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1. INTRODUCTION TO THE OAC
The Ontario Autism Coalition (OAC) is a grassroots political advocacy group. Formed in 2005
we have grown into a province-wide organization with close to 8,000 members. Between 2005
and 2011, the OAC organized over 25 rallies across Ontario to draw public attention to the need
for publicly funded programs that effectively meet the needs of individuals in the Autism
community. During our “No More Excuses” campaign, we also met with countless government
policy advisors, senior provincial Cabinet Ministers and MPPs to make our case. In 2010, we
issued a detailed recommendations report to the government, outlining strategies to address the
needs of individuals with autism from preschool to adulthood. In 2011, the OAC became an
Ontario not-for-profit corporation. We receive no government funding; we have no paid staff and
we have no office.
The OAC experienced unprecedented growth in the spring of 2016 as a result of the Wynne
Government's announcement that they were re-introducing age cutoffs for IBI therapy. Our 92day campaign helped bring about the end of the age cutoff (#AutismDoesntEndAt5). In 2017,
we launched our third campaign, (#AutismDoesntEndAtSchool) this time to advocate for better
supports for students with autism in Ontario classrooms. In 2018, the Liberals were defeated
and the Progressive Conservatives took office.
In February of 2019, the Ford government announced sweeping changes to the Ontario Autism
Program. Families were shocked to see the Conservatives support age caps, income testing
and lifetime funding caps, and so the OAC sprang into action--again. Dozens of rallies were
held at MPP offices across the province. In March 2019, over 1,000 people rallied at Queen’s
Park (in the snow) to express their disapproval. In April, Minister MacLeod announced
“enhancements” to the program and launched a consultation process. As part of that
consultation, we conducted a survey of our members, which received 1,590 responses. This
report reflects those responses.

2016: #AutismDoesntEndAt5

2019: #AutismDoesntEndAtFord
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2. SOME KEY NUMBERS
NUMBERS WE DO HAVE:
● Number of children with autism in Ontario: prevalence rate = 1 in 66 (this is a Canadian
number—we do not have exact data for Ontario)
● Approximate number of children with ASD in Ontario: 40,000
● Number of children on the waitlist: 23,000 (Note: These may not be 23,000 unique
individuals. We do not know how many of the 23,000 have previously received treatment)
● Of respondents to the OAC survey that identified as a parent or primary caregivers of
children or youth with autism under the age 18, 16% indicated their children were
diagnosed as Level 1, 29% were diagnosed as Level 2, 31% were diagnosed as Level 3
and 24% of parents did not know severity level.

(n=1579)

(n=598)

● Number of BCBAs in Ontario: 866 (Note: Not all of these are practising in the autism
field.)
● Hourly rate for DFO: $55
● Current budget for the Ontario Autism Program: $331,484,100
● Promised expenditure for the Ontario Autism Program: $600,000,000
● Number of clinical psychologists authorized to work with children: 1512 (Note: Only 49 of
these were approved to supervise programs under the IBI and ABA programs.)
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NUMBERS WE DON’T HAVE:
● Data on the severity levels of the children on the waitlist. We know that the OAP
Implementation Committee appointed by the previous Minister saw data from Hawaii
(Report of the Actuarial Analysis of the Projected Costs of Providing Insurance Coverage
for the Screening, Diagnosis and Treatment of Autism Spectrum Disorder (2014) by
Wakely Consulting Group), but no such data exists for Ontario. OAC survey results for
severity level differ from the Wakely Report. This may be due to self-selection bias of
survey respondents.
● Number of clinical psychologists in Ontario who have a specialty in autism and who can
supervise BCBAs. (We believe this number to be very small, and it poses a huge
challenge both in terms of capacity and supervision.)
● Results from the Provider Survey sent out last year. This survey was put out to the
behaviour analytic workforce “to understand how the autism behavioural services
workforce in Ontario (including publicly funded, private, and non-profit providers) can be
developed” (taken directly from the document)
● Proportion of private and public ABA providers within each region in Ontario. The
Ministry of Children, Community, and Social Services may have access to some of this
information.
● Number of children on the OAP waitlist in 2017 and 2018.
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3. OAC RECOMMENDATIONS
A. Build more capacity into the system
● Currently there is a shortage of practitioners to meet the demand of the entire OAP,
therefore there is a limit to the amount of money that can be utilized in the market.
● A 2017 OAC survey of ABA providers in the autism field showed a critical shortage of
practitioners. Throwing money at a system that doesn’t have enough practitioners is
ineffective.
● A labour market survey put out by the government last year will reflect these results. (It’s
worth noting that there were some concerns with the wording of some of the questions.)
● A better definition of focused ABA (as 10-25 hours per week) and the use of programs
such as Project Impact, Facing Your Fears (for anxiety), and PEERS (for social skills) will
leverage existing capacity more effectively, but the longer-range need requires more
practitioners. Decisions about which program is most suitable for each child should be
left to the clinicians.
● There is a huge need to build more capacity in rural and northern Ontario AND to train
more Francophones. Special attention must also be paid to our Indigenous communities.

6% OF PARENTS/CAREGIVERS
OF CHILDREN/YOUTH UNDER
THE AGE 18 LIVE IN NORTHERN
ONTARIO. WHAT PERCENTAGE
OF AUTISM SERVICES IN
ONTARIO ARE LOCATED IN THE
NORTH?
(n=608)

Almost all OAC survey respondents supported (strongly or somewhat) creating programs to
ensure autism strategies are available in rural, remote or other underrepresented
communities as a strategy to better support children with autism. As well, nine out of ten
supported increasing training programs for autism therapists to increase capacity.

5
Easy wins for the government:
• Bring back the Grant Assistance Program (GAP) to encourage more people to become
BCBAs. The program should be available to staff at the regional autism programs AND to
those working for private providers.
• Encourage ABA providers from the U.S. to come to Ontario because we’re “open for
business”.
• The Ministry of Training, Colleges and Universities should establish a strategic roadmap
in collaboration with higher education institutions to increase training. We need more
ABA training programs in Ontario’s colleges and universities.
• Create financial incentives for psychology students to study autism and ABA.
B. Early diagnosis & assessment
● Red flags are an indicator that a developmental assessment should be done, but the
eventual diagnosis could be something other than autism. Family doctors and
psychologists can certainly identify the “red flags” of autism, but should then refer the
individual for a more comprehensive evaluation.
Less than 20% of
parents responding
to the OAC survey
respondents stated
their child/youth was
diagnosed by a multidisciplinary team of
professionals. More
than one third were
diagnosed by a
psychologist.
●
●

●
●

●

(n=633)
End “prescription pad diagnosis.” A diagnosis must come from a multi-disciplinary team
or from a clinician with experience in autism.
A comprehensive evaluation should include the use of standardized assessment tools
province-wide--either the ADOS-2: Autism Diagnostic Observation Schedule or the ADI-R:
Autism Diagnostic Interview-Revised. (This is required in B.C.)
Screening tools include the Early Screening for Autism and Communication Disorders
(ESAC) and the Systematic Observation of Red Flags of ASD in Young Children (SORF-22.)
For families who do not have private insurance coverage for psychological services, the
government should fund all diagnostic assessments, whether through one of the five
diagnostic hubs or other multi-disciplinary teams. (For those with private insurance, they
must use this first, with remaining costs covered by the government. Those without
insurance would have costs covered by the government. This way no one is out-ofpocket, and the government saves funds from those with private insurers.)
Information for next steps regarding treatment should be provided at time of diagnosis.
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Although more than half of
parents registered for
behavioural services within a
month of diagnosis, 13%
waited more than a year.
Although the reason for the
lag is unknown, providing
treatment next steps would
be a huge benefit for all
parents of newly diagnosed
children.
n=484
C. Needs-Based Therapy
● When we asked members of the Ontario Autism Coalition to tell us what “needs-based”
meant to them, the consensus response was “service based on individual need, as
determined by a clinician, updated over time.” Funding should fluctuate according to
need, because needs fluctuate over time. Puberty, for example, can be a very challenging
time for autistic people.
● Our members have been clear--they want to see no age caps, no funding caps and no
category caps that force kids into generalized categories of “low, medium, and high”
needs.

n=1074

More than half of OAC survey respondents would prefer autism services covered by OHIP and
based on need. Almost all respondents prefer autism services be based solely on clinical need.
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● Having flat-rate funding means that some kids will get too much and others won't get
enough. This is inherently wasteful and doesn't make fiscal sense. Whether or not a child
needs 1:1 or group work and how much of each must be a clinical decision.
● Although we don’t know the severity levels of all the kids on the waitlist, we know that
not all of them need comprehensive ABA.

When asked if unlimited funding were available, what would be top priority for service,
most parents indicated Applied Behavioural Analysis followed by OT and SLP. Less than one
in six indicated that comprehensive ABA was a top priority.
● Some families would benefit from existing programs that combine therapy for the child
with parent training, and include group therapy targeting certain areas such as social
skills. (speak with ONTABA for more specific recommendations)
● It’s important to keep in mind though, that severity levels can change over time for an
individual, so regular re-evaluations are important. These re-evaluations must be done by
clinicians who are qualified as autism specialists--this is NOT something that family (nonspecialist) doctors are qualified to do.
D. Establish a more responsible, transparent method to flow the funding
● Forcing parents to pay up front and then wait to be reimbursed is an unnecessary
barrier--especially for those already living at the poverty line or who face education,
literacy, language and/or cultural barriers.
● Most parents do NOT want to take on the role of accountant--approved service providers
should be able to bill the government directly.
● Direct billing would make things much easier for families--no second bank accounts, no
payment delays / late fees due to slow reconciliation.
● Families should be able to use direct billing for evidence-based services from regulated
health providers, such as Applied Behavioural Analysis, Psychology, Speech Therapy,
Occupational Therapy, and Physiotherapy.
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MORE THAN HALF OF PARENTS SAY
DIRECT BILLING IS THE MOST
APPEALING FUNDING MODEL.

Direct Billing model (similar to OHIP) – where
parents can see the provider of their choice and the
provider then bills the government directly (Parents
do not have to deal with billing and financial
paperwork)
Direct funding (DFO) – where parents are given a
set amount of money and then hire and pay
professionals directly, to the government
Direct service (DSO) – where children receive
service directly through a treatment centre paid for
by the government (Parents do not have to deal
with billing and financial paperwork)

n=606
E. Use taxpayer dollars responsibly
● Implementing direct billing would yield substantial savings through elimination of
transfer payment agency fees, which can range from 4-10% of regional budgets.
● Establish a standard fee rate card that all providers must abide by. This is done in several
US states. In 2017, the OAC completed a study of autism funding and services in the
United States, which included information about the American insurance coding system.
You can view the document here.
● Although funding for autism therapy no longer flows through the regional programs, they
still continue to charge fees for service far above the $55/hour rate charged by most
private providers. Families are furious. A rate card would force the regional programs to
accept a level playing field.

Almost all OAC survey respondents strongly or somewhat support a standard rate for
services (e.g. ABA) so that all providers charge the same amount and that amount is
reasonable (as occurs when doctors bill OHIP). There is also strong support for providing
ABA in schools and small-group settings for those who want it and for those for whom
this approach is effective. Also, 60% strongly support Instituting a private-public model,
in which private insurance plans assist more with SLP/OT/ABA, etc., coverage, and the
government pays for any amount beyond what insurance will pay. (In this model, parents
would not pay out of pocket and parents who do not have private insurance would be
fully covered by government.)
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More than three quarters of OAC survey respondents
indicated they would prefer a wait list to enter the
OAP as opposed to age or spending caps if resources
and capacity are limited in a needs-based program.

(n=1076)

Of those that stated they preferred a wait list to
enter the OAP without caps, only 15% stated that
no wait time is acceptable.

(n=817)
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● Eliminate respite as an eligible service for the OAP. Respite funding is already available to
families under the Special Services at Home program..
● Eliminate technology as an eligible service for the OAP. Funding is already available to
families through programs like the Assistive Devices Program.
● It’s crucial that wait lists are eliminated or drastically reduced for both of these
programs.

Almost three quarters of all
respondents prefer OAP to be a
therapy only program assuming
the provincial programs for
respite (SSAH) and technology
(ADP) continue.

n=1073

Almost all respondents indicated ABA (both Comprehensive and Focused) is important and must be
included in the OAP. Other therapies, SLP and OT are also seen as important. The services rated as least
important are technology and respite.
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F. Regulate ABA providers
Your government has committed to regulating ABA providers, and this will be welcomed by the
community. The OAC strongly endorses full professional regulation of the ABA profession. We
urge you to consider the following documents:
● BACB Model Act for Licensing/Regulating Behavior Analysts
● The HPRAC report to the previous ministry provided advice on activities specific to ABA
that pose a significant and inherent risk of harm
- The Report was submitted to the minister on January 31, 2018 but has not been released
publicly
●
-

The SEG Report
Completed for the Ministry of Children and Youth in 2014
Included a labour market scan, inter-jurisdictional scan, and extensive consultation
Provided recommendation for regulation of behaviour analysts in Ontario, specifically
Title Protection with Scope of Practice, with full function regulatory approach in the end
state

● ONTABA’s Position on the Autonomy of Behaviour Analysts in Clinical Practice
- We support the view that the BCBA/BCBA-D credential is the necessary and sufficient
qualification for the supervision of ABA programming in the treatment of Autism.

Almost all OAC survey respondents support regulating ABA therapists to
become regulated health professionals. Support amongst Behaviour Therapists
is slightly higher at 95% strongly or somewhat supporting regulation.
G. Protect the system, in addition to the families
● Implement a System Review Committee (SRC) for practitioners
- Local Review Committee (LRC) that addresses disputes and provides peer review
- Systems Review Committee (SRC) that addresses disputes that cannot be resolved at
the LRC level and provides systems level direction on ABA best practice standards
- The Independent Clinical Review Process Guidelines provide a mechanism for the
review of a behaviour plan, but are silent on the allocation of hours or funding
● Set trigger values for weekly hours and overall budgets that would result in review by the
SRC
● Consider this document: Ensuring Quality Service Provision: A Statement on the
Importance of Regulation, Accreditation and the Appropriate Clinical Oversight of
Behaviour Analytic Programs for Children and Youth with ASD in Ontario

12
H. Implement more support for students with Autism in Schools
● In 2017, the OAC released a full report of recommendations for education. We urge
Ministry staff to look at it again.
● Now that eligibility for the OAP goes up to the age of 18, ABA services simply MUST be
provided in schools. The Ontario Autism Coalition has been advocating for this for over a
decade, and our members overwhelmingly support it.
● The Autism in Schools Pilot Project announced in 2017 was a positive development, but
there’s much more to be done. Data from this project should be released publicly no
later than September 2019.
● The “Connections for Students” transition program should be made optional-Connections facilitators are often not needed if schools and community ABA teams are
collaborating properly.
● All school boards should be required to hire Board Certified Behaviour Analysts (BCBAs)
and these BCBAs should be empowered to work directly with teachers, Education
Assistants (EAs), and students. (In the same way that speech therapists, occupational
therapists and others are able to do so.)
● Although our members support more training in autism for teachers and EAs, a one-day
training course for teachers in completely inadequate. There is also no indication that
Education Assistants will be allowed to participate, which is unacceptable.
● In our recent survey, parents indicated high levels of support for the hiring of more
Education Assistants (EAs) whose work is essential in supporting all students with special
needs. In meetings with the Coalition, representatives from unions representing EAs
have indicated that their members would like to receive Registered Behaviour Technician
(RBT) training in ABA. We support this request.
● There are several important human rights cases currently before the OHRT related to ABA
in schools--it would be best that the government act now, before the courts order them to.
- Visit this link to visit the website of Baker Law
- Read this article from the Toronto Star
- Read this article, which references another case currently before the Tribunal
● In March of 2018, the Ontario Human Rights Commission released a policy on accessible
education for students with disabilities. It recommended that the Ontario Government
should: “Identify and end the practice of exclusion wherein principals ask parents to keep
primary and secondary students with disabilities home from school for part or all of the
school day (and the role that an improper use of section 265(1)(m) of the Education Act
may be playing in this practice).” We wholeheartedly support this view.
● In May of 2018, a report by ARCH Disability Law Centre and its partners found that more
than half of all students with intellectual disabilities experienced a “shortened day,”
losing on average, almost 4 hours out of a 6 hour school day. Almost half of all parents
surveyed reported that they had to keep their child home at one time or another as a
result of accommodation issues. This is NOT what inclusive education looks like.
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● In a letter to Minister Thompson on December 10, 2018, the Ontario Autism Coalition
recommend that section 265 (1) (m) of the Education Act (the “exclusion clause”) should
be repealed or amended. At a minimum, the Minister of Education should issue a policy
directive to school boards, imposing restrictions on when and how a principal may
exclude a student from school. We point to the TDSB policy as a possible template.
● The Ministry should follow Alberta’s lead in banning the use of seclusion rooms/spaces
when dealing with students with disabilities. The use of “guidelines” for the use of such
rooms have proven ineffective. All school boards must be required to adopt clear and
publicly accessible policies and procedures to demonstrate compliance. Sensory and
calming rooms should be permitted, but students should never be locked inside such
rooms.
● The use of physical restraint when dealing with a disabled student is highly controversial.
The Ministry of Education needs (at a minimum) to collect data on how often it is
happening in Ontario schools and develop a plan to reduce and eliminate it.
● The Ministry should establish clear school incident reporting requirements to strengthen
accountability, inform parents and trigger automatic reviews to ensure that positive
behaviour support plans and staff training are in place.
● The Ministry should fund training in positive behaviour supports and conflict deescalation for teachers, support staff, administrators and district staff.

More than three quarters of OAC Survey Respondents strongly support:
•
Providing teachers and EAs with better training in autism
•
Providing more EAs in schools
•
Providing more specialized programs within the public school system that focus on
autism/children with special needs
•
Providing ABA in schools
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I. Implement more support for people with Autism in the HealthCare System
● Early diagnosis is key, and yet some family doctors and pediatricians miss the warning
signs of autism in their patients. All family doctors and pediatricians in Ontario should
receive a copy of the Modified Checklist for Autism in Toddlers. The M-CHAT-R/F is “a 2stage parent-report screening tool to assess risk for Autism Spectrum Disorder (ASD) ...
designed to identify children 16 to 30 months of age who should receive a more
thorough assessment for possible early signs of autism spectrum disorder (ASD) or
developmental delay.” Doctors who use the M-CHAT and detect warnings signs should
then make referrals for a more comprehensive assessment.
● According to a study by Dr. Yona Lunsky, Dr. Jonathan Weiss and others, approximately
22% of individuals with ASD went to the Emergency Department at least once in a 12month period. However, Emergency Departments are extremely challenging
environments for individuals on the spectrum due to sensory issues, unpredictable wait
times, and large crowds.
● One Ontario study found that when children with autism visited Emergency
Departments, sedation or restraints were used 23% of the time. Clearly more training is
needed for Emergency Department staff to reduce these occurrences and minimize
trauma. Patients with autism may have difficulty communicating their needs and may
exhibit behaviours that mask underlying medical conditions.
● Crisis services are desperately needed in Ontario to support families when their loved
ones with autism experience sudden spikes in behavioural challenges or when parents
experience caregiver burnout. Families often arrive at hospitals feeling they have
nowhere else to go. Unfortunately, Child and Adolescent Mental Health units often will
not accept autistic youth. Some teens with autism have wound up in adult Psychiatric
units where they have been assaulted by other patients. In the absence of appropriate
housing placements in the community, high needs individuals sometimes become long
term hospital patients, some for as long as 18 months. Mental health organizations
should be equipped with specialized mental health programs for children and youth with
autism.
● Many of our families reported that their children have high rates of anxiety, depression,
and other mental health issues. We know that siblings and parents also struggle. Quicker
referrals and shorter wait times for mental health services are essential in helping
families cope.

As seen in the chart on the next page, many children diagnosed with autism have additional
diagnoses and challenges. More than half have speech and language disorders and half
struggle with sensory processing disorder and anxiety. The average number of diagnoses in
addition to autism is five.
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QUESTION: Does your child with autism have any other diagnosis or challenges?
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6. PITFALLS TO AVOID: WHAT THE GOVERNMENT SHOULD ABSOLUTELY NOT DO
(we really, really need you to listen to us this time)

● Restricting service on the basis of age has been tried three times and has led to
province-wide protests. More importantly, it is unsupported by evidence.
● Hard caps in either hours or dollars do not address need, and would not reflect best
clinical practice.
● Hard caps in duration of service do not address need, and would not reflect best clinical
practice.
● Opening up the program to interventions that are not evidence-based would be
unethical.
● Sacrificing the quality of treatment in order to shorten the waitlist. (i.e. omitting the
supervision requirements) would be unethical.
● Opening up an unrestricted free market in ABA without regulation is irresponsbile. This
has led to families being taken advantage of by those claiming to be therapists who
aren’t. Those families now have no ability to seek any remedy for the money they paid.
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THE ABCs OF ASD & ABA: IMPORTANT AUTISM ACRONYMS
Acronym

Meaning

ABA

Applied Behaviour Analysis
● Focused interventions: Target a specific skill deficit and/or one or more
behavioural excesses; interventions are usually time-limited and
implemented until goal is achieved (OSETT-ASD, 2017).
● Comprehensive interventions: Include essential practice elements of ABA
and typically implemented in a very intensive and comprehensive manner
(OSETT-ASD, 2017).

ABC

Antecedent-Behaviour-Consequence

ABLLS-R

Assessment of Basic Language and Learning Skills Revised

ACSD

Assistance for Children with Severe Disabilities

ADOS

Autism Diagnostic Observation Schedule (there is a first and 2nd edition to
this)

AG

Auditor-General (sometimes used to indicate the Attorney General)

AIP

Autism Intervention Program (the pre-2017 program)

AO

Autism Ontario

AODA
AODA
Alliance
AS
ASAN
ASC

Accessibility for Ontarians with Disabilities Act
The Accessibility for Ontarians with Disabilities Act Alliance
Autism Speaks (There is also Autism Speaks Canada)
Autism Self Advocacy Network
Autism Society of Canada - now called Autism Canada

BACB

Behavior Analyst Certification Board

BCBA

Board Certified Behaviour Analyst

BCBA-D

Board Certified Behaviour Analyst Doctoral

BCaBA

Board-Certified Assistant Behaviour Analyst

BIP
BSP
CASDA

Behaviour Intervention Plan/Program (may also be BSP)
Behaviour Support Plan/Program
Canadian Autism Spectrum Disorder Association

22
CFS

Connections For Students

CIC

Clinician-in-Charge (Also known as Clinical Supervisor)

DFO

Direct Funding Option (under the OAP)

DSO

Direct Service Option (under the OAP) but can also mean Developmental
Services Ontario

DTC

Disability Tax Credit

EA

Educational Assistant (in some boards may be called ERW or TA)

EDU

Short for for the Ministry of Education

ERW

Education Resource Worker (in some boards may be called EA or TA)

FA

Functional Analysis

FBA

Functional Behaviour Assessment

FSP

Family Service Plan—an optional plan for integrating OAP services with other
services that the family needs. Regional providers are making it a requirement

IBI

IEP
IPRC

Intensive Behavioural Intervention (Ontario term previously used to describe
services in the AIP - also known as comprehensive ABA)
Individual Education Plan
Identification, Placement and Review Committee

ISP

Individual Service Plan/Individual Support Plan - under the OAP, this may be
the Behaviour Plan and it outlines the goals to be achieved and the
interventions to be used to attain those goals (a new one should be developed
minimally every 6 months)

IT

Instructor Therapist (works directly with the client and must be supervised by a
Senior Therapist and/or Clinical Supervisor - also known as an ABA Therapist)

NT

Neuro-Typical

OAC

Ontario Autism Coalition

OAP

Ontario Autism Program

ODSP

Ontario Disability Support Program

OHRC

Ontario Human Rights Commission

OHRT

Ontario Human Rights Tribunal

ONTABA

Ontario Association for Behaviour Analysis
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OSETT

OT

Ontario Scientific Expert Taskforce for the Treatment of Autism Spectrum
Disorder
Occupational Therapy/Occupational Therapist

PPM

Policy/Program Memorandum (i.e. PPM 140, PPM 156, etc)

RBT

Registered Behaviour Therapist

RDSP

Registered Disability Savings Plan

SEA

Special Equipment Amount (sometimes; Special Ed Assistant)

SEG

Special Education Grant

SEPPA

SIP

Special Education per Pupil Amount (calculated on basis of total enrollment of
students, not just students with Spec Ed needs)
Special Incidence Portion (funding for additional staff to ensure health & safety
of students who have extraordinarily high needs)

SLP

Speech Language Pathologist

SNA

Special Needs Assistant (TDSB)

SSAH
SST

Special Services at Home
School Support Team (TDSB)

ST

Senior Therapist (supervises & trains ITs - must be supervised by a Clinical
Supervisor)

TA

Teaching Assistant (in some boards may be ERW or EA)

