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COMITÉ SPÉCIAL SUR LES 
SERVICES AUX PERSONNES AYANT 
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 Wednesday 18 December 2013 Mercredi 18 décembre 2013 

The committee met at 0905 in committee room 1. 

DEVELOPMENTAL SERVICES STRATEGY 
The Chair (Mrs. Laura Albanese): Good morning, 

everyone, and welcome to the Select Committee on 
Developmental Services. We’re meeting again on what 
we hope will be a sunny winter day in Ontario. Welcome. 

MR. JIM IRVING 
MS. SUE IRVING 

The Chair (Mrs. Laura Albanese): Our first depu-
tants are here, and I would like to welcome you to our 
committee. Please start your presentation by stating your 
name clearly for the purposes of Hansard. You will have 
up to 30 minutes for the presentation. Any time that is 
not used will be used by the three parties for questions 
and will be divided equally. You may begin any time. 

Mr. Jim Irving: Thank you. My name is Jim Irving, 
and my wife, Sue Irving, is here with me today. Thank 
you for this opportunity. If you don’t mind, I’ll put my 
glasses on, because I can’t— 

Ms. Sue Irving: He was too vain. He tried to go with 
this font, but we can’t read it. 

Mr. Jim Irving: I tried to put it in a really big font, 
but obviously not big enough. 

We applaud the endeavour and mandate of the Select 
Committee on Developmental Services and sit before you 
today to not only support your mandate but to offer four 
concrete recommendations to apply to your mandate that 
would be applicable to other families that fall into this 
adult complex not-necessarily-suited-to-group-home cat-
egory. 

We believe better solutions will so resolve these hope-
lessly isolated lives, not only for our daughter, Kristy, but 
can apply to all other developmentally challenged Ontar-
ians and their affected families. 

Your select committee’s mandate puts focus on six 
issues, all of which we have experience with over our 
daughter’s 32 years. For these reasons, we feel particular-
ly qualified to address you today. 

We’ve lived through all that is good and all that is bad 
that has unfortunately become the current situation for 
families dealing within developmental services as deliv-
ered by the government of Ontario today. 

Today, we wish to focus on the final three issues you 
have identified in your committee mandate, these being 
the need for a range of available and affordable housing 
options for youth and adults; the respite and support 
needs of families; and how the government should most 
appropriately support these needs and provide these 
opportunities. 

Please allow us to share our experiences from our life 
with Kristy and the extraordinary demands that are 
placed upon her, her family and the community that 
wishes the best for her as context for considerations that 
may be adaptable for many others here in Ontario. 

In describing our life and challenges with Kristy, the 
Ontario population we are describing has unfortunately 
been dealt the hand of intellectual disability, dually or 
multiply diagnosed, with associated mental illness and 
need for highly specialized care due to additional com-
munication and behavioural characteristics. We speak 
today on all of their behalf while focusing our real-life 
examples on our daughter. 

We’re the parents of a 32-year-old multiply diagnosed 
daughter, Kristy, who was born with Cornelia de Lange 
syndrome, CdLS; pervasive deficit disorder, PDD; and 
total deafness. To many people, she just looks pretty 
normal, kind of short, cute, with tiny hands and feet, yet 
clearly someone who relies on constant prompting to be 
able to fully engage with others. She will ask for your 
birthday as opposed to your name, and check for rings, 
nail polish etc. But in reality, Kristy, we are told, is one 
of the most complex cases of multiple disability that any 
of our support community has dealt with. 

While CdLS is genetic and shares many traits with 
autism disorder, it is not inherited. She has a 36-year-old 
brother who has three healthy, normal children who we 
rarely see, even though they live in Toronto, because of 
the issues and exhausting time restraints that we will 
elaborate on for you today. 

We have lived all of Kristy’s life fighting for her 
rights, begging for appropriate supports and living a very 
limited lifestyle as we devote ourselves almost entirely to 
Kristy’s unmet needs. Tragically, our son has often 
accused his mother of only caring about Kristy. We share 
this private perception as an example of how over-
whelmed parents carrying overwhelming responsibilities 
and risks are seen by extended family members over 
time. We find ourselves alone. 
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Our goals for Kristy are unwavering: to help her to 
become the best that she can be in her community, with 
limited stigma; and to live, to the best of her ability, a life 
that all Ontarians expect and demand. 

The first category I’ll speak to is increasing considera-
tion for coordinated delivery for aging adults. New 
research on aging CdLS adults is focused on the very 
challenging behaviours that come with the syndrome: 
increase in aggression towards others, impulsive out-
bursts, self-injurious behaviour and repetitive obsessive 
behaviours, all driven by their huge increase in anxiety 
and low moods, which develop through time and life 
experiences. It is very typical that these examples of 
deterioration come with aging in many, if not all, dual-
diagnosis people. 
0910 

Behavioral characteristics were visible when Kristy 
was younger, when she required strong educational 
intervention techniques to learn and to manage herself. 
She was fortunate, though, to receive one-to-one educa-
tional support throughout her school-age years. When she 
graduated from the E.C. Drury school in Milton in 2001, 
Kristy was reasonably functioning. She had basic math 
skills. She could spell and write. She could read and 
follow directions, and had a huge social appetite to do her 
favourite things with her favourite people. 

As a family, we had prepared for her school transition 
several years prior to support Kristy to move to a group 
home in Milton where she would be surrounded by her 
deaf community. All should have been good for the 
future. 

What happened to her as an adult? After seven years 
in group home care, Kristy severely diminished for many 
reasons. Traumatic life events are very long lasting for 
this class of person. Group life created a cycle of unending 
anxiety for someone as vulnerable as her. Constant staff 
turnovers and departures, other clients in crisis, and 
union chaos and issues meant Kristy and family had little 
or no control over important aspects of her life. As a 
result, Kristy started constantly aggressing when ap-
proached. She became habitually self-injurious and with-
drew from all of her social routines. She was hospitalized 
frequently for safety reasons. As an example, in 2009, the 
last fiscal year of her care in the group home, she 
consumed over $227,000 in combined MCSS and 
Ministry of Health funding, which was not inclusive of 
the previous four months, when Kristy was an in-patient 
at CAMH to detox her from all psychiatric meds. 

After her isolation in a CAMH locked 10-by-8 cell, 
upon her return to the group home, support workers 
became afraid of Kristy, so she was left in her room for 
up to 22 hours per day. 

In March 2010, when Kristy was egregiously dis-
charged on only six days’ notice with no transition plan, 
she was no one we knew. She was traumatized. She had 
lost all access to all of her friends. She no longer had 
basic daily life skills. She was not eating—worse yet, 
ruminating up to 10 times per day—not toileting or com-
municating; she lacked any manner of self-control, as a 

caged animal would be. We’ve often referred to the fact 
that we’re aware that Kristy was willing herself to die at 
that point. 

One solution does not fit all. Our learning is that one 
solution does not fit all when planned for school-to-adult 
transition and beyond, as is one of your mandate issues. 

Starting in March 2010, we undertook to create a new 
life for Kristy—person-centered, self-directed, com-
munity-based living—but this path is exhausting and has 
changed us under its impact. We love Kristy and will do 
anything and everything for her, but it has cost us dearly: 
our family, our friends, work opportunities and our future 
financial well-being. Why does it have to be that way? 

Our learnings are that a self-directed solution must be 
flexible in order to safeguard the parents or guardians 
who are qualified for the pressure of self-directed, indi-
vidualized community residential support when group 
home placement is clearly an unrealistic or impossible 
choice. 

Why will a group home setting fail in a certain 
percentage of adults? Group homes are fine for less 
vulnerable persons but will surely fail certain types of 
individuals: those with Kristy’s behavioural and emotional 
complexities. Her gender vulnerability and language are 
just additional showstoppers. Highly anxious people like 
Kristy need special support staff who are very specially 
selected and trained and constantly inspired to manage 
panic disorder to get the most out of the person that’s 
inside. There is an urgent need for wage levels to be 
reflective of the quality of care compatible with the 
vision allowing the best life for our most vulnerable 
sector. 

Kristy’s care must be gender-specific to mitigate her 
sexual abuse vulnerability. We cannot employ a male 
one-to-one worker unless we are prepared to incur two-
to-one expenses so that a female person can be present at 
the same time. And we need both strength-specific skills 
and American Sign Language skills to mitigate aggres-
sive outbursts, addressing it cognitively respecting her 
deafness. 

Ms. Sue Irving: I’m going to pick up on the next 
three points that we want to talk to, which concern the 
gap that exists for 99% of families who have taken on the 
initiative of self-directed living and only have partial 
funding. 

Jim has mentioned that since 2010, we have created a 
vision of what a really good quality of life could be for 
Kristy, but admit to this committee that because of being 
partially funded, it does present a significant gap to us in 
looking down the road to what would be a sustainable, 
lifelong or what we’re referring to here as a legacy solu-
tion for her or for us. 

Our lives since 2010 are interrupted every day, many 
times a day typically, and always during her habitual crisis 
times. To hold together, and by that I mean personally 
coordinate all aspects of Kristy’s personal plan—and by 
that I mean it could be intermediating for consultants 
who work with us; it’s for staff squabbles; it can be the 
car breaks down and somebody has to come fix it. It just 
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runs the gamut of anything you could imagine. We’re the 
owners of this business, and it’s quite intrusive. 

We are really afraid and do not wish that Kristy’s 
longer-term care becomes a greater burden on the prov-
ince, the health care system or, heaven help us, that it 
might lead Kristy, because she’s viewed as a behavioural 
type, somehow at some point into correctional services, 
as happened to poor Ashley Smith. Her family will never 
be the same, and it’s our job to stand up for people like 
that to make sure it never happens again. 

We’re asking and advocating that funding for this self-
directed model needs to allow for more coordination of 
care, collaboration and flexibility. So whether it’s con-
sidering school needs which change, or health care needs, 
or certainly as aging adult people move into degenerative 
disease etc., it has to be adequate, it has to be scalable, it 
has to be sustainable, portable. It has to be able to be 
managed well, and it has to have transparency for gov-
ernment so you understand how your dollars are being 
spent, in order that the quality of care and the vision that 
we have for Kristy can become a workable solution that 
we can pass on to any other guardian or, alternately, 
family members when parents are no longer here to do it. 

Again, we always want to stand back and say Kristy is 
not the only Ontarian with such complex needs. We don’t 
have the actual numbers of people who fall in our 
category, but I’m sure that you do, and we’re trying to 
keep ourselves grounded today to speak on all their 
behalf. 

As Jim mentioned earlier, many individuals who are 
as vulnerable and complex as Kristy have additional 
specialized care requirements which also present, in our 
case and in many cases, human rights considerations. 
Deafness for us is just the additional overlay disability 
which can become the most exhausting challenge. It limits 
our family support capacity—and you say, “Well, why is 
that?” Well, there is no deafness in our family. Our 
family are all very important business people, and they 
have little time to take in their day to learn sign language. 
They do rely 100% on Jim and I to translate in all of our 
family situations, which is sad for us but the truth of the 
matter. 

We ask also that you put yourself in our parental 
position: when you’re always told to bring your inter-
preting entourage to every meeting; or if you can’t get 
them, which is often the case with the Canadian Hearing 
Society, you have to be always on to attend yourself so 
that you can interpret and become the primary commun-
icator during the day, whether it’s at a hospital outpatient 
meeting, a staff meeting. Or many, many, many times 
when Kristy has had to go in crisis in hospital stays for 
periods of time, we become the overnight support staff to 
ensure her safety and to protect her from hurting others in 
hospital. 

I’m sharing this only because—oh, and then constantly 
on top of that—sorry, I just want to mention I’m always 
in the hiring mode; always short of staff; always looking 
for new staff; always having to train them in sign lan-
guage and then how to adapt that sign language for the 

things that she needs to run her daily plan. And then on 
top of that, recognize that hospitals don’t want to offer 
assessments or in-patient stays because they fully under-
stand the challenge it presents to their staff, with the lack 
of communication skills. 

So to deal effectively with this kind of situation for in-
dividuals who have these kinds of specialized care—
deafness, specifically—we’re saying that coordination of 
care is critical so that you’ve got someone who is specially 
trained by the system, who can navigate the system with 
knowledge, oversight; they can advocate and overcome 
the inherent bias that’s in the health care system and 
that’s affecting all of the dual diagnosis community as a 
whole. 

I brought along a media binder today and I think it’s 
referred to in your packages, and I’m going to leave it 
behind. In it, we’ve collected a number of articles that try 
to—our experiences reflected in what the media is seeing 
as well, and the health care system letting down the silent 
minority is exactly the example of what I’m saying, that 
they don’t want to do assessments etc. on these kinds of 
individuals, so you’re always, always, always pushing on 
their behalf. 
0920 

Another article I wanted to point out is—that one of 
the things, in fighting for her rights in hospital, that we 
found is the Supreme Court of Canada human rights 
decision that was tabled in 1997 that entitles anyone like 
Kristy, who’s deaf and who has to be put in the hospital 
setting, to have full rights to an interpreter. The reason I 
mention this is because if we’re talking about getting it 
right and looking long term at legacy solutions and 
funding for people—this is a cost of interpreting that the 
system is not seeing or doing it today, but it needs to be 
considered as we go forward and look at her lifelong 
needs, and we’re not here to do it for her. 

Christine was asking us how Kristy is doing, and 
we’re saying that she’s in a medical crisis right now. It 
happens when individuals’ meds no longer work for them 
and they have to be changed, and we’ve got a lot of ex-
perience to understand, when people go into crisis, 
what’s going to happen and what pressures the system is 
going to put on them. The reality is that when Kristy goes 
into hospital, it is the common occurrence that hospitals 
will throw neuroleptic or antipsychotic tranquilizing-type 
meds in excess at these individuals. They are highly 
sensitive; in many cases, they’re allergic. It causes a cycle 
where the behaviours increase, the self-injury increases; 
layer on that that if the caregiving in hospitals isn’t sup-
portive enough, it isn’t communicated in a way that the 
person can understand it, then the individual just be-
comes worse in hospital. So our greatest fear is that she 
ends up in a long-term hospital stay again. 

Of course, hospitals don’t want to keep her, so they 
move her out quickly, and when that happens, well, 
we’ve got the experience as well of dealing with the 
situations that we have when she comes home, so we 
need CCACs and other third-party agencies to help us for 
physical and home care supports. That in itself, sadly, is 
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something that tremendously increases our daughter’s 
anxieties and behaviours again, simply because of the 
random nature by which these people get assigned. They 
don’t always show up on time, their schedules change 
constantly, and somebody like Kristy, who is very re-
flective of the autistic community, requires a routine that 
isn’t changed. So the reality of the fact that we’re dealing 
with all of this—we’re always in threat, when she’s in 
crisis, that our staff are going to leave us. They come at 
us with concerns over their liability, so we up our insur-
ance and we continue to look for new care workers and 
try and hold the good ones together so they’re not afraid 
of Kristy. 

Then, sadly, in crisis, the reality is we get more mar-
ginalized by our own families. They have biases. They 
have fears. They don’t know how to help. They stay 
away, from guilt. We find that particularly hard during 
the holidays and special occasions because their normal 
traditions in their families trump accommodation to help 
us or Kristy. So right now, if I’m emotional, it’s kind of a 
tough time of year. 

The long and short of it is, for this kind of very vulner-
able individual, we’re saying, please consider that funding 
be allowed to include adequate guidance and coordina-
tion. Coordination of care delivery is something that 
we’re saying, “I don’t need a full-time coordinator in our 
model but we sure need somebody.” It’s something that 
other families could share and benefit from. It will reduce 
the burden on multiple ministries of government and 
allow our individuals to be happier and functional, and 
hopefully it will keep tragic crisis stories out of the media 
when family sponsors can’t sustain or when they pass 
away. 

Our son is terrified of inheriting the exhausting chal-
lenges we have lived with since 2010, and the constant 
chaos of in and out of crisis that goes on when you’re 
always at the well begging for help. We need legacy 
sustainable funding. 

One thing we do know, after having been at this for 
three-plus years, is in the self-directed model, if it’s 
failing, we’re the ones who are looked at as failing. It’s 
the parents. We’re the sole owners. We wear the criti-
cisms of our friends and our families, of agencies and 
consultants. The wear and tear is always on us, and it’s 
huge. So please understand that there is a huge gap that 
exists when money is given out. It does not allow or in-
clude or require that there be a resource to interface 
between the family and the staff. 

My life is constantly hiring, training, programming, 
scheduling and supporting. Funding for coordination and 
respite is necessary for the people who are most skilled to 
implement the vision, but they’ll burn out, and the cycle 
starts again. 

We do want to be our best for Kristy while we’re here, 
and to know that what we pass along after we’re no longer 
able to is something that our son isn’t going to be 
terrified to inherit. 

Mr. Jim Irving: The mental illness and associated 
intellectual disabilities of our daughter, Kristy, have be-

come our mental illness. It is assuredly limiting our 
quality and length of life as well. 

Hopefully, so far, we’ve presented to you that we’ve 
become something of experts on life with people with 
very severe needs and the constant battle to try to find the 
right resources, the right funding, the right people to help 
us out. 

We wanted to make four concrete recommendations 
for this select committee for the adult dual-diagnosis 
solution that we are asking for. 

Create a multidisciplinary approach to help design the 
system for families of aging adults who follow this path. 
It needs to fully coordinate vision and delivery and 
funding between ministries, particularly MCSS and the 
Ministry of Health, and allow for a coordinator-of-care 
role. This may be shared between families to leverage 
learnings and to navigate systems more economically, or 
to access information more simply. 

Recognize that for our vulnerable total population to 
stay mentally well, they and their families must stay well 
and remain out of hospitals—they and their families. 
Build into this view what the real cost of hospitalization 
crisis care adds to their annualized care, and consider that 
this should apply for roles that keep people out of 
hospital. 

Recognize the total probable cost of care for these 
vulnerable individuals that already lands across multiple 
ministries. In fact, recognize that for these vulnerable and 
complex people, appropriate, predictable, sustainable and 
scalable funding is actually cost-effective for the govern-
ment of Ontario at large. 

For aging adults, consider the desperate need of 
families supporting complex adults ages 22 to 50 to have 
legacy solutions, “legacy” meaning a solution that really 
speaks to the need for delivery of integrated services ac-
cess for very specialized care with adequate self-directed 
funding. Funding considerations should be scalable, 
flexible, sustainable and portable across the province. It 
needs to offer transparency to audit and include the need 
for a specially trained—not family—manager or coordin-
ator role to oversee the quality of care, whether it be 
physical, mental or degenerative. 

Even when agencies with specialization exist—as an 
example for us, the Bob Rumball Centre for the Deaf—
they do not offer complex person-centred community 
care coordination within their mandate nor see any incen-
tive to take this on. Can the incentives for this type of 
agency be created to allow them to be seen as a shared 
resource for many other families struggling alone with 
deafness or high-intensity behavioural issues that present 
safety and isolation long-term impacts for family mem-
bers? 

Allow the LHINs to collaborate anywhere within our 
province for the delivery of solutions in care. 

Enable psychiatric centres of excellence with subject 
matter experts to consult outside their regional restraints 
to permit access to very specialized care expertise. 

Seek out other countries’ solutions. An example: How 
is it that the UK can find a funding formula that has 
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allowed appropriate funding whereby every vulnerable 
person is fully supported at the level that that person 
needs? 

Incent creativity and advocacy. Embrace families that 
can envision and enact collaborative, multi-family solu-
tions. Advocates can forge good change for everyone. 

Our last recommendation is that if the final report 
from this select committee mandate does not, in itself, 
change things, we recommend the formation of a derived 
task force that can effect changes from this report. Such a 
task force should be multidisciplinary and include system 
and agency participants, and parent/family representa-
tion. If additional respite support could be found to 
remove us from our role today for Kristy of being the 
CEO, the CNO, the CLO and the caregiver, Sue and Jim 
Irving would love to offer our time for such a task force 
initiative. 
0930 

Ms. Sue Irving: Just in summary, I guess what we’re 
saying is that we’ve tried to build a model that’s based on 
excellence. I think the province needs some examples of 
excellence so that families with younger children in 
similar circumstances can begin to understand the kind of 
much better person-centred, community-based lifestyle 
that would support their child in the future as they age. 

The system needs to be looking at rewarding creativity 
and parent-family initiative with dollars to allow you to 
put plans into action. In return, what the system will get 
back is it will be able to point to a wide range of models 
that families may find useful for their particular family 
situation. 

What’s common in any family individualized support 
arrangement is that there will always be a need for what 
we call a “management board.” It’s a family network of 
friends, alliances and business associates who are not part 
of the system; they are not funded. They hold a vision of 
the whole plan. They are invaluable resources who over-
see the life of that person, and they are not replaced in 
any way with system resources. So what we’re saying is, 
with the right funding, the paid support dollars from 
government would be reserved strictly for coordination 
of care, a support worker and living costs. 

We thank you for your time today and the considera-
tions that we hope you will give to some of the opportun-
ities that we’ve identified. 

Just in closing, I mentioned the media binder. Apart 
from some of the articles that have framed a reference for 
not just our experience but what we know is the broader 
experience of others like Kristy out there, I just wanted to 
say that we tried to take a look at what’s the quality of 
life possible for Kristy with and without adequate sup-
ports. I guess what we’re saying now is we think we’ve 
done a pretty good job. We don’t have it right. Our life is 
still full of uncertainty and unpredictability. It’s fraught 
with community liability. Extended family members 
withdraw to protect themselves because they see it’s 
challenging, and we live a bit on the razor’s edge of 
coping. It doesn’t have to be like that. 

Kristy has re-engaged with the community. She may 
not be entirely stable all the time, but she’s a contributor. 
She works at Meals on Wheels and she works at Union-
ville Home Society. It’s incredible that somebody with 
such dire needs has the ability to do that, and we strongly 
advocate that it’s their right. We would hope that we can 
make that even better going forward in the future with 
her if we have the opportunity to introduce the coordin-
ation-of-care role into our own personalized model. 

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

have three minutes divided by the three parties: a minute 
each. If you want to ask concise questions so we can stay 
on time. 

Ms. Sylvia Jones: Jim and Sue, I’m not going to ask 
you any questions, because your presentation was excel-
lent. I know that must not have been easy for you, to 
share some very personal situations, but I hope you 
understand that everybody here is here because we want 
to make the system better. 

The Chair (Mrs. Laura Albanese): Ms. DiNovo. 
Ms. Cheri DiNovo: Thank you for your presentation 

and thank you for all the energy and effort you’ve put 
into this—not only into Kristy’s life, but into the issue 
generally. We’re hoping that will bear fruit with this 
committee, so thank you. 

The Bridgepoint CCAC trial you mentioned: What is 
that trial? 

Ms. Sue Irving: It was a trial partnership demonstra-
tion that was taken two years ago, I think it was. I think 
you’ll find it in the media binder, actually. Obviously, 
even families like us that have self-directed funds, when 
it comes to trying to get home care supports, were always 
directed to rely on the CCAC. In this case, the point was 
put out: If families could, in fact, have access to that 
money and determine and apply it in their own environ-
ment in their own way to get the same kind of supports 
that CCAC does, how would they spend the money? 
Could it generate more value? I think it ultimately proved 
that it was highly successful. It was trialled with three 
different families, and I believe one of the trial individ-
uals was the head of Family Alliance Ontario in 2012. 

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

Ms. Soo Wong: Thank you very much. I just want to 
go on record to say thank you very much for sharing your 
story with us and thank you for your strength and cour-
age, because it takes a lot, what you do. Your solution is 
pretty sound. 

Just further to my colleague Ms. DiNovo’s comment, 
do you know if Bridgepoint, as a teaching facility, is pre-
pared to write their report so that we could learn some of 
those best practices? Do you know, from that project that 
you just mentioned to us? 

Ms. Sue Irving: The best person who could answer 
that is Barb McCormack. She’s no longer the head of 
Family Alliance Ontario. In fact, she has gone back to the 
UK. But I can certainly communicate with her. I don’t 
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know if there’s a vehicle whereby I can get that addition-
al information back to you, if at all possible. 

Ms. Soo Wong: I think it would be very helpful for 
the committee. 

I noticed that you mentioned a UK model, so if there’s 
any information from the UK model you could share with 
us—we’re certainly going to ask the researcher to get 
some information as well. 

Ms. Sue Irving: Yes, definitely. One of the docu-
ments that is included in the media package is the 
research that has been done—it’s called a special report. 
It’s Behavioural Challenges in Children and Adults with 
CdLS, and it’s really talking broadly to the relationships 
between CdLS and autism. The individual who is 
responsible for this report is absolutely the best person 
worldwide to tell you about how the national system is 
able to support individuals like this and about the kinds 
of programs that they’re recommending—and they’re all 
community-based. I can also reach out and ask him to 
communicate directly with this committee, if you would 
appreciate that. 

Ms. Soo Wong: Thank you. 
Interjection. 
The Chair (Mrs. Laura Albanese): No, sorry, the 

time is up. I don’t have any more time; I apologize. 
Thank you for your thorough presentation, and thank 

you for taking the time to present to our committee. 

DOWN SYNDROME  
ASSOCIATION OF ONTARIO 

The Chair (Mrs. Laura Albanese): I would now ask 
the Down Syndrome Association to come forward. Good 
morning. 

Mr. Paul Bandiera: Good morning. Thank you so 
much. That was very emotional. 

My name is Paul Bandiera. I am the president of the 
Down Syndrome Association of Ontario. I see that Mr. 
Day is handing out a package of the presentation I’ll 
walk you through this morning. 

Our goal in addressing you today was to let you know 
that there have been a number of great things started, but 
we need to work better together to have a better use of 
our limited resources and create a truly better family 
experience. 

Before we get started on that, though, ladies and 
gentlemen, I need to inform you that a number of us have 
fallen into a trap of looking through this issue and lens 
backwards. So many of us have fallen into this trap 
because we are concentrated on looking at the child re-
gardless of age, of different abilities, instead of realizing 
that there are also mainstream peers who need to have the 
opportunity to grow into the sort of extraordinary, caring 
young adults like the one shared with you in the story on 
slide 3. This is called “Change your point of view.” I’m 
not going to read the entire text. It’s there for you to take 
a quick scan through. It’s adapted from a book that a 
mainstream grade 12 student wrote to her friend who had 
Down syndrome. What’s so interesting, as you see on 

this, is that that person was saying the person with Down 
syndrome has changed their life and made them the 
person that they are, and that they have a place in their 
heart. For those of you who don’t know—and I’m sure 
most of you do—Down syndrome is a genetic condition 
that occurs in approximately one in 800 people. It’s often 
called trisomy-21, its proper medical name. There is a 
wide spectrum of abilities and capabilities in those who 
have Down syndrome. But it’s not the one in 800, as I’m 
pointing out to you; it’s all of us who need to have this 
interaction. When we create this type of change where 
the society values all people, there will be more peer-to-
peer learning within the standard classroom, with jobs 
within the community, and more opportunities for 
people, as we’ve just heard, to live in those communities. 

As former Minister of Education Kathleen Wynne, in 
a 2009 equity report, wrote, “Our schools need to help 
students develop into highly skilled, knowledgeable, and 
caring citizens who can contribute to both a strong econ-
omy and a cohesive society.” 

I’ll give you a quick background into the Down Syn-
drome Association of Ontario. We are a registered char-
ity, and we’re composed of the various local Down 
syndrome associations from across the province, and our 
board is made up of those members. We participate in 
various advocacy and awareness opportunities such as 
the one presented today, and we work with other organiz-
ations—PAAC on SEAC. 

I must say, ladies and gentlemen, as a parent and not a 
government person, I’ve created a new glossary of all the 
terms that the government of Ontario is using, and it’s a 
growing list. For those who don’t know, PAAC on SEAC 
stands for the Provincial Parent Association Advisory 
Committee to the Special Education Advisory Commit-
tees. 
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I’ll move on to the next slide. What was so interesting 
when we looked at the focus and mandate for this select 
committee is how it moves—and you’ve heard, I know, a 
number of different people talk to the transition stages. 
Most of our organizations are centred around the five big 
transition phases of life, and they match fairly closely to 
those within your mandate. But I have a question for each 
of you: Did you feel like a completely different person 
the day that you turned two, or six, or 18, or 21— 

Interjections. 
Mr. Paul Bandiera: Sometimes, right? 
As parents, we’re often given negative feedback: “Your 

child is functioning at the level of a blank-year-old.” 
Why is it, then, that the government programs are so 
focused, and each budget is focused, particularly on the 
actual chronological age of the individual versus their 
needs? To put a fine point on it, as you’ve already heard 
from David Carter-Whitney, a family with a 16-year-old 
who is currently on a wait-list for service needs to be 
reassessed and wait-listed on a different list when they 
turn 18. Clearly, we do not yet have a single family ex-
perience within our province. 
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We’ve called them silos. My wife, when she read 
through the presentation, said, “Paul, why aren’t you 
showing a hurdle, and every time they jump over a hur-
dle, it’s actually another government ministry?” That’s 
the two piers that they need to jump over as you go from 
different things in each area. 

What I want to touch on briefly here are the different 
stages that our families go through as it relates to those 
transitions, and the different programs and government 
ministries that they need to go through. Once again, those 
with different abilities, especially those with Down syn-
drome, go through a lot of different storytelling again and 
again and again to tell people essentially the same thing 
that the government already knew before they were born. 

You see, ladies and gentlemen, when you move through 
the life of a person with Down syndrome, from the very 
first day they were born—yes, things could change; yes, 
the family may move out of the province; they may move 
for different reasons; they may have some other things 
happen, but we already know what the predictability is of 
how many people are likely to be born with Down 
syndrome and what sorts of services they’ll need. As you 
heard a moment ago, we’re not saying that one size fits 
all; there is a broad range. But from a planning perspec-
tive—and I’ve read most of the transcripts of the select 
committee—you have asked numerous times of the 
various different ministers and ADMs: “What is the wait-
list?” “What are the numbers of people?” By and large, I 
would say, ladies and gentlemen, I have not read one 
single answer that says, “We really know.” That is not 
acceptable in today’s world. 

If we were to take a company approach, we would 
look at this as the providers of the services to our people 
and we would quickly look to how efficiently we are 
managing those needs. Every touch point, every hand-off 
would represent an opportunity to improve service, 
reduce cost and improve wait times. 

As I stated earlier, there’s already some good move-
ment taking place, there’s a bunch of great initiatives, 
and I think this select committee has been formed at the 
right time to truly link a bunch of our inter-ministerial 
links. But the whole thing here, ladies and gentlemen, is 
that we don’t need to replicate assessments. We don’t 
need to recreate those stories. We need a better way to 
have networked providers. There’s a handful of organiza-
tions that have tried to do this, some more successfully 
than others, where they’ve said, “Hey, we’ll be the source 
of that information.” But we need to get to—as the 
Irvings just shared—some form of person-centred, where 
it’s a case file, to have this better family experience. 

Very quickly, let’s get into a couple of specifics. As I 
mentioned, with the birth of a child with Down syn-
drome, we say, “You’re in the club,” and you’re in the 
club for life. The parents have to absorb an awful lot of 
reading in the first couple of years, and they need help in 
creating this road map. The government has a fantastic 
opportunity here to forecast the demand for some future 
services, but we need to have more understanding of 
what that road map needs to contain and the sorts of 

things that they need to do in order to access those 
services. 

We continue working with the hospitals and doctors to 
ensure that new parents, or the ones who have just re-
ceived a diagnosis of Down syndrome, are presented with 
fair and balanced information. Very frankly, there’s a lot 
more to do in this area, but time is limited, so we’ll 
continue on some of the other points. 

When someone is born with Down syndrome, there is 
a bunch of intake information that can and should be 
done once—call it e-health or another program name or 
whatever other thing. You’re not diseased. You’re not 
going to be cured of Down syndrome. You’re just a per-
son, a regular Ontarian, who has a few different needs. 
And, perhaps, this sort of case file could then be started 
so the information is contained once and you’re not 
repeating it time and time again. 

As we move forward to going to school, kids are kids. 
What was so interesting in the story before us is you 
heard how one individual had a very positive first few 
years in school and, in fact, kids are kids, and they’re 
pretty accepting. If we have our children as integrated 
and included from day one, you get that sort of shift that I 
showed you on the first slide. You promote home 
schools—not that it’s an option, not that maybe it could 
be considered, but that it is what should be done, where 
and if possible. 

Parents need help in navigating the acronym soup that 
I’ve listed there, but, like all others with some develop-
mental differences, there’s a rubber band effect. From 
those first early years, things go fairly commonly with 
their peers. But as you stretch out further and further in 
time, it gets harder and harder to pull that rubber band. 
This creates the need to have extra supports available in 
the school. 

One of the things that we think could happen with 
acceptance and inclusion is—have those different profes-
sionals from outside the Ministry of Education be able 
and allowed and, in fact, permitted to come into the 
school and serve their students while they’re in learning 
mode. 

You’ve heard from Mr. Clarke and Mr. Finlay about 
assessments and the individual school boards not needing 
to wait for those be completed. Supports can start very 
quickly, without having the consultation with parents to 
have an IEP, we were told. But who’s providing those 
services? How many people are there, and, to the 
question that you’ve already asked there, how many are 
waiting for those services? 

When we move to high school, we start to look at some 
of the changes. Again, you’ve heard from Grant Clarke 
about the new PPM 156 on transition. This is truly 
headed in the right direction. 

The question, though, is, from the Ministry of Ed side, 
what are the next feedback loops that happen? How does 
the Ministry of Education get information about our 
people who have gone through the system? Are they 
being employed? How are they being employed? What 
are the things that can be done to work better together? 
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If the primary focus of the Ministry of Ed is the num-
ber of students and their range of scores on the EQAO, 
why do none of our students write the test, or very few? 
And, then, ladies and gentlemen, you’ve heard many 
times already, what is the magic of aging out of high 
school at age 21? Or not being able to work while build-
ing your skills in high school? 

If a student is in a co-op program, is there not a poten-
tial to leverage that infrastructure in a little bit broader 
fashion, to have them have some opportunity to continue 
going to school and learning a skill that might create a 
job for them in the future? 

When you turn 18, a lot of change happens in the gov-
ernment. I’m not so sure that that happens within the 
household, but different people will want different things. 

I’ve shown you a picture of a few of my friends from 
the Canadian Down Syndrome Society’s web page. We 
need to find appropriate opportunities for each of them. 
We need to have the funding programs on evaluation 
models with program outcomes—was the information 
that you got from Autism Ontario’s Kevin Stoddart. 
We’re supportive of that. That’s really what this all 
comes down to, and we’re going to talk a little bit more 
about that. 

As you move to turning 18, the biggest thing for our 
families—and you’ve heard lots on this—is the DSO. It’s 
a great idea: one gatekeeper to get you into all of the 
resources. Unfortunately, they’re not always asking the 
right questions. 
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Ladies and gentlemen, I’m not sure if you’ve heard, 
but one of the questions that happens in that six-hour as-
sessment—and some parents have said, “It took me about 
18 hours to actually get through the DSO process”—is: 
“Are you willing to give your child into a group home 
tomorrow if a space became available?” I’m sorry, if 
you’re a parent of a 17-year-old that’s about to turn 18 
and go through this process, is the answer: “Yes, tomor-
row”? Or is the question: “Would you like to have 
planned for an opportunity to have an independent life 
for your child, when they’re ready, at some point in the 
future?” That question, ladies and gentlemen, is not being 
asked. 

You don’t have a bunch of people—and we’ll talk 
more about that as we move forward—to find out what 
the needs are. People are telling us of great variation in 
the system. Information was sent out to tell you that at 16 
you had to contact DSO to get on the wait-list. Follow-
ups have been scheduled six-plus months out. Some 
started to wait months for phone calls to be returned. 

At one of our recent conferences, someone from an 
office came and we asked them, “What is the standard 
service level for each of the nine DSOs?” They couldn’t 
answer that. They said they were all separate. What is the 
turnaround time that should be there to book an assess-
ment, receive funding, get the interviews etc.? 

The requirement to have a psychological assessment 
for those who have Down syndrome—I think here’s an-
other opportunity to save the government some money 

and some time and relieve some stress for parents. Six 
hours is an awful lot of time to have a bunch of informa-
tion that, by and large, has been recorded numerous 
times, recounted to yet again a different and in many 
cases, an outsourced third party to record them again. 
Then ladies and gentlemen, once you’ve finished all that, 
as you know, you do it all over again to get your ODSP. 
It seems that these questions are coming up repeatedly, 
and you’ve heard these a number of times. 

I know time is short so I’m going to keeping moving. 
As you get into being a young adult, your ODSP has 

climbed. You’ve seen, perhaps, last Friday, the release of 
a new paper that came out and that is called the “welfare-
ization”—hard word to say—of social assistance. It’s 
really the question here of, do we have the right model in 
place? For our folks who are looking to have an oppor-
tunity to work in the workplace and to find jobs, the 
salaries and supports that are created with the ODSP, 
you’ve already heard, are not enough. This paper from 
the Metcalf Foundation, by John Stapleton, really clearly 
shows that there’s an awful lot of pressure for us to 
change that. 

Wearing rose-coloured glasses is simply not going to 
change this problem. It’s a difficult one, and the mechan-
ics and math are very simple: If we can find jobs for 
folks who are there and wanting to work, even if it’s 20 
hours a week at minimum wage, they contribute $200 to 
our overall economy. If they’re not working for that 20 
hours, they’re costing somewhere, a program—where if 
you said it’s a 1-to-4 ratio, perhaps they’re costing $200 
to support them for that. We need to work together to 
find solutions to have them go through. 

You’ve had Training, Colleges and Universities come 
to speak to you. My question is: Are there plans to allow 
for the use of RESPs for ongoing training and support for 
our people with developmental disabilities? Are there 
opportunities, when you looked and you asked a series of 
questions on that, for using those funds to get people with 
developmental disabilities into college? Someone asked 
about Durham, with only 20 seats available. That’s a 
pittance in the grand scheme of things, and if nine times 
that, that’s only a couple of hundred people in total for 
the province. 

When it’s time to leave home, and clearly the Irvings 
have shared a lot on that, a number of new parent groups 
have been formed recently to look at housing alternatives 
because, clearly, as you’ve heard this morning, again, the 
model is not working. In fact, years ago, I was told that 
the wait-list for housing for my daughter was 18 years, so 
when she was born, “Get her on a wait-list.” That just 
doesn’t make sense, ladies and gentlemen. 

If a parent were to ask you today, “Could you tell me 
where my son or daughter could find a residence, say, 
five to seven years from now, because they’re going to be 
in their late twenties?”, how would you answer that? 

You’ve already heard from Community Living Toron-
to about the services partnership table, and Garry Pruden 
from Community Living Toronto as well. Some of those 
points that have been raised are very important and good. 
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I think it really comes to how we are going to solve this. 
I’ll turn to my last slide and give you a few minutes for 
questions. 

The Mars Challenge Briefs—I believe, from talking to 
the researchers, you’ve already seen at least one of them, 
the Residential Support for Adults With Developmental 
Disability Challenge Brief, and the Youth With Disabil-
ities System Change for Employment and Lifelong 
Careers Challenge Brief. I was so happy to read both of 
those briefs but realized very quickly that they further 
articulated—in fact, did a much better job than I have this 
morning to help you understand what the scope of those 
challenges are. What is problematic is that’s where that 
report stops today. We need to find those solutions. I 
think it’s some great work that’s being done. It’s import-
ant to know that we need to have some experimentation 
and some families work through some different models 
to try some new things to create that different family 
experience that we’ve been talking about. 

It’s important to grab hold of this timing and create 
some really positive change. I’ve listed two other ones 
here that relate to our federal government, just to make 
sure that we’ve got some sort of continuity. But there’s a 
federal issue with the RDSP. I know you’ve heard from 
the Attorney General’s office about some of the changes 
that are happening and competency and understanding 
what people’s rights are as far as finance goes. I think 
that’s going to become a critical issue as the new 
legislation gets looked at again, but there are a couple of 
things that are being looked at, I know, at the RDSP level 
as well. Ten years from the last contribution and a shorter 
life expectancy: Do we really need to keep the funds past 
the life expectancy of some of our population? 

The T2200 is another format that says—once you have 
Down syndrome, ladies and gentlemen, you have it for 
life. It’s not really something that you need to reapply to 
on a regular basis. 

I’m going to close and allow some time for questions, 
but Ms. Bobbi Moore told you that it’s important for us 
to realize that in order for a person to be a person, we 
need to value everyone. Hopefully we’re moving towards 
a few new solutions that get us towards that goal. 

Just to do a quick recap, I think there’s an opportunity 
to stop additional assessments when they’ve already been 
done; to make sure that we have inclusion from early 
grades and continue on all the way through into college 
and university, where that’s applicable; to seek out and 
build a stronger network with the business community 
and show people that there’s real value for our population 
to create a labour pool that has meaningful things to 
offer; and to create a single family experience—is going 
to create a number of needs for new models. Thank you. 

The Chair (Mrs. Laura Albanese): And thank you 
for your presentation. 

We have three minutes each for questions. I would 
start with Ms. DiNovo. 

Ms. Cheri DiNovo: Thank you very much for your 
presentation. In my constituency we have a real success 
story. I can’t see from your poster—it’s very small—but I 

think it’s one of the folk on your posters: Andreas 
Prinz— 

Mr. Paul Bandiera: Yes. 
Ms. Cheri DiNovo: —and Marianna, whom I’ve 

witnessed because I was their minister all the way 
through—two individuals with Down syndrome whose 
parents and community had a circle of support and who 
were included in all of their community life from the get-
go, who are working, are married, live on their own and 
need very little input from others to assist them in getting 
by. It truly is a wonderful story. I know we could all 
benefit from knowing that that’s even possible. It would 
be great to maybe see some other materials on folk like 
that who have Down syndrome and who are living 
virtually independent lives. 

Mr. Paul Bandiera: Thank you for that. I think one of 
the things that we need to do more of is to create a 
sharing of our success stories. Everyone is different and 
there is a broad range, but most certainly having those 
success stories is something that we’re all working to-
wards. 

Ms. Cheri DiNovo: Yes, because that would help, I 
think, in giving us an idea of what success looks like and 
not just what lack of success looks like. 

Miss Monique Taylor: I don’t really have any ques-
tions. Thank you for everything that you do, for present-
ing to us today and taking the time to put this together. 
It’s very valuable information and we appreciate it. 

Mr. Paul Bandiera: Thank you. 
1000 

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

Ms. Mitzie Hunter: I would also like to join my col-
leagues in thanking you for your presentation, and par-
ticularly the positive approach and recommendations and 
solutions that you’ve identified. 

One of the ones that I certainly noted in your presenta-
tion was around earlier exposure to employment by util-
izing the co-op avenue and really focusing on that. I 
thought that was a pretty innovative idea. 

Also, can you comment on your experience with tran-
sitional employment programs and if you’ve had any 
exposure to that? 

Mr. Paul Bandiera: I haven’t personally, but I have 
heard a number of parents talk to me in the past. 

Thank you for both questions. The first is, we have an 
infrastructure in place right now through high schools to 
allow for some co-op work. Perhaps there should be a 
broadening mandate that asks, can people work for pay 
and still go to high school? Can they go beyond age 21 to 
some other cut-off, if I can say that? 

When you look at the transitional approach, one of the 
things we have heard is someone sharing a story that 
said, “I went to an agency and talked, and they said, 
‘What is your son interested in?’” “I’m very interested in 
music.” “Great.” “What jobs do you have?” “We have 
night shift janitorial jobs available. We’ve got lots of 
those available.” He said, “So why did you ask me what 
it is I was interested in?” That’s on the negative side. 
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I think there are a bunch of folks who have created 
their own path and have worked through it quite success-
fully. There is a law firm, for instance, in London where 
they created a job that didn’t exist. They realized the 
business benefit, with the amount of time their paralegals 
were coming in, setting up the room, creating an offering 
of, “Welcome to the firm,” and getting people in and 
getting them seated, looking after some of the other light 
office duties: distributing mail etc. They created a 
position for this young lady who has Down syndrome. 
They didn’t do it for charity; they did it because it made 
them more money. 

There’s another success where I know of a grocery 
chain that was honoured with an award for their inclusion 
of a person who happens to have Down syndrome. Great. 
I asked someone, “So is that on your corporate intranet 
site? Does every other store manager know that this is 
having a positive impact?” The answer was no. Why not? 

Ms. Mitzie Hunter: So we need to tell the employer’s 
success story as well. Thank you. 

Mr. Paul Bandiera: Thank you for your question. 
The Chair (Mrs. Laura Albanese): Mrs. Elliott. 
Mrs. Christine Elliott: Thank you so much for your 

presentation. It was great in so many respects. 
I’d like to ask you a lot of questions, but time doesn’t 

permit. Overall, I’d just like to comment that I totally 
agree with your approach to this: that everyone has abil-
ities and disabilities, and we need to recognize that 
people are just differently abled and that everyone has a 
place. I think we start from that point, and that informs 
all of your other decisions from there. 

Secondly, I did have some specific questions, though. 
One was on some of the school-age points on page 3 of 
your presentation. One was about promoting home school. 
Could you just give us a little more information about 
what you meant by that? 

Mr. Paul Bandiera: Sorry, not home-schooling, but 
your regular catchment area schools—so you went to the 
school that you would go to if you were a mainline 
student. 

Mrs. Christine Elliott: Oh, okay. 
Mr. Paul Bandiera: Sorry; thank you for the clarifi-

cation. 
Mrs. Christine Elliott: The other question I had was 

about having professionals coming into the school to do 
PT/OT and speech and language. Would you mean 
allowing the people who are from the children’s treat-
ment centres, for example, to come into the school to 
continue their work, which stops currently, as you know, 
once they reach school age? 

Mr. Paul Bandiera: Right. So I think it’s a broad 
spectrum of who could be there. That’s a great question. 

We hear the stories, right? There’s not enough speech-
language pathologists on the board staff. Parents are 
driving sometimes large distances to bring their child to 
speech and language pathologists, private ones that are 
paid for through their company benefits or out of their 
own pocket. Well, if that person was allowed to have 
some time within the school, it would save the parent 

from driving all over the place, and I think it would help 
the teachers understand what the therapy is and what 
things they’re working on, rather than having to go from 
speech and language therapists to the parent and then the 
parent back to the teachers. That’s why we’re suggesting 
that there may be an opportunity to get some further 
synergies by conducting some of those. Whether they’re 
board-provided, privately provided or ministry-provided 
isn’t important. I think it’s the notion that it creates a 
more cohesive environment within the school. 

Mrs. Christine Elliott: Do I have time for one more, 
Chair? 

The Chair (Mrs. Laura Albanese): Yes, one more. 
Mrs. Christine Elliott: Okay. Thank you. My last 

question was on the post-secondary aspect. I agree with 
you that we need to have far more places for training in 
college and perhaps university opportunities, but you 
were talking about RESPs and their use for post-
secondary training or a college or university. Is there 
currently a prohibition against that? I’m not aware of 
what the concern is there. 

Mr. Paul Bandiera: It depends on what those pro-
grams are, because a number of skills training or day 
programs provided—and you’ve heard a bunch of the 
Community Livings: If they’re working on specific 
skills, is that something that we want to have open and 
say that those skills, while they’re not a college or a uni-
versity—sorry, I wanted to make sure I delineated 
between the two—if they’re not a formal college or uni-
versity, can they use funding to help get them to build 
skills to get a job? 

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

much for being here with us today, for your presentation 
and for sharing your views—very interesting and very 
positive. It gives us a lot to think about. Thank you. 

Mr. Paul Bandiera: Thank you. 
Ms. Sylvia Jones: Chair, before our next presenters 

come forward, can I make a request of the researcher? 
The Chair (Mrs. Laura Albanese): Sure. 
Ms. Sylvia Jones: I think that there is an issue raised 

with the RESP. Can we get a breakdown of what does 
qualify and what does not? 

Ms. Erica Simmons: Sure. 
The Chair (Mrs. Laura Albanese): Thank you. 

MS. ALISON GALLEY 
The Chair (Mrs. Laura Albanese): We now wel-

come Alison Galley. I noticed you were in the room and 
you followed the other presentations, so you know that 
you will have up to 30 minutes to present. If there is any 
time left over, that will be divided equally amongst the 
different parties here. 

You may begin any time. Thank you. 
Ms. Alison Galley: Good morning, everyone. My 

name is Alison Galley. I’m the mother of a severely de-
velopmentally disabled 20-year-old daughter, and you 
can see and hear her right now in this room. 
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I want to begin by thanking this committee for giving 
me the opportunity to speak about my family’s situation. 
I believe I’m speaking on behalf of a great many families 
here in Ontario. I can offer two perspectives. The first is 
from my role as a parent, obviously, and the second is 
from my role as a special education teacher in the 
Toronto District School Board for the past 25 years. 

I’ll start by telling you about my family. We are the 
Galley family. I am Alison, and my husband is Greg. 
We’ve been married for 28 years and have two children, 
both of whom are here today. Our son, Max, is 21; and 
daughter, Layla, is 20. Max is in university and works 
part-time. Layla has a mixed diagnosis of severe autism, 
seizures, partial deafness, scoliosis and white matter 
leukodystrophy. She functions at the level of 15 months 
and requires round-the-clock total care. She’s also 
physically disabled and uses a wheelchair. 

I believe we are fortunate to live in Toronto because—
and I admit I’m a little biased—the Toronto District 
School Board provides Layla with the best school 
placement that she could have anywhere. She attends 
William J. McCordic public school, a segregated school 
for developmentally disabled students ages four to 21. 
She has been there for the past 15 years and is well-loved 
by all her teachers and support staff. I’m chair of the 
parent council and have been for 14 years. 

Layla’s school is well equipped with specialized 
equipment, and she has access to occupational, physical 
and speech-language therapists. Her program includes 
lots of community outings, which she loves, as well as 
monthly field trips to various attractions throughout our 
city. Needless to say, Layla loves going to school—but 
all this will come to an end in June, when she graduates. 

We presently receive Passport funding, which re-
placed the Special Services at Home funding that she 
received until she was 18. This pays for about six hours 
of respite care per week and occasional weekend over-
night respite care. We also get home care support, 
through community care access, for after-school care in 
our home while Greg and I are at work. 
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Greg is a graphic arts technician whose Photoshop 
expertise is sought here and across the border. As I men-
tioned before, I am a special education teacher of stu-
dents with communication exceptionalities, particularly 
autism, and I’ve been teaching for 25 years. A lot of 
people think that I was destined to have a child with 
special needs, and it probably has made me a better 
teacher, but it certainly hasn’t made parenting Layla any 
easier. 

My day begins at 5:15 a.m. and doesn’t end until 11 
p.m. or later, when I leave Layla’s room at night. Greg 
and I have had pretty much the same lifestyle for the past 
20 years, with Layla’s needs always coming first. Diapers, 
dressing, bathing, feeding, laundry, cleaning up endless 
messes, and behaviour management fill our days, not to 
mention our full-time work outside of the home. There’s 
little time for much else. 

On Saturdays, we get five to six hours of respite care, 
and that’s usually when we clean the house and run 
errands while Layla is out with her support worker, going 
to Holland Bloorview for Snoezelen or Variety Village 
for swimming, going to shopping malls, going to 
McDonald’s, all the things that kids love to do. 

On Sundays, she’s with us, which means all errands 
have to include bringing her along, loading her into our 
wheelchair van. She loves getting out, and she usually 
enjoys errands, but it doesn’t always make for efficient 
errand completion. She loves getting out into the com-
munity and gets quite restless and anxious if she has to 
spend an entire day at home. 

My husband and I are getting older—63 and 54 
years—and our daughter’s care is getting more and more 
challenging. She weighs somewhere around 130 pounds 
and requires lifting and transferring several times a day. 
Layla is prone to frequent moodiness. You’re seeing her 
on a good day. On bad days, she engages in self-injurious 
behaviour: hitting her head, pinching her face until it 
bleeds and biting her hand. At such times, she’s inconsol-
able, wails loudly for long periods, and will lash out at us 
physically: scratching, kicking, pinching or pulling our 
hair. It often means a seizure is coming on. 

Layla has tonic-clonic seizures which frequently hap-
pen at night, so they are difficult to track, and have been 
referred to as life-threatening by her neurologist. We 
have a baby monitor beside her bed so we can be alerted 
if she stirs at night. 

She has periods when she loses her appetite for a few 
days at a time and will not drink, which makes it impos-
sible to administer any medication and puts her at a 
greater risk for seizures. 

Our days and nights are pretty much consumed by 
caring for our daughter, and we often wonder how much 
longer we can keep this up. 

In the spring of 2012, we registered Layla with DSO, 
Developmental Services Ontario. We want to ensure that 
she has a day program in place when she graduates in 
June and hope that eventually she’ll be placed in a group 
home. We were lucky to get lined up with this registry 
early because it did not take long for us to be assessed. 
Now families have to wait 18 months. We met with a 
very nice assessor who came into our home for two visits 
and determined that Layla is very vulnerable and requires 
total support 24 hours a day. She also told us that the 
potential of securing a subsidized spot in a day program 
was like winning the lottery—that’s what she said—and 
to expect to pay $1,500 per month, at least, for a spot in a 
day program. Layla would certainly be eligible for Pass-
port funding to help pay for this, but being deemed 
eligible did not guarantee that she would in fact get the 
funding, because, as we all know, a lot of families are 
still waiting for that funding. 

The most depressing news the assessor gave us was to 
expect to wait at least 15 years for a residential place-
ment in a group home. Since then, I’ve attended several 
DSO information sessions. Each time, this wait time 
seems to increase, and it is now standing at 20 years. 
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That’s a long time to wait. Greg will be in his 80s by 
then, and I will be in my mid-70s. We will be part of a 
growing number of parents—1,450 at last count—over 
the age of 70 who are still providing primary care to their 
adult child or family member. This is according to statis-
tics that I found on the Community Living website. Greg 
will be one of the 17% over the age of 80, but what is 
most alarming is that 3% of parents in this situation in 
Ontario are over the age of 90. 

My husband and I are deeply committed to caring for 
our daughter and ensuring that she has the best quality of 
life possible. We always envisioned that one day she 
would live in a group home and we would continue to be 
very involved in her life. 

Had she been born in a different generation, she would 
have been cared for from birth in an institution, at a high 
cost to taxpayers. These institutions were closed because 
it was felt that developmentally disabled adults would 
have more meaningful lives if they were able to live with 
support in their communities. 

What happened to this idea? Yes, they’re living in 
their communities, but often with their exhausted fam-
ilies rather than in supported housing, and, in a lot of 
cases, sitting at home in front of a TV rather than inter-
acting with their community. There are just not enough 
group homes or funded day programs to accommodate 
the needs of the developmentally disabled population, 
and aging parents are left to care for adult children when 
they are no longer able to. 

Now I would like to offer my insights into how the 
current education system is meeting the needs of de-
velopmentally disabled students. I know from reading 
past transcripts of these meetings that this topic has been 
addressed by Community Living, and it was also ad-
dressed by our previous speaker very well. But I have to 
admit that I was somewhat dismayed by Community 
Living’s recommendation that our current education 
system for special-needs students needs to be reformed. 

The term “segregation” seems to have a negative 
connotation to it, and inclusive education must be the ul-
timate goal for schools in Ontario. They seem to feel that 
segregated schools, like the one my daughter attends, and 
segregated classrooms, like mine, should be eliminated. 

Community Living rightfully honours exemplary 
teachers every year who teach special-needs students in 
inclusive classrooms. I am proud to tell you that last 
year’s recipient of the award, Jane Dover, is a dear friend 
of mine, and she’s here today. Congratulations, Jane. But 
I also feel it is time to recognize the dedication, skills and 
expertise that are demonstrated by many teachers in these 
segregated schools and classes across our board. 

I invite the members of this committee to visit one of 
these schools. There are several to choose from. Beverley 
Public School was in the media last week on CBC’s 
Metro Morning, on the radio. Lucy McCormick school is 
in the west end, McCordic in the east and Park Lane in 
Bridle Path, to name a few. I know you would be 
welcome to visit any one of these schools. 

If you do go, take note of the spacious hallways and 
elevators, with lots of room for a wide range of mobility 
devices. Visit classrooms where you will see students 
engaging in all kinds of alternative means of communica-
tion—using pictures, touch screens, tablets and, of 
course, their own vocalizations and gestures. Look at the 
padded crash pads where students like Layla can free 
themselves from their wheelchairs for a while and have 
room to stretch, roll, crawl—or sleep, if necessary. Make 
sure you check out the Snoezelen room, which most of 
these schools have, thanks to tireless fundraising by ad-
ministrators, staff and parents. Visit the gym, which has 
equipment you will never see in a regular school. In fact, 
even the ordinary equipment is adapted in extraordinary 
ways, often due to the ingenuity and creativity of the 
teaching staff. The entire school is adapted to meet the 
needs of our special-needs children. 

Visiting this school or any of these schools will give 
you the opportunity to see in action some of the most 
dedicated, committed and caring teachers in this enor-
mous school board. 

These schools and classrooms do belong in our city 
and should never be closed. McCordic has faced this 
threat before, and so did Beverley, and Lucy McCormick, 
I believe, as well. I remember that 12 years ago, Greg 
and I brought Layla downtown to a TDSB board meeting 
on a Wednesday night. I pleaded, along with other par-
ents, to the trustees and senior staff to keep it from 
closing. It worked. At that same meeting, it was declared 
that these schools should be turned into flagship sites for 
research, instruction and program development—great 
idea, but I don’t think that was followed through. We 
have seen our daughter thrive, learn and grow throughout 
her years at McCordic, and know that these years at 
school will probably be the best years of her life. 
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So now we’re investigating day programs for Layla, 
because she finishes school in June and will need a place 
to go come September. According to DSO, fee-for-service 
is our only option, and they referred us to a list for fee-
for-service programs. 

Layla’s on a wait-list for a funded spot, but it’s based 
on priority status, which is determined by age of care-
giver, how long Layla’s been out of school and our 
current family situation. Well, Layla lives at home with 
two loving parents. We take good care of her, so it’s not 
likely that she will be declared priority status any time 
soon. I mentioned this to a DSO presenter at a meeting 
recently, and he replied, with candour, that, basically, 
caring families like ours are being penalized for being 
good families, being good parents and taking good care 
of our children. 

At a recent DSO information night, a number of day 
programs had set up booths, so I was able to do a quick 
survey to compare costs. The fees ranged from $1,400 
per month to $4,400 per month for someone who re-
quired one-on-one attention. That will be a struggle for 
us financially, especially when we retire in a few years 
and are living on a fixed income. Any dreams of Freedom 
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55—65, 75, for that matter—are unattainable to us. I 
could opt to keep working, but I’m finding it increasingly 
more challenging to balance work with the demands of 
carrying for Layla. It’s exhausting for Greg and me. 

The prohibitive cost of day programs means that many 
young adults with developmental disabilities are just 
staying home with aging parents who are exhausted. An 
educational assistant at Layla’s school told me recently 
that she runs into former students sometimes in the com-
munity and sadly observes considerable regression in 
their level of functioning, which she attributes to lack of 
programming since leaving school, staying at home, 
sitting in front of a TV, maybe playing video games if 
you’re able, but that’s about it. That’s what fills their 
days. 

So far, we’ve visited two day programs. The first was 
located in a community centre, a great location, a vibrant 
neighbourhood with compassionate staff, but they had to 
share the space with two other parks and rec programs, so 
it kind of lacked a feeling of ownership and permanence. 
There was not really any room for Layla to be out of her 
chair, which is important to her, and the elevator was 
very small and awkward. 

The second program was housed in a warehouse in an 
industrial area of Scarborough—not a strong community 
feel about this location, no parks or amenities within 
walking distance. There was lots happening inside this 
warehouse, though, and Layla’s attention was immediate-
ly engaged by the lively music that was playing. I was 
impressed by the staff there, too, particularly by how they 
were able to create a stimulating program with minimal 
resources and meet a wide range of ability levels and 
interests. 

There are other programs on the list, but reports from 
other parents described cramped conditions and a lack of 
cleanliness, so they were not worth investigating. 

Day programs have not been subjected to government 
inspections until very recently, so perhaps this interven-
tion will lead to improvements in the future. I hope so. 
We haven’t seen any programs run by Toronto Commun-
ity Living, and perhaps they’re better, but they are all 
funded programs. We’ve already been told it’s unlikely 
that Layla’s name will come up for a funded vacancy, so 
there’s not much point in looking into them. 

These day programs are in stark contrast to what Layla 
is accustomed to at school. “Bare bones” is how I would 
describe them. Gone are the resources, adapted equip-
ment, assistive technology and floor space that are so 
evident in the school setting. The staff are hard-working 
and compassionate, but not well compensated, so turn-
over is common. 

One program director I spoke to dreams of someday 
moving the program to a different location, near a park 
and amenities to walk to. But she expressed this desire 
wistfully, as though it was only a pipe dream. It shouldn’t 
be a pipe dream. Day programs are referred to as com-
munity support programs, so they should be located in 
real, vibrant neighbourhoods, where the participants can 
engage with other members of the community while 

shopping, going to the park, library, coffee shop—
anywhere. They should also be adequately funded so they 
can afford the kinds of resources and equipment that are 
essential for the well-being of the participants. There 
shouldn’t be such a stark contrast between Layla’s school 
and her future day program. 

For the past two years, I’ve been participating in a 
research project being done by Queen’s University to 
investigate the experiences of parents as they transition 
their developmentally disabled children into adult ser-
vice. It’s called MAPS. I’ll end my presentation with the 
statement that I usually select from a given list to 
describe our present situation, during my phone conver-
sations with the research assistant: We have to work 
extremely hard every moment of the day to avoid having 
a crisis, but we are not in crisis at the moment. 

Thank you for allowing me to present to you today. 
The Chair (Mrs. Laura Albanese): Thank you for 

sharing so much with us. We have three minutes for each 
party. I believe it’s the Liberal Party’s turn. 

Ms. Mitzie Hunter: Thank you so much for sharing 
and for bringing Layla to be with us this morning. I 
found it interesting that you talk about the needs of the 
individual. Segregated schools are customized for a range 
of needs; as well, for the integrated schools, we heard 
earlier that there is also benefit. 

Talk a little bit about the transition forward for you. 
Right now, both of you work. As you’re thinking about 
the constraints in the system and planning ahead for the 
future—and you started earlier; I believe you said that—
in terms of getting assessments done and really lining 
things up. 

Ms. Alison Galley: That’s interesting, because actual-
ly, we kind of bridged that period when DSO was just 
introduced. So when Layla was 17, we actually had a 
meeting with someone from Community Living, who 
came to our home and did a lengthy assessment. I totally 
relate to that last speaker about having to tell our story 
over and over again. 

At that time, the news she gave us was not so grim. 
She told us that we would probably be eligible for 
funding of up to $24,000 a year, which would nicely pay 
for a funded day program, or she’d be eligible for a 
funded spot. It just left me feeling so much more posi-
tive. But because that assessment was not done before a 
certain cut-off date, we had to redo the whole thing. As 
soon as I found out about that, I got on the phone right 
away. This was within a month or so of DSO being 
started. They got back to me right away; an assessor 
came within 10 days. We were really fortunate; I feel 
badly for families that have to wait so long. Because 
while you’re waiting—our lives are just in limbo all the 
time. It’s really hard not to dwell on our worries as we 
fall asleep at night. It’s hard to get a good night’s sleep. 

Ms. Mitzie Hunter: So your experience professional-
ly has also helped to navigate, it seems. 
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Ms. Alison Galley: Yes, it did. In fact, it did from day 
one with Layla. We found, in our experience, that there’s 
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no one along this journey of raising a special-needs child. 
There’s not enough information being shared. It’s a very 
find-out-on-your-own system, the way it was 20 years 
ago. 

Layla’s disability wasn’t evident at birth, but I did 
bring it to the attention of the doctor pretty early on at 
their checkups. I mentioned it at six months; I mentioned 
it at four months—she was extremely colicky, and then at 
six months, she became very placid and was happy to 
play with a toy for an hour and a half. I brought that up 
because I knew from my special ed background, this was 
not normal. But my doctor told me, “Well, just be happy 
that she’s an easy baby because you’ve got another baby 
to take care of too.” They’re very close in age. Anyway, 
it was the same thing for—“Well,” he said, “We could 
refer you to a pediatrician,” and the pediatrician said, 
“Well, we could refer you to a developmental neur-
ologist. Would you like to go that route?” “Yes, we 
would,” and we did. 

But just finding out about CCAC and home care—we 
didn’t start that until she was about nine or 10 because 
we didn’t know that that was available to us. No one told 
us. We were searching for some kind of daycare pro-
gram, but nobody would take her. So that was our 
experience, and that’s just not right. I know I had the 
advantage of having knowledge of places like Surrey 
Place, so I could say to my pediatrician, “What about 
Surrey Place?” “Oh, I don’t know too much about them, 
but we can give them a call,” and then they started 
coming into my home once a week. It was great, because 
I had someone to talk to, and they had recommendations 
for us. 

It just shouldn’t be that crazy process. I hope it’s im-
proved. In my role as an educator, I give parents a wealth 
of information, and I keep repeating it because you’re not 
always ready to hear information when it’s given to you. 
So that’s what I do. 

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

Ms. Sylvia Jones: Thank you, Alison—a very thor-
ough presentation. I have a number of questions, but your 
comment about the fact that you and Greg have been 
such strong advocates and support for Layla has now put 
you at a disadvantage as you transition into that magic 21 
very much resonates with me, and I see it in my own 
community—I’m sure we all do. I’m not sure if you were 
here for the first presentation, but there was an enthusi-
asm and encouragement for the coordinator/navigator 
role. Using your own example, do you see that that 
would have been an assistance to you and your family? 

Ms. Alison Galley: Absolutely. 
Ms. Sylvia Jones: Thank you. I am not as familiar 

with segregated schools just by virtue of the communities 
that I represent. Has Layla been in McCormack— 

Ms. Alison Galley: McCordic. 
Ms. Sylvia Jones: McCordic, sorry—her entire 

education career or— 
Ms. Alison Galley: She started when she was just 

turning five, so around the SK age. We did try an inte-

grated setting. She was in an integrated daycare for two 
years. At first, it was okay. She had a wonderful resource 
teacher. Then that teacher left and she had a not-so-
wonderful resource teacher. Her walker would be folded 
up within five minutes of me leaving. They weren’t ac-
commodating her needs whatsoever. When I picked her 
up at the end of the day, she would just be lying on the 
floor—nothing, no engagement whatsoever. 

Ms. Sylvia Jones: No programming. 
Ms. Alison Galley: It got to the point where, as I 

brought her nearer to the daycare, she would begin to cry. 
So when we started McCordic, it was like manna from 
heaven. We began to see progress in Layla that we never 
thought possible. 

Ms. Sylvia Jones: Was that a joint decision you made 
with your education professionals, principals, whatever? 

Ms. Alison Galley: I knew who to talk to. 
Ms. Sylvia Jones: That’s the advocacy component, 

right? You have a huge advantage over some families 
who don’t have that. 

Ms. Alison Galley: I know. 
Ms. Sylvia Jones: Was it a joint decision point to say, 

“We would like to look at some segregated schools” or 
“We are familiar with the programming that is happening 
at McCordic, so can we go that route?” Was that part of 
your role as a parent advocate? 

Ms. Alison Galley: Absolutely. I had heard about the 
school, so I was very interested. But it was difficult going 
into that school for the first time. It is quite shocking to 
see the needs of those children and how handicapped 
they are. 

When your child is four or five years old, they don’t 
present as being as handicapped; they don’t look as 
handicapped. As you head into the teenage years, it’s 
very evident—and I shouldn’t be using that word, 
“handicapped”—I’m sorry—but back when she started at 
that school, that was the term they called it, “develop-
mental handicap,” and I’ve gone back in years now. 

So it was hard, but still, I could see right away that this 
was the best environment for her. 

Ms. Sylvia Jones: But it was a joint decision. It 
wasn’t, “We do not want to try to integrate Layla any 
further, so we’re going to give you this or nothing.” 

Ms. Alison Galley: Yes. 
Ms. Sylvia Jones: Okay. Thank you very much. 
The Chair (Mrs. Laura Albanese): Thank you. Miss 

Taylor. 
Miss Monique Taylor: Thank you so much for your 

presentation today and for being here. I also don’t know a 
lot about segregated schools. I don’t believe I have any in 
the Hamilton area, so I’m curious about that. They’re 
within the regular school boards, right? 

Ms. Alison Galley: Yes, they are, and there are sever-
al. There are some that are located in wings in regular 
schools. That’s a great model, but we all know that the 
TDSB is cash-strapped. That would cost a huge amount 
of money if you were going to change the model. 

The segregated school, as I mentioned, has a specially 
adapted playground for these students. It has a Snoezelen 
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room. It has spacious hallways. It’s the perfect environ-
ment, and they stay there for their entire school career. 
It’s like a family feeling— 

Miss Monique Taylor: So they stay right through 
grade school, right through high school. 

Ms. Alison Galley: Certainly, I have seen some stu-
dents who were performing at a level where they were 
moved out of that school, but that rarely happens. These 
children, these students are really at the bottom of the 
developmental ladder. 

Miss Monique Taylor: Are they integrated into the 
community through that school also? 

Ms. Alison Galley: Do you know what they do? They 
bring other schools into their school, and it’s wonderful. 
They have a program called Beatty Buddies with Earl 
Beatty Public School at Layla’s school. They have their 
students come in and help them learn folk dancing. Try to 
imagine what folk dancing looks like for wheelchair 
students. But it’s a real highlight of Layla’s year. They 
have them come in for concerts, school plays, and they 
have them come in on a weekly basis as well. 

It’s not like they’re hiding them away, it’s not like 
they’re invisible; they’re very visible in the community— 

Miss Monique Taylor: They’re part of the commun-
ity still. 

Ms. Alison Galley: —and if you live in that commun-
ity, you’re used to seeing them. I know there’s a 
shopping mall close by, and when I go there with Layla 
on the weekends, people who I’ve never met before will 
greet her. So they are very much a part of the community. 

But I think that—and this is part of my argument for 
maintaining segregated programs, not just schools, but 
classrooms like the one I teach: Every child needs to feel 
safe, comfortable, valued and that they really belong. In 
order to offer this, we need to have a wide range of 
programming for these students. It’s not a one-size-fits-
all. 

Miss Monique Taylor: Thank you. 
The Chair (Mrs. Laura Albanese): Very briefly. 
Ms. Cheri DiNovo: Yes, just very briefly, Lucy 

McCormick school is in my riding—a wonderful institu-
tion. I’ve known many parents who have had their 
children there, and they are part of the community in 
many, many ways. I just wanted to put that on the record 
and say that not just for Lucy McCormick and its stu-
dents, but for the entire area it’s been a success. 

Ms. Alison Galley: Now, I don’t know if any of you 
will recall, but around that time I referred to, 12 years 
ago, Beverley School, which is located not far from here, 
was also threatened with closure. Ian Brown from the 
Globe and Mail did a two-page spread in the weekend 
paper. If you can get a hold of that—I have a copy of it; I 
should have brought it here today—it really beautifully 
describes what goes on in these schools. 

I also recommend that you read his book The Boy in 
the Moon, if you haven’t already, because I so related to 
pretty much every passage in that book. 

Thank you so much for allowing me to present today. 

The Chair (Mrs. Laura Albanese): And thank you to 
the Galley family for presenting to us today and for all 
being here. Thanks. 

The next presenters— 
Ms. Sylvia Jones: I have another request. 
The Chair (Mrs. Laura Albanese): Sorry—Lights 

advisory board? The Lights advisory board is the next 
presenter. If you could please come up and start to make 
yourselves comfortable. 
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Ms. Sylvia Jones: Chair, while they are situating 
themselves—because there are a number of us who are 
not familiar with the segregated school model, perhaps it 
would be worthwhile to find out from the various school 
boards across the province where there are segregated 
schools. 

The Chair (Mrs. Laura Albanese): Yes, that’s a very 
good idea. Also, I was conversing with our researcher 
about finding that article that was just mentioned. 

Ms. Sylvia Jones: Ian Brown. 
The Chair (Mrs. Laura Albanese): Okay. 
Mr. Bas Balkissoon: Chair? 
Ms. Soo Wong: Chair, we have a question about that 

suggestion. 
The Chair (Mrs. Laura Albanese): Sure. 
Ms. Soo Wong: I’ll let Mr. Balkissoon speak first. 
Mr. Bas Balkissoon: I’m just wondering if it would 

be worthwhile if research told us where they are, so we 
as a committee could make a tour, because I’ve visited 
those schools. 

The other thing is, I’m wondering if we could also put 
it on our agenda that we should actually go out to DSO 
and see how they function. 

The Chair (Mrs. Laura Albanese): Yes? 
Ms. Soo Wong: Madam Chair, before we go on, with 

regard to Ms. Jones’s suggestion, can we also ask for a 
breakdown from the school board in terms of the funding 
through SEAC, because those are dedicated dollars, and 
these segregated schools—how many dollars and cents? 
There’s one education component, and there’s a health 
care component. I remember, on the school board, the 
challenge of meeting those needs, and I want to see that 
funding piece clearly shared with the committee. 

Ms. Erica Simmons: What is SEAC? 
Ms. Soo Wong: SEAC is the special advisory com-

mittee that’s mandated by the province. It’s compulsory, 
and the funding for that committee and for that budgetary 
line must be protected. There’s no deviation; if they don’t 
spend it, they have to return it to the province. 

The Chair (Mrs. Laura Albanese): Do we want to 
have a conversation after about perhaps visiting a DSO? 

Interjection. 
The Chair (Mrs. Laura Albanese): Okay, thank you. 

LIGHTS 
The Chair (Mrs. Laura Albanese): Welcome to our 

committee. You may begin your presentation at any time. 
Please begin by stating your names and your titles. You 
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will have up to 30 minutes for the presentation. If there is 
any time left over, that will be divided equally for 
questions. Thank you. 

Ms. Mary Pat Armstrong: My name is Mary Pat 
Armstrong, and I’m the founder of Lights and the chair 
of the advisory board. Thank you for this opportunity to 
speak about Lights. I will briefly outline the scope of the 
model, and Donald Hale, who is a Lights parent, will talk 
about how Lights has helped his family, including his son 
Matthew. Garry Pruden, the CEO of Community Living 
Toronto, will tell you why his agency partnered with 
Lights. 

To begin, 12 years ago, my husband and I helped our 
daughter Jenny move into her own home with two house-
mates and a caregiver. We have watched her thrive, 
making more and more decisions independently and 
enjoying her rightful place in her community. How good 
a feeling is that for a parent? 

Lights was founded on the belief that each parent has 
the right to personal freedom, independence and a caring 
environment—a lot like what the mom who preceded us 
was just saying. Each family has the right to make their 
own decisions. As individuals and families make their 
own decisions, they feel empowered and accepted for 
whom they are. 

I want to just briefly outline the key elements of the 
model for Lights. I’m sure there will be more questions 
about it later, but I’ll just outline the key elements. Lights 
helps families and individuals explore creative and 
individualized small-group living arrangements. It helps 
them develop a plan, a person-directed plan, that focuses 
on their own dreams and their own needs, so it’s a very 
personalized, individualized model. It helps them access 
websites, such as connectability.ca, that will support 
them. It helps them develop the resources they will need 
to support their new living arrangement. It helps them 
navigate system forms and applications. It helps them 
analyze their personal finances and other resources—and 
this is extremely important, because as they make their 
personal budget for their son or daughter, they have to 
keep in mind that they have to pay for part of that budget. 
So it’s a very realistic budget. It helps them network with 
other families who have a common vision, so they can 
find housemates and ongoing support. And it helps them 
be ready for the Ministry of Community and Social Ser-
vices residential funding. 

Let me outline a little bit the finances behind Lights. 
Lights covers up to $20,000 of each individual’s annual 
budget for up to five years. It is our hope that a family 
will, after five years, have government support or have 
found other means of stabilizing financially, but we 
won’t walk away from these families. These start-up 
funds come from the fundraising that our board does. The 
family covers at least 20% of their son’s or daughter’s 
annual budget, and the government pays the salary of our 
one staff member. If we divide that dollar figure—that is, 
our one staff’s annual salary—by the number of clients 
living independently with Lights support, it’s costing the 
government less than $3,000 annually for each individ-

ual. Obviously, this number will decrease as the number 
of Lights clients increases. 

Lights is also founded on the belief that to solve today’s 
crises of the intellectually disabled, partnerships are 
needed. We have four very important partners: the fam-
ilies who help plan and fund their son’s or daughter’s 
home; philanthropists who have thus far given us $4 mil-
lion to cover our existing clients over the next five 
years—but fundraising at this pace will be hard to main-
tain going forward. Initial excitement is hard to hold in a 
social environment of donor fatigue, such as we have 
today. 

We could not do without our third partner, Commun-
ity Living Toronto. They have supported and advised us 
along every step of the way. They give us an office, 
they’ve done our website and our brochure, they give us 
fundraising backup support and public relations and 
marketing backup support. And you, the government, are 
our fourth partner. You are paying the salary of our one 
staff member. But she’s now asking for help because she 
has 88 other families at various stages along the Lights 
journey. 

So in summary, Lights has assisted, thus far, 24 indi-
viduals in finding a home outside the family home. Of 
these 24 individuals, five did not access Lights funding 
because they had residential funding from other sources. 
They used Lights for planning and networking. 
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Of these same 24 individuals, three have moved on 
due to receiving individualized residential models funding, 
and one individual has moved into a supported independ-
ent living arrangement. 

As a result of our success, we strongly urge the gov-
ernment to continue to partner with existing groups such 
as Lights and to expand upon these partnerships. We also 
urge the government to help other communities in 
Ontario to start a Lights program or other alternative 
solution that helps people achieve independent living. 
Lights is considering running workshops to do this. 

Lastly, we urge the government to consider spreading 
the cost of supporting the intellectually disabled among 
the wider community. 

At this point, I’d like to ask Donald Hale to tell you 
his personal story. 

Mr. Donald Hale: Thank you very much. My name is 
Donald Hale. My son Matthew Hale is an individual who 
is living in a Lights-funded living arrangement with two 
other developmentally handicapped people. He was born 
on November 9, 1987. Much to the delight of his parents, 
Matthew was healthy and met all of his developmental 
milestones until he reached the age of 18 months. At that 
time, for some undiagnosed reason, Matthew developed a 
seizure disorder and his development began to regress. 
Later, with the assistance of a neurologist and the 
Macaulay Child Development Centre, it became obvious 
that Matthew had developed mental difficulties that 
would seriously impair his ability to learn and to function 
in the world. 
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He began school in the developmentally handicapped 
stream, first at Clinton Street public school and then at 
Bloordale Middle School and Burnhamthorpe Collegiate 
in Etobicoke, where we were living at the time, and then, 
finally, at Maplewood High School in Scarborough. 

When Matthew was only nine, his mom was diag-
nosed with a very rare autoimmune disease called 
scleroderma, which ultimately led to her death from 
cancer in 2001. I’ve had some serious health issues of my 
own, including a couple of recent bouts of kidney and 
advanced prostate cancer, both of which were resolved 
by surgeries in 2009. I continue to receive treatment for 
these things at the present time. Both of our extended 
families live in Windsor. Unfortunately, they’re not 
really able to help out or to come to our assistance at all 
with Matthew’s care. 

Since completing his education in 2008, Matthew 
attends a really terrific day program that’s operated by an 
organization called Pegasus Community Project. It 
operates out of the Toronto parks and recreation com-
munity centre. The program is specifically designed for 
developmentally handicapped young adults, and costs 
about $1,550 a month. I went to their holiday seasonal 
party yesterday, and it was a lot of fun. There was lots of 
excitement, singing and it was really a pleasure to see 
everyone that I hear about all the time. 

Matthew receives funding from the Ministry of Com-
munity and Social Services Passport program to cover 
the cost of his day program and his transportation to and 
from that each weekday. But that funding only covers 
that cost for the day program and the transportation. 

Matthew is now 26 years old and has the life skills and 
abilities you would expect to see in a three- or four-year-
old. He remains very impulsive and requires strict 
supervision when he’s in the community to ensure his 
safety. His behaviour is unpredictable and, while very 
much improved, it remains a great concern to those who 
care for him. Matthew’s life centres around a series of 
routines which rarely vary. His world and that of those 
around him is constrained by the needs and demands that 
Matthew’s condition requires. For example, Matthew 
talks endlessly about the same subjects: the origin of 
household things and clothing and the state of his mug 
collection. He’s interested in cooking, but he doesn’t 
really have cooking skills and isn’t really capable of 
handling things like knives or cooking on a stove. But 
he’s a big fan of the Food Channel and he likes watching 
cooking shows on TV. 

He’s also very interested in the TTC. Every Saturday 
and Sunday—nearly every Saturday and Sunday—he and 
I will spend four or five hours out roaming around the 
city on buses and streetcars and the subway. You may see 
us. You may run into us some time. 

As you can tell, Matthew is a full-time job, requiring a 
lot of time, energy and patience, as he must be coaxed 
and encouraged to undertake nearly every task, especially 
those relating to his personal care. 

When Matthew turned 22 in the fall of 2009, he 
started a new a period of greater independence, and 

began making a life without his dad. A group of parents 
formed an organization called Scarborough Residential 
Alternatives that was facilitated by Community Living 
Toronto Scarborough Regional Council. After many 
meetings and a few false starts, we successfully created 
several functioning living arrangements for our loved 
ones. 

In Matthew’s case, he is now in a home environment 
that is safe, stimulating and appropriate for him and for 
his two roommates. Beginning in 2009, we rented a four-
bedroom house in the east end of Toronto from the 
Toronto Community Housing Corp. We rehabilitated the 
house and furnished it. We were successful in finding 
some absolutely terrific staff people to support the 
roommates in their new endeavour, and Matthew and the 
two other young men are now living, with the assistance 
of their caregivers, independent lives in their own home 
from Sunday night to Friday morning each week. They 
still return to stay with their parents on weekends. 

As you can imagine, all of this was quite emotionally 
and financially taxing on the parents. The benefits far 
outweigh any of the drawbacks, however. Our sons are 
now living more autonomous lives and are making their 
own choices about basic things that we all take for 
granted, like what to wear, what interests to pursue and 
how to spend their spare time. Matthew has matured 
enormously during this time and is happier and better 
behaved in his own surroundings than he ever was at 
home with me. 

Beginning in 2011, we were successful in obtaining 
some financial support from the Lights program to assist 
in offsetting some of the cost of running the household 
and, particularly, for paying for the staff that we have. 

The Lights program is not, however, designed to act as 
a permanent funding mechanism to assist parents in 
creating and maintaining suitable living arrangements for 
their sons and daughters with developmental disabilities. 
At some point, our Lights funding, which is currently to 
the tune of something around $11,000 per year for a 
family, will cease, and we will be forced to rely on our 
own limited resources again. 

For the two years that we were operating the house be-
fore we obtained our Lights funding, the amount of 
money that was required to operate the home was just 
ruinous, and it was impossible for us to continue without 
having the funding assistance from Lights. 

The start-up and ongoing costs of creating a home such 
as this is enormous. We, as parents, have essentially built 
the foundation and made it work for the past four and a 
half years. Our sons’ continued success and personal 
growth depends on having their home continuing to oper-
ate past the time that Lights funding will be available to 
us. 

We urge this committee to examine closely the existing 
ministry programs, which are designed to assist families 
in creating their own residential alternative arrangements 
for their developmentally disabled young adults. Such 
programs appear to be available, things such as the 
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innovative housing initiatives and so on, but—and this is 
a very important “but”—they’re not presently funded. 

What is needed is funding, actual dollars, in these pro-
grams to support parents in developing and maintaining 
appropriate and self-managed living arrangements for 
their grown children with developmental disabilities. By 
making better use of these kinds of arrangements, the 
ministry can reduce the wait-lists now in place for resi-
dential supports without incurring the kind of expense 
required if they are directly and completely ministry-
funded. 

Thank you for the opportunity to speak with you 
today. I’m pleased to answer any of your questions. 
1100 

The Chair (Mrs. Laura Albanese): Thank you— 
Ms. Mary Pat Armstrong: Now I would like Garry 

Pruden to speak. 
The Chair (Mrs. Laura Albanese): Oh, okay. 
Mr. Garry Pruden: I’ll be very fast. 
The Chair (Mrs. Laura Albanese): Sure, go ahead. 
Mr. Garry Pruden: Over our 65-year history, Com-

munity Living Toronto has been instrumental in de-
veloping community-based opportunities for people with 
intellectual disabilities. With the goal of expanding 
needed community capacity for residential support, we 
partnered with Mary Pat to create Lights in June 2009. 
There was a clear and compelling rationale for this in-
vestment: 

(1) Wait-lists were oppressive. As you have heard, 
over 2,600 people are waiting for some form of residen-
tial supports in Toronto alone. Before the advent of the 
DSO, we were the lead agency for 1,100 of those individ-
uals and families. Just waiting for service was no longer 
tolerable for an increasing number of those families—as 
you have heard from Donald—and they were looking for 
support in creating options for their family members. 

(2) Innovative alternatives to traditional services were 
needed. With more people on the residential wait-list 
than currently receiving services in Toronto, an invest-
ment in new models of support was critical to help bridge 
the gap and ensure sustainability. 

(3) Partnerships help build capacity. Lights is pre-
mised on creating partnerships with families—as you’ve 
heard—established agencies, government and philan-
thropists to open new doors for models of support. 
Families gain insight as to what might be possible and 
the strength and confidence to start their journey, which 
will better prepare them to take advantage of the future 
funding opportunities for which they so anxiously await. 

As you’ve heard today, our investment has produced 
tremendous dividends. This is the kind of investment in 
incenting innovation and building capacity that our gov-
ernment needs to be making. Thank you. 

The Chair (Mrs. Laura Albanese): Thank you for 
illustrating this really innovative model. 

We have three minutes for each party for questions. 
We’ll go to Ms. Jones. 

Ms. Sylvia Jones: Sorry, my colleague is trying to 
educate me. So I’ll let you educate me. 

Did I hear that correctly, Donald, when you mentioned 
that the Lights program seems to be different from the 
traditional group homes of three or four in that—is 
Matthew going home on the weekends? Did I catch that 
right? 

Mr. Donald Hale: Yes, he does. 
Ms. Sylvia Jones: Okay. And why did you make that 

differential? 
Mr. Donald Hale: We would have been very happy to 

have a seven-day-a-week model. It’s just financially un-
tenable. It’s very difficult to pay for that staff. The staff 
time that would have been required would have just made 
it too expensive, so we decided to scale back to five days 
a week. At some point in time, we’d certainly love to 
have a seven-day-a-week arrangement, and I’m sure 
Matthew and his roommates would as well, but that’s just 
not what we can manage right now. 

Ms. Sylvia Jones: So it’s really a decision made on 
available funds as opposed to, “This is the model that we 
wanted, as a family, for Matthew.” 

Mr. Donald Hale: No, not at all. We would have 
preferred to have a seven-day model, and we probably 
will at some point, if the dollars are in place. 

Ms. Sylvia Jones: Okay. Thank you. 
The Chair (Mrs. Laura Albanese): Ms. Elliott? 
Mrs. Christine Elliott: Thank you very much— 
Ms. Mary Pat Armstrong: Can I just add to that? 

Every family is different. Some families have seven days. 
Mrs. Christine Elliott: I’d just like to thank you very 

much for coming and making a presentation today. I have 
had the opportunity to discuss Lights with Mary Pat 
before, and given the length of the wait-lists that we’ve 
been hearing about for housing, I think it’s important for 
us to hear about innovative solutions, and creating part-
nerships I think is key. Thank you very much. You’ve 
given us a lot to think about. 

The Chair (Mrs. Laura Albanese): Ms. DiNovo? 
Ms. Cheri DiNovo: Thank you very much for this and 

for your efforts. It sounds like an amazing program. 
What happens after the five years of the start-up 

funding? We’ve heard about the enormous lists for 
MCSS residential funding that seem daunting. The 
concern, obviously, is that somebody is in this wonderful 
situation and five years in, the funding doesn’t come 
through and they have to move out, which would be 
tragic. 

Ms. Mary Pat Armstrong: As I said before, we will 
never put our families out on the street. All it would mean 
is that we perhaps couldn’t take any more new families at 
that point in time. We are fundraising as hard as we can, 
but we hope, along the way, there will be more financial 
support to us from the government as well, to support 
what we are doing. But we will always continue to fund-
raise. 

Ms. Cheri DiNovo: We had heard from one of the 
other families about the cost of residential care, which 
wasn’t for them the particularly wonderful option, being 
over $200,000 a year. I’m wondering if you have 
comparables. I mean, you’re providing something and the 
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cost is—maybe Community Living can answer that, what 
the comparable cost would be both to the government 
and to the families for residential care, paid for complete-
ly through MCSS. 

Mr. Garry Pruden: There’s a wide range of supports 
that are required across the spectrum and for different 
individuals in the community. We have those services as 
well. There isn’t one solution to this problem; there needs 
to be a broad range of innovations and services made 
available. 

Ms. Cheri DiNovo: Of course. But they had quoted 
over $200,000 a year for individuals, so it would be 
interesting to know what the— 

Ms. Mary Pat Armstrong: That family probably 
would not be able to be supported by Lights. We couldn’t 
afford to support them. Really, Lights is a model that will 
probably never be able to help families who have a huge 
annual budget of expense and very high needs, unless 
they can put more into their own budget. But what I 
believe Lights is doing is removing from that wait-list 
families who have a more moderate budget, who we can 
help so that the government can divide their money more 
appropriately amongst those other families. 

Miss Monique Taylor: I know I’m going to run out 
of time. How many homes does Lights actually have? 

Ms. Mary Pat Armstrong: Lights doesn’t own any 
homes. 

Miss Monique Taylor: No, but within the— 
Ms. Mary Pat Armstrong: But of the 24 individuals 

who are living independently now, a few live together. I 
want to say maybe 13 or 15 living arrangements. 

Miss Monique Taylor: So you’re supporting 15 
living arrangements, as in full homes with three or four 
per home? 

Ms. Mary Pat Armstrong: Yes. We support the 
families individually within those living arrangements. 

Miss Monique Taylor: Okay. So a total cost of a 
home— 

Ms. Mary Pat Armstrong: Well, an approximate cost 
of our families is around $32,000 annually per person. 
That would include rent and staffing and food and day 
programs and everything. Some clients come with a 
home already and they want the other housemates and 
people to share that home with them. Some group togeth-
er and then rent a place, as Donald has done. Every fam-
ily is different. 

Miss Monique Taylor: Okay. I know my Chair is 
looking at me, so I’m just going to try to ignore her for a 
half a second and ask— 

The Chair (Mrs. Laura Albanese): Last question. 
Miss Monique Taylor: The staff person you have in 

that home—is it one staff person per home, and how is 
that person found, how is that person trained, and if 
they’re sick, what happens? 

Mr. Garry Pruden: This is a self-directed support 
system, so that we assist families in securing those staff 
resources. The one staff associated with Lights is a 
facilitator that helps families do that. That person doesn’t 
provide any direct support in any home. 

Ms. Mary Pat Armstrong: Each family drives their 
own situation, basically. 

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

Miss Monique Taylor: Thanks, Chair. 
The Chair (Mrs. Laura Albanese): Ms. Wong? 
Ms. Soo Wong: Thank you very much for your 

presentation today. I just have one quick question. On 
your one-sheet handout to the committee, Lights recom-
mended spreading the cost of supporting intellectually 
disabled more widely. Can you elaborate on that point? 
What do you mean by spreading the support? I wanted to 
know more specifically. 

Ms. Mary Pat Armstrong: Do you want to talk to 
that? 

Mr. Garry Pruden: I think Mary Pat was referencing 
the fact that Lights can assist families who have the 
resources or can marshal resources to provide a support 
path for their son or daughter. Over time, because those 
families contribute to it, they learn through that process, 
in terms of what the actual needs of their sons and daugh-
ters are. They might come to understand that the safety 
net that they believed was necessary for their son or 
daughter, the capacities that their son or daughter didn’t 
have, they in fact do have. We can, through Lights, really 
support that individualized and independent living 
opportunity for people who have more likelihood of 
independence or moderate needs for support. 
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Ms. Soo Wong: With regard to Lights, I want to know, 
if you have the more complex continuing care—would 
your agency, working in partnership with Community 
Living, be able to provide that service? 

Mr. Garry Pruden: We do that with individualized 
residential support already. We do have one individual 
that we’re supporting through Lights in that same way, 
yes. 

Ms. Soo Wong: Thank you. Thank you for everything 
you do in the community. 

The Chair (Mrs. Laura Albanese): Mr. Balkissoon, 
one question. 

Mr. Bas Balkissoon: Yes, just a question to Donald. 
You said you rented a facility out of Toronto Community 
Housing. How much of a conversion did you have to do 
on the interior to accommodate the three— 

Mr. Donald Hale: Actually, very little. The house it-
self had been used as some sort of a drug rehabilitation 
centre or something, so it had already been sort of carved 
up into individual rooms. There was a large common area 
and a very big kitchen. Our residents don’t have mobility 
issues, so we didn’t have to worry about building a ramp 
or anything like that. The bedrooms are upstairs, so ob-
viously that home wouldn’t have been appropriate for 
someone with mobility issues. 

Actually, the local city councillor, Paula Fletcher, was 
really instrumental in helping us get this. She just got on 
the phone and said, “You find something for these 
people,” and they did, like, instantly. It really did need a 
lot of work, though; it was pretty run-down. 
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Mr. Bas Balkissoon: Maybe Pat can expand. So if we 
had mobility issues, then rental property would really not 
be available because you’d have to do modification to the 
interior. 

Ms. Mary Pat Armstrong: Possibly. Each family has 
to find the home situation that would work best for their 
son or daughter. 

I really haven’t spoken at all about our one staff facil-
itator, who works all day, every day of the week, with 
these families in helping them sort through their issues 
and find appropriate places for their son or daughter to 
live. It would be up to Laura to help each family find ap-
propriate housing. 

Mr. Bas Balkissoon: Okay. Thank you very much. 
The Chair (Mrs. Laura Albanese): Thank you very 

much for presenting to us today. 
I will now call the next presenters to come up— 
Ms. Sylvia Jones: Chair? 
The Chair (Mrs. Laura Albanese): Yes? 
Ms. Sylvia Jones: Just a quick point of clarification. 

Lights is actually not an agency; it is a registered charity, 
and I’m sure they would love to accept any and all 
donations. 

Ms. Mary Pat Armstrong: It’s associated through 
Community Living Toronto, so, yes, we would love 
donations. 

The Chair (Mrs. Laura Albanese): Last-minute 
plug. 

KERRY’S PLACE AUTISM SERVICES 
AUTISM ONTARIO 

The Chair (Mrs. Laura Albanese): We now wel-
come Kerry’s Place Autism Services and Autism On-
tario, who are presenting together. Welcome, and if you 
could kindly start by stating your name and your title 
before you begin. You will have up to 30 minutes. That 
will include questions, if there is any time left over with-
in those 30 minutes for your presentation. 

Ms. Tracy Mansell: Thank you. I’m Tracy Mansell 
from Kerry’s Place Autism Services, the largest autism 
service provider agency in Canada. I’m here today to 
present on behalf of Kerry’s Place Autism Services, 
along with our co-presenter, Autism Ontario. 

I wanted to start out by thanking you for this oppor-
tunity, as well as acknowledging our partners with the 
regional offices through the Ministry of Community and 
Social Services and the Ministry of Children and Youth 
Services, who are very valuable partners in the work that 
we do in the regions across Ontario. I’ll let our team 
introduce themselves, and then we’ll move into our 
presentation. 

The Chair (Mrs. Laura Albanese): Please proceed. 
Dr. Jo-Ann Reitzel: Hi. I’m Dr. Jo-Ann Reitzel, and 

I’m a board member with Autism Ontario. I’m also a 
clinician and researcher at McMaster Children’s Hospital 
and McMaster University. I work in the area of autism 
spectrum disorders, and what I want to be able to tell you 

about today is, first of all, just how amazing the services 
are that we have in Ontario for children and youth with 
autism. 

Interjection. 
Dr. Jo-Ann Reitzel: We’re just introducing? Okay. 
Ms. Cathy White: Hi there. My name is Cathy White 

and I’m currently the president of Autism Ontario. I’m 
also wearing the hat of a recently retired educator. I was 
coordinator for autism supports and services with the 
Peel District School Board for several years, so I bring 
that background as well. 

Ms. Gail Jones: I’m Gail Jones. I’m a director of 
community services at Kerry’s Place. 

Dr. Jo-Ann Reitzel: Thanks. What I wanted to let you 
know about is, first of all, the strength of the programs 
that we have in Ontario for children and youth with 
autism. The programs that we have are evidence-based. 
The IBI program and the ABA services are well de-
veloped. We have been able to see amazing outcomes for 
many children from these programs. 

But what we do know from research is that we need to 
move forward. What we need to do is to look at the 
increasing rates of autism. We know that the rates of 
autism have been increasing quite a bit. We know that 
rates are currently estimated at around one in 77 children, 
and that was a study from 2010. We also know from 
research that there is a great deal of variability amongst 
the characteristics of children with autism and that there 
isn’t any one treatment that fits all. What we need to start 
to develop is a system where we are going to be able to 
individualize assessments. From individualized assess-
ments, we will build those personalized and individual-
ized treatment programs. These programs will help with 
children’s developmental needs, their learning needs and 
their mental health needs. They can also help with their 
family and social situations. 

One of the things that I think will help a great deal is a 
piece that is built into the IBI and ABA programs: the 
professional training. There is a real strength when we 
have the capability of training and evaluating staff within 
our programs and then, through supervision, are able to 
ensure the quality and integrity of that care that we’re 
giving. Through training, we need to start to build our 
system, though, where we are collaborating with other 
services and other forms of intervention; and we need to 
do this across ministries. Program evaluation of these 
collaborations is also really important and something that 
we do currently have in our system of IBI and ABA, but 
we need to advance this as we build our system of 
interventions for ASD. 

I know that you have heard quite a bit about the great 
needs of adults with ASD and intellectual disabilities. We 
also really need to emphasize that that needs to start at a 
much earlier stage. We need to work at transitions, 
transitioning children from children’s services that are 
across ministries. These transitions will help to build that 
bridge from children’s services into adult services. 

One thing, unfortunately, that I do feel is lacking in 
Canada and in Ontario is an autism strategy. I feel that if 
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we could start to build an autism strategy from the 
programs and the services that we do have, that we would 
have better standards of care for the assessment and 
treatment of children and youth with autism. 

I’d like to turn it over to Cathy White now. 
Ms. Cathy White: Hello. I just want to build on the 

collaborative theme that Jo-Ann has started. Through my 
experience of working in the school board and working 
with many of our families and agencies associated with 
Autism Ontario—that collective experience has high-
lighted to me the importance of collaboration with all 
stakeholders. We need to continue building on the im-
portant collaborative work that had been started several 
years ago with the ASD working group and the Making a 
Difference report that was out and the 34 recommenda-
tions, and to continue building on that work. 
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We need the government to aim for a holistic ap-
proach that goes across the lifespans and includes all of 
the stakeholders; using an autism strategy, whether it’s 
national or provincial, that includes supports and services 
that are collaboratively created, directed, implemented 
and evaluated by all stakeholders. Some of the stake-
holders that this would include would be the individual 
with ASD; their family; education; community agency 
service providers; health providers, including those pro-
viding supports for those with mental health issues; gov-
ernment; residential; universities and training—it just 
goes across all areas. We need to continue to break down 
the silos, as they still do exist. 

Some examples of some collaborative approaches or 
models that have worked were the collaborative service 
delivery model projects that came out when our Premier 
was education minister, where there were seven school 
boards identified around the province that worked on 
collaborative models with many of those stakeholders. 
There was the Provincial Advisory Team and regional 
advisory teams that identified projects and worked to-
gether. These stakeholders included the ministry, educa-
tion, parents, service providers and school board staff. 
We have the evidence that that approach worked. It made 
a difference in terms of increasing parent confidence in 
the system and also provided increased outcomes for the 
children and youth. 

We also have evidence that this works in regional 
planning tables. I come from the Peel region and there’s a 
Peel planning group there. One of the subcommittees is 
an ASD Peel group, and I know that Hamilton and some 
other areas have this as well. For us in Peel, there are 
members from across four different ministries working 
together to identify issues within our community and to 
set projects and goals. Included is health, MCYS repre-
sentatives, MCSS, parents, Autism Ontario, and we’ve 
had some really good outcomes there. 

Another last example is Connections for Students. 
Transitioning students from IBI to full-day school pro-
motes collaboration and people making a transition team 
across those different stakeholder groups. We have evi-
dence that parents, again, are feeling confident in that 

transition and that they feel well-supported because 
everybody is working together to support their child or 
youth. 

So going forward, I want to encourage you to continue 
working towards a continuum of supports and services 
provided throughout the lifespan for individuals and their 
families with ASD, a continuum that is supported and 
evaluated by all vested stakeholders, and a collaborative 
approach that goes a long way to increasing parents’ 
confidence in the system and the ability of the province 
to meet the needs of individuals with ASD and their 
families. 

Ms. Gail Jones: I’m going to talk a little bit about 
ABA and IBI. I think most folks know those terms, but 
ABA is applied behavioural analysis, and it’s a scientific, 
evidence-based approach to understanding and changing 
behaviour. It is an approach to learning that reinforces 
positive behaviours and reduces problematic ones. It 
helps children develop communication, social and daily 
living skills and, again, skills in the area of behaviour and 
emotional regulation. 

IBI is intensive behavioural intervention, and it is a 
government-funded program in Ontario where a child 
usually works with a therapist for 20 to 40 hours a week, 
and it uses ABA principles. 

The eligibility criteria for IBI in Ontario is that it’s for 
children who have a more severe level of autism. 

Addressing the wait-lists: Kerry’s Place isn’t a lead 
provider for IBI, but we are for ABA, so I’m going to 
speak to the wait-list for ABA, where we have a bit more 
intimate knowledge. The average for the wait-list for 
ABA services is about a year. It’s two to four hours a 
week for an average of eight to 12 weeks of service for 
the child. Children can come in and out of this service 
throughout their childhood, which is great, but the 
challenge is, once they’ve received a block of service for 
those three months, they go back to the bottom of the 
wait-list and wait for a year. 

While on the wait-list, in some agencies in some parts 
of the province, there are capacities to support families in 
helping to generalize those skills learned and to maintain 
them until they get another block of service. But unfortu-
nately, those supports aren’t available consistently across 
the province, and even where they are, in some agencies, 
in some regions, due to the demand, it’s not available for 
all children. 

One helpful strategy would be to consider a broader 
range of evidence-based supports, remembering that all 
children and families are unique and what will work for 
one child won’t necessarily work for another child. There 
are a number of other intervention strategies that have 
been found helpful. 

An additional model that has been found effective is 
for families to have access to an autism specialist right 
throughout, right from the point of diagnosis, to walk 
beside them, to understand the ASD and how to remain 
strong as a family, and then throughout the various tran-
sitions to school, to middle school, to high school, to 
adulthood. 
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That ASD specialist is more than a service navigator. 
It’s somebody who can support, who can coach, who can 
help the families, yes, navigate the system, but also is a 
bit of an educator in terms of helping to make sure those 
skills that are learned in the more clinical settings are 
generalized across the environments of home and school. 

The last point is just to encourage continued dialogue 
around how supports can be made available for children 
across the whole spectrum of ASD, because it’s really 
frustrating for families when children at one end of the 
spectrum get service and others don’t. 

Ms. Tracy Mansell: I want to speak to the continuum 
of support that you’ve heard our panel talk about 
throughout our discussion here, and offer it as a model 
that may assist in terms of meeting some of the needs that 
families and children and youth and adults with ASD 
have. 

The rationale for a continuum of support is to be 
responsible financially, recognizing that there is a need 
for the right service at the right time for families and 
children and their youth and adults on the spectrum. 

Supporting families in the least intrusive way is the 
most financially viable way to be able to provide sup-
ports. The idea on this continuum—and you’ll see the 
diagram on the second-last page of the handout—is to be 
able to provide some prevention and intervention in the 
earlier years; to be able to make sure that families are 
getting the right support and services at the right time; 
and that we are trying to make sure that families are 
feeling supported, and reduce their panic in terms of the 
future for their son or daughter. 

Again, the idea is that we are keeping families and 
children, youth and adults in the lesser intensive supports 
and services. However, we recognize that there are 
times—and individuals who are going to need higher and 
more intensive supports. So it’s really important to be 
able to offer that full continuum of supports, where you 
will find treatment, you will find hospitals, you will find 
residential services and supports, but also being really 
responsible in terms of, not everybody needs that high 
treatment, and how do we complement services and sup-
ports for families so that they’re doing the right things 
and feeling the right confidence to be able to support 
their life? 

An example: Families who are accessing services in-
tensively, such as ABA or IBI, oftentimes aren’t able to 
follow through with the suggestions and the recommen-
dations of the clinicians. What we’re finding from our 
autism specialists is that by being able to provide them 
with some other supports and services such as respite or 
education will allow them to be in a healthy enough place 
and a confident enough place to be able to then follow 
through with the recommendations. So to be giving 
someone a high-intensive support without recognizing 
that there are complementary supports and services that 
are required to keep that family together, intact and 
confident—not to mention that we don’t want them to 
panic throughout their lifespan—is paramount. 

Our ask to the select committee today is that you 
would consider really thinking about this continuum of 
supports and services, recognizing the need for all indi-
viduals on the spectrum of ASD to have access to 
supports and services across this province when they 
need them and to the extent that they need them in a re-
sponsible way. Thank you. 
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The Chair (Mrs. Laura Albanese): Thank you for 
your presentation. I believe we start with Ms. Taylor. 

Miss Monique Taylor: Thank you so much for every-
thing that you do, which we know is very extensive, in 
the field that you’re in. 

The questions that I have are regarding ABA treatment 
and IBI treatment. How is it determined when a person 
doesn’t need the services anymore, and they’re contacted 
and told, “Sorry, it’s over for your child and it’s time to 
move on”? How is that assessed? How is that determined? 

Ms. Gail Jones: For ABA, all children with ASD are 
eligible. 

Miss Monique Taylor: Right. Sorry, I meant more 
IBI. 

Ms. Gail Jones: Yes, IBI. 
Dr. Jo-Ann Reitzel: There is a real need to develop 

consistent and transparent criteria that would be endorsed 
by Ontario. What has happened over the years that we 
have had the Autism Intervention Program has been a 
series of expert panels. In 2007, I believe, there was a 
clinical expert panel that recommended that children 
have a trial of IBI. But from the review of the literature, 
we knew that IBI was not appropriate for all children. We 
knew that only a proportion of children responded to it, 
and yet we really can’t identify that at the outset. 

What we need to be able to do is to follow a child’s 
growth and development during the time that they are in 
IBI and see if it’s having that intended effect of actually 
boosting or accelerating their development. Then what 
we need is the second expert panel, which was a bench-
marks panel, in order to see whether the child is able to 
achieve those benchmarks and in that way to determine if 
this treatment is effective. If it’s effective and having the 
intended effect for the child, then the decision would be 
to continue. If not, the decision would be to discharge, 
but to discharge, as all my colleagues have been talking 
about, to the right service for the right child at the right 
time. That would need this continuum of care. 

Miss Monique Taylor: And with that dis-continuum, 
what’s the transition period? I’ve been contacted by 
families who are told, “You have one month left of ser-
vice and that’s it. Your child is done,” yet they’re feeling 
that their child has reached these benchmarks, but there 
are no clear indicators of what that is. So what’s the 
answer to that? 

Dr. Jo-Ann Reitzel: I think one of the answers is in 
establishing these consistent and transparent criteria for 
discharging children and being able to educate families 
about the aim of IBI and that it is effective for some but 
not for all children with autism. There’s a great deal of 
variability among children with autism. As I’m sure you 
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probably know, IBI really is effective for children with 
milder symptoms and for children who are young. We 
know that the IBI program right now is dedicated to 
children who are at the severe end of the spectrum. 

These sorts of disconnects, I think, have been ad-
dressed quite nicely in the Auditor General’s report—but 
asked for re-evaluation of the aims of these autism 
programs. Really, I feel like we don’t yet have a thor-
ough-enough autism strategy, and if we did, we would be 
able to see that there is a need for all and that all do 
deserve interventions, but it’s just not all the same. It’s 
not like one treatment for all; it’s that we need a continu-
um and that that will change over time if we can assess 
those individuals’ needs within their families and the 
context that they’re living in. 

The Chair (Mrs. Laura Albanese): Thank you. Be-
fore I proceed, I just want to make everyone aware that 
we do have a camera and a journalist here from TFO and 
a current affairs show called 360. 

Ms. Hunter? 
Ms. Mitzie Hunter: Thank you so much for your 

presentation. Just looking at the chart that you’ve put 
together, with the continuum of support, I notice that you 
framed it around the least intrusive support to families. 
That also really speaks to the intensification for resource 
allocation as well, which is something that we all have to 
manage and contend with. 

I’m wondering, along the many areas that you’ve 
identified, if you can talk briefly about where you believe 
it is working and where there are gaps, from your per-
spective. 

Ms. Tracy Mansell: Yes, I’d like to, definitely. In 
terms of this continuum, where it’s not working—and it’s 
not any specific service, because I think each of the 
specific services are working. The issue comes where 
there isn’t the opportunity for families to fall from one 
service to the next service as they need it. 

For example, because we’ve talked a lot about the 
ABA and the IBI, oftentimes, across the province, when 
a family has finished an episode of service and their time 
is up, the panic then comes from, “Now what do I do?” 
The current system right now is very siloed. So if a 
family has a residential service, they have a residential 
service. It’s not that that residential service is not working; 
it’s that there is a number of families who don’t have 
access to that residential service. 

The other piece is that families who have the treatment 
supports, or some of the community supports—when 
they come to an end, they have nothing else. So that 
panic or fear of what’s next—again, it’s families who 
have children in school or in children’s services and 
they’re moving on to adult services. It’s “What’s next?” 
It’s the panic and the fear that causes the families to 
really feel that they need to grasp on and hold on to 
maybe a service that is more intensive then they need, or 
isn’t meeting the needs of what their child is at that time. 

Ms. Mitzie Hunter: Thank you. 
The Chair (Mrs. Laura Albanese): Thank you, and 

I’ll pass it on to Ms. Jones. 

Ms. Sylvia Jones: Thank you, Chair. I’m really 
pleased that you made reference to, “We need to work 
better on the transitions.” I’m wondering if you can share 
with the committee your experience between the transi-
tion from preschool into school, the coordination there—
well, let’s focus on that, because I know our time is 
limited. 

Ms. Cathy White: I’d love to speak to that. There is a 
formal transition planning team and process for those 
children who have been in the IBI program. So, in the 
Peel region, we’ve seen those years go down towards the 
beginning of kindergarten for some students in IBI. So 
where there is an identified must-do process, such as the 
Connections—that is working really well. 

I know that in most of the school boards—I’m assum-
ing around the province, but for sure out in the central-
west area—we host an information evening for parents of 
children with special needs, and then we identify a lead 
within the school board to invite folks to come to a case 
conference. We do observation out in the preschool 
setting, whether that’s in daycare, whether that’s in the 
home, to start to develop a transition plan in, and then we 
begin assigning the supports and services required. 

Ms. Sylvia Jones: It sounds to me that is all related to 
parent education, which is great, and advocacy. Where is 
Kerry’s Place’s role with the actual school boards that 
you’re affiliated with or working in coordination with? 

Ms. Gail Jones: I think part of this speaks to the 
inconsistency across the province. I’ll give an example. 
In Peel region, Kerry’s Place is funded to provide service 
coordination, so we go hand in hand with the family, 
with the school board. But it’s certainly not that way in 
every community. 

Ms. Sylvia Jones: That’s what I thought. 
Ms. Gail Jones: It’s inconsistent, yes. 
Ms. Sylvia Jones: Thank you. We need to work on 

that. 
The Chair (Mrs. Laura Albanese): We do need to 

work on that. 
Thank you very much for presenting to us today and 

taking the time to be here. We very much appreciate it. 
Ms. Tracy Mansell: And we just wanted to thank you 

for the opportunity. We really do look forward to con-
tinuing to work in partnership toward sustainable and 
cost-effective solutions. 

MS. LINDA RUSSELL 
The Chair (Mrs. Laura Albanese): We’ll ask the 

next presenter to come forward: Linda Russell. Good 
morning. As you’ve heard with the previous presenters, 
you will have up to 30 minutes for your presentation. If 
there is any time left over, that will be used for the com-
mittee members to ask questions. You may begin at any 
time. 
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Ms. Linda Russell: Thank you for this opportunity to 
tell our story. Our daughter Joanne was born 33 years ago 
with cerebral palsy. Joanne is physically and develop-
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mentally disabled and suffers also from an anxiety dis-
order. Joanne requires 24-hour supervision and assistance 
with feeding, toileting and all areas of daily life. 

Joanne requires some level of support for every aspect 
of her life and everything that she does. We have pro-
vided that care for her entire 33 years, and we do not 
regret that. However, as my husband and I grow older, 
we are physically, mentally and emotionally tired. Care-
giver burnout is occurring as a result of the day-to-day 
demands, but my husband and I are determined not to see 
our daughter placed in a long-term-care facility. That 
would appear to be the only option at this time, and it is 
simply not acceptable. 

Long-term-care facilities are not created to provide the 
support that Joanne needs, nor are they a place where an 
otherwise healthy 33-year-old woman should live. What 
will happen to Joanne when we die or can no longer look 
after her because of health issues or advanced age? She 
asks me who will look after her, and I don’t have an an-
swer for her. I am convinced that this is the single most 
important factor in the development of her anxiety dis-
order. If you needed to rely on other people for all of 
your day-to-day needs, would this uncertainty not make 
you anxious, or would it be too terrifying to think about? 

Many families have told me that they hope that their 
child will die before them, because they are so worried 
about what will happen to their children after they, the 
parents, die. I understand exactly how they feel. 

My dream is to see Joanne settled and happy in a safe 
and stimulating home before a crisis occurs. At this time, 
that dream could not be further from reality. We have 
been told repeatedly that the system is changing to better 
serve families. Bollocks to that. If anything, we see a 
system that is less able to support us, with absolutely no 
plan in place to improve the situation. 

Most of our friends and family think that we choose to 
continue supporting Joanne at home. They are astounded 
and horrified that our society has no options available for 
individuals like Joanne. We receive lots of empathy but 
no tangible assistance. 

This is a humanitarian crisis. These are people with 
feelings, hopes and dreams. Joanne wants to work and be 
a part of the community, just like everyone else in our 
community. 

We have worked hard to maximize Joanne’s capabil-
ities. We have provided her with ongoing therapy through 
Erinoak treatment centre—when she was young—com-
munity experiences and continuing support. Her father 
and myself take her to and support her at no less than 
three volunteer jobs. Her work is appreciated, because 
she has proven herself to be a dedicated worker and one 
that can be counted on to complete the task at hand. 
However, she needs that physical support to allow her to 
participate in her volunteer jobs and all community 
activities. 

We have made sacrifices for Joanne: (1) financial, 
because we gave up a second income so that I could stay 
at home and care for her, as well as incurring increased 
costs to support her; and (2) physical sacrifice, because 

the stress of caring for her is becoming more difficult by 
the day. 

My husband and I are hard workers. I have sat on 
many committees to look at ways to improve supports to 
individuals like my daughter. I have been a member of 
the board of directors of Brampton Caledon Community 
Living, and I have been a co-chair for the golf committee 
at Brampton Caledon Community Living over the last 15 
years, to raise funds to assist individuals supported by 
BCCL. I worked hard with the executive director of BCCL 
to make the Connections day support program a reality. 

We have done everything that we can to improve life 
for our daughter, including being a strong advocate for 
Joanne and others like her. However, the reality is we 
can’t do this alone. We simply don’t have enough money 
to support Joanne for the rest of her life; it is beyond our 
means. We have tried to create a financial plan and to do 
meaningful estate planning, but it simply isn’t enough. 

We need your help. We need a multi-year plan with a 
recognition that parents are aging and our adult children 
need a place to go and somewhere to live. This cannot 
wait; it needs to happen now. We need service agencies, 
like BCCL, to provide support to families like us and to 
provide oversight for the employees looking after these 
vulnerable individuals and oversight for the programs 
offered to support these vulnerable individuals. 

Now I’m going to give you a few examples of what 
life is like for us, as a family, on a day-to-day basis. Our 
daughter, being physically disabled, uses a wheelchair. 
With the snow we’ve recently received, you may or may 
not understand just how difficult it is to push a wheel-
chair through snow and over ice and deal with that on a 
day-to-day basis. She uses a manual wheelchair, and my 
husband and I lift it in and out of the trunk of our car. We 
have done this for her entire life. 

One day a friend of mine said, “Oh, you’re getting 
Joanne in the car? I’ll put the wheelchair in the trunk for 
you.” After she did that, she turned to me and she said, 
“I’ve watched you do this for years and years and years,” 
and she said, “It never looked like it was any effort at all. 
That thing weighs a lot more than I ever realized.” That 
made me start to think about the fact that families do 
things on a day-to-day basis and they manage, and people 
see them managing and think that they can just keep 
doing that forever and ever. Unfortunately, that will not 
be the case. 

It is the relentless daily responsibility that is very 
tiring as well. If a worker cancels, if Joanne’s bus trans-
portation is cancelled, if the day program is cancelled, 
whatever my husband and I may have scheduled for the 
day has to be cancelled because her needs come first. We 
live a very scheduled existence. My husband and I have 
to make sure that our activities fit in with the availability 
of workers who are there to support our daughter. We 
have no evening activities, because workers don’t want to 
work until 11 o’clock at night. Most evening activities go 
until at least 10; by the time you get home and in the 
door, it’s 11 o’clock. So we simply don’t go out. 
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Our social life is more marginalized now than it was 
many years ago, because Joanne is like a young child. 
Our friends are kind, but they left that life behind long 
ago. I’m in my 60s; my husband will be 70 next year. 
Our friends are retired. Their children are grown up. 
They have grandchildren and when they spend time with 
them, they enjoy it immensely, but, boy, do they like 
getting back to a nice, quiet, peaceful home. We don’t 
have that option. 

Holidays are not a true holiday for my husband and I, 
because we take Joanne with us. There are few, if any, 
respite opportunities available. We enjoy having Joanne 
with us, but that being said, it is often harder because we 
are not at home in a familiar setting and equipment. It 
makes life more difficult. We have flown with Joanne. 
To give you an example—I’m sure all of you have flown 
on a plane—when she has to use the washroom, I take 
her to the washroom, and it is a very good thing that she 
and I are both quite slim because there is not a lot of 
room to manoeuvre in an airplane washroom for two 
people. 

We look after Joanne 357 days a year. Joanne now has 
an opportunity to attend one—and only one—summer 
camp, and that is for an eight-day period of time. Fifteen 
years ago, there were opportunities for more summer 
camps: day camps, overnight camps. Those opportunities 
have dwindled, and as I say, that is what we do now. 
People work five days a week and they have a weekend 
off. My husband and I find that long weekends are 
actually more difficult for us. Weekends are not any 
different than the other five days a week. 

Our primary focus is always Joanne. She is the one 
that takes most of our effort, and she is the one that needs 
us the most. 
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Four years ago, my husband had an attack of arrhyth-
mia. At the time, I thought he was having a heart attack. 
Luckily, a Red Cross worker was in our home looking 
after Joanne, and I went to emerg with my husband, to 
the local hospital. It became apparent that they were 
going to have to run tests and see what was going on, and 
I had to have a conversation with the ER physician to 
explain to him that I had to be home at 12 noon because I 
had a disabled daughter and the worker was leaving at 12 
noon. At that point, he and I put together a plan as to how 
we were going to make the day work. 

I left my husband in emerg while they ran tests. I came 
home; I picked up my daughter. The ER physician had 
suggested that I do what I would normally do with her on 
a Friday afternoon because the tests would take some 
time to complete, and an emergency room is not a good 
place for a person with an anxiety disorder. So I took my 
daughter to her regular Friday afternoon volunteer job, 
then explained to her on the way home that we had to go 
up to emerg to check on her dad. 

To suggest that the day was stressful is an understate-
ment. I had to choose which of the people I loved I was 
going to physically be with, because I couldn’t be in two 
places at one time. 

We are close to the edge. If one thing goes wrong, 
such as one of us requiring surgery or ongoing medical 
treatment, the other one will not be able to do it alone. 

The system as it exists today creates roadblocks for 
future planning. There are insufficient funds available for 
Joanne’s care. In fact, no funding is attached to her, 
unlike individuals who resided in the institutions that 
have since closed in Ontario. 

The government has suggested that families utilize 
creative thinking to provide a residential model for their 
adult child. No amount of creative thinking will provide a 
suitable setting for Joanne, because of her high needs, 
without funding attached. And at this time, there is no 
funding available. Families have been asked to create a 
business plan for their residential model, but with no 
timeline for funding, this is an impossible task. 

We cannot look at moving outside of our area because 
it is likely that we would lose what little support we have, 
from the part-time day program that Joanne attends to the 
home care hours that she now receives. 

It is important that you understand how desperate we 
are for assistance, but it is also imperative that you under-
stand Joanne’s intrinsic value as a person in her commun-
ity. Yes, it is challenging to support Joanne, but it is 
intensely rewarding to see her success. This is why we 
have supported her for so many years without com-
plaint—that, and because we love her. 

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

much for your touching presentation. 
We have four and a half minutes for each party, so I 

believe we start with the government side. 
Ms. Mitzie Hunter: Thank you, Madam Chair. 
Ms. Russell, thank you so much for appearing before 

the select committee today and, really, for the lifetime of 
care and support that you’ve provided to your daughter 
Joanne and for sharing that story with openness. It will 
very much help us in this committee as we deliberate our 
recommendations and how we strengthen the system to 
provide supports not only for the individuals, but their 
families who are providing that care. So I just wanted to 
say thank you for your heartfelt sharing this morning. 

The Chair (Mrs. Laura Albanese): Ms. Wong. 
Ms. Soo Wong: Do we have time, Madam Chair? 
The Chair (Mrs. Laura Albanese): Yes. 
Ms. Soo Wong: I, too, want to echo my colleague’s 

comment. Thank you for your determination. I know they 
were difficult day-to-day experiences throughout your 
daughter’s growth, and now as an adult. 

You commented about the long-term-care piece and 
the caregiver burnout and the respite. Can you share with 
us: Are there any best practices out there that we should 
learn from, that this committee should consider in terms 
of respite, supporting families like yours? 

Ms. Linda Russell: There are very few, if any, respite 
services available anymore in Ontario. I use the summer 
camp that Christian Horizons puts on in Paisley, Ontario, 
so you could call that respite. Eight days is wonderful, 
but you’re usually so tired getting her there that it takes 
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two or three days to recover from that, and then it seems 
like you’re just turning around and picking her up again. 

I have worked with community support people at 
BCCL, and they have all told me that individuals with 
high needs, at this time in Ontario, are not being looked 
at for residential settings because of the cost factor. I 
have spoken over the last 10 to 12 years to different 
people within the ministry. At one time, one person told 
me that I would just have to hope that people in the resi-
dential spots at this time would die sooner than later, 
because those spots would open up and that’s how my 
daughter would get a spot. I wasn’t terribly encouraged 
by that. 

I have heard that any residential spots that exist right 
now for high-needs individuals—those are not being re-
tained as spots for high-needs individuals. They’re being 
broken up so that they can support more individuals. I 
understand the cost-efficiency of that, but, at the same 
time, who needs the support more than an individual of 
high needs? 

One thing I really want to get across to you is that 
even though she is an individual with high needs, she can 
offer things to the community. She’s had volunteer jobs. 
She’s had a volunteer job at the Salvation Army thrift 
store in Orangeville ever since she finished school, which 
was when she was 21, so that’s 12 years ago. She is there 
every Thursday hanging clothes. There isn’t another vol-
unteer who has lasted as long as she has. The other staff 
respect her for the work that she produces, considering 
the effort that she has to put into it, because it’s very 
difficult for her to do it because of the physical disability 
that she has. 

I have a letter here, which we received from DSO yes-
terday. She has been on a residential wait-list now for 
over 10 years, and we just got this saying that if we are 
still looking for a residential placement, please contact 
the appropriate person because there is a new application 
process. So that’s what families get to deal with. 

I did phone them. I have not—well, I shouldn’t say we 
have not received a return phone call yet; I may have one 
waiting for me when I get home, because I left the house 
this morning right after putting Joanne on the bus, and 
that was just after 8 o’clock. 

Anyway, I don’t know what the new application pro-
cess is going to involve, but I’m not sure why we need 
that. 

The Chair (Mrs. Laura Albanese): Right. Thank you. 
Ms. Jones? 
Ms. Sylvia Jones: Thank you, Chair. So for the bene-

fit of the community, Joanne and David and Linda have 
been my teachers in this education process for—I was 
thinking about it this morning—I think it’s close to 20 
years. 

Ms. Linda Russell: It could be. 
Ms. Sylvia Jones: I really appreciate you coming 

today. You mentioned the continuum of care. Many pre-
senters have already talked about it. So, again, for every-
one’s benefit, Joanne’s participation in our community, 
your involvement as an advocate—those change as she 

goes through her various stages, ages. I don’t like using 
“age,” but that seems to be the magic thing that we do. 
Can you tell us a little bit about how that needs to be an 
important component of how we’re going to fix the 
system? 

Ms. Linda Russell: One of the things that I found 
was, when she became an adult, the services available for 
a communication service—any level of adult service is 
more difficult to access than it is or was when she was a 
child. I can’t speak as to whether that continues to be the 
case now. 

She attended school until she was 21 years old, so she 
was stimulated and occupied from 9 until 4, five days a 
week. She now attends a day support program. The max-
imum amount of time that she can have with that is two 
and a half days a week. The rest of the time, we, as a 
family, have to come up with either workers to work with 
her and look after her, or we do it ourselves. We have to 
find stimulating things for her to do in that downtime. As 
I say, we’ve got the volunteer jobs, but that’s sustainable 
only as long as her father and I are healthy enough to be 
able to do that with her. 
1200 

We do get support from the Passport funding program. 
That’s the Passport funding program that took over from 
Special Services at Home, and we use that to offset the 
costs of the day support program, and we use it to hire 
private personal support workers. My husband and I are 
finding that we’re in need of more time off to regroup, 
and we’re more tired, so we hire more workers. The 
money we get from Passport gets spent earlier in the year, 
and we make up the balance from our own finances. 

We live on the northern edge of Peel region. Ten min-
utes from us is Orangeville, but they’re in Dufferin. 
There’s a boundary there. The service that you get is for 
Peel region; you can’t access services in Dufferin, even 
though it’s actually geographically closer. I’ve had 
families who live in Orangeville say to me, “Wow, you 
guys are in real trouble. You’ll never get a residential 
placement for Joanne because you live in Peel and the 
numbers are so huge. It just won’t happen.” There’s a 
disparity there that just doesn’t make any sense. 

As I say, my husband and I have looked at perhaps 
changing where we live. We’ve lived in the same home 
for 35 years. The home is not physically as comfortable 
and easy to manage with Joanne now as it was for the 
first 25 to 30 years, but it’s next to impossible to really 
pick up and leave, because we’re not sure that the ser-
vices we have now will be available to us wherever we 
go. There’s no continuity. There’s nothing that says to us, 
“Oh yes, there will be a day support program wherever 
you decide to relocate.” 

Joanne does not do well with change. We’ve spent her 
entire 33 years helping her become a person within her 
community. We would change that if there were positives 
coming out of it, but to do that will be very, very difficult 
for her, because she will be leaving behind everything 
that she knows and everything that she’s comfortable 
with. Right now, no one can give us an assurance that 
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there would be positives for making a move, so we’re 
staying where we are and hoping for the best, day by day, 
and coming and speaking to you, saying that we really 
need some help. 

The Chair (Mrs. Laura Albanese): Thank you. 
Interjection. 
The Chair (Mrs. Laura Albanese): Yes, we will. 
Ms. DiNovo. 
Ms. Cheri DiNovo: Thank you so much. I know how 

difficult it must be to come before us, and even more 
difficult to live your life some days, I’m sure. I thank you 
for having the courage to do both. As you say, you do it 
out of love. 

It sounds to me like the ministry and the DSO are 
channelling Ebenezer Scrooge. It’s that time of year. I 
can’t imagine that Scrooge would have a more ugly 
response than they, and I’m ashamed, in fact, that that’s 
what you heard from them. It’s shameful. 

My question is a simple one. Jurisdictions that do it 
better—you must have thought of this. Is there a jurisdic-
tion that does it better, that would be a better place? If 
you could transport yourself to England or Australia or 
somewhere else—have you seen any examples of some-
thing that you think we should be replicating here? 

Ms. Linda Russell: I can’t say that I have any person-
al experience in that at all. Personally, I think that this is 
something that shouldn’t just be handled at a provincial 
level. It’s something that needs to be handled across 
Canada, because from what I gather, it’s not that different 
from Ontario to—there isn’t a province that you could 
name and say, “Oh yes, that’s where I’d really like to be 
in this situation.” 

Our personal experience has been that recreational 
opportunities, respite opportunities have dwindled as we 
have moved forward in years. I think probably the opti-
mum time to be disabled and get services was in the 
1980s and maybe the early 1990s. Certainly, even the day 
support program that Joanne attends, when it first 
opened—it opened just as Joanne was finishing school—
the staff came into our living room and said, “Joanne, 
what is it that you want to do?” Her answer was, “I want 
to work.” 

Now, because of an erosion of funding and because 
the ministry dictates to BCCL—I shouldn’t say 
“dictates”—directs BCCL to do more with less, there are 
more people in the program. There is not the opportunity 
for Joanne to say, “This is what I want to do today.” So, 
from her perspective, she’s not being stimulated in as 
positive a way as she was 12 years ago. That’s not 
BCCL’s fault; that’s not our fault. That is simply because 
everybody is doing more with less. 

Miss Monique Taylor: Thank you so much for being 
here with us today. 

The Chair (Mrs. Laura Albanese): Last question. 
Miss Monique Taylor: I’m concerned: Would Joanne 

be able to still do her volunteer jobs, do you think, if she 
was housed in Community Living? Would she still have 
all of those opportunities? 

Ms. Linda Russell: I think she could—certainly, if 
she were in a residential setting. As a family, we wouldn’t 
remove ourselves from her life. We would like to see it 
created so that we aren’t the main focal point, or even a 
good portion of the support network, because we want it 
to be developed in such a way that it assists her and 
supports her after we are no longer able to do that. So I 
would want it set up with that premise. 

I would love the opportunity of being able to pick her 
up and take her to work for the day but then drop her off 
at the end of the day, and have someone else do every-
thing else that needs to be done for her—give her dinner, 
give her the bath, get her to bed etc., take her out on a 
weekend—or take a day or two, rather than be the full-
time caregiver where, right now, we get two and a half 
days, 9 until 4. That’s our break. 

For instance, if we were running really, really late, I’d 
be constantly looking at my watch, because I know I 
have to be home by 4:30. The bus will be there, and I’d 
better be at the end of the driveway, waiting to take her 
off. 

There would always have to be someone working with 
her. The people at the store are not going to do what she 
requires. I’m sure that we could become creative. We do 
have some personal support workers who are the same 
age as Joanne, which makes a really nice peer-appropri-
ate dynamic. She has a lot more fun with them than she 
does with her mom and dad, as your kids probably do 
when they’re not with their parents as well. 

I think it would be doable. We just can’t do every-
thing. 

Miss Monique Taylor: I realize I’m done. I just 
wanted to say thank you. I really hope that this committee 
will be able to make the change in your life that is so 
necessary. 

Ms. Linda Russell: Thank you for your time. 
The Chair (Mrs. Laura Albanese): Thank you for 

your time. 
We are recessed until 1 o’clock. 
The committee recessed from 1208 to 1306. 

MS. COLLEEN BUTLER 
MR. MICHAEL BUTLER 

The Chair (Mrs. Laura Albanese): The committee is 
reconvened for the afternoon. We’ll call forward our first 
presenter of the afternoon, Colleen Butler. Please have a 
seat. You will have up to 30 minutes for your presenta-
tion. Whatever time you do not use will be used for 
questions by the committee members. You may begin 
anytime. 

Ms. Colleen Butler: Hello, my name is Colleen 
Butler, and this is my son Michael. Michael is 31 years 
old. Michael was born with an uncontrolled seizure dis-
order and a cognitive disability. Our journey began two 
weeks after Michael was born in 1982, when Michael 
began seizuring. Prior to Michael’s birth, there was no 
indication of any distress to him. We have been told his 
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focal points are a result of distress at the time of birth. 
The only occurrence my husband and I can think of is 
that the doctor had to use forceps to turn Michael, which 
resulted in marks on his head after delivery. 

As a child, there were many challenges, but thanks to 
the support of our parents, school as well as my husband 
and I having youth on our side, we made it through. At 
age eight, Michael had brain surgery to remove a focal 
point, a golf-ball piece of his brain, in the hopes of 
lessening the seizure activity. Was this a success? I’m not 
sure, as I have no comparison. All I know is that Michael 
still seizures uncontrollably. 

At age 10, Michael developed Bell’s palsy, which has 
left him with the most adorable crooked smile. At age 19, 
Michael had a seizure and, upon falling, he broke his left 
arm and his right kneecap. He had to have surgery to 
correct a wrongly set arm and to have his kneecap 
screwed back together. This meant three months in a 
hospital bed in our living room, with a cast from foot to 
hip and on his arm, as well as daily physiotherapy to 
learn to walk again, for several months. I had to take 
three months’ leave of absence from work to attend to 
Michael’s needs. 

In 2003, at the age of 21, Michael left the security of 
the regular-day Catholic school system, and our family 
needed to figure out how Michael was to spend his days 
for the rest of his life. I describe this as the worst year of 
my life. That yellow school bus was not going to pull up 
on the Tuesday after Labour Day, and we no longer had 
the peace of mind that for eight hours a day, Monday to 
Friday, Michael had a safe place to go, somewhere that 
made him feel secure but continued to challenge and pro-
vide him with fulfilling days. 

My husband, Michael, and I attended a transition 
workshop sponsored by the Hamilton Family Network 
that exposed and educated us about the different 
programs and what they entailed. We heard about a 
wonderful program run under the Salvation Army called 
STRIVE Lawson Ministries, and we met a very energetic, 
positive and supportive woman named Lisa Schumph. 
We had several meetings and decided that this program 
was a good fit for Michael. Unfortunately, funding was 
an obstacle. 

I spent the next six months writing letters, making 
phone calls, begging, pleading to obtain the funding that 
Michael required. I was told that funding is not an en-
titlement, that you are entitled to an education but at age 
21 you are not entitled to anything. I still don’t under-
stand this statement. Aren’t I entitled to be employed, 
like the next person? Isn’t Michael entitled to a fulfilling 
life? We need help. We need support. 

Unfortunately, when Michael turned 21, his disability 
did not disappear like the funding did. In fact, in the past 
10 years, Michael’s health has declined. I have always 
thought that the ISA funding that the Ministry of Educa-
tion designates per identified student, which is meant to 
meet the needs of the students, should follow them for 
the school day program. 

The number of individuals decreases tremendously 
after high school as many are capable of being employed, 
but the most vulnerable and lower-functioning are sud-
denly forgotten. The individuals with the most needs 
suddenly have nothing. We are extremely fortunate that 
Michael has the funding now in place for five days a 
week to allow us to work. The families that were not able 
to tolerate and endure the constant petitioning for small 
funding were left with nothing. 

Isn’t it sad that we find this small amount fortunate? 
What about the families not so fortunate? 

Regrettably, this is not enough. Through the years, as 
Michael grew, my parents both passed away. My hus-
band and I are getting older and we are no longer young 
parents. We have no support other than day program-
ming. I work 8 to 4:30 and my husband works 3 to 11. 
Monday to Friday, I am the main support for Michael. 
The bit of respite we do receive, we use for after-program 
until I complete my work day. This allows my husband 
and I to work. Unfortunately, we do not have one hour of 
true respite. 

Michael’s seizures occur mainly at night, and usually I 
am alone. This is mentally, physically and emotionally 
draining. Some days, I look like something out of The 
Walking Dead. I am exhausted. I am emotionally raw. I 
need to function. I need to meet Michael’s needs. I need 
to do my job at work. Michael’s care has consumed my 
life. I am 53 years old and I have had an eight-year-old 
child for 24 years. My eight-year-old will never turn nine 
and he will always be eight. 

I do not hold regrets. I do not begrudge others their 
good fortune. All I ask for is some help. We are presently 
in the process of obtaining respite funding. This is a ne-
cessity, not only for us but for Michael. We have a plan. 
We have toured respite homes. Unfortunately, we are 
unsure if any funding will be made available for us. For a 
weekend respite, it will cost us $500. 

We want a chance to transition Michael into residen-
tial living. This needs to be taken slowly and carefully in 
order not to stress Michael as undue stress will cause 
seizures. We need to teach Michael to live without us—
simple words; a very difficult task. As we age, we need 
to be aware of our own mortality. We do not know with 
any certainty what tomorrow will bring; no one does. We 
need to prepare our son for this. Imagine the stress and 
confusion of living with mom and dad for 30-plus years. 
All of a sudden, something changes, and you are put in a 
supported-living home. You do not know the staff or the 
residents. “Do mom and dad not want me? What hap-
pened?” This is what we are trying to avoid. 

This funding is not only to help with our own needs 
but, more importantly, to meet the needs and help prepare 
Michael. The last 31 years have been spent teaching 
Michael. This is probably the hardest lesson of all. My 
heart and my head are in a battle royal. I need to do this, 
yet my heart feels like I’m abandoning my most vulner-
able child. 

Our situation is not unique, and neither is our desper-
ation. We want a full and satisfying life for our son, as do 
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all parents. I think that it is only fair that our children are 
recognized for who they are and are given every oppor-
tunity for a fulfilling life. They have not been handed an 
easy role in this world, yet they are the happiest people I 
know. I don’t think any of us would trade them places, 
yet they are not given the supports or funding necessary. 
I think we need to put ourselves in their shoes and 
consider what we would want. 

Families like ours are stressed, tired—emotionally and 
physically—and yet we carry on. We love our children 
unconditionally and we will stand by them to ensure that 
they will receive the quality of life that they are entitled 
to. 

What price are we to put on our children? Will a 
parent quitting their job to ensure support for their child 
ease the burden? Personally, I know it will only add more 
stress and unrest as now, there would be financial bur-
dens as well. For parents, their only break is going to 
work. If we were to give this up, where would that leave 
us? We would then be reliant on a subsidy or funding to 
support our entire family. 

We are asking that you look at the funds designated 
and the need in the community, and aid in our circum-
stance. It’s time to do the right thing. Thank you. 

The Chair (Mrs. Laura Albanese): Thank you for 
your presentation. I will now turn it over to the Conserva-
tive members. We have seven minutes each for ques-
tions. 

Mrs. Christine Elliott: Thank you very much, Ms. 
Butler and Michael. Thank you for coming to see us 
today. We understand the needs of many parents. We’ve 
heard from several parents so far today, and the needs 
seem to be pretty consistent that there are no long-term 
placements for their children. Can you tell us, has 
Michael been on a wait-list at this point for residential 
placement? Or are you just exploring that now? 

Ms. Colleen Butler: We applied in September with 
DSO Hamilton for respite funding. Because my husband 
and I work opposite shifts, it’s getting very tiring for me 
to do the Monday to Friday, so we’re looking even for a 
Saturday where we could drop him off and have one day 
together. My husband and I don’t see each other Monday 
to Friday, then we have the care of Michael. Our entire 
life is caring for Michael. 

Mrs. Christine Elliott: And have they given you any 
kind of an indication about what they think you might be 
able to receive? 

Ms. Colleen Butler: No. When we went down to do 
the application, they told us there were no funds avail-
able. 

Mrs. Christine Elliott: That seems to be the case with 
a lot of people, from what we’ve heard, because a lot of 
people do use any Passport money they get for respite or 
to supplement a day program, but it doesn’t end up 
giving the parents a break at all, just to allow you to carry 
on. You might be entitled to Passport funding, but there 
is no funding available. 

Ms. Colleen Butler: Yes. 
Mrs. Christine Elliott: Thank you very much. 

The Chair (Mrs. Laura Albanese): Any other ques-
tions? Miss Taylor? 

Miss Monique Taylor: Thank you so much for coming 
here today. Thanks, Michael, for coming. I’m really 
happy to see you here. Colleen, I know the advocacy 
work that you do in our city—Colleen and Michael come 
from Hamilton—I know the work that you do. I know the 
families that you’re involved with. I know the resources 
that you have at your fingertips, and yet you still 
struggle. 

You briefly mentioned issues that you’ve had with the 
DSO, but what are your true thoughts about the DSO? 
Are they helpful? Are they necessary? 

Ms. Colleen Butler: We went. It was two mornings of 
questions. The whole questionnaire—I didn’t understand 
why we were doing what we were doing. We were told to 
compare Michael to a normal 31-year-old. I’m yet to 
meet a normal 31-year-old male. I wasn’t sure what we 
were gauging him against, because that’s not Michael. 
Why don’t we talk about Michael? Why don’t I tell you 
what we need? Why don’t we discuss our situation? 
We’re comparing him. Why? It reminds me of pay equity 
when you compare a baker and a clerk—you can’t 
compare. 

Michael is an individual. Michael’s needs are different 
than the next person’s. They’re not any greater; they’re 
not any worse. He’s Michael, and let’s discuss Michael. 
Let’s not compare Michael. That doesn’t work, 
because—the whole time we were there, my husband and 
I are thinking, “Did we give the right answer? Did we 
make it worse? Do you do this?” We didn’t know how to 
do this. You’re scaling him 1 to 5: Can he bathe, 1 to 5, 
compared to a normal male? Well, a normal male 
wouldn’t have his mother in the bathroom. How do you 
gauge that? What number do you give that? Do you give 
it a one? Do you give it a three? Do you give it a five? 
Are you underestimating? Are you overestimating? The 
whole process is very confusing. 

Miss Monique Taylor: If you could find something 
that would make your life easier and families that you 
know who are facing the same struggles as yourself, what 
would that be? 

Ms. Colleen Butler: I think every one of these indi-
viduals needs to have a place to go. They need to feel 
needed. The funding needs to be there. I think maybe you 
need to look at how it’s set up. The school system does it 
wonderfully. We lose it after school. There’s nothing 
there for parents. There’s nothing for these guys. And 
really, what 31-year-old, in any capacity, wants to hang 
out with mum and dad? They want to have their own—
they want to have their buddies. They want to have their 
community, and they should have it. It’s not good for 
them to be so reliant on their parents. I’m not going to 
live forever, and then what happens? I wouldn’t want to 
be the person to pick up those pieces. Because with 
Michael, I turn around some days—it’s only him and I in 
the evening—and he’s right there. Like he’s—boom, I 
walk into him. But what happens when I’m not there? 
My husband and my other son are going to have a mess. 
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Miss Monique Taylor: I still have time? 
The Chair (Mrs. Laura Albanese): Any other ques-

tions? 
Miss Monique Taylor: Yes. Michael, how about I ask 

you a question? So if you could go to different programs 
or find something else to do with your time, what would 
you like to do? 

Mr. Michael Butler: Bowling. 
Miss Monique Taylor: Bowling? You like bowling? 

That’s good. Any other stuff that you like to do? 
Mr. Michael Butler: A show. 
Miss Monique Taylor: Shows. Oh, movies. Yes, that’s 

always fun. So they’re the kinds of things that you like to 
do? 

Mr. Michael Butler: Yes. 
Miss Monique Taylor: Do you find that you get 

enough of those things to do? Mom keeps you busy? Or 
do you think that you could still do more? 

Mr. Michael Butler: More. 
Miss Monique Taylor: You could do more. Okay. 
Well, thanks for being here with us today. 
Ms. Colleen Butler: Thank you. 
The Chair (Mrs. Laura Albanese): And now Ms. 

Wong? 
Ms. Soo Wong: Thank you very much, Ms. Butler 

and Michael, for coming today. 
We heard from several witnesses today and in previ-

ous hearings the concern about the lack of funding for 
respite. Can I ask—we heard about the summer camp, 
those opportunities—is Michael able to access summer 
camp to provide some relief for your family? 

Ms. Colleen Butler: We’ve never been offered that. 
Ms. Soo Wong: Never? Okay. 
The other thing here is, I hear that when Michael was 

younger, you were, through the school board, able to pro-
vide the necessary supports throughout the week. Now 
that he is—33? Am I correct? 

Ms. Colleen Butler: Thirty-one. 
Ms. Soo Wong: Thirty-one. In the adult transition 

period, that seems to fall off. Besides personal experi-
ence, Ms. Butler, can you share with the committee—
besides the respite piece that we heard very clearly, how 
about the coordination of services? Are you experiencing 
those challenges as well? 

Ms. Colleen Butler: Michael has been in his day pro-
gram now 10 years, so it’s pretty well a well-oiled 
machine. His funding has not been increased at all in that 
10 years. He still has the funding from before Passport. 
I’m not sure how that all works, because the day pro-
gramming takes care of that. But I know his funding was 
grandfathered because he came out before Passport. 

He does go five days a week. The program runs until 2 
on some days and 3 on the others. The old SSAH funding 
that we received for respite we are using to fill that void 
so I can stay at work and finish my day at work. So 
we’ve kind of puzzled it together as best we can. 

Ms. Soo Wong: You seem to be. I just want to say 
thank you very much for coming to the committee and 

sharing your story with us, because it’s very important 
that we hear these life experiences, but more importantly 
for sharing with us your experience. And thank you, 
Michael, for being here today. 

The Chair (Mrs. Laura Albanese): Ms. Hunter. 
Ms. Mitzie Hunter: Thank you, Chair, and thank you 

so much, Ms. Butler and Michael, for joining us at the 
committee. It’s great to see you here. 

We’ve heard a lot about transition based on chrono-
logical age. I’m wondering, from your experience, if you 
can advise the committee on what would make sense in 
terms of looking at some of the goals. One of the goals 
that you talked about was not spending all the time with 
mom but being with people who relate to a person of that 
age. So can you talk about what types of transition—you 
know, right now, 18 and 21 seem to be the key ages, but 
maybe there are other options. I’m just wondering if you 
have any thoughts on that. 

Ms. Colleen Butler: Yes. What happens is, they can 
stay in school until 21. The school boards do get funding 
until they are the age of 21, so most individuals are left in 
school until 21 because you don’t know what else to do 
with them. But what happens is, very quickly they turn 
21 and we don’t know what we’re doing now, because 
you get that false security. That school bus shows up 
every morning and takes them and doesn’t bring them 
back until 3 o’clock. I had a woman who babysat Michael 
until I finished work, and he would go there after school. 
So we had this nice, secure little blanket, and then all of a 
sudden the rug got pulled out from under us. 

Now, the family network in Hamilton does a wonder-
ful job of holding workshops for parents. You take your 
child, and we work on their goals: what they want to do, 
what their interests are. They bring in different programs. 
It was a great thing, but unfortunately, we didn’t know 
about that until Michael was in his last year of high 
school. If we had known about it earlier maybe we 
would’ve been a little more prepared. We learned about it 
there, and then all of a sudden, in June, he was done. 
Now what? So it was a panic; it was the unknown. 

We made it through the summer because you always 
make it through the summer anyways, so we were pre-
pared for that, but September was very hard because we 
were not sure. We ended up getting funding the very last 
week of August for him to go to program. 

It was nice. It was wonderful. It was appreciated, but it 
was a lot of stress. It was a lot of stress that year, and I 
would not want to do it again. When I hear of a parent 
whose child is in that last year, I know what they’re 
headed for and my heart goes out to them, because that is 
the worst year. 

Ms. Mitzie Hunter: Thank you very much. 
The Chair (Mrs. Laura Albanese): Did you have a 

question, Mr. Balkissoon? 
Mr. Bas Balkissoon: No, I’m good. 
The Chair (Mrs. Laura Albanese): I have just one 

brief question. You mentioned looking in the future at 
possibly a supported-living solution. Have you applied 
for that? 
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Ms. Colleen Butler: He’s on a waiting list. We want 
to transition because Michael has never been anywhere 
but home. I don’t want to drop him there one day. Ac-
tually, we went through a respite home. Michael’s pro-
gram no longer offers respites; we looked at Community 
Living. We went through the home and I said to my 
husband—because I’m having a very difficult time with 
this as a mother—“I really want to hate this place.” We 
went through it and I loved it. It was clean; the staff was 
wonderful. I was so in awe. 

Michael knew one of the boys from his day program; 
he wanted to stay. We had not told him because I wasn’t 
sure how he was going to react, so I said, “Let’s just do 
this and we’ll pick up the pieces when we get home. 
We’ll see.” And he keeps saying, “I want to go back, I 
want to go, I want to go.” We told him, “We can’t until 
we get funding. We need to get funding, then you can go 
for a weekend.” 

The Chair (Mrs. Laura Albanese): So how long ago 
did you apply? 

Ms. Colleen Butler: We applied at the beginning of 
September of this year. 

The Chair (Mrs. Laura Albanese): Okay, thank you. 
Thank you very much, again, for being here today. 

Thank you, Michael, for coming. It was very nice to meet 
you both. 

Thank you, really, for sharing your life and your story 
with us. It will help us. 

Ms. Colleen Butler: Thank you for the opportunity. 
We really appreciate that. 

The Chair (Mrs. Laura Albanese): Have a safe 
return back, and all the best for the holidays. 

Ms. Colleen Butler: Thank you. 

PEEL CHILDREN’S AID SOCIETY 
The Chair (Mrs. Laura Albanese): We’ll now call 

up Peel children’s aid society, the special needs unit. 
Good afternoon and welcome. We’ll reset this watch. If 
you could kindly state your name and your title before 
you begin. I don’t know if you had heard before, you 
have up to 30 minutes for your presentation. If it’s 
shorter than that, we’ll have some time for questions. 
Thank you. 

Ms. Mary Beth Moellenkamp: Hello, my name is 
Mary Beth Moellenkamp. I am a senior service manager 
for the parent and child capacity building branch at Peel 
children’s aid. 

Mr. Steve Levac: My name is Steve Levac. I’m the 
manager of the special needs unit at the children’s aid 
society. 

The Chair (Mrs. Laura Albanese): Did you have a 
presentation for us? 

Mr. Steve Levac: I do. You’re getting folders current-
ly from us, and it’s pretty much just a two-handout piece 
with regard to what our presentation is going to be. And 
then there’s also a handout: a little bit about our agency 
and the families that we serve in Peel, for reference. 

First off, thank you for allowing me the opportunity to 
come in and speak a little bit about my work in Peel. The 
position that I have is a fairly unique position in child 
protection, in the sense that there are really only two of 
us in the province across the children’s aid societies that 
do what my unit does. We have nurses in our unit and 
social workers who help to provide care for what we 
would call children with special needs, but the majority 
of those children are children with developmental disabil-
ities, as well as medically fragile kids. 

I have two conference protocols that I manage in the 
region of Peel for complex-needs-care kids. Part of man-
aging that protocol is a community approach to how it is 
that we can best help and service families. 

I’m one of six chairs for the service collaborative on 
mental health, which is the writing of the mental health 
strategy for our agency as well, in collaboration with that. 
I am the community consultant for special needs as well 
as the co-chair of the Service Resolution children’s review 
committee in Peel. I’m a co-chair there, and a deliberator 
as well. 
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For reference for you, there is some data on the front 
page with regard to a little bit about the special-needs 
unit, just to give you an idea of some of what constitutes 
the families that we work with. 

I wanted to start with a message that a physician had 
delivered. The message that came to our agency unfortu-
nately was during a funeral for one of our medically 
fragile children who had succumbed to their medical 
issues and passed away. But the physician got up to 
speak at the child’s funeral and said that he came into this 
work thinking that he would make a difference in the 
lives of children with special needs and developmental 
disabilities. He thought, “I would teach them and provide 
them with the support that would make a difference in 
their lives.” But what he didn’t anticipate was just how 
much of a difference they made in his. I echo that 
sentiment. 

I wanted to talk about what is working well in Peel, 
two issues that are working really well. One is collabora-
tion. We really, in the developmental services sector in 
Peel, along with our program supervisors at MCSS and 
MCYS, have worked collaboratively together to address 
the issues that have been raised for families in the region 
of Peel. The unfortunate part is that, by default, when 
there are gaps in the system, child protection services is 
often called upon to fill those gaps in service when 
parents are feeling like what is available is really not 
significantly helping them. I’m hoping that from today’s 
presentation you’ll have a bit of an idea about what our 
vision would be in Peel as to what may be an early 
intervention strategy for providing support to families to 
prevent child protection services from having to be 
involved. 

The case conferencing protocols are brilliant. It really 
pulls a lot of people together. I have yet to have a family 
intimidated or complain about that process. Really, when 
we call a case conference in Peel, we have a protocol that 
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we have all signed on to in the developmental services 
sector. It brings 20 to 30 professionals around a table to 
hear a family’s story and to try to implement some 
services for them to help give them support in parenting 
their children. 

In the education sector, the ASD classrooms for chil-
dren with autism and the accommodations that are made 
for the children in the education sector really allow them 
to continue to have the right, like every child should, to 
be educated. I draw your attention to the Applewood 
secondary school program in Peel. It’s a brilliant school 
program in Mississauga. I have what I would have 
labelled in the community as some of my harder-to-serve 
children with developmental disabilities in that program, 
and they’re having tremendous success. 

As well, what is working well is that we streamlined 
our service coordination about two years ago through 
CDRCP, Child Development Resource Connection Peel. 
There are four agencies that participate in that service 
coordination: both of our Community Living organiza-
tions, Kerry’s Place Autism Services, as well as 
ErinoakKids, which helps to assign system navigators 
and service navigators for families, because as I’m sure 
you’re hearing from every family story that comes in, it’s 
a bit of a monster at times to navigate the system on your 
own. So these system coordinators have just been a gift 
to allow families to tell their story to one person and have 
that person help to coordinate funding, respite, treatment, 
assessment—all of those pieces—on their behalf. 

The second piece that I wanted to talk about a little bit 
with you today was the education piece. I guess to start 
with, a bit of a relation story for all of you. If you are 
parents in the room, you know what it means when you 
have a snow day or a PA day. Those are the days where 
you are going to organize your work schedule around the 
fact that your children are going to be at home. The 
challenge that a lot of parents face with the education 
system is this: I’d ask you to imagine that tomorrow you 
woke up with a salary equivalent to that of just above the 
poverty line. You’re a single parent with two kids. The 
routine of the kids falls only to you. You need to work to 
pay your rent and provide food, and you are informed 
that your school-aged child is no longer able to attend or 
can only attend for 1.5 hours a day. You can’t afford 
child care. You can’t quit your job. There is no alterna-
tive for your child to be looked after for the six hours a 
day that you need to be at work. Sometimes, you bring 
your child to school for that 1.5 hours, and 20 minutes 
later the school is calling for you to come and pick up 
your child. It’s like having a snow day every day, with no 
resources to help support you. That is what parents 
endure with their children with developmental disabilities 
with the school system. 

Children with autism can be sometimes aggressive, 
disruptive. Sometimes they can engage in self-harming 
behaviours. School systems often lack the available 
staffing and the skill set in the classrooms, such as 
training with ABA. 

As a result, children are placed on home instruction, or 
they’re excluded from school. This often leads to parents’ 
inability to cope with the behaviours without the ability 
to go to work and have a break from the child and the 
child care piece. Or, in turn, parents are forced to have 
inadequate supervision plans for their children. Both of 
these situations lead the community to report to child 
protection agencies. 

My belief is that every child has a right to education. 
We need to figure out what help our education sector 
needs to be able to provide safe and practical education 
to special-needs children and to children with develop-
mental disabilities. It’s rare that I sit at a table where 
school administrators are not really wanting a child in 
school. The challenge and the difficulty is whether or not 
they’re resourced enough, or have an ability to be able to 
provide an education that is adequately resourced in 
schools. That’s really our challenge. 

The second piece I wanted to talk about, and it’s a 
lovely diagram that I did for you with regard to an inter-
vention. I don’t know if any of you are musical theatre 
fans, but there was this reality TV show, a Canadian 
show, called How Do You Solve a Problem Like Maria? 
It was a reality show to cast the lead character in The 
Sound of Music. And I often think about, how do you 
solve a problem like assessment? Because children with 
developmental disabilities are assessed a lot. 

One of the parents was just speaking about how she 
didn’t understand all the questions and the tools that she 
had to complete and why there were so many assess-
ments. We assess them, and we assess them again, and 
we assess them again. Recommendations out of those as-
sessments are often unachievable. Recommendations are 
often never operationalized into actual practice for fam-
ilies. 

The intervention I’ve given you is really family-
focused, and I ask a three-prong question every time we 
have families in a room together with us as service 
providers, because, really, they are the experts. The three 
questions are simple: What do you have? What do you 
need? Who’s going to take the lead to help this family? 
Those are the three simple questions to the community. 

When you’re asking about need, it’s like a wish list. I 
often say, “Pretend tomorrow morning you could wake 
up and have exactly what you needed to help you con-
tinue to parent. Tell me what that is. It may not exactly fit 
what we have sitting in the room, or any of our programs 
today, but we’re going to try our darnedest in the room to 
make an intervention fit for you.” 

Our job, as a community and for you as leaders, is to 
take what is needed and to attempt with what we have to 
make it work. I’m not asking that there needs to be a 
whole bunch of new money. It’s about taking the money 
we have and investing it into interventions that we know 
will help families. 

Too often we expect families to fit our programs. We, 
as community agencies, stick tightly to our programs and 
their descriptions so that we can ensure we have out-
comes that support further funding, but that’s not really 
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the ideal of what supports a family. There is an error in 
support, and we need to change it. 

I based the intervention you have on the role that I 
have within Peel CAS, as well as sitting as a co-chair for 
Service Resolution. The majority of the families that 
come to us have specific asks through their service co-
ordinator. I kept it simple. I didn’t want it to look really, 
really complicated for anyone. 

The behavioural assessment piece—we have Peel Be-
havioural Services in Peel. It’s probably about a year 
wait-list, which is tremendously difficult for families to 
have to navigate for that 12-month period on their own. 
Behavioural assessments are a really practical, hands-on 
approach to managing behaviours, routine and structure 
in the home. It’s based on what works for the child, and 
that means sensory, rewards, communication, and it’s 
cascaded to our partners in the education sector. So it’s 
not just a home-based intervention piece. This is really 
the plan for us. 

The second piece to the intervention is around service 
coordination, and, really, it’s your one-stop shopping spot 
for service, the keeper of the family story, the gatherer of 
funds for respite. They help organize the community 
response and the community team for the family. 

I referenced the Sunburst guide, which Peel Children 
and Youth Planning Group, PCYPG, wrote in conjunc-
tion with several agencies. Part of it was based on a need 
at the time that our kids in Peel with high-functioning 
autism and Asperger’s, with a dual diagnosis of a mental 
health diagnosis—coordinators didn’t know what to do in 
these situations. They were complex and complicated 
young folks to have to try to coordinate for. 
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The Sunburst guide was written in conjunction with 
the psychology department at both boards of education in 
Peel. It really talks about what to do and how to manage 
and how to navigate through these complicated situations 
with children who are dually diagnosed. I reference it for 
you to take a look at. It was peer-edited by Dr. Stoddart 
at the Redpath Centre as well. Like I say, it was really a 
massive community effort to author and to write. It’s 
available on the website, and I’ve listed it on the page. 

One of the two last pieces is staffing support to the 
home. Many of the families coming to Service Resolu-
tion, to the children’s review committee, are asking for 
support in the home. Once the behavioural assessment 
plan is in place, parents need help. The only way I can 
sort of relate it to you is, I’m sure that at different times 
for perhaps those of you who are parents—or even 
behavioural-wise, as adults—you go to bed at night and 
you go to turn your lamp off and you think, “Oh, my 
gosh. I behaved just like my mother did today,” and 
wonder how that is, because it’s behaviour you didn’t 
necessarily want to repeat, but it just comes out in you. 
It’s hard to change patterns of parenting behaviour. 
That’s why I’m asking for the staffing support piece in 
the home. 

Our funds: If I was to look at the percentage of funds 
out of the children’s review committee that gets used to 

pay for staffing, it’s quite significant, to help support 
plans in homes. It’s really because we’re asking for this 
drastic change, oftentimes, and it’s difficult. Parents need 
some help and support and assistance with that, and some 
role modelling, to be able to carry out the behaviour rec-
ommendations, to be able to continue to manage in their 
homes. 

I know I heard in the last presentation the mention of 
respite as well, and out-of-home respite. Everyone needs 
a time out when managing children with developmental 
disabilities. Sometimes a parent just needs to sleep one 
full night. Sometimes they need to just go do groceries in 
a day, or they often just need to spend some time with the 
other child sibling, to be able to go to the park or go to 
the movies and do other things that parents just are not 
able to do, because they are literally like 24-hour staff for 
their children. The break allows them to refuel the 
energy, and is needed on an emergency basis. We don’t 
have emergency respite. What we do have is emergency 
child protection services, and I assure you that families 
call us often when they’re feeling that they’re at their 
rope’s end. I always feel tremendously bad that they have 
reached the point where they’re calling the children’s aid 
society for that kind of support. Often the difference 
between child abandonment, and re-energizing to con-
tinue to parent, is respite services. 

I’m going to pass it to Beth to talk a little bit about our 
agency in general. 

Ms. Mary Beth Moellenkamp: Thank you, Steve. I 
think the two things that I wanted to be able to speak to 
you about is just to summarize the impact that these 
things have on the child welfare sector but also to have 
an opportunity to talk about collaboration and integration 
and planning. 

The Peel Children’s Aid Society, as all of the chil-
dren’s aid societies are across Ontario, is committed to 
ensuring the safety and well-being of children in our 
communities. For Peel children’s aid, one of our core 
values is that we’re committed to keeping children at 
home and in their community, or with extended families, 
whenever possible. The challenge for us is when services 
are not available for children with developmental needs. 
It does have an impact on our system. Families often 
come to our attention after they have made many attempts 
to find additional supports, impacting their ability to cope 
and impacting their ability to meet the needs of their 
children. 

Families with children who have intellectual disabil-
ities and children who are dually diagnosed often experi-
ence underemployment and unemployment, as we heard 
the past speaker talk about, due to higher demands 
around child management. Additional stressors can im-
pact partner relationships and can even lead to the mental 
distress of the caregiver, which can further lead to child 
welfare involvement. 

These are some of the factors that lead to a dispropor-
tionate number of children and families who are experi-
encing these issues being seen in our services. What is of 
concern is that it also is a disproportionate amount in the 
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number of children who have to come into foster care. 
One of the reasons for that is that the accessibility and 
timeliness of services isn’t available. Parents are frustrat-
ed and they’re not able to cope, so they turn to us. 

Not only is the accessibility and timeliness of services 
an impact and a reason for them coming into our care, 
it’s also a barrier for us in our ability to reunify children 
when those services and supports aren’t available in the 
community. 

Of interest is that the challenges that children and fam-
ilies face can be seen across multiple sectors: social 
services, education, health and child welfare. We often 
hear our counterparts talk about some of the similar 
struggles that they have. Each sector is undertaking plans 
and initiatives to help address the service needs of 
children with intellectual disabilities and dual diagnosis. 

If I use mental health as an example, Steve spoke to 
the fact that our agency is undertaking a mental health 
strategy to address the needs of children and youth, and 
even adults, who are experiencing mental health issues. 
The Peel District School Board is also doing that. The 
mental health sector is going under some review as well. 
Health oftentimes is looking to integrate services in a 
different way, and the LHINs are looking at how they can 
provide service differently. So each of us, in our 
individual sectors, is committed to looking at this. We’ve 
all recognized the importance of addressing the needs of 
children and youth through thoughtful planning and 
reviewing processes and structures that are in place, to 
look for improvement. 

Collaboration in our work is happening, as Steve men-
tioned, at the micro levels—in collaboration, in case 
conferences, in some of the service collaboratives that 
Steve sits on—but we think that there are opportunities 
for collaboration to improve the services that are provid-
ed at a provincial level. 

One of our thoughts, which we think of as an oppor-
tunity, is to create an integrated approach to supporting 
families across these sectors, including health, education 
and child welfare, to assist in the development of the 
comprehensive strategy that you’re looking to, because 
the impact is felt in each of these sectors. 

As opposed to doing it in a silo type of way, if we can 
have a joint strategic planning process where each of the 
ministries is looking at what the outcomes are that we 
want to achieve—if we’re all seeing these specific things 
happening, what’s working well, what are the gaps that 
we need to address, and what are things that we can do 
differently? Allowing this will help us to promote 
partnerships within the sector. 

Each of us has a variety of expertise in our particular 
areas—whether that be from education, child welfare or 
health—which can allow us to come up with some 
creative solutions. The benefit of this is that it’s not just 
supported at a micro level, but it’s supported at a struc-
tural and a governmental level, which is more likely to 
support long-term change. 

I know that the committee has heard from a number of 
parents, and we would echo that it’s of vital importance 

that we hear from the service users as well. Even in the 
creation of such a strategy, we would recommend—I 
mean, our service users are often telling us what they 
need, and to making that type of change, we really need 
to hear their voices. 

In the joint strategic planning process, we see the 
development of a multidisciplinary approach to the work, 
the development of multidisciplinary teams that could 
use the expertise of each sector to be able to address the 
needs of families. Our families are often coming to the 
attention of education—as we said—health and our-
selves, but it gives us a collaborative way and a structural 
way to be able to provide that service. 

Peel CAS has undertaken this approach before, and 
we’ve seen the benefits of that. We have partnered with 
community agencies to meet the needs of adolescents, to 
address domestic violence, and we are currently, as was 
mentioned, developing a mental health strategy that’s 
looking to develop a multidisciplinary team with our 
community partners. 

I think, finally, one of the last points that I wanted to 
make is, I know that you will have probably multiple re-
quests for funding of needed services, and there’s no 
doubt that Peel region and many of our regions are 
underserviced. But one of the things that we would 
recommend is also taking a look at the services that we 
are providing. Is there a way that we can do it different-
ly? Is there a way that we can put the resources into 
different areas? How do we work together to promote 
those collaborative ideas that are going to change the 
outcomes for the children and families that we’re all 
trying to serve? 

The Chair (Mrs. Laura Albanese): Thank you. 
Mr. Steve Levac: And just to end, I wanted to talk 

about a quote from William Arthur Ward, who’s an 
author in the US. He really says, “Do more than belong: 
Participate. Do more than care: Help. Do more than 
believe: Practise. Do more than be fair: Be kind. Do more 
than forgive: Forget. Do more than dream: Work.” 

I’ve been doing child protection for 16 years. I’m 
hoping, by the year 2030, when my retirement kicks in, 
that I leave the field a little bit better than where I found 
it. 

The Chair (Mrs. Laura Albanese): Thank you. I be-
lieve it’s the NDP’s turn. Ms. Taylor? 

Miss Monique Taylor: Yes. Thank you so much for 
coming to speak with us today. It’s an important piece 
that we definitely need to be hearing about. 

I’m curious: Your unit only deals with families who 
have special needs. Is that correct? 

Mr. Steve Levac: Correct. 
Miss Monique Taylor: Okay. How many families do 

you feel that you’re servicing? Do you have any idea 
how many families are actually being serviced right now 
by your unit? 
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Mr. Steve Levac: I have seven staff, and each staff 
carries a caseload of about 20 to 21 families. 
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Miss Monique Taylor: And are all of those families 
at home or are they split up? 

Mr. Steve Levac: No, it’s a split. In fact, when I first 
started to manage the unit, probably around six years ago, 
we were probably a 70-30 split: 70% of kids in care and 
30% family work. We have now lessened that to almost a 
50-50 split. But it’s a challenge. 

Miss Monique Taylor: So 50% of your families are 
at home and being supported. 

Mr. Steve Levac: Correct. 
Miss Monique Taylor: How many of those families, 

really, without the support of probably having somebody 
walk them through all the services that—I guess you’ve 
already answered that by saying that you were 70-30; so 
now you’re providing more of that assistance to keep 
them at home. 

Mr. Steve Levac: That assistance, as well as looking 
at the complex needs designation. The children’s review 
committee in Peel was also given the responsibility of 
reviewing complex needs funding requests for children to 
be declared complex by the ministry. Then, in turn, those 
parents don’t necessarily have to surrender their children 
to child protection authorities to get residential support 
for their children. 

What we’ve done is we’ve assisted and supported the 
community in being able to plan—oftentimes perhaps 
having those children either come into care for a very 
short period of time before transferring or, in turn, doing 
a more planned placement of children into residential 
placements with the complex needs designation. 

Miss Monique Taylor: Thank you. With the funding 
cuts that have happened in the sector, how has that hit 
you specifically? 

Ms. Mary Beth Moellenkamp: Absolutely. I think 
that the impact of funding cuts to the sector has been 
challenging. I think Peel children’s aid is committed to 
continuing to provide the supports and services we can to 
the families. We’ve tried to make as many changes as we 
can, but I think that one of the interesting things is that 
this is a challenge that is experienced across the province, 
and depending on what region you’re in, you’re having a 
different impact. Peel has been historically underserviced 
and underfunded. I’m sure that you’ve heard from Fair 
Share for Peel before, about the challenges that we have 
in Peel. So it definitely does have an impact on our ser-
vice. 

Our agency, though, is committed to trying to keep 
children and families at home, so what it asks us to do is 
rely more on our partnerships. Some of the work that 
Steve’s team does around pulling together collaborative 
conferences and pulling together our partners to do the 
work differently is how we’re trying to manage and 
survive with the current situation. 

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

Ms. Soo Wong: Thank you very much for your 
presentation. I want to go back to your comment, Mr. 
Levac, about the educator not being properly trained and 
supported. Can you elaborate a little bit more for the 

committee with respect to, now that the faculty of 
education is a two-year program, has your agency gone 
before the different faculties of education to raise aware-
ness of the need for proper training for the teachers who 
educate in the classroom so that these students will be 
successful? Can you comment a little bit further? 

Mr. Steve Levac: Probably about three years ago 
myself and the chair of the—our Service Resolution 
facilitator in Peel met with the director of education at 
the Peel District School Board to say that we were having 
this significant frustration with the amount of children 
being placed on home instruction and that the fundamen-
tal value for most of us in Peel was that every child has a 
right to an education and how we can make this happen 
better. 

The director of education at the Peel District School 
Board, with the superintendent of special needs, actually 
created a position within the board of a psychologist, Dr. 
Bob Cambria, who specifically works with individual 
schools, principals and administrators at addressing com-
plex care concerns with kids and being able to keep them 
in school, so sort of coming up with a plan. 

The school board shares with me their funding formu-
la. I thought ours was complex; theirs is even more com-
plex. If you do a comparison, at the Halton District 
School Board, for example, which is our neighbouring 
school board, the high-needs formula that they use for 
funding, if any of you are aware of that—Halton District 
School Board gets, for children with disabilities, $601 per 
student, whereas Peel’s board gets $339 per student—just 
to show the dichotomy in funding pieces with regard to 
that formula. 

The other piece is just around the fact that, with their 
policies and procedures, it is often difficult for school 
boards and for principals to bring in outside support to 
help support teachers in the classroom. I have yet to find 
a teacher teaching children in special-needs classrooms 
with a background in ABA or IBI. I think if we had that, 
the cascading of intervention would be far simpler for us 
in that piece, with that kind of understanding. 

The Chair (Mrs. Laura Albanese): One minute. 
Ms. Mitzie Hunter: Just in terms of your role in the 

broader community to help families navigate the system 
of support, you expressed that you don’t want to be a 
place where families give up. What does that look like in 
terms of your response when they do come to you? 

Mr. Steve Levac: It’s a unified piece. My unit’s ap-
proach and the staff’s approach is really to be respectful 
to the parents. I see us as the very last stop. Oftentimes, 
the staff in the unit will actually role model what good 
service coordination or good case management might 
look like. 

The other piece that we’ve run into is the expertise of 
people who are doing service coordination or service 
navigation in child protection. I feel like over the last 
seven years, the system has educated me in under-
standing the funding that’s available, or opportunities for 
families. Really, it’s about us coming in to kind of role 
model and then, in turn, hand these situations back to the 
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community to help problem-solve with families, rather 
than them having to use the children’s aid society for that 
piece. 

The Chair (Mrs. Laura Albanese): We’ll turn it over 
to Ms. Jones. 

Ms. Sylvia Jones: Thanks for appearing today. I have 
a number of different questions, so I’m going to speak 
fast. 

I loved your, “What do you have? What do you need? 
How can we deliver it?” I’m going to make that compari-
son to a DSO application that we have heard takes up-
wards of six-plus hours. You’ve simplified it in 30 
seconds, and I did it in 15 because I’m in a hurry. To 
your point, if you can do that, and you’re the agency of 
last resort, what the heck is our DSO doing with a six-
hour-plus application process? Enough said. 

I am interested in, particularly with your special-needs 
unit, what are you doing with those children who are in 
that magic 18 to 21 age, transitioning out of school? 
They’re also transitioning out of your agency. 

Mr. Steve Levac: Correct. 
Ms. Sylvia Jones: So what are you doing? 
Mr. Steve Levac: We have a formalized protocol with 

the DSO. So those six-hour assessments, my staff are 
sitting in there, through the SIS tool and the other tools 
that they use around assessment. The children who are 
crown wards within our agency, at the age of 18, receive 
priority with regard to planning for the DSO, so the 
transition out of the unit has been fairly smooth. We 
refer, at the age of 15, to the DSO. We keep an ongoing 
list, and then their staff attend to the plans of care for 
these children every month. 

Ms. Sylvia Jones: I think by extension you’ve an-
swered my next question, which is, as a child protection 
agency, are your clients given priority for respite, hous-
ing and other services? 

Mr. Steve Levac: No, they are not. 
Ms. Sylvia Jones: Just at the DSO level, you are. 
Mr. Steve Levac: No. I mean, the great part about 

working at children’s aid is that you have authority and 
people tend to listen to you. In that sense, I see myself 
and my role as being the person who needs to be the 
voice to get folks to listen. When I’m sitting at a case 
conference and people are saying, “Well, we’ve got a 
wait-list of nine months. I can do something in eight 
months. I can do something in six months,” I will often 
say, “That is unacceptable. It’s unacceptable to have a 
10-month waiting list. We need to be able to leave the 
room today with this family having a plan.” 

Ms. Sylvia Jones: So congratulations on your advo-
cacy, but I read that as you do have a priority. You are 
given a priority, because the next person who has that 
meeting is going to be told, “We have a nine-month 
waiting list. Thanks for coming.” 

Mr. Steve Levac: Yes. 
Ms. Sylvia Jones: Okay, thank you. 
The Chair (Mrs. Laura Albanese): Ms. Elliott. 
Mrs. Christine Elliott: Thank you very much for 

your presentation. I had a question. You mentioned that 

some of the families come to you for, in fact, respite 
when they are at the end of their rope. I’m just wonder-
ing, where do you take it from there? Do you try to place 
them on short-term placements for a week or two weeks? 
If so, who do you place them with? Are you having prob-
lems finding people who will take these children or 
young people into care? 

Mr. Steve Levac: Funding is one issue with regard to 
respite dollars. Again, because it’s a community collabor-
ative, we often pull various community partners together. 
There are various funding pieces at different agencies 
that we sort of access through Community Living, through 
Peel Crisis Capacity Network. We have donors that we 
look to. 

I’ll be frank and honest with you: There are times 
where I sort of, semi-somewhat do private fundraising 
within my unit, to kind of get pooled dollars into our 
foundation, to help assist with that. There were also a lot 
of applications for some of our funding, to help assist 
with the respite. The majority of the time, we’re referring 
families to Service Resolution, to the children’s review 
committee, to obtain that funding to be able to pay for 
additional respite. 

Again, having children with developmental disabilities 
in foster care is not what our system is created for, so my 
first line is always to push back, to try to find what we 
can. 

Erinoak is going to be opening additional respite beds 
in Peel, I think, in 2015. I’m excited for that to happen. 
So I’m waiting for that piece. But it’s always sort of a 
constant search. There are times, yes, when a parent is 
saying to us that they’re done. There are times when 
those children, unfortunately, through child abandon-
ment, are coming into our care. 

Mrs. Christine Elliott: Thank you. 
Miss Monique Taylor: Can I just ask one quick ques-

tion? How many children are ending up in care because 
they’re not getting the supports in the community? 

Ms. Mary Beth Moellenkamp: Maybe I can answer 
that. Last year, in 2012, the top three reasons that we had 
for children being in our care were, one, conflict between 
the child and their caregiver as a result of behavioural 
concerns that the caregiver couldn’t manage. The second 
reason was for mental health and substance abuse of the 
caregiver. The third reason was around abandonment. 
Those abandonment issues are usually as a result of par-
ents’ lack of ability to access resources. So it is some-
thing that we’re seeing in our statistics. It’s a trend that 
we’ve seen over time. 

The Chair (Mrs. Laura Albanese): Thank you very 
much for appearing before our committee today. 

As the committee members know, the next presenter 
has cancelled, so we have the opportunity to go through 
some housekeeping. As we did discuss at— 

Interjection. 
The Chair (Mrs. Laura Albanese): Would you like 

to go into closed session really quickly? 
Ms. Sylvia Jones: For the processing part? 
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The Chair (Mrs. Laura Albanese): Yes. It’s just for 
a few minutes. Everybody agree? Agreed. Thank you. 

The committee continued in closed session at 1402 
and resumed at 1430. 

PROVINCIAL EXECUTIVE DIRECTORS  
GROUP, COMMUNITY LIVING ONTARIO 

The Chair (Mrs. Laura Albanese): The committee 
has reconvened, so we will call our next presenter 
forward, the Provincial Executive Directors Group of 
Community Living. Thank you for being with us this 
afternoon. Please take your seat. If you could kindly start 
by stating your name and your title before you begin your 
presentation. You will have up to 30 minutes for the 
presentation. If the presentation is shorter, we will allow 
for questions from committee members. Please begin. 

Mr. John Klassen: My name is John Klassen, and 
I’m the chair of the Provincial Executive Directors Group, 
Community Living Ontario, and Alan McWhorter, who 
is an adviser to the Provincial Executive Directors Group. 

Madam Chair, members of the Select Committee on 
Developmental Services, we welcome this opportunity to 
speak to you about important matters in this sector and 
hopefully contribute to the important work that you have 
before you. 

The Provincial Executive Directors Group is com-
posed of executive directors from 116 service-providing 
organizations affiliated with Community Living Ontario. 
The PEDG members participate through a regional 
structure coordinated by a central arm called the provin-
cial executive directors coordinating committee. All 
regions of Ontario are represented on the PEDCC. 

I’d like to begin with what we refer to as our shared 
values that are really the foundation for what we do and 
who we are. We believe that Community Living associa-
tions have as their primary duty to promote, enable and 
support communities within which individuals with intel-
lectual disabilities and their families have: 

—the assurance of a fair, respectful, safe and dignified 
life; 

—the status to ensure their self-determination; 
—full information about human rights and society’s 

commitment to these rights; 
—the resources necessary to enable full participation; 
—acknowledgement of their strengths and the oppor-

tunities to develop them; 
—the reasonable necessities of life; and 
—the recognition of full citizenship and its consequent 

responsibilities and opportunities to contribute to the 
community. 

I won’t go into full detail. You have the report that we 
have provided you. However, I would like to highlight 
some parts of the report and then hopefully have time for 
questions. The application of our shared values, I think, is 
an important section that I would like to share with you. 
Community Living associations and others who share 
these values need to engage with families and their com-

munity to make things better for families, especially for 
those who are struggling and need support. 

In Ontario, we necessarily carry a dual role, that is, 
Community Living associations. The one role is that of 
transfer payment agency, defined by contractual relation-
ships with funding ministries, namely MCSS and MCYS. 
The other role, and that is an essential one for us, is our 
basic, original and very important role as a community 
organization with responsibilities to all the members of 
the community, whether they are service recipients or 
not, especially those without service. 

As an organization with deep roots in local commun-
ities throughout Ontario, our members have brought to 
our collective awareness the struggles of many families 
with a member who has an intellectual disability. The 
situation has become worse over the last few years to the 
point that it has become our urgent priority. Only this 
morning I met with three parents who I could describe 
only as parents who are in desperation, who don’t know 
where to turn and who want to find hope in a system that 
seems to have forgotten them. 

Our inability to meet the need that we see in our com-
munities, combined with the perception of families that 
the system is failing, now constitutes a threat to our 
shared values. The threat we perceive arises in part from 
the government’s application of rules for agencies, inter-
preted so as to interfere with our ability to carry out core 
obligations to families and individuals with intellectual 
disabilities. 

Community Living associations should not be forced 
to choose between our many important duties to our com-
munities and the role of developing developmental 
services. We are currently initiating measures for Com-
munity Living associations to actively support and enable 
independent family groups to organize more effectively 
in their own interest. 

As organizations in and of the community, we’re 
being put at risk by the rules-based behaviour of a gov-
ernment that has focused on a narrow range of services 
and has lost sight of the big picture. This is made more 
concerning by interference with our community respon-
sibilities in the name of accountability to the provincial 
government. We accept that as TPAs, transfer payment 
agencies, we must be accountable to use public funds as 
provided by contract with the funder; however, the 
funder has no authority, legal or moral, to impose limits 
or give direction on how to deal with our community in 
our basic role as community organizations with wider 
responsibilities. 

At the same time, we realize that we are probably 
more important to families who are not getting services 
than to those that are. Historically, Community Living 
associations are the organized part of the concerned 
community. We are in partnership with families in our 
communities. For that role to be fulfilled, we must restore 
the balance between the business of developmental 
services and our first duty to our community and its 
people. We have to draw a line between regulated service 
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delivery, which is a TPA function, and our ongoing advo-
cacy role and related community development activities. 

The application of TPA rules by government to our 
engagement with families is distracting, and sometimes 
can be harmful. Application of TPA rules to our other 
community activities is putting our community role at 
risk. We must effectively manage that risk factor. I heard 
an example of that this morning: parents who had been to 
DSOs, and were no further ahead in receiving supports 
that they so desperately need. So we are in a position and 
our role then is to try to assist them to come together and, 
as a pooled resource, try to manage for a bit longer with 
their sons and daughters. 

We believe a true partnership with government is still 
possible and can be restored. The provincial government 
has been a valued partner in the development of com-
munity services, but the relationship has become strained 
by some of the choices in the implementation of the new 
legislation. 

Our identity as the organized part of the concerned 
community spans six decades. We are more than a 
delivery system for a government social program. Being 
presented to the community as such is doing serious harm 
to our ability to engage the community, recruit members 
and volunteers, and raise funds. We are concerned about 
the pattern of control and constraint that is being im-
posed. We have a structural, ethical and legal account-
ability to our communities through existing lawful 
governance structures. 

A problem for us is that families increasingly accept 
the identity that is being imposed operationally under the 
2008 act on transfer payment agencies, including Com-
munity Living associations: that is, to treat agencies as 
franchise operations that deliver government-approved 
programs, and nothing more. The relationship between 
families and their local association is being reduced to 
one of consumers and vendors of a standardized, limited 
menu of development services. 

Structures imposed throughout Ontario, namely DSO—
Developmental Services Ontario—entities, are making 
our community role more difficult and, we believe, un-
intentionally hurting the ability of communities to come 
together to take care of one another in traditional, 
informal ways. The problem is not the DSO’s respon-
sibility for assessment and eligibility determination; the 
problem is the excessive control of access to community 
organizations that can and want to support families. 

We recognize that the DSO cannot do, in isolation, the 
job it has been given, even though the structure created 
by government sets them up to do just that. Families need 
the system to work for them—we need it to work—but it 
is designed in a way that prevents the organized com-
munity from working effectively. The people working in 
the DSO, many of whom are trying to make a dysfunc-
tional structure work, cannot succeed without a func-
tioning partnership with community organizations and, I 
might say, with families. 

1440 
We’ve outlined 10 implications that we feel are im-

portant to draw your attention to. I won’t go into the 
detail that we have provided you in the report, only to 
take you to the recommendations that we have for each 
of the implications, and then we can address those 
further, should we have time and should you wish. 

The first one is, government should be an enabler of 
families and individuals with developmental disabilities. 
Support—don’t supplant—the family, taking a holistic 
approach in responding to developmental disabilities. 
Every family should have access to the range of civic and 
social resources that is relevant to the person and their 
security and participation in the community. Those re-
sources include funded developmental services, but they 
also include the array of other community supports that 
we have mentioned here. 

Government should invest in and sustain preventative 
services designed to build networks of supportive rela-
tionships, and prevent and mitigate crises for individuals 
and families. We are clear that children who are able to 
grow up in inclusive, fully active and involved commun-
ities are entering adult years and then finding that the 
same may not apply anymore. So that early intervention 
and prevention, and resources and supports in the 
community, I think, are essential if people with disabil-
ities are going to have friends, if they’re going to have a 
network of social supports, and so on. 

Developmental Services Ontario, DSO, should be 
remodelled to serve more as a bridge for families to the 
organized part of the concerned community. It should 
never act as a barrier between families and relevant com-
munity resources. 

Government and agencies have a mutual responsibility 
to defend the integrity of people’s homes. We have a 
shared obligation to ensure person-centred, individually 
appropriate responses. Shared living arrangements are of 
many types, not all with the same degree of agency 
control. Residents of government-funded residential ar-
rangements, with the guidance of their families where 
appropriate, should be entitled to some say in who may 
share their home. 

The example of the three parents this morning: They 
don’t want a funded vacancy in a group home. They 
don’t think their son and daughters want that or need that. 
So they are saying, “What we really want is to be able to 
have a say, and they to be able to have a say, in how they 
live and with whom.” A funded vacancy typically is a 
high-cost and oftentimes unwanted and unnecessary 
home for the person on a wait-list. 

Government should recognize that developmental 
services function in a community context. What parents 
want for their children, and what people generally want 
for themselves, is to have a safe and secure home; friends 
and relationships; and a reasonable prospect for a good 
future. We must keep these things in perspective. 

Government should invest in children and child 
development. We believe that earlier and more prudent 
investment in children’s education, health and social de-
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velopment is likely to reduce dependence on specialized 
resources later on in adult life. This is so that children 
can develop a network of relationships, but also friend-
ships and informal supports. 

Government should assume an enabling role in quality 
improvement. We have many examples now of local as-
sociations and organizations that are accredited and that 
have a gold standard in service delivery. This is some-
thing we would hope that government would encourage, 
because it is an indication of what people can expect be-
fore they receive services, and also what they can expect 
as they receive supports and services. 

Government should practise truthful and transparent 
fiscal management in response to operational costs and 
pressures, including the following—and before I go 
through the list of what those pressures are for local asso-
ciations, I’m sure you have heard many, many presenta-
tions on a shortage of funding. We’re not coming with 
that message. Although we would support that, we’re not 
coming with that message. However, we are saying that 
price inflation is related to the delivery of services; re-
porting and accountability requirements related to quality 
assurance measures regulations, risk assessment, policy 
directives, health and safety, mandatory training and 
quarterly reporting; labour costs, over four years of not 
having any funding increases, are having an impact and 
have put pressure on us; staff recruitment, orientation 
training and retention costs; our mutual responsibility to 
foster social inclusion and service innovation; and 
sustainability issues arising from the use of short-term 
funding to address long-term needs. 

There is also a need for clarity about the related issues 
of innovation and privatization. The emerging pattern of 
diverting funds to for-profit operators for short-term, 
temporary solutions is undermining system capabilities. 
We believe this is a threat that requires an informed re-
sponse from government as well as from Community 
Living associations. 

Lastly, government should enable agencies to evaluate 
and, where appropriate, implement proposals for office 
consolidation—we’re not opposed to that—partnerships 
or amalgamations, where such changes would not run 
counter to our shared values and implications. Ideas for 
the combining of shared administrative and human re-
sources and/or clinical expertise and services should be 
considered and evaluated carefully by the agencies, with 
government support. 

I think we want to leave the remaining time for ques-
tions. We cherish your questions and will try to answer 
them. Thank you very much for this time with you. 

The Chair (Mrs. Laura Albanese): Thank you for 
your presentation. It is the government’s turn. Ms. Wong. 

Ms. Soo Wong: Thank you very much for your pres-
entation, Mr. Klassen. I’m particularly interested to ask 
you some questions related to your recommendations, 
specifically dealing with quality improvement and ac-
creditation. Can you elaborate a little bit further? Because 
you made comments about some of the gold standards 
out there. Specifically in terms of Community Living, are 

there any Community Living organizations in the prov-
ince that are accredited to date? 

Mr. John Klassen: Yes, there are. I don’t know the 
exact number, and I would be guessing probably 35 by 
now. This would be a voluntary submission to an extern-
al review of the practices and policies of an organization. 
Typically, organizations have been accredited by either 
the Council on Quality and Leadership, CARF or Focus 
Accreditation. So these agencies have taken it upon 
themselves to enter into a process of quality improve-
ment using an external accreditation body. 

Ms. Soo Wong: Okay. So it’s not mandatory across 
the board; that’s what I’m hearing, right? They’re in-
dependent. 

Are you aware of how, currently, there is discussion 
by the government dealing with open government? You 
asked for fiscal transparency. Are you aware that there 
are hearings across Ontario talking about open govern-
ment? Is your organization prepared to go and speak 
about this piece? That would be something that—I’m not 
sure you’re aware of it. There’s an opportunity for your 
group and your organization to speak, because they’re 
travelling across Ontario. 

Mr. John Klassen: Thank you. 
Ms. Soo Wong: Something to consider. 
Mr. John Klassen: Yes. 
Ms. Soo Wong: The other piece is, I wanted to hear a 

little bit more about your ninth recommendation to the 
committee, the issue of innovation and privatization. Can 
you elaborate a little bit more about that concern? Be-
cause you certainly raised some concerns to me. Can you 
elaborate a little bit further about this threat for the oper-
ators, specifically? 

Mr. John Klassen: Mr. McWhorter will answer that. 
Mr. Alan McWhorter: Maybe I can respond to that. 

First of all, I think this is more of an issue in some re-
gions than others, so it may not be recognized as a— 

Ms. Soo Wong: So which region are we talking 
about? 

Mr. Alan McWhorter: I would particularly refer to 
the southeast region. I believe it would probably also 
apply to the region where the Ottawa office is based—
eastern, I guess. There is a long history, particularly with 
children who are in the care of child welfare agencies, of 
using for-profit contractors to provide residential ser-
vices. What often happens when those children reach 
18—they’re then no longer eligible for child welfare—is, 
that developmental services agencies pick up the respon-
sibility. 
1450 

Without the resources to plan appropriately and de-
velop new resources for those kids, there often is no 
place for them. A pattern, then, has emerged of keeping 
the kids in the for-profit provider and flowing funding for 
that through a transfer payment agency to pay them. That 
raises other issues in terms of the standards set out in the 
legislation, and that responsibility for policing them is 
also being downloaded to agencies. There are other ex-
amples of that, but that’s the main one, the pattern being 
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that we’re spending the money but we’re not developing 
the capability. This is a growing issue. I understand from 
colleagues in other parts of the province that this pattern 
is less of an issue in some regions and they do things in 
different ways, so I’m not really up to date on how this 
plays out across the whole province, but I know that 
where it is an issue, it’s one of those things that keeps 
growing and becoming more of a problem, and it is kind 
of a cloud over the future direction. 

The Chair (Mrs. Laura Albanese): Thank you. 
Sorry, the time is up. 

Ms. Elliott? 
Mrs. Christine Elliott: Thank you very much for 

coming to Queen’s Park today and for your presentation. 
I’m just wanting to explore a little bit more about the sort 
of dysfunctional relationship you see now between the 
DSOs and Community Living and other organizations, 
the conflict that you see, and the lack of choices. I’m 
wondering if you could give us some more specific 
examples of that and why it’s such a problem. 

Mr. Alan McWhorter: Yes, okay. I’ll respond to 
that. 

The assumption, I think—let me back up a little bit. 
The legislation that was enacted in 2008 is, I think, a 
pretty good piece of legislation. There was a lot of con-
sultation around it when it was being developed. In the 
implementation, we have some bumps in the road, and I 
don’t think these are things that are fatal flaws, but they 
are definitely problems that need to be addressed. The 
way the DSO has been implemented has been part of that 
problem. 

The reason why it’s a problem is partly because of the 
narrow vision behind the act. It focuses on equitable dis-
tribution of resources, but only developmental services 
funded by government. In the context of the community, 
where real life goes on, developmental services are a part 
of it, but most of the things people need to be part of the 
community, if they have a developmental disability are 
those informal supports or things that are generically 
available. 

Our organizations locally have always, for our 60 years 
of existence, been involved with families in working 
through things, planning with them, trying to figure out 
how to cobble together what people need, mainly from 
those kinds of resources. Now families are being told, 
“You have to go through the DSO,” and agencies are not 
even provided with information about them, unless there’s 
a referral, and a referral typically doesn’t come unless 
there’s a vacancy listed in a group home or something. 

So the effect, which I’m sure is not an intended effect, 
has been to leave families stranded without access to the 
agencies that could be, and traditionally have been, sup-
portive. For agencies not to know who those people are 
unless they’ve had previous contact with them—those 
that provide children’s services often know people as 
they’re growing up, but many of them don’t provide chil-
dren’s services. So what happens at 18 is, they are re-
ferred to the DSO, the DSO processes them, and they’re 
left in limbo, and the agency doesn’t even know they are 

there. Solving that problem doesn’t solve all the other 
problems, the lack of resources and so on, but a lot 
happens informally when people work together. 

Given the fact that the lack of resources is probably 
not going to change in the foreseeable future, it’s more 
important than ever that families have access to those 
informal organizational supports, access to other fam-
ilies—someone who will help them figure their way 
through it without going through a formal approval 
process, and especially without government funding 
when there’s not likely going to be any. 

That’s the problem. It’s not an insurmountable prob-
lem; it’s not a problem with the legislation. It’s a problem 
with the implementation of it. 

Mr. John Klassen: If you did a “before and after” 
snapshot, before DSO you would have seen local organ-
izations come together around a table, oftentimes with 
families, trying to understand what the needs are and then 
to be able to match those with what exists in resources 
either within developmental services organizations or, as 
Alan was saying, beyond that: “What does the commun-
ity have that would be a benefit to families?” 

Mrs. Christine Elliott: Thank you very much; that 
really helps. 

The Chair (Mrs. Laura Albanese): Ms. DiNovo. 
Ms. Cheri DiNovo: I was going to ask just flat out, 

should the DSO be scrapped? I’m just building on what 
Ms. Elliott asked. We’ve certainly heard some horror 
stories here from parents in terms of what service they 
provide to them, such as it is. You seem to be saying, 
rather than scrapped, reformed. Is that what I’m hearing? 

Mr. Alan McWhorter: I think the functions of the 
DSO in assessing need are important functions to the 
system. There has to be some determination of eligibility. 
There has to be some basis where provincial funding is 
provided to support people. It needs to be provided in a 
rational way. I understand that. 

The problem is the narrow vision, of just looking at 
that. That becomes, then, a wedge between families that 
aren’t necessarily getting services and the informal things 
that might be done to help them. 

Ms. Cheri DiNovo: You’re being very diplomatic. I 
thank you for presentation in that regard. 

In terms of the funding process, you’re talking about 
crisis funding. Certainly we’re hearing from parents how 
that is experienced in the field: that until your child is in 
crisis or until you’re in crisis—we just heard from chil-
dren’s aid, for example, from Peel region. All of a sudden 
services tend to open up for you if you’re about to 
abandon your child. But short of that, you’re caught in an 
endless labyrinth of trying to get the help you need. How 
do we address this? You’re on the ground. What is the 
more direct way of addressing that core issue which 
we’re hearing over and over again? 

Mr. John Klassen: I would boil it down to relation-
ships with families and with communities. It can’t be 
overstated how important that is, to be able to understand 
and have that face-to-face relationship with people who 
are struggling, who are desperately in need and who 
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don’t know where to turn. Without that relationship 
continuing on, as we have had in the past and we’re 
afraid is under threat, I think this is going to get worse 
rather than better. By the time the family is in crisis, we 
are not in a position to provide ideal supports for that son 
or daughter and that family. 

Ms. Cheri DiNovo: Just very quickly, because we 
don’t have a lot of time left: Part of the problem with the 
funding—we’re having a hard time getting figures on 
this, wait-list figures or anything that we really need from 
the ministry, so perhaps you could send some of us this 
information. 

If it’s a crisis model of intervention, it’s a very expen-
sive model of intervention. If there’s more planning in-
volved and more help quickly for families, it’s less 
expensive. But there doesn’t seem to be the will any-
where to invoke that. But there’s no comparison either. 
We don’t know what we’re comparing. Long-term care 
in a seniors’ home versus getting day program respite 
seems like a bizarre choice because one is so much more 
expensive than the other. But we don’t have the figures to 
work with. Where do we get them? 

The Chair (Mrs. Laura Albanese): Thirty seconds. 
Mr. Alan McWhorter: Even though I’m a retired guy 

acting in a consulting role now, I was executive director 
of the association in Kingston for 25 years. I know what 
it feels like on the ground. 

What happens when you have a crisis to deal with 
typically is, the family has reached the end of their rope. 
An earlier intervention might have been good, but by the 
time it’s a crisis, they’ve reached the end of their rope, 
and they need a long-term commitment. They need a 
residential placement; they need something like that. 
What happens, then, if you’re running an agency, if 
you’re the executive director of an agency that’s strug-
gling to get by, is, if you’re offered funding temporarily, 
from a temporary crisis pot, you’re in a position of saying 
to a family, “Either I’ll make a long-term commitment, or 
I can’t.” If you make a long-term commitment, and that 
funding runs out at the end of the fiscal year, you can’t 
send that person back home; you can’t put them back on 
the street. You’ve got a responsibility then. That respon-
sibility can be an expensive one. 

As an executive director, I’m very hesitant to use 
short-term funding to address a crisis like that because 
you’re putting your agency at financial risk, especially if 
there’s more than one at a time, and there often are. So if 
it’s a long-term need, there needs to be a long-term com-
mitment. If, of course, you refuse to do that as an agency, 
then you’re seen as part of the problem, a bad agency. If 
you rely on volunteers and volunteer money and fund-
raising, you’ve got a bad reputation problem if you say 
no; you’ve got a financial crisis next year if you say yes. 
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We understand—I think everybody understands—that 
there’s just not a lot of money out there. The Ombuds-
man is dealing with a lot of these issues. I don’t know 
what the answer is, but the answer is not short-term 
money to plug holes in the dike when the holes in the 

dike are long-term commitments to people, and there’s 
no other way around it. 

I think we need to be aware of that. I think we need to 
confront these problems honestly, instead of saying we’re 
doing something when, in fact, it’s a Band-Aid that’s 
going to come off. 

Ms. Cheri DiNovo: Thank you. 
Mr. Alan McWhorter: Anyway, I’m going on too 

much here, but you get the point. 
The Chair (Mrs. Laura Albanese): Well, that was 

quite comprehensive. Thank you very much. Thank you 
for your time and for your insight into the matter. 

Mr. Alan McWhorter: Thank you for the opportunity. 

HEALTH CARE ACCESS RESEARCH  
AND DEVELOPMENTAL DISABILITIES  

PROGRAM 
The Chair (Mrs. Laura Albanese): We’ll call now 

on the Health Care Access Research and Developmental 
Disabilities program, H-CARDD. Please come forward 
and have a seat. 

Please make sure to state your name and title before 
you begin, so we can familiarize ourselves with the pre-
senters and also for the purposes of Hansard. You’ll have 
up to 30 minutes for the presentation. Should there be 
time left over, we will have questions from the members 
of the committee. Thank you. 

Dr. Yona Lunsky: Good afternoon. My name is Yona 
Lunsky. I’m representing the H-CARDD program with 
three of my colleagues. I’ll be speaking today, but I’m 
here with Elizabeth Lin, Hélène Ouellette-Kuntz and 
Robert Balogh. 

You have a handout with you. The first slide—really, 
our title—explains all of what it is that we do. I’d like 
you to take notice of the three photos in our title. This is 
a partnership where we work together with people with 
developmental disabilities, with families, with scientists, 
clinicians, policy-makers. In these photos, you see people 
with developmental disabilities teaching health care pro-
viders about how to provide their health care best. 

The second slide demonstrates how many people are 
partnered in our program. I just want to emphasize that 
it’s province-wide in nature. We come to the table 
wearing many different hats. Some people are both scien-
tists and families or scientists and clinicians, and we 
work, in terms of our partnerships, with either health 
planners from the LHINs or different ministries. We’re 
involved with the Ministry of Community and Social 
Services, with the Ministry of Health, the Ministry of 
Children and Youth Services and the Ministry of Educa-
tion. So we’re all working at the table together to address 
issues of health care. 

Our original funding came from CIHR, which is the 
federal funding organization for health, and we have 
continued funding now through the Ministry of Health’s 
health systems research program. 

The next slide—I guess you have to try hard not to 
read ahead—really is the culmination of our work, which 
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is an atlas, which I would say took at least probably four 
years for all these people working together across the 
province to put together. I believe you received a copy of 
the atlas recently when it came out. We’ve also included 
the executive summary of the atlas in the handouts that 
you have with you today. 

I’m going to go through a series of slides—they look 
like graphs—and I’m going to explain one or two key 
points in each graph. I really want to focus our time 
today talking more about solutions, but I think in order to 
do that, we need to set the stage. 

The first figure that I would like you to look at is the 
one entitled “Where Do the Data Come From?” If we are 
going to plan for people with developmental disabilities, 
the very first thing we need to know is, who are we 
talking about? How many people are there? What do they 
look like? What are their health issues? How do we plan 
for them? In order for us to address that issue, we worked 
very carefully and very closely with the Ministry of 
Health and the Ministry of Community and Social Ser-
vices to link data from different sectors. 

So what you see in this diagram, if you look at the 
very bottom, it says that we studied 66,484 adults be-
tween 18 and 64 with developmental disabilities. We 
found those individuals to study them through bringing 
information together from all the resources we had in 
terms of health services with all the information we could 
get from people receiving ODSP, the Ontario Disability 
Support Program, who were diagnosed with a develop-
mental disability in order to get those services. We put 
those things together. 

If you look at how these two circles overlap, there 
isn’t a perfect overlap, and that’s a very important point 
because what it tells us is that not everybody with a 
developmental disability is known, if you’re approaching 
it from just one sector. Only about 30% of people were 
identified as having a developmental disability both in 
health data and in social services data. So if we want to 
plan fully for these individuals, we really need to bring 
our sectors together for the data. 

Even though we’re talking today about 66,000-plus 
individuals, that does not capture all the adults with de-
velopmental disabilities in our province. That’s through 
linking data together from two sectors. We also need 
information from education, we also need information 
from children and youth services, from justice. Right? So 
if we really want to know who we’re dealing with and 
plan appropriately, we need all of them there. 

The next slide is a map, really, of Ontario. What I 
want to highlight there is that if we look at where individ-
uals with developmental disabilities are living in adult-
hood, they’re living across our province. The other point 
I want to make is that if you wanted to understand what 
was going on in your LHIN or in your jurisdiction, we 
have the ability to do that. In fact, we’ve presented that 
information in the full atlas, which you have a copy of. 

We know how many people we studied, but the 
question is, how is their health and how does it compare 
to other people in Ontario of the same age and gender? 
This next figure shows a number of common chronic dis-

eases that we study through ICES generally in the adult 
population. It compares the rates of those conditions, so 
how many people have those health issues with develop-
mental disabilities compared to without. The first thing 
you’re going to notice is that in each one of those 
conditions, individuals with developmental disabilities 
score higher, meaning more individuals with develop-
mental disabilities have those health issues than people 
without developmental disabilities, with the exception of 
hypertension. 

The other thing you’re probably drawn to, which is 
very important, given the mandate and the focus of this 
committee, are the last two bars: psychiatric disorder. 
You are interested in the issue of dual diagnosis. If I was 
to say what that means, the way I understand it—and it’s 
something I’ve studied for a long time—it is that you’re 
looking at psychiatric disorders or illnesses in individuals 
who also have a developmental disability. What you see 
very clearly in this figure is that almost one in two adults 
with developmental disabilities have one of those psychi-
atric disorders diagnosed in a two-year period. We 
looked at between 2007 and 2009. So very high rates 
compared to individuals without developmental disabil-
ities. It’s really, I think, one reason why it’s so important 
to focus on that issue, but also to keep in mind that we 
need to think about those other health issues that are also 
happening at higher rates in people with developmental 
disabilities than those without. 

Moving right along, in terms of health care visits, the 
next slide, I just want to emphasize that the issue is not 
that they do not get in to see a primary care doctor; the 
rates of visiting their primary care physician are similar 
to people without developmental disabilities, but the rates 
of emergency department use, the likelihood of use and 
also the number of visits are much higher. We also see 
that the likelihood of being hospitalized for something, 
whether it’s a psychiatric hospitalization or a medical 
hospitalization, is also higher. 

The next slide focuses on medication. We were able to 
study the medication patterns of about 50,000 adults with 
developmental disabilities in our province. The first point 
I want to make, if you look at the later columns in this 
figure, is that almost half of those 50,000 people were 
prescribed two or more medications at the same time, 
with some individuals taking as many as eight to 10 or 11 
medications at once. We looked at how well those medi-
cations were monitored and very concerning was the fact 
that for some individuals—about 33% of the people pre-
scribed five or more medications at the same time were 
not getting regular follow-up care with their primary care 
physician to monitor those medications. The other really 
important point that you don’t see from the figure but is 
outlined in our atlas is that the most commonly pre-
scribed medications for this population are psychiatric 
medications, with antipsychotic medications being the 
most common. This is not because psychotic disorders 
are so prevalent in the population; it’s also because we’re 
giving those medications most likely for other reasons. 
These are very potent medications with very significant 
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side effects, and as I mentioned, they’re not always well 
monitored, and they’re quite costly. 
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Moving along, there’s a lovely photo here of a primary 
care physician, talking about the importance of the health 
check or that preventative care examination. If we were 
to make one recommendation in terms of the primary 
care guidelines that have been written and which you’ll 
be hearing more about in a little bit, it’s the importance 
of having this regular preventative exam. The next figure 
shows that the likelihood of having that examination for 
people with developmental disabilities is not as high as 
we would like. 

The next two figures following that look at another 
kind of preventative care, which is the screening that we 
all would like to have happen for us around cancer. There 
are two figures here, one on mammography and one on 
colorectal screening. They both show the very same dis-
turbing pattern of individuals with developmental disabil-
ities being less likely to get screened for those conditions. 
The same applies for cervical cancer, which is not shown. 

There are other ways we can study the quality of care 
for people with developmental disabilities. If we go to 
the slide that’s called “Avoidable Hospitalizations,” we 
finally see the opposite pattern, where the blue line—de-
velopmental disabilities—is higher than for those without 
developmental disabilities. But it means they’re having 
more hospitalizations that should be avoided or managed 
in the community than we would see for people without 
developmental disabilities. Again, this is very concern-
ing. If we’re giving the right kind of primary care in the 
community, we want to be able to keep people out of 
hospital, and we’re not as successful at doing that if you 
have a developmental disability than if you don’t. 

Where do we go from here? We have three recom-
mendations in our report, and I’m just going to review 
them briefly so that we can leave some time for ques-
tions. The first is that if we want to make a difference for 
the health care of this population, we need to focus on 
improving the primary care that can be provided and we 
need to make use of the excellent evidence that is already 
out there and the care standards that have been written 
up. I don’t have them right in front of me because I 
forgot, but you’ll be hearing shortly after me about the 
primary care guidelines that were developed here in On-
tario, as well as some very useful clinical tools that are 
available to all health care providers here in our province, 
on paper and electronically. 

When we give this care, it needs to be balanced in 
terms of prevention, as well as managing all of those 
complex health issues that I’ve already discussed. We 
need to focus on physical health care and also mental 
health care. We need to take an inter-professional ap-
proach to that care. It is too complicated for one phys-
ician or one health care provider to do alone. So we need 
to look at how people can work together as a team to 
provide the right kind of care. If we want the care to be 
successful, it’s not enough just to have guidelines—we 
already have them. We need to make sure those guide-

lines and tools are at the hands of the person who needs 
them when they need them. 

If I go into my electronic health record, it should pop 
up that I’m seeing a patient with a developmental disabil-
ity, and then the tool that I need to use to help me give 
the best care should be right there electronically. If I want 
them to go and get a mammogram, I want to print a little 
handout for them that I can give to them and their care-
giver that explains how they prepare for a mammogram 
and what it’s about, that is written in language that they 
can understand. If I’m monitoring their medications, I 
want that clue right away of what monitoring I need to 
look at with those medications for that individual because 
of their complexities, or that I need to book a longer 
appointment for them next time they come in and I need 
to see them in three months. 

The next slide looks at how we need to modify the 
broader health care system, because it’s not just primary 
care. We mentioned that they’re in emergency depart-
ments and in the hospitals. We need to bring all those 
types of care together. We need unified care plans that 
follow the patient, that speak to all of the complexities 
that everybody is aware of and that get updated and that 
can be followed. Sometimes that information even needs 
to cross sectors, so not just crossing from primary care to 
hospital care to specialist care, but maybe it also needs to 
be available to the people in social services who are in-
volved in providing that care, for example. 

Finally, if we want people to give the right kind of 
care, they need to be supported to do that. It takes longer 
than it does if you’re a patient who doesn’t have a de-
velopmental disability, so we need the financial remuner-
ation to support that. There are models of that for other 
types of chronic conditions, where physicians receive a 
financial reimbursement for doing types of care, and 
that’s the kind of thing that needs to be seen. We’ve seen 
the evidence in other jurisdictions, like Australia and the 
UK, where, for example, that important primary care 
exam I mentioned—by instituting that with the appropri-
ate financial remuneration, we see earlier recognition of 
disease; we see cost-saving benefits for those individuals 
and their families. 

The last recommendation we have is about partner-
ships, not just partnerships with policy and partnerships 
with clinicians, but at the core of it all are the partner-
ships we need to have with patients with developmental 
disabilities, with their families and with paid caregivers. 
So you know the phrase, “Nothing about us, without us.” 
They need to tell us how they can advocate for their care, 
and they need to be educated if they’re going to tell us 
that correctly. We can’t design systems for them. We 
need the support to be able to work with them to do that. 

I guess the last comment I’ll make about that is, some-
times in health care, in chronic disease management, for 
example, we talk about self-management. Well, it’s more 
than just self-management with this population. We can’t 
just make our writing simpler and expect that everyone 
with a developmental disability can follow it. We need to 
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think about how we can also involve caregivers specific-
ally in that process so they’re working on it together. 

The last two slides: I have a quote of one of the indi-
viduals who talked to us a little bit about what medica-
tion issues mean to him. A very big part of our program 
is hearing from people with disabilities and their families 
about how you would need to change things. But then we 
have a little picture, I guess, of the different ingredients 
we think are essential if you want to bring about change. 

The instructions or the guidelines and the aids are 
those clinical tools that we’ve already developed and that 
we’re continuing to develop for this population, but we 
need buy-in from all of the different sectors. We need the 
policy that is there from different decision-makers—not 
just policy from one area of government, but policy that 
crosses over different parts of government. And we need 
that critical mass that we’ve already, I think, developed 
here in Ontario to push these things forward. 

But finally, we can’t do it without the data. I think so 
often we go on the basis of stories—you know, things 
we’ve observed in our own jurisdiction—but we need the 
numbers. They can really tell us what works and what 
doesn’t, and they can also tell us if our investments are 
making a difference, because we can study the changes 
that have been made. 

The final slide just gives some examples of where our 
program is going. Through our continued funding, through 
CIHR and the Ministry of Health, we’re looking more 
closely at that issue of dual diagnosis, or mental health 
and addictions. We’re studying that transition that we’ve 
been hearing about here about youth who are going into 
the adult system, aging adults and the use of long-term 
care, and also women’s health issues. At the same time, 
we’re working with emergency care and primary care to 
try to figure out, if we make changes, what benefits do 
they have? So we’ll have more of that evidence hopefully 
in the next short while, a couple of years; that’s how 
science goes. 

So we’re ready for questions. 
The Chair (Mrs. Laura Albanese): Thank you very 

much for the presentation. Ms. Jones? 
Ms. Sylvia Jones: That was excellent—lots to roll 

around our head. But I just want to say that I’m really 
glad that you gave us this summary, because I actually 
opened up the atlas and sort of went, “There’s an awful 
lot of reading in there,” so this is helpful. 

So you see an opportunity within the primary health 
care sector where we can get to a stage where our pri-
mary care physicians, our primary care practitioners, are 
able to serve the developmental disability population 
very well, as long as they have the tools that you’re 
referencing. 

Dr. Yona Lunsky: I think they need the tools, the 
guidelines; the tools actually embedded in their daily 
practice, and the supports of the rest of the health care 
system, because we can’t put it all on primary care. I 
think that’s where we start. That’s the medical home. We 
need to recognize— 

Ms. Sylvia Jones: Yes, the challenge is that’s where 
everyone else starts, right? 

Dr. Yona Lunsky: That’s right. 
Ms. Sylvia Jones: So even if it’s only an opportunity 

for referral going forward, they do have to be the first—
the front line, for lack of a better word. 

Dr. Yona Lunsky: Absolutely, and there are models. 
For example, the family health team is a model where 
you’ve got not just a physician working on their own, but 
you’ve got a whole group, an interprofessional group 
working together so that other people can be involved in 
giving that care; it’s not just the physician. 

Ms. Sylvia Jones: I agree, and I guess the only chal-
lenge that I have had, anecdotally, with that model is, of 
course, you have to be rostered with that FHN or FHT in 
order to access those. And there are lots of excellent pro-
grams, but you do have to be sort of within that group. 

Dr. Yona Lunsky: We want our vulnerable popula-
tions to be able to get into those kinds of services, right? 

Ms. Sylvia Jones: Yes. 
Dr. Yona Lunsky: That’s really important, and we 

need the incentives to be there so that people are willing 
and able to provide the service they should be providing. 

Ms. Sylvia Jones: Thank you. 
The Chair (Mrs. Laura Albanese): Ms. Elliott? 
Mrs. Christine Elliott: Not a question, just a com-

ment: It’s great to see you again, Dr. Lunsky, and thanks 
to you and your team for the excellent work that you’re 
doing. It really helps inform us. I think that, anecdotally, 
we know that people with developmental disabilities 
don’t always get their fair share, I guess, of primary 
health care. So this study is really helpful for us to be 
able to comment on it more intelligently. Thank you. 

The Chair (Mrs. Laura Albanese): I’ll turn it over to 
the NDP. Ms. DiNovo or Ms. Taylor? 

Ms. Cheri DiNovo: Thank you very much for the 
presentation. It’s excellent and succinct. 

A couple of questions: financial structures under 
that—what do you exactly mean by that in terms of man-
aged care? Perhaps you could elaborate on that. What 
sort of financial structure might be put in place that 
would serve the community we’re speaking about better? 
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Dr. Yona Lunsky: For example, I know there are dis-
cussions happening right now around whether patients 
with different types of health complexities—if seeing 
them would come with a certain amount of funding that 
you get for seeing and serving those patients. 

Ms. Cheri DiNovo: So pay doctors more? 
Dr. Yona Lunsky: If you’re serving a patient with a 

developmental disability, you recognize that it actually 
costs more and takes more time to see them. It can be on 
the basis of the patient, and it can also be on the basis of 
the procedure. For example, that annual health exam that 
we’re talking about isn’t something that’s done or that is 
required for the general population in the same way, but 
it’s really important for this population, and it takes a 
certain amount of time to do it. So maybe if there’s an 
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incentive to make sure that everybody gets that exam, 
that can make a difference. 

Ms. Cheri DiNovo: The other question flowed from 
what I had asked the former folk, and that is about crisis 
management versus long-term planning. Clearly, when I 
look at the charts, I’m seeing a pattern of overmedication, 
and perhaps overdiagnosis and overhospitalization as a 
result. Immediately what I’m thinking of is psychiatric 
drugs used to control behaviour that they were never 
meant to be used for, simply because that’s the only way, 
cost-effectively, we have of dealing with folk, which is a 
pretty troubling trend, which is pretty horrendous, really, 
when you think about it. Obviously, you must have 
thought about that kind of backdrop to your study, and 
I’m asking you to go beyond the parameters of the 
science here and just extrapolate a little bit. We’re 
spending more money on crisis care than we would on 
long-term preventive medicine here. What do you see as 
some kinds of preventive steps we should be taking to 
prevent the outcomes you’re witnessing here? 

Dr. Yona Lunsky: Yes, I think you’re raising an im-
portant point, that we spend our money somewhere, so 
we may be spending our money on medications or on re-
peat emergency hospital visits, which are very expensive, 
but it’s not the right kind of care we want to be giving. 

I think, in terms of the direction that we could be 
going in, we need to be speaking with our families early 
on, not even when their children are young adults, but 
even when they’re still in school, when we can reach out 
to the entire school system and give people education 
about the importance of health and a balanced approach 
to health care, helping them navigate that system and also 
making sure that health care providers understand how to 
navigate the social services system, for example, or the 
education system. The physician needs the information 
because that’s the person the family is going to go to 
before they know about the DSO or anywhere else. So 
they get directed to the DSO. The DSO can have infor-
mation to share about ongoing health care, how to mon-
itor medications, things to be alert to, to go in and see 
their doctor once a year. There are probably a lot of 
places that we could get in earlier, and definitely I think 
that would make a difference. 

Ms. Cheri DiNovo: Thank you. 
Miss Monique Taylor: I just want to come back to 

the tools that you were talking about. Are those tools 
already available to you? Or are they tools that should be 
made available? 

Dr. Yona Lunsky: Right behind me, I’ll wave the 
invisible tool booklet that is sitting in my bag. There it is. 
That’s an example of a tool that was developed here in 
Ontario. It’s available online for all family physicians 
through a couple of programs. Physicians have actually 
mixed it in within their electronic health records, so you 
can pull up these tools electronically as you’re working 
with the patient—but it’s not across the province. 

Miss Monique Taylor: That’s exactly what I was 
talking about—electronically. So we don’t have that 
across the province? 

Dr. Yona Lunsky: Well, you have these. Every fam-
ily physician across the country got mailed this, and you 
have them on your desk—but electronically embedded 
into your health record—depends on which team you’re 
in. We’re slowly seeing the success of that in some parts 
of the province, and that’s something we’re studying to 
see how it works. There are other kinds of tools that are 
still being developed, and our team is maybe one team 
developing tools. The group that’s going after us will 
speak about some other tools that are being developed to 
help families and individuals. 

Miss Monique Taylor: That’s definitely something 
that we’ve been hearing from families: that they’re lost 
and they don’t know how to navigate the system. There 
should be something right from diagnosis that—the doc-
tor would be that person—leads them in a direction of 
how to get the services as they’re going through life. The 
doctor is always that key person in a person’s life. Hope-
fully, that doesn’t change. So it’s an important piece. 

Dr. Yona Lunsky: The H-CARDD website has a lot of 
information on some of these different resources for dif-
ferent audiences, and also the primary care website has a 
lot of that information. But sometimes it’s how we get 
that word out so everyone knows about it. 

Miss Monique Taylor: I’m just curious, and maybe 
it’s for research to find for us: Which parts of the prov-
ince are using these tools, and which parts of the prov-
ince would still need these tools? 

The Chair (Mrs. Laura Albanese): Ms. Hunter? 
Ms. Mitzie Hunter: Thank you for your presentation 

and also for the research that you have provided to us. 
I’m wondering if this presentation is available currently in 
soft copy, to the Chair and to the Clerk? There’s a graph 
here that I would like to take a closer look at. 

The Chair (Mrs. Laura Albanese): Would that be 
the map? 

Ms. Mitzie Hunter: The map, yes. 
Dr. Yona Lunsky: For each of those figures, there’s 

an entire chapter in the atlas as well that really explains 
all of it in detail. 

Ms. Mitzie Hunter: Okay. If we can get the soft 
copy. 

You described the type of care that would be ideal for 
a primary care physician with someone with multiple 
diagnoses. What is stopping that from happening today? 
What are the barriers to delivering that type of care, 
follow-up and consistent support? 

Dr. Yona Lunsky: There are many pieces, right? One 
is that the health care provider might not have the infor-
mation they need to know how to do those things. They 
may not have the time. Sometimes, when we talk about 
complexities, there are shared-care models, where you’ve 
got your primary care physician, for example, working 
with specialists in consultation with them. So if we’re 
managing diabetes, we might have to have some of our 
work with an endocrinologist, with a dietitian. You need 
that team kind of approach, and they all have to know 
how to work with people with developmental disabilities 
and what some of the unique issues are. 
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I think there’s the training element, there’s the finan-
cial remuneration element and the connections, not only 
with other parts of the health system, but also with other 
parts of the sector, so with the direct care staff from the 
group home or with the family, even funding to be able 
to get to a doctor’s appointment, even making sure that 
Wheel-Trans works out okay and you make it there on 
time, and it’s at the right time of day and the office is 
quiet, because examinations are stressful for someone with 
a developmental disability. So there are lots of considera-
tions. I don’t think people always have the training or the 
resources to do that. 

The Chair (Mrs. Laura Albanese): Thank you— 
Ms. Mitzie Hunter: And are you— 
The Chair (Mrs. Laura Albanese): Oh, sorry. I 

thought it was passing on to Ms. Wong. Please go ahead. 
Ms. Mitzie Hunter: I will pass to Ms. Wong. 
Ms. Soo Wong: Thank you very much for your 

presentation. I just wanted to hear your comments. On 
your last slide here on page 10, you identify your vulner-
able sub-group, but I’m surprised that you don’t put the 
word “diversity.” 

Dr. Yona Lunsky: Right. We live in a very diverse 
province, absolutely. This is just highlighting how there 
are many vulnerable sub-groups. The particular funding 
opportunity for which we had to put this proposal for-
ward was interested in particular sub-groups, so that was 
that, plus the stakeholders, including different people 
from the different branches of government, different 
stakeholders in the community. These were the four key 
populations that we agreed were most important to start 
with. 

Ms. Soo Wong: So diversity is not excluded from 
these four. 

Dr. Yona Lunsky: Absolutely not. I think with our 
data that we have, it was a bit tricky at the time to 
identify some of those diversity issues. We can look at 
age, we can look at sex with ICES, with administrative 
data, the data we’re working with. It’s harder to study di-
versity. We’d have to link it with other data sources to 
get that information, which again emphasizes the import-
ance of linking the data which already exist, which can 
inform our decision-making. But we don’t have that in-
formation yet. 

Ms. Soo Wong: Thank you. 
The Chair (Mrs. Laura Albanese): Okay. Well, thank 

you very much for presenting to us this afternoon. We 
really appreciate the material you have provided and the 
information you have given us. 

Dr. Yona Lunsky: Thank you. 

SURREY PLACE CENTRE,  
MEDICAL SERVICES 

The Chair (Mrs. Laura Albanese): We’ll now call 
on Surrey Place Centre, medical services. Welcome. 
Good afternoon. I would kindly ask you to begin by 
stating your name and title before beginning your presen-
tation. You will have up to 30 minutes for the presenta-

tion. Should it be shorter, then that would allow for 
questions. 

You may begin any time you feel ready. 
Dr. Alvin Loh: Thank you so much for inviting us to 

come and share with you this afternoon. I’m Dr. Alvin 
Loh. I’m a developmental pediatrician and the director of 
medical services at Surrey Place Centre and also the lead 
of the Autism Treatment Network in Toronto for children 
and youth. I’m representing medical services today with 
my colleagues. 

Surrey Place is a community-based outpatient inter-
disciplinary centre for people with developmental dis-
abilities and/or autism spectrum disorder. Surrey Place is 
funded by the Ministry of Community and Social Ser-
vices and the Ministry of Children and Youth Services. It 
is also a teaching site affiliated with the University of 
Toronto for all levels of medical training, from medical 
school to residency to specialist training and after, and it 
also does nurse education. 
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Medical service at Surrey Place includes three full-
time physicians and three full-time nurses in the areas of 
developmental pediatrics, family medicine and psych-
iatry. There are also consultants in neurology and ENT 
who come once a month. We work with people with DD 
or ASD and their families and caregivers, of any age—
from infancy to elderly—and for any health issue, phys-
ical health, mental health or behavioural issues. 

The developmental disabilities primary care initiative 
is based at Surrey Place Centre, and as well, Surrey Place 
is one of the lead agencies in the autism treatment net-
work in Toronto. 

We’re delighted to be able to share with the select 
committee some of the things from our experience, to 
highlight some things for your consideration. The first is, 
we weren’t sure, when we were looking at the business of 
the committee, the focus of the committee, how big of an 
issue health would be. So we thought our first point is to 
state that health is an essential contributor to the overall 
well-being of people with DD and/or ASD. 

Problem behaviours, as you’ve probably heard from 
different groups already, can be a major barrier to social 
well-being—so aggressive behaviour and self-injury. 
What we know is that these behaviours are often a symp-
tom of a physical health disorder up to about 40% of the 
time. What happens is that many medical conditions such 
as gastrointestinal conditions, metabolic, nutritional and 
neurological disorders, which are preventable, are often 
undetected and as a result untreated or inappropriately 
treated. As a result of that, adverse effects occur for the 
individual on their everyday functioning, and it can affect 
their behaviour, their communication and their socializa-
tion. These conditions can be chronic and progressive—
they can get worse and worse—and can lead to premature 
death. 

Because the interactions between behaviour and other 
areas are not as well known—for example, a lot of phys-
icians, when they see behaviour, they think, “Oh, it’s a 
mental health problem; we should maybe treat it with an 
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antipsychotic medication.” But they often forget that 
physical health can be a major contributor. The environ-
ment, if it’s very stressful, can be a contributor for a 
behaviour, and things like that. What this leads to is in-
appropriate care and inappropriate use of health resources. 

For example, there’s a case where a 22-year-old man 
named Edward had a developmental disability and autism 
spectrum disorder. He had this long history of two years 
of self-harm, agitation, frequent awakening at nights and 
aggression towards others. He had very limited speech 
and poor socialization, and also a long-standing history 
of constipation. His aggressive behaviour made it very 
challenging for him to be placed in a group home or a 
day program. As a result, he had repeated visits to the 
emergency room because of episodes of aggression. He 
was treated with psychotropic medications. Eventually, 
after a long period of time, he was diagnosed with gastro-
esophageal reflux disease by a gastroenterologist, and 
then he was referred to a surgeon, where he received 
gastric fundoplication surgery to treat the condition. 

Since that time, his aggressive behaviour has not re-
curred, and his speech and his social interactions have 
improved. We see the major impact of untreated physical 
health on behaviour and on the inappropriate use of 
health resources and inappropriate suffering for this indi-
vidual. 

The other aspect of health to touch on—we’ve talked 
about physical health—is mental health. In individuals 
who have developmental disabilities, anywhere between 
15% to 60% can have a mental health disorder, de-
pending on the severity of their intellectual disability. It’s 
a similarly high rate of comorbidity in individuals who 
have an autism spectrum disorder. 

As you know, if you’re feeling anxious, if you’re 
feeling worried, if you’re feeling depressed, you’re not 
going to be able to interact socially or participate in com-
munity events, so that’s going to be a major impact on 
social well-being. 

I just wanted to end with one of the comments or 
questions that Cheri raised about crisis situations, from 
the previous group. I think one of the problems that our 
group has had is that they’ve had very difficult times 
accessing mental health because of their diagnosis, or, 
because they’ve had autism spectrum disorder or an intel-
lectual disability, there are not agencies that are mandat-
ed to treat them. There are very few professionals who 
are trained with the expertise, who feel comfortable 
treating them, so often they’re declined treatment again 
and again and again. 

I have one patient whose mother had a seven-year-old 
boy, at that time, and he was depressed and anxious. He 
was having self-harm behaviour and aggression at school. 
He was threatening suicide. She called every agency on 
the mental health Ontario site—she’s a very capable 
mom—and every single one of them told her that he 
could not receive service from her because he had autism 
spectrum disorder. 

She firmly said, “That’s not his major problem. His 
major problem is a mental health problem right now.” 

But they declined, and it was only through repeated trying 
at the same institution that they finally said, “Okay. Fine, 
we’ll see him.” She was a very capable mom, so I know 
that this is a very challenging problem. It’s the barrier to 
care. Once you’re labelled with autism or intellectual dis-
ability, mental health services feel very uncomfortable 
treating an individual. 

So I’m going to pause there and hand it over to my 
colleague. 

Dr. Bill Sullivan: Hello. Thank you very much for 
this invitation. My name is Bill Sullivan. I’m a family 
physician based at Surrey Place Centre and St. Michael’s 
Hospital, so I work in one of these family health teams. 
I’ve also been the director of the primary care initiative 
that you’ve heard about that develops guidelines and 
tools. 

But I guess what my colleague Alvin Loh has just 
talked about is the importance of linking health with 
social well-being, so just to make that point that we don’t 
forget about health as a component. 

The further point that we wanted to raise with the 
committee for your consideration is that people with de-
velopmental disabilities and autism spectrum disorder—
we’ll say DD and ASD—often have different and some-
times complex health issues that require knowledgeable 
care providers and adaptations to usual approaches in 
practice. 

So I’ll just explain this a little bit. Accurate and timely 
diagnosis and treatment, as well as appropriate prevent-
ive care and health promotion, can result in improved 
functioning, decreased severity and enhanced manage-
ment of symptoms in people with DD and ASD, and the 
avoidance of premature death. The generic health care 
system alone is ill-equipped to recognize and address the 
different and often complex health issues that people 
with DD and ASD encounter. 

For example, appropriate family medicine and special-
ist care often is not available for these adults. People with 
DD and/or ASD often do not receive, for instance, the 
appropriate preventive care checklist that was just spoken 
about or appropriate management of many chronic condi-
tions that they may have. So, for instance, in the atlas, the 
figure that you heard was all adults in Ontario—25%—
had any kind of preventive care assessment in a two-year 
interval. One of our key guidelines is that everyone 
should be getting this annually. Moreover, what is not 
evident from that figure, which is probably closer to 11% 
of all adults having such an assessment, is that many of 
them would not have been adapted to their particular 
needs. So that’s what these tools and guidelines are 
meant to highlight for primary care providers, that there 
are other things that they should think about in addition 
to what they normally think about for most people who 
they see with a developmental disability—some specific 
things for people with developmental disabilities and aut-
ism spectrum disorder. 

For example, we just heard about Edward’s case, that 
he was being well cared for by a pediatrician until about 
age 18 but was having difficulty finding a family phys-
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ician over a two-year period that would take him on. A 
referral by his pediatrician to a specialist children’s hos-
pital to assess his aggression, which was actually a simple 
issue—he had heartburn—was rejected on the grounds 
that he was now an adult and that he had a developmental 
disability and autism spectrum disorder—that this was 
“not our area.” 

He was finally seen by a family physician who was 
knowledgeable about the Canadian consensus guidelines 
on the primary care of adults with developmental disabil-
ities. In there, it flags the importance of thinking of 
common things—there are about 60 of them—among 
people with disabilities that are physical health issues 
that can lead to changes in their behaviour. Based on that 
and doing this comprehensive health assessment, which, 
again, is adapted for people with developmental disabil-
ities, this was picked up, as well as other things that were 
very preventable and treatable. 
1540 

The final point that we wanted to raise for the con-
sideration of the committee was a broader one: To im-
prove access to appropriate health care for people with 
developmental disabilities or autism spectrum disorder, 
there should be a provincial policy framework across 
sectors, addressing comprehensive care and long-term 
planning, that is supported by legislation and funded for 
such collaborations. As health care providers knowledge-
able about health issues and the needs of people with 
developmental disabilities and autism spectrum disor-
ders, we would recommend that this framework empha-
size a number of things, and I will raise a few that are 
connected to these two examples that we just gave. 

One is the importance of enhancing partnerships 
between health care providers—I’m speaking of the gen-
eric providers—and people with developmental disabil-
ities or autism spectrum disorder, and their families and 
other caregivers. The emphasis here is that many people 
that we train have not had that encounter with anybody 
with a developmental disability, and I’m talking about 
family medicine residents. Then we expect them to be 
confident to accept them. That has to be part of the 
training. 

Improved communication and appropriate information-
sharing for services and planning purposes across sectors 
in the provincial government is also very important. I 
think that the example that was just presented from this 
research, that involved collaboration between ministries 
to collect data, was very important. This primary care 
initiative, from the very beginning, has always been co-
sponsored by two important ministries: the Ministry of 
Health and the Ministry of Community and Social Ser-
vices. That sort of communication and information-
sharing across these ministries is so important. 

Supporting a multi-level, interdisciplinary system of 
health care provision that addresses the health issues of 
people with DD and/or ASD, according to particular 
needs and level of complexity: An example of such a 
model has been presented already in British Columbia in 
their Children and Youth with Special Needs: A Frame-

work for Action. It’s a document published in 2008. 
There are other such models, for instance, in the United 
Kingdom. Colleagues who are with us today are very 
familiar with those examples, that we could speak to 
momentarily. 

Ensuring quality of primary care through sharing of 
guidelines, resources such as these tools that you’ve 
talked about, and health targets: The number of people 
who are getting a preventive care assessment, of all 
adults in Ontario, we can estimate, is probably less than 
10% per year. That’s an important target to be monitored. 
Our feeling—and I would agree wholeheartedly with Dr. 
Lunsky on this—is that this is the number one thing. To 
just get them to do that kind of appropriate assessment 
would make a huge difference to preventing many health 
issues that arise. If we could monitor and see that 5% 
getting up to international standards—Wales, for instance, 
is over 50%—this is targeted preventive care assess-
ments. 

Furthermore, recruiting, training and providing clinic-
al support for primary care providers in the particular 
health issues of people with DD or ASD, using shared 
guidelines and resources: I think we are in a situation in 
medicine that was similar to palliative care five years ago 
or 10 years ago, of needing to train up people and make 
them familiar with this, as just part of general knowledge 
of all medical trainees. 

I think I’ll end with the importance of evaluation and 
research so that we are continuing to assess what we’re 
doing and to improve. 

Finally, joint funding and support across sectors of 
programs and services that develop the above goals is 
what we would ask for this committee to consider. 

Just in summary, we wanted to raise three main points. 
The first is the importance of including health in your 
consideration. We don’t want to overemphasize it, but 
just to recognize that, if you’re talking about a compre-
hensive strategy, this ought to be part of that strategy. 
Second is the recognition that the current strategy is to 
use generic health care providers and services—just to 
recognize it. This generation really hasn’t been trained to 
deal with very basic issues that can cause big problems 
for people with developmental disabilities. Finally, just to 
commend you for thinking about this in a very broad 
picture: I think you should think about what you’re doing 
as building the basic framework for another generation. 
This is a very important opportunity, and we really want 
to just offer whatever expertise or help we could provide 
this committee in your very important work. 

I’ll finish with that and open for questions and also 
encourage my colleagues, who are very knowledgeable 
about various other aspects, when they respond, to intro-
duce themselves. 

The Vice-Chair (Mrs. Christine Elliott): Thank you 
very much, Dr. Sullivan and Dr. Loh. We do have some 
time for questions, just under four minutes for each party. 

Ms. Mitzie Hunter: I was wondering about your 
comment, Dr. Loh, describing a reticence to treat once a 
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diagnosis is made. Can you talk just a little bit more 
about that? 

Dr. Alvin Loh: Sure. I’ll try to share some of the 
experiences that we’ve had with families. I think a lot of 
agencies tell us, “We’re not mandated to treat an individ-
ual with ASD or DD”; for example, even Sick Children’s 
hospital—a very good hospital. We were killing our-
selves to try to get some of our higher-functioning 
patients with autism spectrum disorder, with anxiety 
issues, to be seen by them, but they just refused. I think 
partly it was their lack of training. I think that’s changed 
recently: Dr. Peter Szatmari has come recently, someone 
who has just finished training. But that was part of the 
challenge we’ve had with them and similarly with other 
agencies. I think it’s a lack of expertise, or the clinicians 
there are all practising in their area of focus, so no one 
has that area that they’re interested in. No one has really 
mandated that someone needs to see children with dual 
diagnosis at this age. I think that’s the problem that 
we’ve struggled with, those two issues. 

Ms. Mitzie Hunter: Okay. I do want to assure both of 
you, with your comments, that this committee is working 
across ministries, including with the Ministry of Health 
and Long-Term Care. Any advice and recommendations 
that we provide will be shared. I just want to assure you 
of that. 

What can be done to shift the culture? You talk about 
training, and you talk about the tools. What else can we 
do to move this system? The resources are within the 
system. 

Dr. Alvin Loh: Sure. I actually like that question be-
cause I’m a part of the Autism Treatment Network. We 
work a lot with a group of developmental pediatricians, 
and we work with general pediatricians who are very 
interested in autism. Then there’s a lot of family doctors 
and general practitioners who don’t like autism and intel-
lectual disability; they’re a bit scared by that. 

We’ve had a North American collaboration, and we’ve 
watched what other centres have done. I know a great 
project was done in Utah. They did a quality improve-
ment project for about six months; they had funding for 
this. They approached people and said, “Do you want to 
improve your care?” What they did was, they did a one-
day presentation with them, and then they went out to 
their clinic, asked them to identify the different things 
that they were teaching that they wanted to improve, and 
they worked with them to improve that over the six 
months. They did a couple of visits, and they were able, 
by phone call, to answer questions. It really clicked, 
when I saw them present, that mentorship—as Bill was 
mentioning, it’s one of the recommendations—providing 
that clinical support, is really essential. 

So the tools are helpful, but having the different 
levels—and people know, “In my area, in my catchment, 
I can call this person for help. I can call this agency, and 
they’re going to mentor me.” If that’s set up formally, 
and people know about those relationships and different 
roles, I think it allows for easier care. People feel more 
comfortable taking on patients. 

1550 
Dr. Bill Sullivan: I think that’s a very important ques-

tion: changing the culture and actually seeing—I think 
the key issue for family doctors is just to encounter 
people with disabilities, just in ordinary life. 

One of my colleagues who trained in the UK—part of 
every medical student’s experience was they would be 
linked with a family that had a member who had a 
disability—not as a doctor, but just to get to know them. 

Maybe one of my colleagues from the UK who has got 
a lot of experience in this, Dr. Bradley, might add to that. 

Dr. Elspeth Bradley: Thank you. I’ve been working 
with people with developmental disabilities for the past 
25 years, half of which was spent in the UK and half of 
which has been spent in Canada. 

For me, when you ask that question, it’s a very inter-
esting question. But as I have observed the UK move 
forward in leaps and bounds, what they have done, 
actually, is they’ve had a policy document, but in imple-
menting that policy document, people with development-
al disabilities have been front and core to that document. 

In fact, there is an executive committee to that docu-
ment, which has been played out right across the country 
of 60 million people. There are co-chairs to make sure 
that the policy document is implemented, who are fully 
paid by government. One of those individuals is someone 
with a developmental handicap, and the other is someone 
who is within the developmental services. That person 
with the developmental handicap—they’ve now gone 
into the third and fourth person. In other words, there’s 
now a succession in that role for the person with a de-
velopmental handicap. 

What has been absolutely fascinating from that is the 
way in which we have raised the bar for the person with a 
developmental handicap. They are now doing a job that 
no one would have thought possible. And when we raise 
that bar, we are actually educating ourselves as well as 
educating the population with developmental disabilities. 
It’s a really co-constructed, collaborative activity, and I 
think that is one way that we can begin to learn from the 
people with developmental disabilities in a very mean-
ingful way. 

That means, for example, in a committee like this, 
there would be people around the table, but we would 
have to make sure that the process is such that they can 
truly engage. This is not tokenism; this is real-life, fully 
participatory, collaborative work. It means we all have to 
change our ways of doing our business, as it were, so that 
we can all communicate on an equal playing field. 

The Chair (Mrs. Laura Albanese): Thank you. I will 
have Ms. Jones continue. 

Ms. Sylvia Jones: Thank you. I don’t want to focus 
on numbers, but the reality is that funding and a lot of 
things are predicated on numbers. 

It very much jumped out at me when you mentioned 
that 40% of untreated physical conditions are the cause of 
self-harm and aggressive behaviours. That’s a pretty 
disturbing number when you think in terms of what self-
harm and aggressive behaviour translates to, in terms of 
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interventions and the cost of those interventions. I think 
there are opportunities there for us to figure out how to 
lower that number quickly. 

If I may pick on Dr. Sullivan, because you mentioned 
that you are a front-line physician, can you share with the 
committee—again, quantitatively—what does being a 
front-line physician mean in terms of how long you 
spend with individual patients? You know, my annual 
exam: Let’s say it is half an hour. What is it if I had a 
developmental disability? 

Dr. Bill Sullivan: Very good question. I guess one 
way of answering the question is to think, what ought I to 
provide to do it adequately? Often, there are communica-
tion issues and there are other people. We just had an 
assessment at the family practice unit, and we had the 
individual in the wheelchair, two caregivers, a behaviour 
therapist, a nursing colleague, a pharmacist and myself. 
You know, you can’t do that very quickly, yet everybody 
had a very important contribution to be made. 

In the old way of doing family medicine, it was kind 
of the lone cowboy, right? It was one person, and you did 
your thing, and it was very time-conscious, because that 
was the funding model. Now, we’ve moved away from 
that, but we still have that mindset. 

I think the key thing is to be realistic about not rushing 
people. I also think that it is just ridiculous to go in and 
think that you only have one issue to discuss. I mean, 
that’s crazy. These are complex, interdependent issues, 
and you’ve got to get them all, wrestle with them all and 
have adequate time to do that. 

I think it’s a stretch for family medicine to move into 
that, but that’s what we’re hoping. If we’re going to use 
generic services, that’s where a lot of this very important 
preventive care and first-line, addressing—“Oh yes, I re-
member this: It’s very common for people who can’t 
otherwise communicate to express themselves through 
their behaviour.” We just need to think about what are 
the common things that might be going on and have time 
to go through our list. 

Ms. Sylvia Jones: To your point, you mentioned the 
mentoring and the access to an expert that isn’t necess-
arily in your family health team. Maybe it’s a call to 
Surrey Place. Is that a doable model? It’s quite frankly 
similar to what CAMH seems to be doing on the mental 
health side. Everybody doesn’t necessarily go to CAMH, 
and yet there are physicians out in the community who 
absolutely use their expertise. Can that same model be 
transferred, modified in your situation for developmental 
disabilities and ASD? 

Dr. Bill Sullivan: I think people adapt as best they 
can, and they use the resources that are available to them, 
the relationships that they have. The movement that I 
find very exciting and positive in family medicine is to 
have people around so that people can actually get to-
gether fairly easily. For instance, I just mentioned the 
pharmacist. We also have a psychiatrist who comes in, 
and we can easily get him involved to provide some 
guidance on issues. 

It is very difficult to—in the traditional model, if 
you’ve got many issues going on, you’re going to end up 
going to many different people. It’s very difficult to sort 
out why this person is behaving—if you’ve got to send 
them to a gastroenterologist and then to these other spe-
cialists. That’s why I think there is something to be said 
about the generalist who can kind of pick the low fruit: 
“Here are the common things. I know how to deal with 
that.” Let’s do that efficiently. 

The Chair (Mrs. Laura Albanese): Miss Taylor. 
Miss Monique Taylor: Excellent presentation. The 

last two presentations have brought so many different 
thoughts of what we could be looking at in this commit-
tee. Hearing, “I have heartburn, and yet I can’t vocalize 
that,” and what that is leading into, and how many people 
in this province are actually going through exactly what 
you were just talking about, and it can be so easily rem-
edied and change so many different aspects of what 
we’re facing in crisis—it’s astounding. Again, that’s 
going to take me back to the tools and it’s going to take 
me back to how we are training our physicians differently 
to change that mindset going forward. What is hap-
pening? 

Dr. Alvin Loh: One brief comment related to that is 
that when someone presents with a challenging behav-
iour, physicians often don’t have a lot of time. Someone 
like a behavioural therapist is trained to assess what we 
call the function of behaviour. If someone charts why a 
child or individual does a behaviour when they do it, you 
can kind of see, “Oh, is it a physical problem? Are they 
doing it when they’re having fun and suddenly, out of the 
blue, it happens? Or do they do it when they want 
something, like a candy, or are they trying to get out of 
something they don’t like, like math homework?” If you 
chart function really clearly, I think physicians can 
sometimes be told, “Oh, you know what? This looks like 
a medical problem from the behaviour.” But the problem 
that our system has too is that it doesn’t have a lot of 
behaviourally trained individuals to do that, either at the 
school level or at the nursing level, because there are 
very few paid behavioural therapists, and their wait-lists 
are six to 12 months long. That, I think, is the challenge 
for our system. 

Miss Monique Taylor: That’s my next question: How 
do people get to you at Surrey Place, and what are the 
wait-lists? 

Dr. Alvin Loh: That’s a good question. Surrey Place 
services the city of Toronto. It goes through an intake 
meeting—Leeping and Shirley often sit at those meet-
ings. If they have behavioural issues, they will be re-
ferred to a behavioural therapist, on their wait-list. Unless 
the behaviour is at a crisis level, where they are extremely 
aggressive to others or themselves, they’re on that wait-
list for at least six to 12 months. In the meantime, we’ve 
tried to think, “How can we be more innovative?” In an 
emergency room, you triage people, right? You try to 
start something with everybody. You give them Tylenol 
if they come with just a bit of foot pain, and then you’ll 
see them in an hour. I’ve been trying to discuss it with 
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the Surrey Place staff, about can we be more innovative 
with behavioural strategies of how we initiate things? It’s 
almost like a triage model: We start something. Can we 
build up different levels of behavioural treatment in the 
community? 
1600 

The Chair (Mrs. Laura Albanese): A very short 
question. 

Ms. Cheri DiNovo: Yes, a very quick question. Sur-
rey centre sounds wonderful. How does one get one’s 
child into it? Is there a huge waiting list? What does that 
look like? 

Dr. Alvin Loh: You have to live in Toronto. You 
have to have an intellectual disability. If you’re func-
tioning at the fourth or fifth percentile, you won’t get in. 
The waiting lists are very long for some of the behav-
ioural therapy there. We try to see them fairly quickly in 
medicine if we can fit them in or consult with their 
pediatrician or their family doctor to get things going. 

Ms. Cheri DiNovo: So the wait-list, what is that? 
Dr. Alvin Loh: For behavioural therapy, six to 12 

months. To see me—I’m seeing a kid tomorrow who had 
major issues today. I’m fitting him in. I’m a bit flexible. 
Generally, I would think it’s a month or two before I 
would see a new consultation. 

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

much for your presentation. I know you want to sneak 
in— 

Ms. Mitzie Hunter: Just a quick observation based on 
the last two presentations: We’re trying to strengthen any 
gaps that are in the system and plug those. It seems like a 
medical centre of excellence for people with develop-
mental disabilities is needed, and an investment in that. 

Dr. Alvin Loh: Yes. 
The Chair (Mrs. Laura Albanese): Thank you very 

much for coming and for your presentation. 

CHRISTIAN HORIZONS 
The Chair (Mrs. Laura Albanese): We’ll now ask 

Christian Horizons to come forward. 
Interjection. 
The Chair (Mrs. Laura Albanese): No; every seat 

has a microphone, so you can sit anywhere. 
Ms. Janet Nolan: Pardon me? 
The Chair (Mrs. Laura Albanese): Every seat has a 

microphone, so you may sit anywhere. 
Ms. Janet Nolan: Fantastic. 
The Chair (Mrs. Laura Albanese): Thank you for 

being here. As with all the other presenters, I would ask 
you to start please by stating your name and your title for 
the purposes of Hansard before you begin your presenta-
tion. You will have up to 30 minutes, and if the presenta-
tion is any shorter, we will allow for questions. You may 
begin at any time. 

Ms. Janet Nolan: Wonderful. Good afternoon, every-
one. It’s a pleasure to be here. My name is Janet Nolan, 
and I’m the chief executive officer of Christian Horizons. 

Mr. Allan Mills: My name is Allan Mills, and I serve 
as the vice-president of Ontario, also with Christian Hor-
izons. 

Ms. Janet Nolan: And it is an absolute pleasure and 
privilege to be here. I’m delighted to see all of you sitting 
around this table, asking these questions and listening to 
presentations. I have to say, I’m a little sad to be the last 
on your agenda for today. I’m sure you’ve had a very full 
day, and I will be very respectful of your time. I’m sure 
all of you have busy evenings ahead. 

This is such a critical issue. The government and all 
three parties are to be congratulated for being willing to 
go through this process and ask organizations like Chris-
tian Horizons to come forward and share a little bit about 
who we are but also to share some insights that maybe 
we’ve gained over our history. 

Allan and I are going to present probably for about 10 
or 15 minutes. I have been known to get a little preachy, 
so I’ll apologize upfront, but I’m just really excited about 
the work we do. It’s wonderful to be here and tell you a 
little bit about us. Then we really would welcome your 
questions. Please feel free to ask anything. We are de-
lighted to participate. 

Ms. Hunter, I’m sad that I didn’t meet you a couple of 
weeks ago. I was sitting right behind you at the Inter-
national Day of Disabled Persons. You did a wonderful 
job in your comments to the audience. 

Ms. Mitzie Hunter: Yes, it was a wonderful experi-
ence. We should do more of those in more places. 

Ms. Janet Nolan: Absolutely. I entirely agree. 
Christian Horizons is an organization that will be 

celebrating its 50th anniversary in 2015—I guess a year 
and a week or so from now, jumping ahead into the plan-
ning for sure. Christian Horizons exists for pretty much 
two reasons: one is to provide services on your behalf 
and on behalf of the taxpayers in Ontario. We are the 
largest service provider in Ontario, as you might know, 
and we provide services right across the province in all 
nine ministry regions. We provide services to adults and 
children. Allan is going to talk a little bit later in the pres-
entation about some specifics. Actually, I guess I can just 
jump into that right now. 

Currently, in Ontario, through government-funded 
programs, we support about 1,763 people through group 
living, supported independent living, host family pro-
grams, community participation, children and youth resi-
dential services, and children and youth and adult respite 
services. 

We are a key player in developmental services in On-
tario. We participated fully in the facility closure through 
to 2009. We are an accredited organization. I would like 
to say that we’re a leader in providing innovative and 
creative supports to folks with developmental disabilities, 
as well as folks with a dual diagnosis in Ontario. We 
have been a part of shaping the sector. 

We play a significant role in the human resources 
strategy, in the provincial network, in the OASIS net-
work and in varied other capacities in a way that’s really 
shaping the future of how services get delivered and how 
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we talk to you folks, our elected representatives, as you 
make changes to the work that we do. 

If you look in your package, Christian Horizons has a 
strategic plan, and we have three organizational prior-
ities. Those priorities are to support people, to celebrate 
our employees and our volunteers and to nurture relation-
ships. If I could just dive into that for just a moment, 
really the other two priorities—the second two—exist 
really to help us support people. 

Christian Horizons was created when a group of 
families came together back in the 1965, almost 50 years 
ago, like I mentioned, because Community Living initia-
tives were being created. They saw community certainly 
as a geographical consideration, but also that there could 
be a community of faith. Organizations like Christian 
Horizons and Reena and other organizations grew then to 
be organizations that partner with the Ontario govern-
ment to provide services to support people. 

We have a staffed team of well over 3,000 people all 
across the province, and they have chosen to have a dir-
ect relationship with us, so they are not unionized. We’ve 
been able to work with our staff to create what we call a 
joint employee association, and we take that relationship 
very seriously with them. It’s also allowed us to be a part 
of the conversation in the province, ensuring that the 
non-unionized workforce has a voice at the table often-
times. I think this committee has probably heard from a 
number of the labour unions and lot of organizations that 
are represented by labour unions. Christian Horizons 
employees do not have a labour union, so we work hard 
to make sure that their voice is heard. 

The third priority for Christian Horizons, in order to 
allow us to effectively support people, is to nurture rela-
tionships. I said when I started speaking that there are 
two functions of Christian Horizons. One is certainly to 
be an excellent service provider on your behalf and on 
behalf of the taxpayers of Ontario, but the second is also 
to be an excellent bridge builder, an excellent relation-
ship builder, partnership builder, with the broader com-
munity. 

We’ve had incredible success basically taking what 
Ontario resources have allowed us to do and do immeas-
urably more. So we look to the church, we look to partner 
organizations, we look to community organizations to 
help them both be compelled to consider disability and 
how they do their business and exist as organizations, but 
also to equip them and provide opportunities for them to 
be involved. 

I’ll tell you really quickly a neat story about what hap-
pened just about a year and a half ago in Newmarket. 
There was a church in Newmarket—is that correct? 

Mr. Allan Mills: Yes. 
Ms. Janet Nolan: There was a church that was offering 

a day program to folks, paid for by Ontario. They were 
really struggling with the requirements by legislation to 
continue to do the job that they were doing. They sup-
ported about 60 people. 

They turned to Christian Horizons—we had a relation-
ship with them—to say, “Is there a way that we could 

partner so that you could provide some of the infrastruc-
ture, the administrative supports, to allow us to continue 
to do what we’re doing in our community?” And we 
were just thrilled to do so. 

Now that program has been able to continue as it is. 
They’re thriving, thrilled and we had to provide just a 
tiny piece of administrative support to allow that to hap-
pen. 

So we take our responsibility very seriously on that 
second point: to be an excellent service provider, ac-
credited, working with the sector, working with the 
government, but also the relationship that we have with 
the broader community to leverage, to build bridges, to 
build that sense of goodness out there around develop-
mental disability. 

Christian Horizons is actually an organization that’s 
funded— 

Interruption. 
1610 

Ms. Janet Nolan: Am I too close or too far away from 
the— 

The Chair (Mrs. Laura Albanese): No. 
Ms. Janet Nolan: Okay. That’s not your beeping to 

tell me to speak more closely? 
We are an organization that works beyond Ontario. 

Christian Horizons has our government-funded pro-
grams. We have our non-government-funded programs 
that we do fundraising for, like our family retreat, some 
after-school programs, some respite programs. We also 
work in developing countries around the world. It has 
been an incredible learning experience for us. 

Initially, the work that we started, that is entirely 
funded through foundations and fundraising, was to take 
some of our knowledge and experience about what we 
learned here in Ontario. If you can imagine, in de-
veloping countries, people in poverty face unimaginable 
day-to-day realities, and for people with developmental 
disabilities and other kinds of disabilities, the reality is 
even more significant. Our idea was initially to replicate 
a little bit about what we were doing here in Canada and 
provide that in the developing world. 

We started a group home in Guatemala and in 
Ethiopia. We quickly learned— 

Interruption. 
Ms. Janet Nolan: That’s okay? 
The Chair (Mrs. Laura Albanese): Just ignore it. 
Ms. Janet Nolan: Sorry. I have three teenagers. I 

should be used to distractions. 
We quickly learned, though, that that group home 

model, while it was great for those three or four folks that 
were being supported, was very difficult to sustain and 
really left out a whole group of people in their commun-
ities, so we had to shift gears. I’m excited to say that 
Christian Horizons, through that work, is reconsidering 
how we do our business here in Ontario, and sharing with 
our partners, as well as our government friends, about 
creating programs and services that are entirely sustain-
able and capacity-building, not solely looking to govern-
ment for solutions but looking to the community, to 
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churches, to other organizations, around a multi-faceted 
approach to building communities of belonging. 

Through our international work as well, we’ve been 
able to build partnerships with organizations in Germany, 
Russia and Ecuador who have really sharpened our 
thinking about developmental disability and inclusion 
and how responses certainly—we look to the Ministry of 
Community and Social Services and the Ministry of 
Children and Youth Services for support and funding and 
legislation that develop a robust, energetic system. But 
we have to look to other places—to other parts of gov-
ernment, to business, to the labour market, to institutions 
in our community—for their part in creating these com-
munities of belonging. 

I’ve shared with you our numbers. I do want to let you 
know, and I want to amplify the fact, that in the past 
there has been legislation that was introduced, with good 
reason and appreciation, around wage restraint. There 
was some unintended impact, unfortunately, for organiz-
ations that worked without a labour union. I would 
encourage you all, as our elected officials, as you con-
sider future considerations as to how to manage issues 
like wages in the sector, to consider that a significant 
number of our staff—not just Christian Horizons staff, 
but staff in developmental services—are not unionized. 
Unfortunately, when there’s legislation like the wage 
freeze legislation—and I can appreciate why it was 
created—it sometimes penalizes those who weren’t 
meant to be penalized. That happened with our staff, un-
fortunately. 

Christian Horizons, in our non-government work here 
in Canada, is focused in a couple of different ways. I 
want to tell you really quickly about a story—and I’m 
watching the time. 

A couple of years ago, we heard from families—largely 
families that were without services, some with multiple 
children with developmental disabilities—that they just 
needed somewhere to go to be together as families, 
where maybe an organization like Christian Horizons 
could come alongside and provide them some support, 
and they could just have time together as a family. 

As you can imagine—well, I would assume that you 
believe that government is part of the solution, but there 
are lots of other parts of the solution out there. So we 
raised some money, we did some fundraisers, and we 
created what’s called the Family Retreat. We had 23 
people our first year, and I think it grew to over 80 
people last year. It’s entirely staffed by volunteers and 
funded through various different fundraisers. 

We had families come, and they just got to be families 
for the week. These are families that have incredible bur-
dens during the year. They face challenges on every 
level: schooling; medical care, like you heard earlier with 
Surrey Place; communities; not getting invited to birth-
day parties. These kids have difficult days that they 
struggle through, and that week, we were able to bring 
these families together and they could just be families. 

One of the nights, what we do is we take all the 
grown-ups out for a date night, and the staff and the 

volunteers who are there take care of all of the kids: the 
children with disabilities and all the siblings, as well. We 
heard from families that they had not been able to get out 
alone as a couple for over seven or eight years. If you can 
imagine what it would be like as families struggling 
through the day-to-day realities of raising children with 
very complex needs, not being able to connect as a fam-
ily is significant. We’re really excited to be a part of that. 

I’m going to ask Allan to briefly speak a little bit 
about some of the realities that we face in a moment. I 
want to jump ahead, to make sure that I cover everything 
that I need to. We have four key points that we want to 
make sure we amplify today. 

We believe that there is value and Ontario has stood 
fast to ensure that organizations of faith and culture are 
recognized within the mosaic of developmental services. 
I think that is an absolute strength that you folks need to 
be proud of. It is incredible for me to sit at tables—all of 
us come to the table with different perspectives and ideas 
around disability, and together we shape what happens in 
Ontario. I hope that you have some questions for me 
about that reality. 

We believe that education and employment for youth 
and adults with developmental disabilities is absolutely 
critical. One of the things that I submitted in my letter to 
this committee, in congratulations for your establishment, 
was to really consider cross-government solutions to this. 
My daughter Emma is 16, and she has grown up with a 
little girl named Ainsley, who is almost her age. Ainsley 
has Williams syndrome. Emma doesn’t have a disability 
that has been diagnosed. Ainsley and Emma have gone to 
school together, they’ve played sports together, they’ve 
gone to ballet classes together, they’ve done all the things 
that kids are supposed to do. At 21, Emma is going to 
have a wonderful opportunity, if she chooses, to go to 
post-secondary education; Ainsley will not, and I think 
that is a significant thing for us to consider. I just spent a 
week in Germany, and I visited colleges where there are 
college programs that are certified, technically sound and 
created specifically for people with disabilities to learn a 
trade or a skill that they can be employed with. I’d be 
really excited to talk with any of you about that after-
wards. 

Allan, do you want to take over for me and talk about 
some affordable housing options? 

Mr. Allan Mills: Sure. If I could bring that education 
example closer to home, as well, we’ve provided a bit of 
an outline in here of a program we recently were able to 
introduce, in partnership with Humber College, where 
people with developmental disabilities were able to learn 
culinary skills to help them be equipped for employment 
within commercial kitchens, restaurants, with catering 
companies, that sort of thing. That just provides an ex-
ample of how the more we can help people shift away 
from the social dependency into being able to be equipped 
and to be self-sufficient, the better off society is and the 
better off they are. When you first meet people, what do 
you talk about? “Where do you live?” “Where do you 
work?” For most of the people that we’re serving, 
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“Where do you work?” is not a question that they’re able 
to answer, but if we can help them with that, that really 
makes a significant difference. So education is absolutely 
important. 

Affordable housing: We wanted to talk a little bit 
about the fact that the Christian Horizons footprint—we 
have over 200 homes, 150 of them that we own, that we 
support people in group living across the province, and 
that is almost a $90-million capital footprint of little 
homes on typical streets where we have sought to help 
people feel and be included in their community, living 
together in groups of four, five, six people. Yet we have 
come to the point of realizing that we don’t believe that 
that is a system as a primary vehicle through which to 
support people that is financially sustainable for our 
sector, nor is it necessarily meeting our goal of inclusion. 

We’re looking at reframing how we serve a significant 
number of the people that we serve and doing it in a dif-
ferent way: creating community hubs where we’re able to 
be in settings that can incorporate a variety of services 
and have a residential component, have health care and 
have opportunities for other people. For example, there’s 
a group that we’re working with in Orillia that they 
started off—basically, it was a Special Olympics group. 
They wanted a gym. They couldn’t get access to a gym, 
and they looked at purchasing a school, and then ideas 
started forming out of that simple notion of, “We want 
access to a gymnasium.” They ended up with a concept 
that involved the VON having offices on site and having 
respite for seniors on site. They’re looking at incorporat-
ing some supportive housing in terms of apartments for 
people who have developmental disabilities, and they 
have child care that’s looking to become part of the site 
as well. So we’re reclaiming a school and serving the 
community in a diverse way—not creating any form of 
an institutional setting, but an inclusive model of com-
munity. 
1620 

As we look at the future right now, I’m sure you’ve 
heard about some of the fire code issues that our sector is 
going to face. We know that we’ll have to spend millions 
to continue doing what we do in the homes in which we 
currently support people, and that may not be the best 
investment of funds. 

You would have heard already that there are around 
17,800 people receiving residential services within 
developmental services, funded by the Ministry of Com-
munity and Social Services. Our understanding is that 
that is serving about 70% of the people who are regis-
tered, who are asking for that support through the 
Developmental Services Ontario organizations. If our 
current funding envelope is only serving 70% of the 
people who need support, whether residential or other-
wise, then we’re looking at a $500-million increase in 
funding to expand the current model to serve everyone 
who’s waiting for services. 

Half a billion dollars is not likely an easy sell in 
today’s economic realities, and we recognize that. So 
we’re looking at ways to be more efficient and more ef-

fective with what we do. And back to what we said 
around education and the ability for people to have 
access to jobs, that’s where we see the investment being 
really important. If we can shift how we support people 
to be a part of the community from a residential perspec-
tive, we also want to make sure our focus is on helping 
people bridge those barriers for education and employ-
ment. 

Ms. Janet Nolan: Thank you, Allan. We do have 
more information in our package. We’ve included our 
annual report, but I’m really aware of the time and I 
would love to be able to take some of your questions. 
Please, Madam Chair. 

The Chair (Mrs. Laura Albanese): Thank you. We 
shall proceed. Ms. Elliott. 

Mrs. Christine Elliott: Thank you very much for 
coming today. It’s great to see you again, Janet. I’m 
really interested in the employment aspect of it. If you’d 
like to expand a little bit more on that, I think that’s 
really key. What we’ve heard from a lot of people is that 
their sons and daughters want to work, but they don’t 
have opportunities either for education or training, and 
then to have employers who will employ them. 

Ms. Janet Nolan: Thank you for that question. You’re 
absolutely right: There are a number of barriers that face 
people. There are some great success stories, but unfortu-
nately, those success stories are typically about families 
that are really competent at navigating the system and/or 
really kind-hearted employers. We don’t have a compre-
hensive strategy to encourage people with developmental 
disabilities to be included in the labour market. 

We’ve looked at different models. Our partners in 
Germany have legislation that ensures that a certain per-
centage of people with disabilities are included in the 
workforce, which is a way that we could consider going. 
I think it would be a huge mistake for Ontario to jump 
forward with a percentage or a—what’s the word— 

Interjection. 
Ms. Janet Nolan: —exactly—without a comprehen-

sive strategy on how to build a skilled, capable pipeline 
of employees who have a developmental disability. I 
would encourage you folks, as you consider a cross-
governmental approach to this, to look at MTCU and at 
the college system, and consider ways that people with 
developmental disabilities could be included in an exten-
sive way at the college level. We don’t need to build a 
separate system; we have wonderful institutions across 
the province that have cutting-edge technology. What we 
need is curriculum, what we need is teachers who under-
stand what it means to teach somebody who has a de-
velopmental disability a skill. Then we need proactive 
programs. We need awareness-building within the labour 
market. We need, maybe, legislation around including 
people with disabilities in the labour market. 

What I experienced when I was in Germany was that 
people with developmental disabilities experienced less 
mental health disorder, less challenging behaviour, less 
homelessness, fewer social issues because they were 
included in employment. There was a significant impact 
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on their quality of life and the quality of the communities 
that they lived in. 

Mrs. Christine Elliott: That’s how a lot of people 
derive their friends and their sense of confidence: having 
a job, and you can build from there. So it makes perfect 
sense. 

Just a quick question: Are you familiar with the CICE 
programs at the community colleges? 

Ms. Janet Nolan: Yes. 
Mrs. Christine Elliott: Could you comment on that? 
Ms. Janet Nolan: I can’t really comment so much on 

the specifics, but I do understand that there are some pro-
grams. I know in Algonquin in Ottawa there’s a literacy 
and career planning kind of approach to folks with de-
velopmental disabilities—a two-year program. I know 
Durham College has been extremely progressive, which 
is phenomenal. 

What I think we need to look at, though, is a compre-
hensive strategy that includes PSW programs for people 
with developmental disabilities. That includes culinary 
arts programs. It includes construction trades. It includes 
all sorts of valuable skills that will actually not only help 
the fact that people need to work, it would also help our 
economy. Some of these jobs are hard to fill. 

I visited a program at a college in Stuttgart that taught 
facility management. A lot of organizations that need fa-
cility managers or people to work as janitors have a 
really hard time keeping competent, long-term employees 
in those roles. Those are the kinds of programs that I’d 
like to see at the college level right across the continuum 
of different programs that they have, to include—maybe 
they don’t become a master plumber; maybe someone 
doesn’t have to be able to become a master plumber, but 
maybe they could become a plumber’s assistant. 

We’ve actually got a pilot project that we’ve sub-
mitted— 

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

Ms. Janet Nolan: Sorry. Okay. Anyway, we’ve got 
some stuff I’d love to talk to you about. 

The Chair (Mrs. Laura Albanese): Ms. Taylor? 
Miss Monique Taylor: Thank you very much. That’s 

really good information, so maybe you should submit 
some of those ideas and we can look at them as we move 
forward. 

You caught my attention when you were talking about 
your non-union employees kind of getting caught in the 
trap of the wage freeze. What exactly did you mean by 
that? 

Ms. Janet Nolan: Allan, actually, do you want to 
answer that one? You were more heavily involved in it. 

Mr. Allan Mills: Sure. The wage freeze specifically 
targeted non-unionized workers. Across our sector, half 
of the employees, approximately, are unionized and 
therefore weren’t directly impacted by the wage freeze 
legislation. They were, through other avenues, supported 
to have collective agreements that they negotiated that 
respected the 0% increases that were required through the 
legislation. But our employees were directly hit by the 

legislation, so it left for them the question: “How does 
my employer treat me? But if I have to think about how 
the government treats me differently, based on whether 
or not I have a union, that’s not just an issue about me 
and my employer. That’s maybe more about the sector 
that I’m part of.” 

Miss Monique Taylor: Because I know that they 
went through a four-year freeze, right? They haven’t had 
any pay increases. I’ve seen the wage scale being, I 
believe—I think the lowest wage I’ve seen on that sheet 
was $12.99 an hour, up to $20. What are your non-
unionized employees being paid? 

Ms. Janet Nolan: I can answer. We’ve done a com-
parison with the whole sector. We’re about middle of the 
line. Our staff are paid between $17 and $20, at our top 
salary. 

Miss Monique Taylor: So there’s still a varied com-
parison. 

Mr. Allan Mills: Yes. 
Ms. Janet Nolan: Yes, they are, absolutely. All or-

ganizations have been flat-lined in our funding since 
2009—sorry, I have it here: 2008. 

If you look in your package, there’s actually a 
comparison as to the impact that’s had on our—certainly 
organizations, unionized and non-unionized, none of 
them have been able to receive new funding for salaries. 
The difference that happened is that our staff, by legisla-
tion, could not get a wage increase. Unions were able to 
negotiate collective agreements, and certainly there was 
no more funding, but organizations had to manage through 
those during that period of time. For our staff, there was 
no option. 

Miss Monique Taylor: Right, and I believe the unions 
didn’t get anything either, but regardless—I applaud the 
work that you do. We know that to retain good people we 
have to pay them good wages. We need to make sure that 
they’re getting the pay equity and they’re getting the 
raises that it takes to be viable in this world, right? 

Ms. Janet Nolan: If I can just respond to that, one of 
the challenges I think that we have as a sector and as a 
government and as taxpayers is that we have to have 
reasonable salaries. I actually would not sit here and tell 
you that our salaries are outrageously unreasonable. 

Do I want increases for my staff? Absolutely. But the 
issue of pay equity and cost increases is actually the bigger 
issue, because organizations that have been compelled by 
pay equity legislation have had to pay out pay equity 
payments over those years. So, in effect, we have had to 
squeeze our services to be able to afford those— 

Miss Monique Taylor: And that’s wrong. 
Ms. Janet Nolan: Absolutely. I know that others have 

presented, so I won’t go into that just in case there are 
other questions. But I don’t want to leave you with the 
impression that I feel that it’s a well-underpaid sector. 

Miss Monique Taylor: In my view, it is underpaid. 
You deserve to be paid more, and the government needs 
to make sure that funding is provided for that. 

The Chair (Mrs. Laura Albanese): Ms. Wong. 
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Ms. Soo Wong: Thank you for your presentation. I 
just have one question. In your booklet, you share with 
the committee about the educational services. You com-
mented about the MTCU, about the grants to support the 
learner. Can you elaborate a little bit more on how we 
can look upon this particular initiative with MTCU, the 
DSW apprenticeship program—because it sounds like 
it’s a pretty good model to consider—and how do we 
expand it? Can you elaborate a little bit more on that 
program? 

Mr. Alan Mills: The apprenticeship program is won-
derful. We have quite a number of employees who are 
participating. Basically, the subsidy is to the extent that 
they can take their courses at about an 80% to 90% 
subsidized level. Then, when they graduate, they get a 
$2,000 bonus, and the placement hours that they would 
otherwise have to do as a volunteer, they’re able to do 
while employed by Christian Horizons or another de-
velopmental services organization. If they wanted to 
reinvest the money they get upon completion of the 
apprenticeship into further elective programs, they could 
basically complete the full DSW diploma with zero 
financial investment. 

It’s a wonderful, wonderful example of an investment 
in helping to equip people in our sector to be educated 
and qualified to do the work they’re doing through the 
Ministry of Training, Colleges and Universities. 

Ms. Soo Wong: To date, do you know how many 
people have graduated from this program? 

Ms. Janet Nolan: Several hundred in Christian Hor-
izons; certainly more— 

Mr. Allan Mills: —across the province. 
Ms. Soo Wong: Okay. Thank you very much for your 

presentation, and thank you for your almost 50 years of 
service to Ontario. 

Ms. Janet Nolan: Thank you. I’ll welcome you to our 
celebration next year. 

The Chair (Mrs. Laura Albanese): Thank you for 
your time today and for presenting to our committee. 

I think this wraps it up. I just have one quick question 
for the committee members before we adjourn for the 
day, and that is if I could—oh, yes, Ms. DiNovo. 

Ms. Cheri DiNovo: A quick question for research: I 
was fascinated to hear about the German system. I would 
love to hear more about that and about the program at 
Humber. That would be good information to have. 

The Chair (Mrs. Laura Albanese): Ms. Wong? 
Ms. Soo Wong: Can we also have more data and in-

formation about the MTCU DSW apprenticeship pro-
gram? Given what I just heard, I want more information 
on that program, please. Thank you. 

The Chair (Mrs. Laura Albanese): Any more re-
quests for the researcher? Ms. DiNovo? 

Ms. Cheri DiNovo: No. That’s it. 
The Chair (Mrs. Laura Albanese): Okay. I just had 

one quick question for the committee members: If I could 
be allowed to gather a consultation with the subcommit-
tee to make decisions that will be needed in the future 
and affect the committee and we don’t have right now. 

The Clerk of the Committee (Mr. Trevor Day): 
Basically, what the Chair is requesting is—between now 
and our travel, there may be things that I have not antici-
pated. I’d like the committee to authorize the Chair, in 
consultation with the subcommittee, to make decisions 
before the committee meets again. 

The Chair (Mrs. Laura Albanese): Are we good? 
Thank you very much. We are adjourned. Happy holidays. 
Happy new year. 

The committee adjourned at 1634. 
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