide direct, non-paid care for
someone they love, as well as friends and advocates for
individuals who do not have a family to help or support
them.

FAO has represented the individual and family voice
for over 20 years. We have provided position papers and
we’ve attended focus groups with the ministry, with
community and social services, and with members of
Parliament to express our concerns about the system.

With this presentation, we—and I, because he’s my
friend and he was my boss—are remembering Peter Dill,
an activist, a parent, a trailblazer, a long and tireless
advocate for full and authentic inclusion for people with
developmental disabilities as equal and full participants
in society. This past week, Peter’s family, Ontario
families, family networks and people with disabilities
and their extended families and supportive networks lost
a steadfast leader. He was an ED of an association. So

leaders in associations exist; parent leaders exist out
there. We need to get back to that.

I’m really pleased to be able to present to you on be-
half of the FAO. As you’ve already heard over the many
days of hearings, the current system really is devas-
tatingly broken. You’ve heard from the assistant deputy
minister of social policy development for community and
social services that MCSS is on a journey. This journey
has taken 10 years and it’s taking too long. We say
“bad,” because in its development logical, sound and
transformational amendments that were presented early
on were ignored. We continue to be disheartened by the
length of this journey.

In 2004, when the journey began, the then Premier,
Dalton McGuinty, described how broken the system was,
and I’'m going to quote him. He said that “there are
parents out there into whose arms is born a child with
special challenges, and | just have the greatest admiration
for them. It’s 24/7, 365 days a year. They can never let
up. And they fight and they kick and they scratch and
they claw when it comes to securing government ser-
vices, because they want what you want and | want for
our kids”—what everyone wants. “They just want the
best.”

Mr. McGuinty did get it right when he identified the
struggles, but he also got it wrong. People are not
expecting the government to provide just the best; they’re
expecting their children to have just an ordinary, typical
life, the same as anyone else in Ontario. Some just need a
little bit more support. Is that not what it means when we
hear that it takes a village to raise a child? What is even
more disheartening is that the struggles have become
worse and people are now scratching, clawing and kick-
ing to secure services but end up at the bottom of a wait-
list.

This is why we are pleased this committee is tasked to
develop recommendations and a comprehensive strategy
that encompasses all of you working together. That’s
absolutely wonderful. We’re very encouraged by this.

FAO believes that every citizen is entitled to a regular,
ordinary life. Every individual, regardless of challenges
they face, has a talent and has gifts to share and contrib-
ute to those around them. Every person can participate in
their community. They just may need a little bit of
support to do so. The level of support required varies
with each and every person. This is why one size doesn’t
fit all, and you’ve heard this over and over again today.

In her apology to survivors, Premier Wynne said,
“[W]e strive to support people with developmental
disabilities so they can live as independently as possible
and be more fully included in all aspects of their com-
munity.”

FAO and all the people you’ve been hearing don’t see
this happening. We hear from more and more people and
their families of the inability to get necessary supports to
participate. We have some of these stories included at the
end of our submission, but it’s way too long for me to get
to it. You’ll notice I’'m not reading directly from what
you have; I’m kind of covering some of it off.
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We’ve included those stories and we have noted that
individuals have been cut off from supports that they
depend on to allow them to participate in community
simply because they’ve had a birthday—they have turned
18. What does go away are the supports that have
assisted individuals to lead as ordinary a life as possible.
1410

By definition in the new legislation, a developmental
disability must be acquired before age 18. This is a prime
example of why the legislation is bad.

Our assistant deputy minister spoke in his deputation
of the need for societal change. In the words of a very
wise woman, a well-known advocate in Ontario, Judith
Snow, “Society will change when | amin it.”

When individuals leave the school system at 21, they
have lost all of their supports because the system is so
underfunded. How can society change when some of our
citizens are stuck at home on the couch with no supports
available to assist them to participate in their chosen
community?

For many years now, developmental services has been
based on the welfare model, and you’ve been hearing this
over and over and over again. This model negatively
impacts people. It also negatively impacts their family,
and it negatively impacts Ontario. For true transforma-
tion to take place, the model must change to one that
provides for economic growth.

When people with developmental disabilities leave the
school system, they lose all sorts of supports. That’s a
significant loss, and there’s a significant loss for the
family: a loss of income, a loss of pensionable income,
for the parent who must stay home with that person. That
income is already woefully inadequate for individuals.
Individuals can get OSDP, but we know that that income
is woefully inadequate for people with developmental
disabilities.

There’s a psychological toll to primary caregivers in
Ontario who are providing care 24/7, as Dalton Mc-
Guinty said, 365 days of the year, to support their adult
children. FAO hears this from single parents, from very
senior parents, and from many parents now who are
currently supporting elderly parents.

Our society assists to provide intense care for a child
with special needs because we recognize the responsibil-
ity of society as a whole to care for our future citizens.
That is why the Ministry of Community and Social
Services has programs to assist those children, and why
Special Services at Home exists to provide that extra
support. It’s absolutely imperative that our society con-
tinue to support children into adulthood and that we don’t
have a break in that support. The need is there in child-
hood and the need continues on through adulthood. Con-
trary to an unspoken belief, those needs do not miracu-
lously disappear just because somebody has an 18th
birthday. It’s not a very good birthday present for anyone
in Ontario.

For almost 25 years, FAO and our affiliates have
continuously asked the ministry to allocate 25% of new
funding to individualized approaches. This has not

happened. Currently, only 9% of the $1.7-billion budget
is directed to individualized approaches. The remaining
91% is directed to transfer payment agencies for pro-
grams that support a significant minority of people.
Ontario continues to invest the majority of funding into a
minority of its citizens with developmental disabilities to
continue to participate mostly in segregated and congre-
gated settings. Ontario continues to talk the talk of social
inclusion but is clearly not walking the talk.

The current system of supports is heavily dependent
on families yet does little to acknowledge that depend-
ency, little to ensure that primary caregivers stay healthy
or to address the financial impact of caregiving on cit-
izens in this province. It’s estimated that an average
family provides the equivalent of $80,000 per year in
unpaid supports—you heard from a well-spoken mom
earlier about the cost in supports for a young person with
autism—yet there’s no recognition for that financial
investment. Through the family response to the Ombuds-
man’s office investigation—I know well over 1,000 fam-
ilies have responded to that—it has become painfully
evident that as the system operationalizes its new poli-
cies, this vital piece, this support to family caregivers, is
missing.

For true transformation to take place, it’s imperative
that services no longer be based on a welfare model but
be recognized as an avenue for economic growth worthy
of financial stimulus. Resources invested in the individ-
ual not only provide for the opportunity for meaningful
community participation; they also provide income for
people and an opportunity for parents to be wage earners
and opportunities for parents to contribute to our pension
plan. The individual, through community participation,
becomes a consumer and adds to the economy of a
vibrant Ontario. Now there are four Ontario citizens
adding to our economy and adding to our community.

For people without developmental disabilities, rela-
tionships almost naturally occur. For people with de-
velopmental disabilities, because of attitudinal barriers,
the building of relationships sometimes can take some
intentional effort. Over time, the breaking down of
attitudinal barriers will occur. This is a paradigm shift
that MCSS has identified as a key element in their trans-
formation journey. However, if society is unable to
discard the assumption that people with developmental
disabilities lack capacity or are unable to participate or
need protection or should be hidden away, this will never
change. The breaking down of these barriers requires
Ontario to walk the walk: a true commitment and a sig-
nificant financial investment in the developmental ser-
vices sector.

The system is built and continues to be built on sup-
porting a system instead of supporting people, supporting
the individual. In reading the presentations from various
ministries, it is apparent that, despite claims of inter-
ministerial co-operation, this clearly is not happening.
MCSS does not appear to know how many young people
with developmental disabilities are living in long-term-
care facilities. How can that be? People receiving ser-
vices as a child need to reapply for services as an adult.
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The list goes on and on. The system has become very
good at dissuading people from even applying because
there is no hope of receiving support, service, and
certainly not funding.

Family Alliance is calling for action and rapid change
to the current developmental services system based on
human rights and principles of true citizenship and social
inclusion and self-determination, including significant
and effective inter-ministerial collaboration and a sub-
stantial investment of financial resources, specifically
targeted to individualized funding and individualized
approaches. This must be equitable, portable and inclu-
sive of independent facilitation and planning so as to
meet the needs of Ontarians living with developmental
disabilities.

Furthermore, FAQO believes that any support system
must be based on essential human values. FAO recom-
mends that developmental services adopt a set of guiding
principles according to which services should be estab-
lished and measured. These principles are: human rights,
social inclusion, self-determination and citizenship. With
these principles, not only will the lives of a person with a
developmental disability be enriched; so too will the lives
of the family and the community become stronger. Only
by having an individual actively participate in the
community and sharing their gifts and sharing their
talents with others will those attitudinal barriers change.
Then we will see that paradigm shift in society that
MCSS claims to envision.

I’d like to identify some of the current problems.
There are many problems with the system as transforma-
tion continues to very, very slowly roll out. We’re just
commenting on a few of the most glaring, and you’ve
certainly heard this one: Developmental services is a dis-
cretionary program. By definition, according to Webster,
“discretionary” is an adjective meaning “available to be
used when and how you decide” or “used when neces-
sary.” In this situation, funding is available depending on
when and how someone at the ministry decides to
allocate it or decides when it is necessary.

With a discretionary program, one can turn a blind eye
to the needs of individuals, citing inability to provide
services or not enough resources or no clear data or no
knowledge of real need. An entitlement to services evens
the playing field. Most importantly, it identifies the value
of the person. Everyone deemed eligible will receive the
level of services based on their need.
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Premier Wynne, in her apology to the people who
suffered in Huronia Regional Centre, said, “A govern-
ment’s responsibility is to care for its people, to make
sure they are protected and safe....

“In Ontario, all individuals deserve our support, our
respect and our care.”

The duty to support our most vulnerable is our govern-
ment’s most important responsibility.

We have also heard about block funding. | know we’re
all saying the same things. This is really good. We’ve got
themes happening. As we said earlier, the majority of
funding is currently allocated to transfer payment agen-

cies with which the agencies develop programs and resi-
dential supports. The system continues to build to support
the old system instead of being developed to support the
individual and move to personalized budgets, direct
funding, individualized funding. There are lots of ways
we can describe that. FAO prefers personalized budgets.
We’ll empower the individual and their support network
to seek out the best supports for that funding that’s
allocated. This will serve as a catalyst for service deliv-
ery agencies to respond to the needs. There’s evidence of
that around the world. We have international evidence
that has been shared with government over and over
again. It will encourage service organizations to find
ways to individualize their supports, to move forward and
to change and move towards social inclusion.

DSO: We have heard from families that DSO is just an
added layer of bureaucracy that has created a barrier to
access supports and services. DSO is also creating a
barrier between the needs of families and individuals and
real action to prevent crisis in the community. The
assistant deputy minister describes one of the key roles of
the DSO as to provide information to individuals of other
available services in their community, such as health care
and community programs. He goes on to say that DSOs
have added significant value to the system and are
achieving a very important purpose. | have to tell you,
families across the province are saying, “What is the
significant value to the person? What is this value to the
family?” Nobody is feeling that. We’re 10 years in.

This single access point has morphed into a multi-
level process that actually prevents people from seeking
the help from some lovely community organizations, like
Peter Dill’s, that have been there for families for 30 years
or more. Our members tell us that the DSO staff are not
responsive. We’re hearing that more now because | think
they’re overwhelmed. | don’t know how long you could
hear all these terrible stories from families and not just
get desensitized from it.

You’ve also heard about the welfare model. Develop-
mental services has been based on a welfare or charity
model of providing supports and services. It’s time to
change that model and change it to a model that’s rooted
in economic growth for Ontario and looks towards
authentic social inclusion for people.

The application process and assessment are lots of
times being felt as very intrusive for families, and they’re
purely deficit-based. Our families feel—and it might not
be because of the assessment; it might be because they’re
so desperate and they’re so much in crisis—like they’re
just on a race to the bottom of a list.

Independent facilitation and planning provides an
opportunity to move forward with a real actionable plan
based on strengths and choice and control of the individ-
ual and their support network. Providing funding and
services and supports to individuals and their families
enables ordinary life to happen. Ordinary life happening
is good for Ontario.

The Chair (Mrs. Laura Albanese): | just have to let
you know that you’re about 30 seconds away from the
end of the time. | want to give you the chance to wrap up.
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Ms. Cindy Mitchell: All right. I just have to—the
lack of trust in Ontario really saddens FAO. We heard a
little bit of this coming forth at this table where it was
said that people fear direct funding and that they thought
it might not be politically correct, that the money might
not go where it’s intended. Twenty-five years of direct
funding through SSAH cannot be wrong. Our auditor
cannot be wrong. Christopher Wrigley, a 37-year-old
man from Meaford, Ontario, said he’s not wrong and his
mom is not wrong in regard to exceptional management
skills. He said, “I’ve made a really good effort to live on
provincial allowances and my mother is an excellent
manager, but has made huge sacrifices for me to live a
stimulating life in my community.”

The Chair (Mrs. Laura Albanese): And I’m sorry; at
this point | have to stop the presentation, because we
have a long list of people, and otherwise everyone would
fall behind. But we are thankful that you gave us the
whole package, and we will make sure to read it care-
fully. I can assure you that all the members of the com-
mittee will be taking this in close consideration.

Ms. Cindy Mitchell: Okay. Thank you very much.

The Chair (Mrs. Laura Albanese): Thank you for
your passionate presentation.

Ms. Cindy Mitchell: After sitting here for one hour,
everyone’s saying the same thing, over and over and over
again.

The Chair (Mrs. Laura Albanese): But everybody
adds something new, a twist that is new, and that is im-
portant for us. Thank you very much, and thank you,
Karen.

Ms. Karen Inwood: You’re welcome.

The Chair (Mrs. Laura Albanese): Thank you again
for distributing these to us.

FAMILIES MATTER CO-OPERATIVE

The Chair (Mrs. Laura Albanese): We’ll now hear
from Families Matter Co-operative. We’ll ask the
executive director, Miriam Fry, to come forward. | know
you’ve been in the audience as well, and I’m sure you
know how this works by now.

Ms. Miriam Fry: For sure. Our presentation will be
handled by Nancy Brodie, who is our past president, but
I’m available for questions.

Ms. Nancy Brodie: I’m Nancy Brodie. I’m the past
president of Families Matter Co-op, and 1I’m the mother
of a 30-year-old young woman with a developmental dis-
ability, although she would say that she has an intel-
lectual disability—here we go with terminology. We’re
also here with Sharon Edwards, who is the president of
Families Matter Co-op.

That’s a tricky name. People always get it a little bit
wrong: Family Matters. Anyway, we say, “Families
Matter.” Families are important.

We are an Ottawa-based, member-driven, not-for-
profit co-operative, so a little different model from some
of the organizations that you may have heard from. We
were established by families and friends of people with

developmental disabilities to empower and strengthen
families to help support and have their family member
have a really good life in the community. The way we try
to do this is by connecting families with each other and
making sure they have the information and the resources
they need to really make an impact on their lives and the
lives of their family member.

We try to raise awareness of the challenges facing
families, so we’re really glad to have the opportunity to
be here today to do that.

We gave you a long list of some of the activities we
undertake, but there are a couple of things | wanted to
highlight. We have created new affordable housing in our
community by working with developers and service
agencies, and we now have 14 people living in affordable
housing with some kind of support. It was partly through
the partnership with the developers and also through the
innovative housing funding that Bonnie Dinning men-
tioned benefitting from.

We have also created a social enterprise called
Laundries Matter co-op—

Ms. Miriam Fry: No, it’s actually Laundry Matters.

Ms. Nancy Brodie: Oh, Laundry Matters co-op. Gee,
I get it mixed up too. We currently employ—

Ms. Miriam Fry: We employ eight individuals part-
time, in co-operation with a long-term chronic care
hospital. We do the personal laundry for approximately
two dozen people who don’t have family to rely on.

They earn money every week. Because of their intel-
lectual or developmental disability, they work in teams,
in coordination with their day program, but they are very
proud of the work that they do, and they do a very, very
good job. They have been doing this now for over a year,
and we are slowly growing our business and hoping to
start a second business.

Ms. Nancy Brodie: A couple of other activities that
we’re involved in: For many years, we’ve been involved
in a transition fair in Ottawa for people in the school
system who are reaching that age of transition and their
families who desperately need information. Rather than
have them go out to all the organizations, we decided to
try to bring all the organizations together. We’ve also run
a workshop called Beyond Graduation, where we bring
together families and students with a developmental
disability and help them try to make a plan for the future.
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These are some concrete activities we’re involved in,
and virtually all of them are in partnership with some
other organization in the community. We really try to act
as a catalyst.

We’d like to talk about some of the things we think
are working well, some of our concerns and then some of
our suggestions for improvement.

What’s working well? We have ODSP. It’s an entitle-
ment. A lot of people have been talking about the need
for entitlements. Well, that’s one program we have.
There have been good improvements to ODSP. There has
been an increase in the rates and a reduction in the
clawback of employment income, which has made a huge
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difference to a large number of people who have part-
time, minimum-wage jobs. They now have double the
income that they had before because it’s not being
clawed back.

We look, as family members, at the Disability Tax
Credit, which is a federal program but it’s something that
benefits many individuals and families. Again, the feder-
al initiative of the RDSP, but then the provincial ability
to integrate that with ODSP is very well received by our
members and many families of people with disabilities.
We also look upon something like a Henson trust as a
building block when parents are trying to build a safety
net for their children. Parents are trying to do their best to
plan for the financial future of their children, and all
these programs help them do that.

If we look at some of the concerns, and I think a lot of
these you’ve heard from many other organizations, one
that we see particularly is the difficulty families have
navigating the system. Miriam talks every day to fam-
ilies; we meet them at our Beyond Graduation workshop;
our members encounter them in the community. They
don’t know what they need. They’re not aware that they
can ask for assistance and they need advice on how to
utilize the few services that are available. These needs
are particularly strong at times of transition, and that’s
transition from the school system into adulthood and also
transition into old age, and | don’t think we’ve seen all
the concerns there. They’re just going to be hitting us
more and more. So one of our roles is helping families
navigate that system.

The concerns about lack of services or lack of capacity
in the service sector: Miriam has come up with some
figures in the Ottawa area. There are about 900 people on
the wait-list for day programs and 900 people waiting for
residential support. You’ve seen the provincial figures.
Just looking at it from the Ottawa area, these are pretty
huge numbers.

The way we see the DSO process evolving is, yes,
there is a rigorous assessment process which should bring
us equity across the province. But there’s a waiting list
even for that assessment process, and there are no
services available at the end of the process that match the
needs that are identified. When a child leaves school,
families often bear the full responsibility for support, and
this is a burden, not just on the individual who doesn’t
have the support and who isn’t living a full life in the
community, but it’s also a burden on the family members
and often the extended family.

Finally, I’d like to talk about lack of support for in-
novative solutions. Many families are in a position where
they can provide some financial help, but government
policies don’t always encourage that. Many families
would like to have individualized funding. They have lots
of ideas of what they think is best for their family mem-
ber and how they could best meet those needs, but, again,
the demands for individualized funding are growing; the
waiting lists for the Passport program continue to grow.

We have many families that are interested in support-
ing home ownership for their child, and they may have
some financial resources to enable them to do that, but

how do they get the supports that they need in the home
that they may be able to afford to buy? Funding those
supports and sustaining them over time is very difficult.

We really look forward to the transformation of the
developmental services sector, but from our point of
view, it seems to really have stalled, that the assessments
are slowly being done, and meanwhile there are many
things that seem to be on hold.

Another principle that’s really key for Families Matter
Co-op is the right of individuals and families to choose
the supports and services that best suit their individual
needs. We know that there needs to be a strong service
support sector. We know also that a lot of families would
like to have individualized funding and could do many
creative things. So we’d like to see MCSS continue to
work on options for more direct funding, and partner
with agencies to create individualized support. We would
really like to see supports be more portable. But we
desperately need a better overall system of supports, to
make good choices possible.

I think you may have heard this from a few other pre-
senters. There are some individuals who have very
complex needs and who need a lot of support, a lot of
services—multiple disabilities; families who are aging or
under stress. So we need a strong support service system,
and it should be person-centred and it should match not
only the needs of the people, the individuals, that come
out through an assessment, but also their dreams: what
they want to achieve and where they see themselves in
the world, in the community. But how do we make
improvements in this area?

I think Miriam was a member of the Housing Study
Group of the provincial partnership table, and one
approach they took was to try to come up with some
clear, achievable targets in the supported housing area.
We think that is maybe a practical approach, something
that can maybe achieve some results, and maybe that
targeted approach in other areas would work as well.

We would really like to see different ministries
working together. We feel that there is a lot of research
and approaches that have been taken in the health care
sector, in the mental health sector, that have achieved
results. Can we make that same kind of concerted effort
in the disability services sector to try to make some
concrete steps forward? We would encourage action on
the action plan of the report of the Housing Study Group.

There are many people who need a little, and a little
can make a huge difference. With a little help from
government, families can help a lot. Some of the ideas
we have, that we think wouldn’t cost governments a lot
of money, wouldn’t require huge extra investments, are:

—Increase the flexibility in ODSP.

—Increase the amount an individual can receive as a
gift and have in a bank account without penalty.

—Relax the rules related to shared living. I've
investigated this area, thinking of my daughter’s future. |
thought, really, that the regulations around who can live
together, and at what stage of living together is your
ODSP going to be reduced, just don’t reflect reality or
the way people live these days. Why should people who
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decide to live together end up with fewer resources when,
actually, they’re trying to build a better life?

—NMaybe we should consider introducing a support
component to ODSP. Maybe this is a mechanism to
extend the entitlement aspect to the support area.

The Disability Tax Credit is something that hasn’t
increased for quite a while. Maybe that’s something that
could be increased. It could give some more money in the
hands of families that they could use to make a big
difference.
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Some other areas where we have some suggestions:
this whole area of supporting families to navigate the
system. Give support to organizations like Families
Matter Co-op that can provide this support. Again, this is
something that’s happening in the mental health sector
with patient navigators. | think it’s something that we
need in the disability services sector as well.

We’ve heard about the DSO assessments and the need
for many families to have to go back and get a psych
assessment that they never had in the past or that isn’t up
to date. Well, if this is part of the assessment process,
then there should be some money made available for
families to get those assessments that are needed. Money
should not be a barrier to the assessment process, surely.

There should be more flexibility overall in the alloca-
tion and reallocation of resources to encourage grassroots
creativity, and | think you’ve probably heard many
different areas of creativity and ideas of how that can be
done. We see that there should be more focus on co-
ordination and support in transition stages, especially into
adulthood. There are some models we’ve heard of where
school boards actually have a transition coordinator at the
board level and they really put a focus on that. Maybe
this is a model that should be more widely followed. One
of our members who works in the school system said,
*“You need to support that transition, not at age 17, but it
needs to be something that starts much earlier.” Maybe it
could be through peer relationships with other families
who have gone through the process in recent years.

As | mentioned earlier, we think it’s really important
to engage broader government expertise beyond the
Ministry of Community and Social Services to address
the complex problems that many people with develop-
mental disabilities have. So we need to look at housing:
When we worked with developers to establish places for
people with developmental disabilities in affordable
housing, this was hugely innovative. They said, “Oh, we
set up spaces for people with physical disabilities,” but
they had never considered having spaces for people with
developmental disabilities in housing co-ops or other
models of affordable housing. So let’s look at the hous-
ing and affordable housing strategies, and include people
with developmental disabilities. Again, the health care
system is—you’ve heard about how there needs to be
more education there, but, again, | think maybe we can
also learn from some of the progress made in the health
care system.

That’s the end of our presentation, and we’d really
welcome the opportunity to answer any questions from
our experience.

The Chair (Mrs. Laura Albanese): We really have
time for just a brief, brief comment from each party. We
already have the next presenter via teleconference ready
to go. Christine?

Mrs. Christine Elliott: Thank you, Chair. | will be
brief. Congratulations on all of the innovation you’re
doing with very limited resources. | would just be par-
ticularly interested in some of the innovative housing
solutions you’ve developed and learning more about how
you’ve worked with developers in order to create those
housing opportunities. So if you have any written
material you could provide us with or perhaps we could
have a conversation offline, | think that would be really
helpful to the committee. Thank you very much for being
here today.

The Chair (Mrs. Laura Albanese): Ms. Taylor.

Miss Monique Taylor: | would also be interested in
seeing that model, and I’m just curious—a yes or no
answer—did you have problems with the ministry when
you were doing these housing initiatives?

Ms. Nancy Brodie: Yes and no.

Miss Monique Taylor: So those are the kind of issues
that we need to hear. We need to know where things
went wrong and where we need to further support those
initiatives because it’s definitely something that we need
to be doing, moving forward. Thank you so much for all
the work that you’re doing.

The Chair (Mrs. Laura Albanese): Ms. Hunter.

Ms. Mitzie Hunter: Thank you, Madam Chair. | also
really felt that this was just a trove of information for us
as we’re getting into our drafting the report and just very
clearly presented what is working well, the things that are
helping to support the system and then, of course, the
areas that need improvement. So | want to thank you for
taking the time to be here today to provide this input, and
for the work that you are doing. I’m also looking forward
to hearing more about social housing and how you are
managing to get that message out to developers, who
oftentimes have a different model that they’re using.
They’re starting to see the benefits of doing that, and |
think that would be a very interesting thing for us to hear.

The Chair (Mrs. Laura Albanese): Thank you very
much.

Ms. Nancy Brodie: Thank you.

Ms. Miriam Fry: Thank you.

The Chair (Mrs. Laura Albanese): If you could put
anything in writing, as all the members have suggested,
that would really be helpful to us. Thank you.

MS. KARIN STEINER

The Chair (Mrs. Laura Albanese): Now we’re
joined by Karin Steiner via teleconference. Hello? Good
afternoon, Karin.

Ms. Karin Steiner: Yes, hello. Thank you very much
for allowing me to follow up on my written submission
to the committee. | really appreciate the teleconferencing
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option, because | live about 200 kilometres from Ottawa
and about 300 kilometres from Toronto.

The Chair (Mrs. Laura Albanese): So we will allow
you to make your presentation.

Ms. Karin Steiner: I’m contacting you as one
individual who has been trying to understand how to
navigate the DSO system for about seven years now, ever
since my son Nicolas, who is an adult with severe autism,
transitioned from school to home.

My letter dated December 31, 2013, asked the com-
mittee to address the urgent need for policy-makers to
provide direct, individualized residential support options
for families or caregivers of adults with developmental
disabilities. My letter included two attachments, A and B,
comprising the letter | wrote in January 2013 to Ombuds-
man Marin and a series of exchanges amongst myself;
my MPP, Mr. Hillier; Minister McMeekin; and the
southeastern Ontario region’s MCSS officials.

Although my letter to Ombudsman Marin—attach-
ment A in my letter to you—focused on a range of what |
perceive to be systemic problems, specifically problems
with the new intake process, the new database and the
issuance of percentile scores to service needs that are not
clearly linked to service provision or funding, today |
will focus only on one issue, given the short time frame.
That issue is the urgent need for individualized
residential supports that could be managed by caregivers,
or by caregivers working closely with a case manage-
ment agency.

In attachment B of my letter to you—that’s the letter
of May 17, 2013, the last letter in the series. It’s from
Josephine Fuller’s office, and it states, “Currently the
Passport Program is the only ministry-funded program
that supports direct funding. Recipients of Passport
purchase community participation supports and/or respite
care. Presently there is no direct funding program to
purchase residential service.”

I have to admit that | was really quite surprised to read
that statement, given that both ADSS reports on my
son—one in 2012, and a revised report in 2013—includ-
ed the following categories of residential supports under
section 4, “Services and supports,” on page 22 from the
2013 report:

”Service type 1

“Which one of the following MCSS-funded residential
supports is currently provided?

“—supported independent living

“—group home

“—host family home

“—individual residential model

“—specialized accommodation

“—outside paid resource

“—other.”

In my son’s case, the report indicates accurately that
no MCSS-funded residential supports are currently being
provided, yet there’s quite a wide range of possible
supports, according to that list that | just read. One prob-
lem here is that, on the one hand, I’m told that no direct
individual funding options currently exist for residential

supports, yet the individual residential model is listed as
a possibility in my son’s ADSS reports.

My letter to Ombudsman Marin flagged the need to
examine the IRM—I think that’s the acronym for
individualized residential model—as a possible form of
direct funding. My understanding is that caregivers or
agencies applied for a grant for individualized funding
for innovative residential plans, and those who got the
grant were given funding in a way that could be con-
strued as direct support to individuals. In 2007, 89
individuals were apparently living as part of an IRM
arrangement in Ontario, according to a summary report
by Carver and Associates, dated July 2009, called A
Home That’s Right for Me.
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I’d like to know more about how those 89 people have
fared over the past seven years and why newcomers to
the DSO have not had opportunities to apply for IRM
funding. Also, how many people are living in so-called
specialized accommodation, and what does that mean?
How many benefit from the outside paid resource or
other residential supports? Are these categories not
possible direct support options?

Additional questions from me and my son are: How
does one qualify for individualized residential supports?
Does my son Nicolas’s score in the 84th percentile on the
SIS qualify him for individualized residential supports? If
so, if he does qualify, why hasn’t there been any move-
ment to provide the supports he needs? He entered the
new database in 2011. If he does not qualify, why did |
bother sitting through a grueling five-hour-long interview
process to be included in the new database and why have
I had to invest so much time and effort just to have very
basic questions answered?

In short, as | stated in my letter to your committee, I’'m
very, very frustrated as a caregiver who is doing her level
best to work within the various systems that have
emerged over time, but I’m deeply concerned that the
new DSO bureaucracy, its costs and opaque practices,
will obliterate the possibility to serve families like mine
with legitimate requests for appropriate supports.

In closing, my main concern each and every day is
what will happen to my only child, Nicolas, when some-
thing happens to me. | have not yet found a reassuring
answer either from the DSO, my case management
agency or MCSS officials in southeastern Ontario, and
that’s why I’m appealing directly to MCSS in Toronto
via this talk with your select committee.

That wraps up my remarks. and | certainly welcome
any questions you have about my situation.

The Chair (Mrs. Laura Albanese): Karin, before |
pass it over for any questions, where exactly are you
calling from? You did mention that it was 200 kilometres
from Ottawa, 300 from Toronto.

Ms. Karin Steiner: I’m in Hartington, which is 40
kilometres north of Kingston, Ontario.

The Chair (Mrs. Laura Albanese): Okay. Now,
you’ve illustrated quite well the difficulties in navigating
the system. | will offer my colleagues a possibility to ask
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more questions. At the same time, through this com-
mittee, we are looking at the concerns in a general way.
We’re not addressing a specific case, not to say that—
that could certainly be forwarded to the ministry. But as a
committee, | just wanted to make the premise that we’re
not doing that as a whole, as a committee, because we’re
trying to address the gaps that we see in the system as a
whole. We can’t really address a single concern in itself.
That is not the mandate of the committee. But having
said that, we will make sure that your specific concerns
are forwarded to the ministry.

We will now have Ms. DiNovo comment and ask any
questions she may have.

Ms. Cheri DiNovo: Thank you, Karin, very much for
your articulate delivery of concerns. The first thing I’d
like to say is that you’re not alone. We’re hearing the
same thing from just about every parent across Ontario.
Certainly, it seems to us on this side, in the New Demo-
cratic Party, that the DSO is not functioning. Any
organization that all it does is put parents through assess-
ments and delivers wait-lists as a result of those assess-
ments, not services, is not functioning. The situation is
clearly in crisis. You’re experiencing that crisis, and for
that we are deeply saddened. It’s certainly true that your
child—and you—nhas every right to be treated the same
way as every other child in every other family that
doesn’t happen to have a developmental disability, and
that means equal access to housing, to education, to
health care—everything you should need. Really, that’s
all I can say.

I would suggest, though, to meet with your MPP
because, certainly, if you were living in my riding, |
know I and my staff would try to go to bat for you with
MCSS, and | think that is our role. | don’t think that’s
beyond our role. So | would suggest that you do that.
You’ll probably hear frustration from your MPP through
that process, but you might actually get some results as
well.

Again, thank you so much for your testimony before
us, and our heart goes out to you.

Ms. Karin Steiner: Thank you, but did you receive
my written communication?

The Chair (Mrs. Laura Albanese): We have been
travelling, as you know, in the last few days, but we do
have your written communication.

Ms. Karin Steiner: Okay.

The Chair (Mrs. Laura Albanese): We will be
sifting through all the written communication for sure.
Rest assured, we will be doing that.

Ms. Karin Steiner: | ask that question because attach-
ment B of my communication actually includes one letter
written by my MPP to Minister McMeekin, as a result of
the letter | wrote to him. | did not receive an answer from
the minister, but | did get a response from Josephine
Fuller, who’s the director of southeastern Ontario’s
regional branch of MCSS. We’ve had a couple of
communications and, again, | found those communica-
tions uninformative, and there has not been any help.

Ms. Cheri DiNovo: We hear you. Thank you.

The Chair (Mrs. Laura Albanese): | will ask Mitzie
Hunter, who is also the parliamentary assistant to the
minister, to say a few words and to address this.

Ms. Karin Steiner: Thank you.

Ms. Mitzie Hunter: Thank you, Madam Chair. Hello,
Ms. Steiner.

Ms. Karin Steiner: Yes.

Ms. Mitzie Hunter: We definitely have heard your
case and your concerns. As the Chair has said, we’ll
ensure that that gets back so that the ministry can do its
follow-up. I think that’s important that we do that.

I was wondering if you would be able to share your
perspective, from a community basis, on just what you’re
experiencing as a parent. You mentioned this is your only
child and that you have some concerns. Today we talked
quite a bit about building an inclusive community and a
sense of belonging for people with developmental dis-
abilities. | think that that’s something we have heard and
seen through our travels through this select committee.
So | was just wondering if you could share what you’re
experiencing for your child from your community
perspective.

Ms. Karin Steiner: Thank you for the invitation to
speak to this issue. When my son graduated from high
school in 2007, I mentioned he graduated from school to
home, because there were no supports available to him.
Where we’re located in Ontario, just north of Kingston,
we are caught between agency services. There are
services, say, day programming services, in Kingston and
there are some available in Sharbot Lake, north of us. So
where we live, never the twain shall meet.

As a result, | actually started a non-profit charitable
organization here in South Frontenac township called New
Leaf Link, which has a website: www.newleaflink.ca.
The program that | started—because my background is in
education—is an inclusive program that brings adults
with developmental disabilities together into meaningful
activities. It is a day program. We have an arts program
and we’ve got a healthy living program, as part of New
Leaf Link’s offerings.

I’ve been working very hard to create opportunities for
my son in our home community, because it is a very
good place to live. | think living out in the country has
been quite therapeutic for Nicolas, and he has had the
opportunity to build relationships with people over time.
A very key element of autism is the social realm and the
difficulty in the social domain, so the long-term relation-
ships are important ones to hang on to. Some of his
friends from high school are part of New Leaf Link, and
we do get new students coming to the program each year.
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We’ve tried to work, as a community, from the ground
up. | spearheaded the initiative along with some other
family members with sons and daughters, who have
come together. In that sense, | think we have created a
place where people feel that they belong and want to
continue to grow together.

The Chair (Mrs. Laura Albanese): Thank you—

Ms. Karin Steiner: I’ve worked very hard to try to
create opportunities too, and I’'m willing to work with
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MCSS to try to create opportunities now for residential
supports, because that’s the next thing for me, in my
thinking. I’ve tried to pave the way for some daytime
supports, but now the residential piece is the missing
piece, and we definitely need supports in that realm.

The Chair (Mrs. Laura Albanese): Okay. Ms.
Steiner, I’m going to pass it on to Ms. Jones for other
questions.

Ms. Sylvia Jones: Karin, | think | remember you
presenting to our committee when we were studying
Bill 77.

Ms. Karin Steiner: Yes. Yes, Sylvia.

Ms. Sylvia Jones: Yes. Thank you for your continued
advocacy. You’re sort of reinforcing my belief—and tell
me if I’m putting words in your mouth—that, depending
on where our children are, we need different services; we
need different opportunities; we need different supports.
The fact is that you started New Leaf when you saw
Nicolas needing some additional challenges, and now
you’re looking at the residential component.

Can you share with the committee whether that is
what you have seen locally, or is there another way you
would describe it?

Ms. Karin Steiner: No. | think you describe it well,
Sylvia. Especially in rural areas—there are a different set
of challenges in rural areas, and also with different
disability groups. People with autism, for instance, are
more sort of individualistic. I’m not certain that the DSO
understands that there might be major differences across
different types of groups in the system—

Ms. Sylvia Jones: You’re being kind, Karin.

Ms. Karin Steiner: That’s certainly my belief, that it
isn’t a one-size-fits-all model that’s going to work. That’s
why I’m very interested in the individualized residential
model, or some other innovative, individualized model
for residential supports. | don’t think the DSO recognizes
that.

I see systems thinking versus people thinking, or—I’m
not sure. Well, certainly it’s not a very humanitarian
perspective that comes out of the systems that have been
foisted upon us. | would really like to see your committee
ask some questions about the validity of the current system
that has been brought in and also, who’s benefitting from
the DSO and its new protocols?

Ms. Sylvia Jones: Rest assured, we’re doing it.

Ms. Karin Steiner: Okay, great.

Ms. Sylvia Jones: Thank you very much, Karin.

The Chair (Mrs. Laura Albanese): Thank you, and
have a good afternoon. Thank you so much.

Ms. Karin Steiner: Okay. Thank you.

MS. LINDA NILSON-ROGERS

The Chair (Mrs. Laura Albanese): We will now call
Linda Nilson-Rogers to come forward and present to our
committee. Hello, Linda.

Ms. Linda Nilson-Rogers: Hello.

The Chair (Mrs. Laura Albanese): Good afternoon,
and welcome.

Ms. Linda Nilson-Rogers: Thank you. My name is
Linda Nilson-Rogers. I’m thankful to be able to present
to the committee today as Sarah’s mother. Sarah will be
29 years old this year. She lives in her own apartment in
Almonte, Ontario.

Sarah’s road to freedom and independence has been
achieved by vision, hard work, frustration, persistence
and determination to live in her community with the
support she needs and deserves. This is Sarah’s story of
how we got to where we are today and what is still
required.

When Sarah was young, it was important to me that
she was integrated with her peers in the regular school
system. It was also important that she was in her com-
munity and participated in activities that all children her
age enjoyed. Her early years were important because they
set the foundation for her to be accepted and appreciated
for her gifts, strengths and contribution.

In June 2006, we had a setback. | injured my back and
was unable to provide the care that Sarah required due to
neurosurgery, leaving me with limited mobility. During
that period of time, Sarah was receiving respite support
from a group home which was operated by an organiza-
tion in Almonte, the Mills. She was also receiving
Special Services at Home funding. When she went into
the group home full time, she lost that SSAH funding.
My illness was unexpected, so it was difficult for me to
think straight. | did not realize the full impact that place-
ment in a traditional group home would have on Sarah
and myself with regard to freedom of choice and indi-
viduality. The loss of SSAH funding, which is now called
Passport adult respite, has been a stumbling block to us
today in trying to build a life for Sarah in her community.

After Sarah had been in the group home for a while
and | was feeling better, | knew this was not where |
wanted to see Sarah for the rest of her life. As Sarah’s
mother, | knew we had to take steps to move her forward
in her life. | wanted her to move out of the group home
and have supported independent living, SIL, support in
the community.

The pressure for change has always come from me to
move forward with Sarah’s life, teach her new things and
help her be more independent. | found the first apartment
and made arrangements with the landlord. We agreed that
Sarah would share the apartment with another individual.
It worked for a while, but the other individual’s situation
changed and he had to move back to the group home.

| found another opportunity, which lasted about a year,
but the person whose parent owned the house decided she
wanted changes for her daughter and Sarah had to move
out.

Sarah moved into her own apartment in Almonte in
January 2013, and the Mills was providing 16 hours of
support weekly; that would be SIL support. When the
original proposal was submitted in 2006, the Mills’
proposal for Sarah was 35 hours of residential support,
which is what she would require according to them to
live in a group home. | feel she required more than 16
hours of SIL because | was providing a lot of natural
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support to ensure her independent situation was working.
What we wanted for Sarah was more creative support and
what we were getting was an extension of group home
support. There was considerable inconsistency and
changes in staff. There wasn’t a flow to Sarah’s life. Her
home life was also being controlled by “shifts.” Sarah’s
life was not controlled or directed by Sarah.

Over a three-year period, with much advocacy on my
part, there were some improvements, but | always felt
there was resentment, impatience and lack of under-
standing in what the dream for Sarah’s life was in the
future. The organization is unionized, which also created
additional complications and inflexibility of hours.
Sarah’s life with respect to her home and individuality in
her home were contingent on too many external forces.

I am in my sixties and have experienced how health
issues can impact the care you are able to give your child.
Although Sarah lived in her own apartment, | spent a
large number of hours creating and modifying things in
her home to make it work for her and, at the same time,
enable her to do more things herself. My biggest fear
with the type of SIL support she was receiving was that
when | am no longer in the picture, the vision that Sarah
and | have for her life will fade and she will be redirected
to a group living situation, as it is easier for an organ-
ization like the Mills to monitor and control. It was even
suggested to me by a ministry official that if Sarah
needed more support that perhaps she should move back
into a group home. That was a wake-up call for me.

I am persistent and, as Sarah’s mother and a long-time
advocate for her, | know exactly what she needs to have a
fulfilled, meaningful and safe life in her community. |
had a concrete plan and ideas. | kept sharing my ideas
and kept having meetings with the Mills, and just recent-
ly a miracle happened. The Mills must have decided that
it would work better for Sarah if they let another
organization provide SIL support to her.

Now Sarah is receiving SIL support from the organiz-
ation that provides her with job activities and various day
supports. It is also an organization in the county of
Lanark, Lanark County Support Services. They provide
support in four towns in the county. LCSS is an organiza-
tion that engages families and empowers them. They
don’t take offence to my ideas, and we work together.
Having this change makes me feel like a ton of bricks has
been lifted off my shoulders.
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To put the difference in a nutshell: Sarah’s life flows;
it is not fragmented. Support is more personal, reliable
and consistent. Sarah is the captain of her own life. Sarah
is directing the support she requires. We don’t feel like
we are getting the runaround; we are moving forward at
last. When we talk to people, they really listen. There is
an intrinsic comprehension of what our goals and vision
are for the future. There’s creativity and accountability to
Sarah and her family. There is flexible and person-
centred support.

There is one piece of the puzzle missing. This became
even more apparent to me in December when | broke my

leg. | provide a considerable amount of natural support to
Sarah. As | previously indicated, the traditional system
approach eliminated a lot of freedom and choice. One of
the vehicles to promote choice was individualized dollars
through the former Special Services at Home Program,
which has now become Passport funding for adults. My
next step will be to advocate for additional flexible
funding, as this component needs to be in place to
support Sarah when | am no longer able to support her.
For example, there is not flexibility in SIL dollars for
unexpected health care, professional development days or
closures. Right now, I do not get time off and I am fill-in
support. Funding for new safeguards for these types of
situations is not in place or available now.

I am an involved parent, and because of that | have
seen a lot of upsetting things occur in systems over the
years. What about people who have developmental
disabilities who do not have families, good advocates,
and can’t speak for themselves? There are far too many
organizations out there that are providing traditional sup-
ports that do not want to change or have incredible
barriers and obstacles that prevent change. People with
developmental disabilities and their families are suffer-
ing. | trust that the work of the Select Committee on
Developmental Services will create change in the right
direction.

Thank you for inviting families and individuals. We
are far too often the stakeholders who are put aside when
decisions are made.

Thank you very much for hearing me.

The Chair (Mrs. Laura Albanese): Thank you for
sharing your story with us. It is the government’s turn to
start the questioning.

Ms. Mitzie Hunter: Thank you, Ms. Nilson-Rogers. |
really appreciate the story. You’ve shared the story of
Sarah’s life, and thank you for sharing the photographs.
Avre those pictures in her current setting?

Ms. Linda Nilson-Rogers: Yes, they are. She has an
upstairs-downstairs apartment with a washer and dryer.
She does her own laundry. She does her housecleaning.
Yes, she has some quality control there. She has a yard
that she has to help maintain, raking leaves and shovel-
ling snow. She’s capable of a lot of things, but needs
prompting. She always will need some support around
food and preparation of food, that sort of thing, but she
stays alone at night and is quite capable in a lot of
instances. | think she’s much happier than she has been
for years, and that’s the most important thing.

Ms. Mitzie Hunter: | think that’s very good, that you
have advocated for her so that she can live as full a life as
possible to her fullest capability.

Ms. Linda Nilson-Rogers: | think we should all be
able to do that.

Ms. Mitzie Hunter: Yes, | agree. Thank you.

The Chair (Mrs. Laura Albanese): Mr. MacLaren?

Interjection.

The Chair (Mrs. Laura Albanese): No, we’re not
done yet. It goes in a circle.

Ms. Linda Nilson-Rogers:
nervous.

I’'m sorry. I’'m very
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The Chair (Mrs. Laura Albanese): Please do not be.

Mr. Jack MacLaren: Well, Mrs. Nilson, | would say
to you that your daughter is a lucky person; she has a
great mother. You’ve done a great job.

Ms. Linda Nilson-Rogers: Thank you.

Mr. Jack MacLaren: We know it hasn’t been easy.
We’ve heard a lot of people present to us and tell us
about the difficulties that the system presents. As you
pointed out, the system is very resistant to change, and
that’s something that this committee is certainly going to
consider. A lot of people have spoken about independ-
ence; | guess patient-centred or person-centred would be
a way to put it. What does Sarah want? What kind of
future does Sarah have a right to and does she want?
You’ve been a great advocate for her, and it wasn’t easy.
You’ve had a few little stumbling blocks where you had
health problems that put you out of business for a while.

Ms. Linda Nilson-Rogers: The last stumbling block
was December.

Mr. Jack MacLaren: Yes. At any rate, 1’d say good
on you. You’ve done a great job. You’ve identified a
problem, and that’s something that others have also
mentioned to us, so we’re aware of it as a committee and
we’ll certainly be taking that into huge consideration.
Sarah’s rights have to be first choice. | think we have to
try to make change that will consider that, so thank you
very much.

Ms. Linda Nilson-Rogers: Thank you.

Mr. Jack MacLaren: Oh, and by the way, Almonte is
in my riding, so | am her MPP.

Ms. Linda Nilson-Rogers: Yes. | think there needs to
be, with a lot of the larger agencies, especially from what
I’ve seen, more accountability for results. There isn’t
enough.

Mr. Jack MacLaren: Yes.

The Chair (Mrs. Laura Albanese): Point taken. Ms.
DiNovo?

Ms. Cheri DiNovo: Yes; thank you. It was a wonder-
ful presentation. It was so good to hear a good story.
Lanark County Support Services sounds like a very posi-
tive organization. Could you tell us a little bit more about
them? | understand they operate in four counties. Who is
in charge of them etc.?

Ms. Linda Nilson-Rogers: | deal with a lady named
Leigh-Anne Giardino, who is the supervisor in Almonte.
Debbie McEwen is actually supervisor of the area, and
she works out of Smiths Falls.

I first found out about LCSS basically through a
program they put on at high school called Transitions.
They did weekly two-hour bouts of getting Sarah into a
work placement, finding things for her to do. It was a
really wonderful thing because she got used to going out
into the workplace. Everyone—I’m not saying it because
she’s my daughter—Ilikes working with Sarah. | believe
they were instrumental in a lot of the things she does,
getting her out and about in town and just ensuring that
she wasn’t left on her own to make mistakes that weren’t
righted.

Ms. Cheri DiNovo: Is it kind of a Community Living
organization? I’m just wondering.

Ms. Linda Nilson-Rogers: They have a day program.
Sarah—because | had the accident and had surgery, she
ended up having five days a week in their day program,
which has been really great. She has job placements,
some of them paid, some of them volunteer, but she’s
always busy. They’ve been so supportive of her. It’s just
wonderful. | can’t say enough about them.

Ms. Cheri DiNovo: Thank you. To my colleague.

Miss Monique Taylor: Great work with everything
that you’ve been doing and making sure that Sarah is
getting the life that she wants to live. That’s absolutely so
important. You’ve actually been the role model of what
we’re looking to put in, and that’s a navigator. We’re
thinking that a navigator in a person’s life could help
make those transitions where it’s necessary. When mom
and dad aren’t around or not able to make those—and to
tell the story again and again and again—

Ms. Linda Nilson-Rogers: Yes.

Miss Monique Taylor: —of Sarah’s life, that there
will be something in place to make sure that there’s
consistency to the flow of Sarah’s life. Great work.
Thank you for everything that you’re doing.

Direct funding is actually something that would work
in your benefit.

Ms. Linda Nilson-Rogers: Yes, it would. It would
work in Sarah’s benefit.

Miss Monique Taylor: Thank you.

The Chair (Mrs. Laura Albanese): Thank you again
for your dedication and your determination and for
presenting to us this afternoon. Best of luck.

Ms. Linda Nilson-Rogers: Thank you so much for
having me.

MRS. CORA NOLAN

The Chair (Mrs. Laura Albanese): We’ll now call
on Cora Nolan. Good afternoon, Cora.

Mrs. Cora Nolan: Good afternoon. My name is Cora
Nolan, and this is a friend of mine, Joyce Rivington. She
presented earlier today.

I live in the village of Franktown in the county of
Lanark. My husband, Claude, and | have two children,
Pauline and David. Our son, David, who will be 39 years
old in March, has a developmental disability, limited
speech, numerous medical challenges and needs super-
vision and support 24/7. This is a picture of David. He’s
actually smiling in it too.

David has always lived at home with us, and as aging
parents we want to ensure security for his future when we
are no longer alive.

David spent most of his school life in a segregated
school. As a young child, David was in receipt of Special
Services at Home funding, which gave us the first oppor-
tunity to purchase supports that would meet his specific
needs. When leaving school at 21, the only option offered
in our county was a segregated day program that offered
traditional supports. We did try this, but David was very
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unhappy. He did not want to attend, and this caused him
frustration, anxiety and regression. It became very
apparent that this did not meet his needs.
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We realized that if we wanted him to have a full,
interesting and productive life, similar to what you and |
experience, then we needed to design a personal plan for
him that would meet his needs and lifestyle, based on his
needs, interests, strengths and the skills necessary to
function and be personally successful to the best of his
abilities in his community.

In 2004, we developed a personal plan with a budget
and began our quest to acquire funding to support it. We
approached ministry personnel in the Kingston area
office, and we’re fortunate in that they were open-
minded. They could see the benefits to David and
acknowledged that this was a financially responsible ap-
proach to meeting his needs. We did receive some fund-
ing that allowed us to implement part of David’s plan.
This personalized, direct approach enables David to have
a varied and interesting life. Quite frankly, it has not been
an easy road to travel and there have been many stops,
twists, turns and tears along the way. But it is amazing
what a difference this approach has made, not only to
David, but to our family as well. He is happy, en-
thusiastic and proud of himself and his accomplishments.

Individual direct funding is not a program, it is a life-
style that is person-directed. We believe in this approach
because it enhances quality of life through individual-
ization for David. It promotes true choice. It respects his
rights and encourages flexible opportunities and options.
There is a true recognition of respect and dignity, and
there is individuality, which ensures a better and more
meaningful quality of life now and in the future. Individ-
uals with disabilities have the same wants, needs, rights
and expectations as anyone else.

David has come a long, long way from when doctors
told us he would never walk or talk and advised placing
him in the Rideau Regional Centre. He has faced chal-
lenges medically, personally and physically that would
challenge any one of us. He has shown courage, deter-
mination and strength in trying situations, and has pre-
vailed. He is happy, loved, cared for, and his strengths,
needs, likes and dislikes are being met in a variety of
unique and creative ways. Isn’t that what most of us want
for ourselves?

Our ultimate goal is to have adequate, annualized
dollars to implement and support his entire personalized
plan, and include cost-of-living allowance increases, to
enable us to pay his support workers a reasonable salary.

In 2010, we built a home with accommodation for
David to have his own space within our family home, and
he is really enjoying this ownership. It also provides
security and stability for his future. We are aging parents;
this year my husband will be 71 and I will be 69. This
past year was a wake-up call for us when my husband
was diagnosed with cancer. It involved surgery, recovery
and six months of chemotherapy. Quite a jolt, and it
made us face the potential problems and the need to have

adequate and secure funding supports in place to provide
stability and security for David. We are continuously
stressed and worried that David’s current funding will be
cut or reduced. We go from year to year not knowing
what processes or applications will be changed or
required.

| realize that not everyone or every family wants to
take the time to plan, implement and supervise an indi-
vidual plan for their son or daughter, where you hire your
own workers, self-administer funding, do record-keeping
and all related paperwork. | acknowledge that it does
require a great deal of time, but we consider it investing
in David’s future. We live with the results; therefore, we
are going to ensure that his needs are met in a responsible
way. | also know very few families in our county are
being encouraged or supported in developing and using
this approach to meet their sons’ and daughters’ needs.

Yet, parents and families who choose this approach
are left out of the information loop. We are not advised
about possible changes until decisions are already made.
This select committee is a good example. We did not
hear about it until mid-December, only by chance by a
newsletter from a local parents group. | immediately
phoned to request making a presentation to this com-
mittee in Ottawa.

Parents and families and individuals with develop-
mental disabilities are the ultimate stakeholder. Profes-
sionals and governments come and go. Parents know
their child best. They are the experts and ultimately live
with the results. Therefore, it stands to reason that every
parent wants what is best for their child..

In June 1996—that’s 1996—a document entitled In
Unison: A Canadian Approach to Disability Issues, a
vision paper developed by the federal, provincial and
territorial ministers responsible for social services, “sets
out a blueprint for promoting the integration of persons
with disabilities in Canada.” It was reaffirmed in Decem-
ber 1997 “to make disability issues a collective priority in
the pursuit of social policy renewal....” | feel that since
that time, a great deal of time and money is spent
spinning wheels and going in circles.

Some of my concerns, suggestions and recommenda-
tions: Invest in people and individuals, not systems or
another level of government.

Stop putting individuals in boxes and assigning them
numbers.

An individual requires and needs varying levels of
support. No two people are exactly alike.

Supports must meet the needs that are necessary for a
rich and meaningful quality of life with choices and flex-
ibility.

Individualized plans must be developed by persons
who know the individual well. Encourage families, who
best know their family member’s need, to develop the
plan and attach a budget, with access to the funds to
implement it. Otherwise, it’s a waste of everyone’s time.

The Ontario Disability Support Program funded by the
ministry is an entitlement program for shelter, food and
clothing for individuals with developmental disabilities,
and it also needs to be increased.



COMITE SPECIAL SUR LES SERVICES

17 JANVIER 2014

AUX PERSONNES AYANT UNE DEFICIENCE INTELLECTUELLE

DS-429

Funding to provide support to individuals with de-
velopmental disabilities should be an entitlement, not a
discretionary program.

Entitlement, meaning:

—same deal for everyone;

—to be active participants in society and do meaning-
ful and productive activities of choice;

—to choose their own lifestyle, system of support and
friends;

—to continue to learn and experience personal growth
and development;

—to dignity and respect for human worth;

—to recognition that the individual is the key stake-
holder in all decisions that affect their life. “No decision
about me without me.”

In conclusion, | wish to thank you for the opportunity
to tell our story and to express my opinions and beliefs. I
would like to finish with this parable; it really says it all.

“Beyond Programs: A Parable

“In the beginning, there was placement, and lo, we
were happy when it happened, as placement was not
mandated for adults who happened to experience severe
disabilities.

“And so, we said, this is good.

“And placements multiplied and filled the earth.

“And then, we said, let us make programs, which
focus on serving clients. And clients were defined and
labelled, and grouped according to their labels. And pro-
grams created services for each label, and state agencies
developed unit costs for each service. And programs
prospered and multiplied, and we said, this is very good.

“And as programs multiplied, a cry arose: Let us
evaluate these programs to see how good they really are.

“And program evaluation, state regulations, quality
assurance compliance plans and other program measures
were created. And they filled volumes.

“And in those times, a person arose who was a client,
but who was also a prophet, and said:

“‘I don’t want to be a client. | want to be a person.

*“*I don’t want a label. I want a name.

““I don’t want services. | want support and help.

““I don’t want residential placement. | want a home.

“‘I don’t want a day program. | want to do meaningful
productive things.

“‘I don’t want to be ‘programmed’ all my life. | want
to learn to do things I like, and go places which 1 like.

*““I want to have fun, to enjoy life and have friends.

““I want the same opportunities as all of you: I want to
be happy.’

“And there was a long silence. And lo, everyone
realized that they must look beyond their programs. But
they were troubled and they asked:

“‘How can we do this? Would not each person need
their own unique program and system of support and his
own individual measure of quality?””

“And the prophet replied:

“*Even as you say, so should it be done—just as you
do for yourselves.””

The Chair (Mrs. Laura Albanese): That’s beautiful.
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Mrs. Cora Nolan: I’'ve included a copy of that in the
package, and also a copy of the cover page for In Unison,
which gives the information to get copies of it. That was
1996, and | know families were really excited when they
saw that because we thought, well, there’s federal,
provincial—they’re all going to work together here and
we’re going to go someplace, and it didn’t go anywhere.

The Chair (Mrs. Laura Albanese): Well, we’re
trying to work together now and to go places. | will now
allow, is it Ms. Jones or anybody who would like to—
Ms. Elliott.

Mrs. Christine Elliott: Thank you very much for
bringing this parable to us. I think it really does say it all.
It encapsulates all the concerns and frustrations that
many people have been bringing to us. I guess all I can
say is what we’re hoping to do in this committee is to
work past that and to work past what happened in 1996
too with the Vision paper and really make something
happen that’s going to be meaningful to families. But we
certainly will take a look at this. Maybe it will give us
some help going forward about what the thinking was at
that time and help propose some solutions that are going
to make a difference.

I’m certainly very happy for you, that you’ve been
able to find some solutions for your son David, but
you’re right: It’s because you and your family, as family
members, have done so much as individuals. But we need
to also be mindful of the fact that there are many families
that don’t have those resources and aren’t able to do that,
and so we want to make sure that everybody has the same
opportunities. But congratulations on what you’ve been
able to do for your son.

Mrs. Cora Nolan: 1 just got tired fighting with every-
body, and nobody could seem to see what | wanted, so it
was just easier to do it myself.

Mrs. Christine Elliott: Well done.

Mrs. Cora Nolan: With help from friends—Iots of
friends.

The Chair (Mrs. Laura Albanese): Miss Taylor.

Miss Monique Taylor: Hi. Good afternoon. Thank
you so much for your presentation today and for taking
the time to put a presentation together and to come and
share it with us. It is so important that we hear from you
and the trials and tribulations that you’ve gone through
with David. Knowing that David has a good family and
an advocate is so important, and we’ve been talking
about that. We need to make sure that people have some-
body to be able to guide them through our process and
that our process isn’t so hard to navigate, where wheels
are spinning continuously and people are getting nowhere.
It’s something that—we’re dedicated to be trying to
making a difference here. We thank you for your recom-
mendations. We’ve heard them, and we will definitely
put them into consideration, so thank you so much for
your time.

The Chair (Mrs. Laura Albanese): And now Ms.
Hunter.
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Ms. Mitzie Hunter: Thank you for putting the presen-
tation together and for sharing this story. I was curious,
when you talked about the information loop. | thought
maybe you could talk a little bit more about what you
would like to see happen in a proper information loop. It
seems what we’ve been hearing is that while children are
in school, all the way up until age 21, there seems to be a
very natural communication through the schools, but
once that ends, then there’s just the absence of consistent
communications and an information loop. | thought
maybe you could share what you would be looking for in
proper communications.

Mrs. Cora Nolan: | guess it’s because we’re doing
the individualized approach, so we’re not involved with
agencies and that, so we don’t get the normal flow of
information that you might get through them. We basic-
ally depend on family groups to get information about
what’s going on. | would suggest to most families that
they do join local family groups or provincial family
groups or access some on the Internet, even, to get
information about what’s going on around the province.
It was just by chance that we got it with this one. So
you’re doing your own thing, but yet you’re not getting
the information.

Ms. Mitzie Hunter: But we could utilize the family
networks as an appropriate channel to communicate out
information about changes and things as they progress.

Mrs. Cora Nolan: Yes, and the Spotlight thing from
the ministry. Spotlight: 1t’s the newsletter that comes out
from the minister. We get it all the time too. It might be
helpful to have something like that in there of upcoming
things that are going on at the ministry level, maybe.

Ms. Mitzie Hunter: Sounds good. Thank you.

The Chair (Mrs. Laura Albanese): Well, thank you
once again for being here and listening to us today and
following the proceedings. Thank you.

HUB FOR BEYOND 21 FOUNDATION

The Chair (Mrs. Laura Albanese): Our next
presenter is the Hub for Beyond 21 Foundation. We have
the program manager with us. Good afternoon.

Ms. Jane McLaren: Good afternoon. My name is
Jane McLaren. | am the program manager for the Hub for
Beyond 21 Foundation. We’re based out of Cornwall,
Ontario, serving Stormont, Dundas and Glengarry coun-
ties. We are a day program. We’re a non-profit registered
charity that is a day program offering services for
developmentally disabled persons 21 years of age and
older.

As I’ve been sitting here for the past little while, I’ve
been hearing everyone say that at the age of 21, all the
services seem to fall off the map, and we are one of those
agencies that are trying to fill the gap. In fact, back in
2010, it was a group of parents who met with the Upper
Canada District School Board and identified a real need
and a real gap within our area. They got together and,
along with the Upper Canada Leger Centre, they hosted a
town hall meeting. They really hoped that they would

have 20 or 25 families that would attend that meeting,
and instead they had over 100 families come out. It really
highlighted that there was a huge need in our area—there
is a need, period, but definitely a huge need in our area.

We were fortunate that UCDSB got behind us and
supported us, and in January 2012 we opened our doors.
We’re all of two years old. We’re a very young organiza-
tion. We are 100% fundraising funded. We receive no
ministry funds, so we’re out there begging and borrowing
and writing grants like so many organizations are today.
We started two years ago with a very, very small group.
We had two staff and just a few participants, and we’ve
grown now such that we have 19 participants in our pro-
gram.

Our mission is very simple: to offer a structured,
meaningful, inclusive and community-based environment
where dependent adults with developmental disabilities
continue to thrive and grow socially, physically, emo-
tionally and intellectually. We’re open to anyone over the
age of 21 with a developmental disability. We don’t ac-
tually have a cap. It’s not 21 to 30 or 21 to 42; we don’t
cap it. We’ve had 65-year-olds come and apply to be in
our program, which really shows the tremendous need.
We do have an intake assessment process where we look
and see if the needs of the person who is applying match
what we are able to offer. That’s how we meet and screen
out whether or not that 65-year-old’s needs are going to
be met by our program, or whether they are better served
in another program.

The participants come from 9 in the morning until 3 in
the afternoon, Monday through Friday. Because we’re in
a school—we actually are given free space by Upper
Canada District School Board—we are closed over the
Christmas break, and we have to close for the month of
July because they have to come in and do the cleaning in
the school. But we are open from August straight through.

We have five different programming areas that we run.

We have recreation, or physical healthy lifestyle.

We have kitchen: The participants prepare their lunch,
and they have to clean it up as well. We do have a
dishwasher, which is a nice bonus, but they do all of the
preparation and all of the cleanup of meals. They also do
the menu planning. They do the grocery shopping. They
are responsible to go out and pay the bills, to plan it. And
you know what? Even with my staff, doing groceries for
12 to 15 people is not really all that natural. I grew up in
a little bit of a large family and it doesn’t faze me, but it’s
a real challenge to teach people how to buy groceries and
cook and prepare meals for groups that are 12 to 15. So
we also have to break it down, because realistically, if
our participants go on to a lifestyle of living independ-
ently, they are not going to be cooking lunch for 12
people in their home. So we also have to break it down so
that they are preparing just for themselves or for one or
two people as well.

We do social skills, life skills, and we also do creative
expression.

So those are our five areas. They’re programmed over
four different spaces each day. Everybody does the rec-
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reation each day. Everybody, of course, does lunchtime.
And then we have two different 1.5-hour blocks where
we offer two different programs going consistently.

One of the greatest challenges we face is that we have
participants who are coming in and are going to be
working towards independent life and towards living in
an apartment and gaining independence in the com-
munity. Then we have others where that simply is not
within the scope of their future. They are working at
gaining skills, gaining community, and working towards
what they can. But many—uwell, not many, but we have a
few who are non-verbal. So when you try and mesh those
who are going to succeed at living independently and
we’re working with them on budgeting and we’re
working with them on city transit and we’re working
with them on life skills, and then you have those who are
totally non-verbal and are never going to get there, it’s
hard to mesh those two together. So we run two programs
at the same time, split them off into two groups, so that
we can work on needs.
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Every single participant has an individualized plan,
and we review those plans every single month as a team
to make sure we’re not fitting and sitting in gaps. We
plan weekly. If you go on our website, you will not find a
monthly calendar. Our weekly calendar is very deliberate
because it allows us to change week by week by week
and sit down and say, “Where are we meeting the goals
of our participants? Where are we missing them? Where
do we need to change on a weekly basis?” rather than
getting into a month and getting to the end of a month
and realizing, “We really focused on this, but we’ve left
those behind.” It allows us an increased flexibility and an
increased accountability.

We do have a fee for our program. Our participants
are changed $25 for the day. That includes all of the food
and transportation within our program, if they have to get
to and from, but any transportation or outings, any spe-
cial events; everything is covered under that $25. Most of
our participants do claim that back under Passport
funding to the extent that they have it.

We’ve had a lot of successes for two years. We’ve got
Trillium funding; we’ve had funding from the city of
Cornwall. We had a private foundation give us a grant
and purchase us a van, which was a wonderful assistance.
That allowed us to bring in more participants because
we’re limited by who we can transport.

If you look under sociology in a hierarchy of needs for
every individual, you’ll see that there are five: physio-
logical needs like food and shelter; safety, security; love
and belonging; esteem; and self-actualization. | think
there’s a lot of focus within the world of provision on the
physiological needs and safety, but then there starts to be
a lack. That sense of love and belonging, esteem and self-
actualization that allows us to truly grow and function in
a community is often what’s missed. | really think that
comes out of a sense of community.

If you look at our name, we’re called the Hub for
Beyond 21 Foundation. That’s very deliberate. We are a

hub because the heart of our focus is to have a place that
develops and encourages a continuing and ongoing sense
of community for the developmentally disabled. At the
age of 21, they graduate out of school, and school is a
community. It’s the place, as you heard earlier, where
communication is happening, where friendships are
happening. Even if you are in a segregated class within,
you are still in a community within the school com-
munity. There are all these extracurriculars that are going
on, and then school is done and you go home. And what
do you do? We hear over and over again from our parents
that the reality after the age of 21 is television and video
games. All of a sudden, they’re no longer connected with
the friends that they had in school. Our community, when
we leave, usually comes from the friends we develop
within our employment setting, the friends that we carry
through from our friends, our family. We have our family
and our extended family; for some, it’s our faith com-
munity, which, again, often comes through family. But
our greatest connections are coming from employment
and volunteer opportunities, and that’s not existing for
many of those who are within the realm of developmental
disabilities.

Even when parents are successful in programming,
many of those programmings—and | have one parent;
God bless her. Her child went Monday through Friday,
from 9 in the morning till 5 in the afternoon. That mother
ran herself ragged for an entire year and had her child in
program upon program upon program his first year after
he graduated. She got to the end of the year and she said,
“He had a phenomenal year of his time being spent, but it
was just putting in time.” So the second year, she picked
those key programs that he really enjoyed and kept him
in those and they both had a life, instead of just program-
ming.

The problem is, | call them “go, do, leave.” They go to
the program, they do the program, they leave the pro-
gram. They may develop a friend, if they’re going to
bowling on Thursday afternoons, and they really may
like to go and sit down with Johnny at that program, but
there’s no relationship or extension of community outside
of that program. So one of the key focuses of the Hub for
Beyond 21 is the opportunity for the developmentally
disabled to create and develop a sense of community and,
out of that sense of community, to develop that sense of
safety, to develop that sense of self-actualization, that
sense of self-esteem, that sense of value that carries them
forward as humans and allows them to continue not just
their skills but to develop their sense of community and
contribution to community and to develop into their
future.

Over and over | hear exactly what I’ve been sitting
here hearing this afternoon. We hear from our parents,
“We don’t know what’s going to happen to our children
when we’re no longer able to care for them.” We hear, “I
don’t know how to access funding. | don’t know how to
access programs. | don’t know how to find programs—
or, if 1 can find programs, | don’t know how to validate
the quality of the service provider.”
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SD&G is not a huge city. We have a huge rural com-
munity. We have many parents who are taking their now-
adult children all over the place in order to find services.
They’re taking them out to farms in order to do equine
therapy, animal therapy and farm therapy, with no way of
validating whether the person is a good-hearted person
who is working with the developmentally disabled,
whether they are a person who has put in the time and
effort to get qualified, or whether they are a person who
just saw a way to make some money and is going off and
doing this. It’s the same thing within music programs, the
same thing within arts programs.

At the same time, there is tremendous value in
connecting and networking out into the community, but it
is all falling back on the parents in order to find and set
up and program. Then it comes back to this whole sense
of community.

After the age of 21, these developmentally disabled
adults—they’re now back in the home—need adult peers.
They need friends. They need adult opportunities in em-
ployment, housing, recreation and leisure. They need
independence, defined to whatever their specific capabil-
ities and capacities are. They need funds to be able to
transition to adulthood in the future. In summary, they
need the same opportunities that everyone else had, the
same opportunities that we all had: the chance to grow, to
succeed and to fail, and to define their future as they
walk into it, and not to have their future defined for them
by a lack of services or funding.

In the short two years that we have been a program,
focusing not just on life skills and social skills but
focusing on this whole sense of community, what we are
seeing is, we have two that have come to us, worked with
us and left our program, and who are now working—
living independently and working—which is so exciting.

Out of the 19 we currently have in our program, six of
them are actively volunteering. They are with us part-
time, and they are out volunteering in the community
part-time.

We’re seeing an improvement in impulse control and a
decrease in negative behaviours in our participants.
We’re seeing improved social skills, even basic things
like the ability to pass food around a table instead of just
grabbing it or just sitting there, not knowing that you can
actually ask for seconds—basic skills.

Increased communication: Participants who have come in
to us with very limited or almost straight echolalic
expressions are increasing their communication and their
ability to carry on communication.

Increase in peer relations: We are starting to see
friendships form within our program now. They leave on
the weekends, and they go shopping together. Even more
exciting, they’re networking into the other programs that
are existing, into our community. They’re saying, “Okay,
the Handi Social Club has a Halloween party, but | don’t
really want to go alone because | don’t know them all
that well,” so two or three of our participants get together
and go. They’re starting to network into other groups
within our community, but going together. They’re
starting to connect, network and knit in.

They’re learning skills like yoga, Zumba and different
things like that within our program, gaining confidence in
it, and then they’re going home to their neighbour-
hoods—they’re coming out of Long Sault, Ingleside,
Morrisburg, Martintown and Alexandria; they may be 45
minutes away from us—and they’re joining yoga where
they live. So they’re becoming knitted into their neigh-
bourhoods and developing friends in their neighbour-
hoods, because they’ve gained confidence and skills in
the program to take out into the community. That sense
of community is so key and is so critical.

Do we have challenges? Absolutely. Fundraising a
program is a huge challenge. You’re not just sitting there
each day trying to figure out how your programming is
and how you’re going to meet the needs of people.
You’re constantly sitting there wondering if you’re going
to have the money to keep this program up and running
next week, next month or next year. Fundraising, of
course, becomes increasingly challenging year after year
after year, because everybody’s knocking on everybody’s
doors, asking for money.

Transportation is an issue. We have people who
literally drive close to an hour and a half to get to us,
because we are based out of Cornwall. We hope to have
satellites so that there is less transportation, but that is a
huge challenge, and there is no funding for transporta-
tion. Our parents can fund our program under Passport,
but they cannot get money back if they have people who
drive.

We’re 9 to 3. If you work 9 to 5, you can drop your
participant off with us and go to work, but what do you
do at 3 o’clock? You’ve got to pay somebody, and you
don’t get that money back. So that’s a huge transporta-
tion issue and a huge funding issue.
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Hours are an issue. We would love to be able to go 9
to 5 and be able to accommodate so that it makes it easier
for parents who are working, but that comes back to
funding as well. My staff like to be paid. They aren’t paid
great gobs of money, but they do like to be paid.

Fund capping: My parents always run out of money in
terms of Passport. And where do you put the money and
how do you get the money? They’re constantly coming to
us and asking us, “How does the system work?” They
don’t understand it. They want us to walk them through
it, which is really challenging for us, because then I have
to become an expert on all of the system as well so that I
can advise them, which I’m not. But they need someone
who can walk them through that system because they’re
confused and they’re lost and they’re scared that they’re
not going to get the money and they’re going to be
financially strapped and stressed.

Space is a challenge for us. We’re in one room, and
we’re very fortunate because the school does give us that
room and it’s a wonderful room. It used to be a staff
room, so we have a kitchen; we have private bathrooms.
We actually have a private entrance so that we don’t have
to go through the entire school to access it. It’s in one of
the schools that was closed. They just let us paint a wall,
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which schools don’t do. We’re really lucky, but if we had
a whole house, the difference that we could make in
terms of teaching—it goes back to that full funding issue
again.

The other thing is just the time to promote us. We
have to go out in the community and make us known.
The DSOs don’t make the parents know about us. The
agencies that should be letting parents know we are
there—they don’t tell the parents about us. It is up to us
to go out and promote in the community and let the
parents and the families know who we are, what we stand
for and what we represent. That becomes another onus
for us and it also becomes more dollars, because we’ve
got to put the dollars out in promotions and fundraising
in order to do it. That’s a huge challenge.

We are very fortunate that we’re a United Way
agency. We were the only new United Way agency
accepted in our area. Again, that comes with going out
with United Way and doing the sponsorship, but it also
really assists us in promoting and getting known.

Beyond 21 has no intentions of stopping. We have no
intentions of giving up. As you heard earlier from Karin,
one of our plans is to develop and expand into residential
and to have a residential setting for adults. One of our
other dreams is to have a respite care centre for adults as
well. We have the three facets. We also hope to expand
into social enterprise so that the developmentally dis-
abled will have increased employment options. In the
future, that’s where we hope to go. We’re just starting,
but we definitely want to go and expand.

There are a lot of needs for this population. The day
program is not the be-all and the end-all for every single
one of them. We want to expand; we want to be there; we
want to just do everything we can.

If I had to encapsulate us in a nutshell, I’d say Beyond
21 is about dreams and visions. It’s about the value of
community, it’s about the value of belonging, and it
really is about seeing potential instead of seeing dis-
ability.

Thank you.

The Chair (Mrs. Laura Albanese): Thank you for a
very insightful presentation into the programs that you
have at the Hub for Beyond 21. We have one minute
each, so that we don’t get caught behind.

Ms. Sylvia Jones: Does that mean | just talk faster?

Okay, so I'll ask the silly question. I’m assuming you
have put together a funding proposal in to MCSS.

Ms. Jane McLaren: No.

Ms. Sylvia Jones: Why not?

Ms. Jane McLaren: When the board first formed and
approached MCSS, they were told that they would not be
funded. Even the residential: We have looked into it and
we’ve been told, “There is no funding; do not apply.”

Ms. Sylvia Jones: You have to put the words “pilot
project” in front of it and then you at least get in the door.
Okay. Thank you.

The Chair (Mrs. Laura Albanese): Ms. DiNovo?

Ms. Cheri DiNovo: | just want to say thank you,
because it’s such an encouraging, exciting story. If any-

thing deserves to be funded, it sounds like yours does.
Again, we see this wonderful initiative coming forth,
starting with parents and catching steam and going on.
Clearly your passion for what you do is catching, and |
think we’ve caught a little bit of it.

I just want to thank you so much for making the trek
down here. You have so much else on your plate to do,
but thank you for letting us know what it is that you do,
that you love, because you clearly love it.

Ms. Jane McLaren: Thank you.

The Chair (Mrs. Laura Albanese): Ms. Hunter?

Ms. Mitzi Hunter: Thank you for presenting an
innovative program approach. | was going to ask you
how you plan to scale up. | think you have some ideas
there. Maybe the work that MaRS is doing—you can link
into that, because they are looking at scalable solutions
across multiple communities.

I think it’s good that you’re a United Way agency. It
adds a lot of credibility to other funders, so | think
another cycle of that is very appropriate.

| do agree that the pilot approach is a good path to
linking in to the government, but with an agency partner.
I think that having that conversation—there is an open-
ness for that. So | would really encourage you, either
through your Community Living or advice through the
DSO—of an appropriate agency partner to talk about
your residential programs, to talk about your scalability. |
would believe that they would be open to that.

| believe my colleague here also has a question.

Mr. John Fraser: Just very quickly, I wanted to say
thank you very much for your presentation. Your com-
ments on community and belonging and what people
need really connected very well with an earlier presenta-
tion by the MAPS people about people having relation-
ships outside of caregivers post-21. You’re filling a gap
that’s there, and that’s very important. It’s a good thing
that you’re doing that. Thank you very much.

Ms. Jane McLaren: Thank you.

The Chair (Mrs. Laura Albanese): Thank you again.

MS. ANDREA STADHARD

The Chair (Mrs. Laura Albanese): We’ll now move
to our next presenter, Andrea Stadhard.

Applause.

The Chair (Mrs. Laura Albanese): You have fans in
the audience. Good afternoon.

Ms. Andrea Stadhard: Good afternoon, everyone.
Sorry, I’m very nervous. This is my first time ever being
at a forum like this, so bear with me.

The Chair (Mrs. Laura Albanese): Do not be
nervous. If you need any water or anything, just feel
comfortable and make your presentation.

Ms. Andrea Stadhard: I’ll probably get water after.

I’m a front-line worker—can | say where | work? |
work for Tamir foundation. It’s a Jewish organization
that supports adults with developmental disabilities and
other dual diagnoses. | kind of just want to go through
the way the budget is set up now and how the participants
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are living right now, based on the current budget, so just
some scenarios. We can go through my handout a little
bit afterwards, if there’s time.

My first scenario is a man in his mid-20s. He has
autism spectrum disorder, a seizure disorder, and he is
also non-verbal. In the past year, he has had an increase
in violent behaviour towards his peers, staff and his en-
vironment. It was recommended by his psychologist and
his behaviour management consultant that he take a vaca-
tion from his day program to allow him to regroup. His
parents also agreed with this recommendation. Almost
immediately after the recommendation was tabled, it was
denied by his residential supervisor, stating that there was
no additional money in the budget to support this in-
dividual. This person continues to attend his day program
and continues to have violent outbursts—an otherwise
gentle man who enjoys giving hugs to preferred friends
and staff now needs a break from the everyday. When he
becomes violent at program, he takes away from the
other participants. When he becomes violent towards his
peers, he instills fear and distrust. When he becomes
violent towards his environment, he damages items the
other participants depend on for day-to-day supports.

Just recently, this person experience an unexplained
increase in seizure activity and required a visit to the
emergency room. The staff supporting him had been
working a 12-hour shift already and went to the hospital
with him. She ended up having to extend her shift, so she
was there for 15 hours. When she called the on-call
supervisor to see if she could be relieved, the supervisor
said that there was no one else to cover and maybe she
should call the parents. So she ended up calling the
parents. The parents said, “No, it’s not convenient for us
to stay at the hospital.” She called the supervisor back
and the supervisor said, “Okay, just leave him alone at
the hospital.” Just as a reminder, he is autistic, he is non-
verbal and he acts out physically. Even people whose
first language is not English have a translator to ensure
the best possible health care.

My second scenario is of a young man with a develop-
mental disability, also non-verbal, and by all accounts
very healthy. He has been experiencing back problems,
rendering him unable to walk. He would benefit from
regular massage therapy as a preventive measure but
cannot afford the service as he must save his modest
money for his personal necessities. Providing this indi-
vidual with additional financial support now may prevent
him from depending on the use of a wheelchair later.
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My third scenario: An older man with Down syn-
drome has been working for many years at the same job,
shredding confidential documents for the government. He
is reliable, trustworthy and he works hard. He lived in an
apartment in a supported independent living setting and
took the bus to work independently. He began to show
signs of dementia, and when it became unsafe for him to
continue living in his SIL apartment, he moved into a
group home that provides 24-hour support. He tried to
get access to riding on Para Transpo, but he did not fit

their criteria, so he continued to take the bus to work.
One day on his way to work, he made a wrong turn and
was spotted walking on the Queensway.

My last scenario: Here’s a story of a senior male with
a developmental disability living in a group home.
Although he can speak, he is considered non-verbal. In
his earlier years, when he lived at Rideau Regional
Centre, he had the potential to become aggressive
towards others, but it could be prevented once staff were
aware of the antecedent and could change things around
to avoid physical aggressions. Now he is much older. He
has less tolerance of situations and becomes violent
towards others without explanation. He aggresses against
others, including members of the community. This
person has been exempt from programs and now remains
at home with one-on-one staffing. The only difference
between this scenario and the one | shared earlier is that,
in this instance, the aggressor has been violent against a
member of the community. He gets to stay home because
it costs less than a potential lawsuit.

Those are my scenarios. All of these things have hap-
pened in the last year and a half, and there’s a lot more
that go with it.

With my handout, | have bullets of just how the
budget is affecting the participants now. Just to skim over
a couple of the bullets that are really, really important—
probably our fifth bullet down: Persons with develop-
mental disabilities currently live on an extremely modest
monthly budget of an average of $113 a month. That
money is supposed to cover personal hygiene, entertain-
ment, extracurricular activities and everything else that
can come up under the moon.

An example of how this whole system isn’t working
right now: Imagine getting free tickets to your favourite
sporting event but learning that you can only watch half
the game because the staff supporting you at the game
finishes his shift before the game’s end and his employer
is not willing to extend the shift. Would you only go to
half of a game? Not many people would.

Vacation: Vacation is defined as a period of time spent
away from home, school or work in order to relax or
travel. People with developmental disabilities have a very
modest income after they pay for their shelter and their
food, so a vacation for a person with a developmental
disability is maybe three days and two nights. That
vacation also includes going on vacation with the people
that they live with and the people that they go to day
programs with. So they’re essentially not getting a break
from any of their everyday life situations. They’re always
with the same people. We’re not really doing it justice
when we could be expanding it to saving up to go to a
different city with friends from another group home or
friends that you went to school with. We’re not really
keeping that inclusion part of it alive because it just
doesn’t fit the budget.

There are residents in need of updates to accommodate
declining changes in individuals’ physical, emotional and
mental states. For an example, we have a group home
with eight individuals. These guys have been together for
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years and years. They love each other. But now there are
forms of dementia that are coming into play, so where
you had two individuals who were the best of friends,
one is now targeting the other. So one is essentially being
bullied by the other person. There’s no help. Where it
used to be fine to have one staff to stay asleep in that
house, it’s not possible anymore. Because the dementia is
taking over this person’s life, he’s becoming unsafe to
himself and to others. He’s throwing things down the
stairs. He’s sneaking into other people’s rooms and trying
to aggress against them in the middle of the night. So
now his housemates don’t feel safe. There has got to be a
system in place where we can support the people with
changing needs as well as still giving the positivity and
the respect and the dignity that we’re supposed to be
giving to the people who are watching all of this go on
around them.

Am | out of time?

The Chair (Mrs. Laura Albanese): You still have
time.

Ms. Andrea Stadhard: Okay. For day programming,
I am a front-line day-services worker, and what we’re
seeing now is our day supports are running at full cap-
acity. I’ve been at the same program for 10 years and |
have seen the staff number stay the same, but the num-
bers increase. When you have such a diverse group of
individuals who come in and they want support, we’re
supposed to be able to provide individualized services.
We’re supposed to be able to look at supports for some-
one who has autism, who might need the sensory part of
his life fulfilled, before going on to something else. It’s
not possible; it’s just not working. And it’s not working
because staff are overstretched. I’m not even supposed to
be here to talk about staff—it’s all about the guys—but
you have to understand that when you add 10 more
people because of Passport funding to a program where
the staff doesn’t increase, it doesn’t get better.

My last blurb on Passport money: It sounds great
when you introduce it and you say, “Here, families. Take
this money and find a program that suits your son’s or
daughter’s needs.” The problem with that is when you
start warehousing people—because this is essentially
what it is—and fitting as many people into a day service
as possible so that they have day supports to give their
family a break, we’re overwhelmed. The system is over-
whelmed. There’s not enough vans; there’s not enough
staff.

We have all the opportunity; we have all the commun-
ity supports. We just can’t get to them because we’re
dealing with one-to-one behaviours. We’re dealing with
people with pica who cannot be left alone because they
will ingest something that could potentially kill them.
The risk is different because we’re pooling people in the
same group. You cannot lump everybody underneath the
same—it’s not fair.

It’s great to provide day services. People need day
services, and sometimes without the day services they
have nothing else. We know of people who are staying
home with their parents because they don’t even know

what supports are out there, or they do know what
supports are out there and the government has given them
this Passport money, but there’s no space for their
children.

| talked to a woman last night who was with her son at
Thursday Nights Rock. She has a good family support
system, but it shouldn’t be his family who’s taking care.
He needs that social involvement, which he is missing.

One more example: Loeb dances. An agency,
OCAPDD, has Loeb dances for every holiday. They’re
awesome. All the guys like it. | went to the Christmas
party last month and | saw a participant dancing on the
floor with her mother. When you think about it, it’s not
inappropriate to dance with your mother, but if you’re at
a social event with your peers, you should be dancing
with your friends. There is something amiss when these
guys don’t have friends, and | feel bad when | say to
them that I’'m not their friend because I’m paid to be
there. It’s not a fair statement, but it is the reality, and we
have to be everything to them. So please keep that in
consideration. Open up the wallets and support these
guys the best way that you guys can.

Thank you.

The Chair (Mrs. Laura Albanese): Thank you very
much for your honest presentation.

I will turn it over for questioning, and we’ll start with
the NDP. Miss Taylor.

Miss Monique Taylor: Great, thank you.

Thank you for your presentation and thank you for
being here today and for knowing that there’s a need. |
mean, it’s quite obvious, through the people you spoke
of, through the things that you say are necessary for
change, that you get it. You’re working in the system,
you’re seeing what’s happening on a day-to-day basis,
and you know there’s a problem, and you’ve taken the
time to step up to that problem and say, “l need to do
something about this.”
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By doing that, you’re here and you’re speaking to us
today, because we’ve also realized that there’s a need.
That’s why we’ve called people together to please give
us a suggestion. You’re living it every single day with
people in these programs, and families are feeling these
struggles every day. It’s so important that we’re hearing
these struggles, and that we work together to try to find
solutions.

You were talking about friends, and I’ll put a plug in:
In my city, there’s a program called Club GAIN. It’s for
young persons—I believe 13 to 24 are the ages that can
attend—and no parents are allowed. You’re not allowed
to bring your worker. There’s adult supervision there,
and it’s about being with your peers. They dance, and
they’re allowed to touch in a respectful way, and they’re
allowed to kiss. It’s helping with that sociability. They’re
building relationships, they’re being with their friends
and they’re finding love in this world. There’s no govern-
ment funding for that one either, but it’s something that
people are taking initiative on, standing up for the needs
that we see in our communities, so that’s what | have to
say on that. Thank you for everything that you do.
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The Chair (Mrs. Laura Albanese): Ms. Hunter.

Ms. Mitzie Hunter: Thank you, Ms. Stadhard. | really
appreciate your frank approach in which you shared
those stories and what you see every day as a front-line
worker. | see a lot of compassion and joy in you, because
you’re talking about some very tough things, but you’re
still able to present them in that way. | really appreciate
the work that you and your colleagues and peers are
doing.

I have two separate questions, just from your com-
ments. The day supports, combined with the natural sup-
ports from the families—from your perspective, how do
you see that working? Because what you’re saying is that
the system is stressed and overwhelmed, even within the
day programs, just due to the pressure for space. Families
are relying on the day programs so that they can get a bit
of a break or continue to work, but they very much want
to continue to be involved in their son’s or daughter’s life
to provide some of those natural supports. When does
that work well? That’s my question.

Ms. Andrea Stadhard: The thing with that is that
their parents, before the Passport funding—so for the
people with disabilities who already had a spot in their
day services, for their parents, it was an expectation:
“This is where | would send my child, this is the pro-
gramming that will get done, and I’ll be happy with it.”
There was an expectation, like sending your kids to
school. You just knew every day that your kid was going
to school, there was a place for them and they would be
safe.

For the people who are coming in with Passport
money—it really is the Passport money; there really is
nothing else—they’re coming in and dictating what they
would like to see. That’s fabulous, but give us the
structure, because it would be very honourable to be able
to give that individual every single thing that they need to
meet every goal on their list and check it off. We can’t do
that now, based on the numbers.

We’re very grateful when parents take some time off
and come in to volunteer. They come and see what we’re
doing. They see what we’re working with. We don’t even
have a functioning TV, so it’s up to staff teaching a class
on the wilderness to bring in their tablets, pull up a
video—because we actually have WiFi—and say, “This
is what it is.”

To be able to go to a museum, that costs money. The
frog exhibit was at the Canadian Museum of Nature the
other day. It was too much money. We couldn’t afford to
go, so, “Let’s go back to program, and look it up.” There
are just so many things amiss, because it’s a fish pool.
I’s a barrel of fish, and now we’re thinking that all of
these fish are the same. It’s not right.

Ms. Mitzie Hunter: How many people are in your
program?

Ms. Andrea Stadhard: In my location—I’m on
Donald Street—we have 30 people, and we have two
different programs that run out of there. The program that
we work in is a life skills and job skills program. Our
sister program next door is more recreational. So,

depending on your level of need is where you’re going to
be.

Ms. Mitzie Hunter: Thank you.

The Chair (Mrs. Laura Albanese): Thank you, Ms.
Hunter. Ms. Elliott?

Mrs. Christine Elliott: Thank you very much, Ms.
Stadhard, for coming forward to us today. | think you’ve
brought a unique perspective as someone who is working
on the front line in the day program. You’ve brought a
number of concerns to us that, frankly, |1 wasn’t aware of
before, so thank you for that.

You’ve talked about the division of your day programs
into one that’s based more on life skills and job-readiness
skills, and one based more on recreation.

You also mentioned some of the concerns about some
of your aging participants, some of them with more
aggressive behaviours and perhaps early-onset Alz-
heimer’s. Is that another program that you would see
would be useful to open, separate from the other two?

Ms. Andrea Stadhard: Absolutely. I think that it
would be beneficial to have a program that deals
specifically with people who are going through dementia-
type issues as they’re getting older. They’re getting older,
and you can’t send them to a seniors’ home. What has
happened in the past is that you sent somebody with a
developmental disability, with dementia, to a seniors’
home. They’re not trained to work with these individuals.

We go to school to work with these individuals. We
want to see the best for them. If they snap, you can’t send
them to the ROH and say, “Please fix this.” It’s not a
fixable thing. There’s got to be another outlet that
supports our guys properly.

Mrs. Christine Elliott: Thank you very much.

The Chair (Mrs. Laura Albanese): Thank you again
for presenting to us today.

PARTNERS FOR MENTAL HEALTH

The Chair (Mrs. Laura Albanese): We’ll now ask
Partners for Mental Health to come forward. Good after-
noon, and welcome to our committee. As you have heard,
you will have up to 20 minutes for your presentation. If
it’s any shorter, we’ll have time for comments and
questions. You may begin any time.

Mr. Jeff Moat: Thank you very much. Maybe we’ll
start with some introductions.

The Chair (Mrs. Laura Albanese): Yes, please.

Mr. Jeff Moat: My name is Jeff Moat. I’m the
president of Partners for Mental Health.

Mr. Michael Dixon: I’m Michael Dixon.

Ms. Janet Osborne: My name is Janet Osborne.

Mr. Jeff Moat: What we’d like to do this afternoon is
take you through an initiative that our organization has
pulled together in response to a pressing issue that’s
facing our young people today.

Before | get into the details of that initiative, | would
like to start by having Janet Osborne share her story.
Over to you, Janet.
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Ms. Janet Osborne: I’m one of the volunteers for our
local Partners for Mental Health. The reason | was
looking for a group to join is because it will be three
years in February when we lost our 18-year-old son to
suicide. My first reaction was, | can’t not do anything. |
have to stop any other young people from taking their
lives.

What I’'m really hoping to achieve by all this is, the
school system—even though he was 18, he was still in
the public school system. The teachers were seeing
different affects from him: not going to class, not
showing up for exams, not handing in homework. After
we met with the school afterwards, we were told that.
Most of all of this, we didn’t even know, because he was 18.

We understood from the principal that he was brought
in to some of the teachers and was given a pep talk to do
whatever he can. But other than that, because he missed
so much time, they basically wrote him off as a dropout
and never really addressed the situation.

The day before he took his life, he actually told one of
his close friends that he was planning to kill himself. In
her view, she figured that she did the right thing by just
trying to talk him out of it. She didn’t tell us; she didn’t
tell her parents—other than what she knew: “Well, I’ll sit
and talk to you and tell you that, no, you don’t need to do
that, and we’re here for you,” and whatnot. But he went
ahead and did it anyway.
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My biggest issue is, our children are being taught at
school about drug issues; they’re taught about sex educa-
tion; they’re taught about puberty and all those things,
but never have they ever spoken about mental health.
They’re not taught what to do when their friends are talk-
ing about suicide. They’re not taught to go to a parent;
they’re not taught to go to a guidance counsellor. They’re
watching their friends deteriorate into drugs and alcohol.
They’re seeing the changes.

I’m dealing with one of his friends right now who has
come forward just before Christmas and almost broke my
heart saying he can’t live with the guilt anymore that he
couldn’t have stopped him. Now his parents have to pay
for psychology treatment because | recommended that he
go see a psychologist before he does harm to himself,
because his attitudes were pretty much the same as my
son: He never spoke to anybody. I’'m just fortunate
enough that he came forward and said, “I can’t deal with
this anymore. Can you please talk to me?”

We need to have the funding and the resources in
Ontario spread across all these aspects. It’s not a fix in
one area; it has to be across the board. Students need to
know and it needs to be part of the curriculum, I would
even suggest, right from middle school on, because
they’re getting younger and younger all the time.

I strongly urge you to listen to what Jeff is proposing.
Hopefully it will trigger some hearts to help out so we
don’t lose any more young people, because there are too
many being lost already.

Mr. Jeff Moat: Thanks, Janet. Sadly, the story that
Janet tells is actually more common than we may all

think it is. Too often we feel that suicide, the death of a
young person taking their own life, is someone else’s
problem, but we know that for every death by suicide
there are hundreds of attempts, and that for every attempt
there are hundreds of ideations. When you actually do the
math, this touches hundreds of thousands of young
people. The reality is, it is in all of our kitchens; it’s in all
our backyards. This is an issue that touches all of us.

Before | get into some of the specifics of what we
want to put in front of you, | just wanted to take a brief
moment to tell you a little bit about the organization
called Partners to Mental Health.

We’re a national charitable organization. We’re
accredited by Imagine Canada. We were founded by the
Honourable Michael Kirby, who, by the way, sends his
regards to everyone in the room today. He created this
organization to improve mental health in Canada by
mobilizing Canadians to accelerate, in his words, a social
movement which collectively will serve to break through
the social prejudice that surrounds mental illness and
effect real and lasting change.

Through active and collaborative engagement of indi-
viduals, schools, businesses, community leaders, govern-
ments and other stakeholders, Partners for Mental Health
is beginning to open a dialogue, educating and informing
Canadians, changing attitudes and behaviours, in-
fluencing policy, raising some money and beginning to
redefine the current norms around mental health and
mental illness, because what we call normal today is
actually quite abnormal.

For a young person, regardless of where they live in
this country, to wait, on average, 12 months to access
mental health services, in my opinion, is actually quite
unacceptable. If that’s the norm, that’s abnormal.

Three out of four young people who need services in
the mental health system don’t get them. Imagine if we
denied three out of four kids cancer therapy or that
wasn’t available. What do you think would happen? It
would be completely unacceptable, yet because it’s a
mental illness we accept the norm. Only one out of four
kids that need access to these services get them.

Suicide is the number one cause of non-accidental
death for young Canadians. We lose an average of 760
kids a year. That’s the size of a typical high school in this
country. Almost all young people who die by suicide
have an underlying mental health problem. So we took it
upon ourselves as an organization to create a campaign
called Right By You to rally Canadians from coast to
coast to coast to lend their voice and to take action in
support of suicide prevention, and ultimately to ensure
that mental health-related services, treatments and sup-
ports are available to all young children when they need
it, because right now, if a young person needs it, they’re
going to wait, unless you have the financial resources to
do it. We have a classic two-tier system in this country:
We have the haves and we have the have-nots. | think for
most Canadians that would be unacceptable.

We’re calling on provincial and territorial govern-
ments to double the number of kids receiving access to
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mental health services and treatments. Right now,
500,000 young people get those treatments. Over three
years, we’d like to double that number. When we look at
programs in Australia, in working with some of our
subject matter experts here in Canada, we’ve come up
with a model that we think is certainly something that is
worthy of further investigation. It’s modelled off an EAP
system, an employee assistance program. In Australia,
what they do is they provide a certain number of
sessions, and these sessions are provided by not just
psychiatrists, but psychologists and social workers and
other accredited psychotherapists.

That’s what we’re proposing. We’re looking at provid-
ing kids access to eight sessions provided by one of these
professionals, and if we look at an average hourly rate of
about $125, that’s $1,000 per child. Are we not willing to
invest $1,000 per child? Across all provinces and terri-
tories, if we want to double the number of kids getting
those treatments, that works out to be $500 million over a
three-year period for all the provinces and territories. It’s
not the be-all and end-all, but it’s a start. It gets kids into
the system, and after eight sessions, if they need triage
deeper into the system, then that’s what will happen. But
let’s get Kkids access to the treatments they need sooner
rather than later, because you know as well as | do, if a
young person—or any person for that matter— is denied
treatment, and they wait, what do you think happens over
12 months? Their condition deteriorates, and sadly
results in tragic consequences, like suicide.

I’ll pause there, and thank you for your time.

The Chair (Mrs. Laura Albanese): Thank you. It’s a
touching presentation, to say the least. | believe it’s the
government’s turn to start this round. Ms. Hunter?

Ms. Mitzie Hunter: Thank you so much. There’s a lot
here to unpack, and | know we don’t have a lot of time. |
was wondering, in terms of the numbers that you’re
capturing, does that include aboriginal youth as well?

Mr. Jeff Moat: That’s a great question. Certainly,
when we talk about service provision, we talk primarily
in urban environments. But what’s really important is the
fact that when we talk about problems in urban commun-
ities, | can guarantee you that the problem is exacerbated
in rural communities and deplorable in First Nations and
Inuit communities. What we’ve put forth in our more
detailed propositions is the fact that we recognize the
cultural differences in these communities and that the
treatment, whether the delivery channel or the type of
treatment, needs to respect the cultural differences.

The Chair (Mrs. Laura Albanese): Ms. Wong.

Ms. Soo Wong: Thank you very much for your pres-
entation, and Ms. Osborne, I’m very sorry to hear about
your loss. | just want to acknowledge that piece.

During the past year, all three ministries—health,
education, children and youth services—made significant
announcements in Ontario. Are you aware of these an-
nouncements?

Mr. Jeff Moat: Yes.

Ms. Soo Wong: And have you had any conversation
with any of the ministries, particularly in the pieces that

deal with nurses in our schools targeting for mental
health, and the recent announcement from Minister
Duguid for training, colleges and universities to support
post-secondary students? So | just want to hear a little bit
about your conversations with the different ministries
about your program.

Mr. Jeff Moat: The conversations we’ve had, and
thankfully, by having a chairman like Mr. Kirby promot-
ing this particular policy—he has been successful at
socializing this particular policy with every deputy
minister, in most cases almost all ministers of health right
across the country. I’'m happy to say that the receptivity
to this has been quite favourable.
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Certainly, there have been some changes, as you have
just recently spoken about. The reality is that mental
health services in Ontario and across the country have
been historically underfunded, which has led to the
patchwork of services that we have now. No real mental
health care system truly exists. We just feel that it needs
to be given a larger share of the health care budget.

In looking at CAMH’s figures, they show that mental
illness—I’m looking at my numbers here—constitutes
more than 15% of the burden of disease in Canada, yet
these illnesses receive, still, less than 6% of health care
budget dollars, and 60% of family physicians rank access
to psychiatrists in Ontario as fair to poor. That is still
unfortunately the situation we contend with. Certainly,
some positive strides have been made forward, but I
guess we’re saying that more needs to be done.

The Chair (Mrs. Laura Albanese): Mr. MacLaren?

Mr. Jack MacLaren: Thank you. Jeff, I’d like to
thank you for coming. You speak well and you identify a
problem we’re all aware of and you just highlight it in a
very intense way.

Janet, your words are very powerful. Sorry for the loss
of your son.

Michael, you and | know each other. You’ve come to
my office and talked about Partners for Mental Health
and your Right By You program. | think we were in the
Hazeldean Mall one day when you had a booth set up to
promote it, so I’m very aware of what you’re doing. Who
you are and what you’re doing, I’m aware of because of
you, Michael, so thanks for that.

We all read about these terrible tragedies that happen.
I have three kids who went through high school, in West
Carleton high school, which is rural, and that was about
10 to 15 years ago, depending on which one of my
daughters you speak of. In a couple of years, it was three
kids who took their lives. It was a shocking time in the
school. It was just devastating for families and the
community, and nobody could quite understand it. It’s
powerful. So thank you for coming here.

We know we need to do better, and we hear you, and |
guess we’re the right people to talk to because this
committee is dealing with the developmentally disabled
and mental health. So thanks very much, Michael, and |
look forward to talking more with you. You’re a great
advocate in our community here, so thank you for all you
do.
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Mr. Michael Dixon: Thank you. One thing: As a
funeral director for over 20 years, I’ve seen this first-
hand. I’ve seen the numbers go up and up and up and the
ages go lower and lower and lower.

One thing that I’ve always remembered and has really
got to me is that we talk all the time. We tell our kids
that, “When there’s a problem, please come and see us as
mom and dad.” We had a young man who passed away.
His family came to our funeral home, and it was in
between Christmas and New Year’s. He was a popular
kid. He played hockey; he was in the music club; he was
in theatre; he played baseball—lots of friends. We tell
our Kkids to do the right thing. He did the right thing one
day, and he went to his mom and dad and he said, “You
know what? I’m just struggling. I’m doing well in school
but I’m not happy.”

So mom and dad do the right thing by going to their
family doctor. They had a meeting with the family doctor
and that family doctor did the right thing too and he went
and got him an appointment with a professional. But the
problem was, that appointment was seven months down
the road, with no help in between then and seven months
down the road.

Unfortunately, this young man, who probably could
have brought a lot to our country, didn’t see any way out.
I’ve always remembered that, and | think it speaks to
what we’re talking about too.

The Chair (Mrs. Laura Albanese): Ms. Elliott?

Mrs. Christine Elliott: | know we only have time for
a short comment, but I’d just like to thank all of you for
being here. Janet, despite your terrible loss, thank you for
having the courage to come forward and be so involved
with such a worthy organization. | think you know I am
very familiar—I have met with your founder about it.
You know that I’'m a big fan. | think it’s really important
because we’ve talked about a lack of services for people
with developmental disabilities—that’s what we’ve been
primarily talking about here, but we know that about
40% of people are also dually diagnosed. We know
there’s a high incidence of mental health troubles with
people with developmental disabilities as well.

We need to build capacity. One way of doing it is
through the way that you have promoted, with a number
of services being available at no cost to families. | think
that’s something that we should take a look at imple-
menting into Ontario’s plan because, as much as we’ve
implemented policies and procedures for early diagnosis,
we also need to be able to follow that through with
treatment.

Thank you very much for being here, and we’ll look
forward to doing whatever we can to promote your
program.

Mr. Jeff Moat: Thank you very much.

The Chair (Mrs. Laura Albanese): Ms. DiNovo.

Ms. Cheri DiNovo: Again, just to echo everyone,
thank you for your presentation and thank you for your
incredible courage in coming forward. Our hearts and our
prayers are with you always.

I’'m a United Church minister by trade, as well as
being a politician, and I’ve worked with a number of

families over the years who’ve lost children. I also have
seen it first-hand, working with one of my own children
trying to get through the system, but with happier results
than to end up committing suicide—still alive today and
grew up. But it was a struggle, so I’'m absolutely in
support of what you’re doing.

There’s another organization of parents in Toronto. |
don’t know if you’ve made links with them or they with
you. It’s called Tragically OHIP. It’s a group of parents
who got together, came to Queen’s Park and did a
presentation. | supported them. All of them have had
situations with their children, some successful and some
not, all with mental health issues. Most of them are
parents with some means, so they mortgaged their homes
to get the help they needed and sent them out of
province, almost invariably to the United States, for help.
They were advocating for OHIP coverage for more
psychiatrists and more psychologists for children so they
didn’t have that seven-month wait period that you speak
about. I’m just putting that out there as an organization
you should make a connection with. They even have
mugs and everything. They’ve got their own huge thing
happening in the GTHA.

But anything else we can do to help—and certainly
through this committee we will be advocating as well.

The Chair (Mrs. Laura Albanese): And | too want
to thank you for bringing this to our attention. Every
child and youth deserves support, especially for suicide
prevention. To you, Ms. Osborne, | just want to say no
mother should have to go through what you went
through, and thank you for your courage.

TIPES
CASPA

The Chair (Mrs. Laura Albanese): Now we’ll hear
from TIPES and CASPA.

Ms. Mitzie Hunter: Madam Chair, while the next
presenter is coming, | wanted to just let the committee
know that the presenters—not these recent ones from
Partners for Mental Health, but the ones before—were
from the Tamir foundation. I know that some people
were asking. It’s the Tamir foundation here in Ottawa.

The Chair (Mrs. Laura Albanese): So is that all
clear? Okay.

Good afternoon.

Ms. Deborah Wyatt: Good afternoon.

The Chair (Mrs. Laura Albanese): We’'re ready for
your presentation. Thank you for being here.

Ms. Deborah Wyatt: Thank you for having us.

The Chair (Mrs. Laura Albanese): As you know,
you’ll have 20 minutes, and if it’s shorter than that, then
we’ll have questions and comments. You may begin.

Ms. Deborah Wyatt: Can you hear me?

The Chair (Mrs. Laura Albanese): Yes.

Ms. Deborah Wyatt: I’'m Deborah Wyatt. I'm
clinical director and co-founder of TIPES, Thinking in
Pictures Educational Services, and this is my twin sister,
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Jennifer Wyatt, who is the executive director and co-
founder of TIPES.

We also created a not-for-profit called CASPA, which
we’re going to talk about a little bit later. But first, since
most people know us from TIPES, I’'m just going to give
you a bit of a background about our charitable organiza-
tion.

TIPES is a charitable organization that caters to chil-
dren, youth and adults with autism and related or addi-
tional exceptionalities. Pretty much our charity was
created to support the families in any way we can. We
offer multiple programs, respite, IBI therapy, consulting
to parents and professionals and social integration. In
collaboration with psychologists, we’re also able to offer
things like ADD-ADH coaching and psychological
assessments.

The mission: Really, we have three goals of why we
created TIPES. The number one thing was that we felt
that it shouldn’t really matter what the diagnosis is. As
long as we’re able to support these families and these
children, we will. Often we do find that some children
may be given a diagnosis of autism and another excep-
tionality, and for that reason they may not be eligible for
any support from government funding. A second goal
was to have the proper number of professionals in the
field, because it is still quite a new field. The third goal
was to have charitable status, so we could fundraise
monies to offset the costs of IBI therapy—which, I’'m
sure you’re aware, there’s a long waiting list, so parents
are feeling that they need to get into intervention as early
as possible so they can better help their child reach their
full individual potential.

1640

With that said, | wanted to talk a little bit about our
history over the last 11 years. | am grateful, and so is Jen,
to be able to have met those three goals, and we do intend
on being able to meet that moving forward.

I would like to paint a picture for you, to better
understand what it is like to live with a child on the
spectrum or with other diagnoses, to understand what the
hardships are that these parents are going through right
now. There are two routes, which I’'m sure you’re all
familiar with; if you guys are aware, | can skip that part,
but—

Ms. Jennifer Wyatt: The DFO and the DSO.

Ms. Deborah Wyatt: The DFO versus the DSO.
Would you like me to go through that? Yes? Okay.

So there’s the DSO option: When a parent first starts
to see that there might be some issues, they describe to us
that they will go to their GP, and they will say, “They are
not reaching their milestones.” Often, doctors will say,
“Well, let’s wait a little bit longer to see if we can have
some progress,” and you’ll come back in a couple of
months. The parents will then come back, and they will
end up referred to a psychologist. To get the DSO option
and have the government provide that assessment, it’s
about a year to get that assessment completed, and then
they’re able to sit on a waiting list to eventually receive
treatment, which seems to be about two or three years to
be able to get, here in Ottawa.

Once they reach the government-funded agency, they
are offered a DSO position first, and then parents can go
to their programming and get the IBI. Once they’re
finished with the IBI, they will transition into a school
program, and that’s when parents continue to feel that
they’re having a bit of a battle, because it seems that
there aren’t enough resources within the school system to
support their children. Once that’s completed, they find
that, with university and for adult life, there is a lack of
services and supports to be able to get them into
vocational skills programming and whatnot.

Should the child decide to do a DFO option, the
parents are having to pay approximately $1,500 to $2,500
for a psychological assessment, but the advantage to that
is that they then get on the waiting list a little bit sooner.
They can start intervention right away and hire a private
provider such as TIPES, and then parents are paying out
of pocket to enable their children to reach their full
individual potential as soon as possible.

By the time they get the call, two to three years later,
they often get the option to go to the DSO or the DFO. If
parents want to wait for DFO, it seems that they have to
wait between six to 18 months to be able to get a direct-
funded option. A lot of parents, we find, feel that they
just want to stay with the private provider they’re at,
because their child has already made great gains. With
transition, they just feel that they want to continue where
they’ve started, so parents are then forced to wait a little
bit longer to get that funding.

Something that we’re finding is that they’ve done so
well in the three years that they’ve been with us while
waiting that sometimes they don’t get funding at all,
because their child has progressed so much. Meanwhile,
we’ve got parents who have almost lost houses trying to
afford what’s best for them. Although we do do fund-
raising, with the number of children we have coming in
every year, we’re not able to offer it for free. The most
we can do is offset the cost.

It goes on from there with the government not having
enough resources in schools—and then looking for adult
life. Many parents say to us now that they don’t know
what’s going to happen when they’re no longer here.
Who’s going to take care of their child?

That kind of paints the picture of what these parents
are going through.

Now I’m going to pass it over to Jen, who’s going to
actually speak about CASPA. CASPA was created,
really, to be more of an advocate program, and to help
with collaboration. One of the problems that we were
finding is that there aren’t enough resources, but | think
that we need to start working together as professionals in
the field, so CASPA was created to focus more on
regulating—and to have everybody come together.

She’s going to talk more about that within CASPA.
That’s the document that she has provided to you. She’s
going to give further details on things that we feel the
government could be doing to better the support for these
families.

With that, I guess I’ll hand it over to you.
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Ms. Jennifer Wyatt: Is it possible to get a time
check? Because | want to leave time for questions.

The Chair (Mrs. Laura Albanese): We’re at almost
seven minutes, 6:50.

Ms. Jennifer Wyatt: All right. So I’m going to skip
down to what we already know. IBI is the only docu-
mented and highly supported treatment option for
individuals with autism to potentially catch up to their
peers in their learning trajectories. This is very possible.
The most recent studies suggest that the highest likeli-
hood of success in IBI, defined as a change in the rate of
development, is achieved by using a high-intensity and
relatively long duration approach.

Do you have it?

Ms. Deborah Wyatt: Yes, it’s page 1 if anybody is
looking.

Ms. Jennifer Wyatt: The majority of large population
studies recommend two or more years of intense therapy
lasting about 30 to 40 hours per week. IBI is most effect-
ive when children are younger. Research has shown that
the most critical period to provide services is under the
age of three and that to achieve significant results above
that age requires an increasingly high cost per case.

Problems: Currently, there are long wait-lists that can
last anywhere from 18 months to three years to receive
services. The high cost of IBI on families makes therapy
hard or impossible to access. There is inconsistency
between families in terms of funding across the province.
The longer wait times mean that the likelihood of the
effectiveness of IBI at a lower intensity is reduced.

Currently, there is no governing college or body, so
individuals are practising IBI without proper credentials
or experience. So now we have people practising who
don’t really know what they’re doing.

Due to financial and geographical constraints, not all
families have the ability to shop around and choose the
therapy that the parent determines is the best for the
child.

The current system penalizes families for providing
their kids with privately funded early intervention. The
current system penalizes parents for opting for DFO, as
there is a provincial cap of $39 per hour and rules that
often require they pay for additional services.

Schools are reluctant to allow IBI service providers
into the school to ensure transition, which reduces the
chance of the child successfully integrating, and IBI is
not currently covered by all private insurance providers
in Canada.

So the results: Low-income families are discriminated
against because they cannot afford the IBI while they sit
on the wait-list. Families with higher incomes are also
discriminated against, because they are penalized during
the assessment for IBI they can afford. Parents complain
that children are being discharged without transparent,
non-discriminatory, ethically sound processes being
followed and with little recourse aside from complaint
mechanisms that lead to the same individuals. Parents
complain that some children are being discharged unfair-
ly in efforts to make the wait-list move. Not all children

are being treated in a similar fashion or according to
principles of fairness and best practice.

The effectiveness of the government’s IBI program is
being reduced because best practices, applying intensity
and duration, are not being followed, resulting in more
money spent. Long-term savings to the government and
taxpayers are not being realized at the levels they should
be. Again, IBI is not implemented as intensely as it
should be for long enough—i.e., children finally get
funding, then, with not enough funding, they don’t
continue the therapy, and then they regress, and then we
end up having to pay for them later on as well.

Okay, so if we skip on through, we’ve come up with
some things that we thought might help with these prob-
lems. What needs to be done? I’m on page 3.

Ms. Deborah Wyatt: We like to focus on the posi-
tive, the answers and solutions, if we can.

Ms. Jennifer Wyatt: Yes.

Create a governing association, a standard supervised
by a governing board, which provides licences for all
centres. Now, this is something that we have already
done, and I’m actually working with Autism Ontario and
Toronto to try and collaborate on this approach and get
this completed. The association will also be responsible
to cap and revise the hourly rate price each service
provider can charge. This should prevent, hopefully, in-
flationary issues with future funding.

The provincial government can directly pay an ap-
proved service provider chosen by the families, as an
efficient and effective mechanism for guaranteeing that
funds are used appropriately. Government can continue
to audit the centres if required. | assume that will
probably be something you still have to do.

The association will be responsible to audit the centres
to ensure they continue to meet the professional stan-
dards, and the association, which we’re already doing,
will also work with insurance companies to try and push
for IBI to be covered by group benefits. We did have a
very positive conversation with one of the insurance
companies, actually. We asked for $10,000 a year, and
they said that if we don’t ask for $25,000, they’re not
going to talk to us. I’m hoping that’s a positive thing.
1650

Most importantly, the money is going to the families.

If you go down to the government savings, | calculat-
ed the numbers. These numbers are from the government.
Using your current budget, you actually can reach almost
every child on that wait-list immediately, rather than
having them sit and wait.

I’m going to skip over to the overall results on page 5.
The results of doing this would be:

—a minimal to no wait-list;

—accessible to everyone regardless of socio-economic
status;

—earlier intervention most likely results in more
effective therapy;

—an effective professional program is more readily
available due to CASPA,;

—everyone receives the same amount of money and
time so no one is discriminated against;
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—depending on how parents spend the money, home-
based therapy or in-centre-based, the money can go quite
far;

—families get a real choice of their programming,
provided that their choice is licensed:;

—CASPA ensures professional standards or profes-
sionals and centres;

—all children are discharged through a transparent,
ethical standard;

—no pressure for anyone to make the wait-list move;

—everyone is treated the same;

—more children are likely to reach their individual
potential and earn the option of attending a regular class-
room setting without requiring assistance, thus saving
taxpayers money; and

—families receive choice and can make the decision
of which program is best for their situation.

Below that, we’ve got some examples of other prov-
inces within the country that are already using this
method. One thing | will highlight in the numbers: When
I calculated it, using the 3,100 children who are diag-
nosed on the list, if you divided that up it would result in
about $53,000 per child per year, right from the get-go. |
know that some of you are probably going, “That’s not
enough for a full IBI program. Some of them can cost
upwards of $70,000.” But I think if you can reach the
kids early enough, you’re also giving parents the option
to go to work and possibly kick in the difference,
whereas right now, most of our moms have to stay home
to take the kid to therapy or wait while they’re sitting on
a wait-list because there’s no one to look after them.

Those were my main points.

Is this going on or off or is it just me?

Ms. Deborah Wyatt: | think you get too close to it.

Ms. Jennifer Wyatt: Oh, okay.

Ms. Deborah Wyatt: Jen and | would both like to just
say we’re very grateful to all of you for allowing us to
come and speak to you today. We think it’s wonderful
that this committee has been developed because we do
think that all of us working together is really going to
make a difference for these families, and we both feel if
there’s anything more we can do for you, we’re more
than happy to help make this the best it can be for these
families.

The Chair (Mrs. Laura Albanese): Okay. We’ll start
with comments. Mr. MacLaren.

Mr. Jack MacLaren: Thank you. It’s great to see you
here, Jennifer and Deb. We’ve gotten to know each other
fairly well. You’ve come to my office to talk about
autism, to talk about TIPES and to talk about CASPA.
Beyond that, we’ve had chats with Dr. Sherman, we’ve
been to Queen’s Park, and you’ve met with Christine.

You’ve put some time into trying to do a better job
treating kids with autism and helping the families of
Ontario. There are a few roadblocks along the way called
“government,” “DSO” and things like that, so I’m going
to ask you some tough questions here.

We know you do a great job, because the parents tell
us. They tell us that the kids whom you treat are doing

better; they’re improving. They run into the money
problem because you can’t do it for free. You do train
people, so you obviously have well-trained educators or
you wouldn’t get the good results that you do. I think |
heard you tell me one time, and maybe you could com-
ment on this, that once you get these people trained,
you’re not, unfortunately, able to pay the higher wages
of, say, CHEO, which offers the direct service option.
You lose them to CHEO sometimes. Basically you do the
hard work of training the people and they basically steal
them from you with higher wages. That’s one question.

The Chair (Mrs. Laura Albanese): Is that a question
or a statement?

Ms. Deborah Wyatt: Is that a problem? You want to
know if that’s a problem? Yes.

Mr. Jack MacLaren: Go ahead.

Ms. Deborah Wyatt: We’ve been fortunate. A lot of
our staff does stay with us, but we definitely do compete
with government agencies who have higher salaries,
usually because they have—what’s the word I’m looking
for?—unions in place.

Mr. Jack MacLaren: Yes.

Ms. Deborah Wyatt: So that is a problem for us, yes.

Mr. Jack MacLaren: At one time, you were telling
me how many kids you treat and what your budget is and
you were comparing it to CHEO, so I’m going to ask you
to give us those numbers, if you would.

Ms. Jennifer Wyatt: We’ve serviced over 150 fam-
ilies in the last eight years. To give you an exact—I don’t
really know. Our operating budget has never been more
than $1.5 million and we’ve serviced all those children.
Now, granted, they are not necessarily doing 30 to 40
hours a week, because it’s whatever the parents can
afford.

The government program: 1’'m not really sure on the
exact numbers of that; you’d have to check. | think they
are closer to $7 million or $8 million, possibly. I don’t
know. One of you would probably know this better than
me. I’m sorry; | don’t know.

Ms. Deborah Wyatt: | think the audit actually has a
stat in there on how much more it is to fund the DSO
provider, so | think maybe that’s the best resource.

Ms. Jennifer Wyatt: | had seen a document that said
$14 million, but I can’t tell you specifically what was in
that.

Mr. Jack MacLaren: Basically, | recall you telling
me you treat more kids better for less. You don’t have to
answer that.

Ms. Jennifer Wyatt: | was going to say, | don’t think
we can say that.

Ms. Deborah Wyatt: No, | don’t think we would ever
say that, plus we offer a different—I mean, we don’t
really want to be comparing to them, because we’ve
never worked for them; we haven’t worked with any of
their children. They also offer, | believe, a different form
of therapy than what we do, so | don’t know if it’s really
that comparable. But | do know, when you look at the
audit, that it is more expensive to fund—it seems that
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way—a government-funded agency versus giving the
money directly to the parent.

Ms. Jennifer Wyatt: Yes, that’s true.

Mr. Jack MacLaren: Okay. Anyway, thank you for
all the good work you do. Thank you for coming forth
and working on trying to make things better.

The Chair (Mrs. Laura Albanese): Ms. DiNovo?

Ms. Cheri DiNovo: Thank you. Your enthusiasm is
catching, so thank you for that. A good note to end on for
today.

I was trying to follow along to see where the savings
actually were, but it’s the direct funding model, number
one, and, number two, it’s salaries. Is that where you
would say, if you looked at the two issues that are differ-
ent between you and the government?

Ms. Jennifer Wyatt: Yes, and | think some of the
savings goes beyond just the provincial level too. | was
watching on the news last night that Canada spends about
$51 billion a year on individuals who are on stress leave
because of anxiety and what have you. | think this relates
to that in that most of my parents are home on stress
leave.

Ms. Cheri DiNovo: Oh, yes. I’m not even talking
about other costs, but just the direct costs of the IBI treat-
ment that you provide.

Do you know, per hour, what you are paying thera-
pists versus what the DSO therapists, for example, are
being paid?

Ms. Deborah Wyatt: | don’t know that. I’m not sure.

Ms. Jennifer Wyatt: | know that their—well, actual-
ly, I don’t even know what their current salaries are. |
know that it’s obviously more than what we’re paying,
because people are motivated to go there. They have a
union, right? We can’t compete with a union.

Interjection.

Ms. Jennifer Wyatt: Yes, | know it’s less. It depends
on their qualifications, how long they’ve been with us.
Obviously, we do have a chart identifying that. It’s
usually—I don’t know if | should say—

Ms. Deborah Wyatt: It depends on education, their
background. We do what we can to support our employ-
ees, obviously, because they really are—

Ms. Jennifer Wyatt: Fabulous. They do the work
every day.

I can tell you that the most for an instructor-therapist
is—I don’t even think it’s anywhere near $50,000. |
know that they are going there to start above that. | have
no idea what they get.

Miss Monique Taylor: One of your recommendations
is about regulations, training, and making sure that there
is government structure. | think that’s a really important
piece that | don’t believe we’ve really heard about around
this table, of regulating that sector: very important.
Benchmarks: How are you determining your benchmarks
for success?

Ms. Jennifer Wyatt: Wait. Are you referring to the
benchmarks that the DSO has in place or are you talking
about—

Miss Monique Taylor: I’m talking about IBI training.
How are you determining when they are reaching the

levels that they should be reaching, and discharge? When
do you know enough is enough?

Ms. Deborah Wyatt: Every child who comes through
our door has a program that is catered to their individual
needs. We do have assessments which | know are
commonly used among the government-funded agencies
as well.

One of the resources we use is called an ABLLS.
There’s also some other curriculum we’ll put in as well
called the Carolina Curriculum. There’s a psychologist
who is involved as well. We also use the testing to make
sure that they’re progressing correctly. And then, when
the ABLLS is pretty much coloured in, that’s a good sign
that they’re ready to transition into school.

The problem we’re faced with right now, though, is
that a lot of these resources are meant for people who are
up to the age of six. They’re assuming these things are
going to be done, so that when they get into grade 1,
they’ll be more successful with the transition. But we’re
finding we get a lot of kids when they’re older.

I do think that these programs can be effective. The
children that we have received at the age of two are the
ones who are into the school system right now. We might
support them with a couple of hours of more like tutoring
right now, to help them with some of the academic skills,
but they might be down to paying for five, six hours a
week because they did intervention at 25 to 40 hours a
week, starting at the age of two.

Regardless, if they come in at six, we’re going to be
looking to have all of these goals met before we’re going
to transition them out, because | feel that if we transition
them out too early, we’re not doing justice to them or the
family, really.

The Chair (Mrs. Laura Albanese): Thank you. Ms.
Hunter or Ms. Wong?

Ms. Mitzie Hunter: Yes, Ms. Wong is going to do it.

Ms. Soo Wong: Thank you very much for your
presentation and for your passion about this topic. That’s
really refreshing, as one of our last witnesses.

I’m particularly interested—on page 3, you talked
about an outcome-based approach. Am | hearing that if
we consider, as a government, adopting what you sug-
gest, it will reduce the wait time?

Ms. Deborah Wyatt: If these figures are correct—

Ms. Jennifer Wyatt: Yes.

Ms. Deborah Wyatt: —which is what we got from
the government.

Ms. Soo Wong: Okay. My next question here is,
what’s your organization’s relationship with the local
school board? Very clearly, if you start the early inter-
vention, it feeds back to JK/SK. Can you share with us
your relationship with the local school board and any
activities you’re currently working on?

Ms. Jennifer Wyatt: | can probably tell you that as
far as the school board goes, it’s kind of hard to say. We
find it’s more that it depends on the school and the
principal. There are lots of schools where the principal
invites us in, and there are no issues. Then there are other
schools where it’s almost impossible. We’ll request in
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September to go in, and it’s May before we’re sitting
around a table.

Ms. Soo Wong: Thank you.

Ms. Deborah Wyatt: But | do want to say that we are
very much looking to work with the government
agencies.

Ms. Jennifer Wyatt: Yes, absolutely.

Ms. Deborah Wyatt: | don’t think you can say one is
better than the other. It’s just a matter of us all working
together.

Ms. Mitzie Hunter: | just wanted to clarify: Do you
use IBI treatment?

Ms. Jennifer Wyatt: Yes, we do.

Ms. Mitzie Hunter: Okay. What treatment does the
DSO use? You said it was—

Ms. Deborah Wyatt: It is IBI. It’s just the model that
we use. There are a few out there. | don’t know if you’ve

heard of the Denver-Colorado model; there’s the verbal-
behaviour model. We personally use direct instruction.
It’s a model that has been around—I believe it has been
the longest—since 40 years ago. One of the psychologists
that we happen to work with often, he just believes that
you don’t recreate it. If it’s effective, then we’re going to
use it. We seem to see really great results with it. In fact,
I have yet to see a child not make progress. That’s just
why we’ve chosen to go with that model.

Ms. Mitzie Hunter: Thank you.

The Chair (Mrs. Laura Albanese): Thank you very
much for your presentation, which concludes also our
day here in Ottawa.

For the committee members, | just want to say that we
are recessed until Monday, January 20, at 9 a.m. in To-
ronto. We’re adjourned.

The committee adjourned at 1703.
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