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Autism Servicesin Waterloo Region and Guelph/Wellington:
An Analysisof Existing Service Pathways
and Recommendationsfor | mprovement

Introduction

Autism, once considered a ‘rare’ disorder, is naagdosed much more frequently.

From a prevalence of 4-5 in 10,000, 15 years agesrof diagnosis of autism spectrum
disorders had risen to at least 1 in 500 by 20@QE. The accompanying large rise in
demand for services, together with uncertainty ieigg the extent to which the observed
increases are due to a true change in risk, has Pad/asive Developmental Disabilities
(PDDs) a major public health concern.

Currently, Autism Society Canada estimates thakethee more than 100,000 individuals
with Autism Spectrum Disorder (ASD) in Canada, abdut 3,000 new cases of autism-
related conditions are identified each year in@umtry?

Children with autism spectrum disorders often regjuitensive, specialized support and
treatment. Autism is difficult to diagnose, ahdften comes along with additional
physical, developmental, or mental health challsng&etting children and families the
help they need isn't always easy.

In Waterloo Region, Guelph, and Wellington Couaty,n most parts of Canada, the
growing need to provide service to autistic chifdemd their families has created
challenges. Local stakeholders (service providargjers and families) agree that the
system of services for autistic children can befusing and frustrating. Waitlists are
often long.

At the same time, major strides have been madecent years in the treatment of
autism, and in developing appropriate forms of supfor families. New types of
therapy are available, training and teaching methi@ye changed. Policy makers are
much more aware of the need to reform and imprewdces than they were 10 year ago.
Grassroots groups like the Autism Society havetereaxcellent on-line resources for
families.

At a local level in Waterloo and Wellington, newpapaches to family respite have been
developed in recent years. Service resolutiopaup for families with complex needs
have been created.

Purpose of this Project

The current system of supports for children witiDA&hd their families in Waterloo
Region, Guelph, and Wellington County is complend & can be confusing for families
and for service providers. There is a great deabnsensus around the need for

! Center for Disease Control, USA, http://www.cdc.gainvpo/fs_tableVIl_doc2.htm.
2 Autism Society Canada. (2003). Autism Facts ina@k. Author.



change, and pockets of innovation are already @nggtroughout the region. This
report presents the findings of a research prajended to develop an integrated vision
for Autism services in Waterloo Region, Guelph &vellington County. The
recommendations included here are designed tmead leaders in their efforts to create
a seamless “pathway” for families seeking suppotheir efforts to raise healthy, happy
children.

This project was conceived by representatives fikais Ability Centre for Child
Development and the Community Mental Health Clasca way to integrate services for
children with ASD, and to help families make seofservices. The Ministry of Children
and Youth Services (MCYS) was approached to suphernproject and at their
recommendation a project steering group was forimeldding representatives from
KidsAbility, Trellis (formerly the Community Mentadfiealth Clinic), Lutherwood,

Kerry’'s Place Autism Services and MCYS.

The specific goals of this research project are:

- To engage community stakeholders including paramdsfamily members in
dialogue that leads to

o Identification of current service gaps

o Identification of opportunities for coordinationdahnkages amongst
programs to build capacity to deliver service

o Clarification of routes through which services tenaccessed.

+ To develop a plan for Guelph-Wellington and for ¥r&do that would utilize existing
and proposed resources based on a “systems offcamegwork in which services
from a variety of sectors including mental heatdtbyelopmental, education and
rehabilitation (Speech, Occupational Therapy, Rithierapy) work seamlessly
together.

This service pathway document is intended to:

« Provide a comprehensive inventory of existing Autigrograms, related services,
and current linkages so that service providersraree aware of the resources and
relationships that already exist.

- Act as a point of reference and a planning tooktmvice providers as they develop
care paths for specific families, to ensure thatehs “one team with one plan for one
child/family”

This project builds on findings from a related paijfunded by the Lyle S. Hallman
Foundation and carried out by the Centre for ComtyiBased Research.

Methodology
The research presented here was carried out anaftem the Centre for Community
Based Research. This report is based on informé&iom the following sources:



- Interviews with 20 local key informants, includiegrvice providers actively
involved in serving families and children with AS&zhool board and
government representatives.

- Short phone consultations with an additional 6 llseavice providers.

« Interviews with 4 service providers from other coomities.

« Individual interviews with four parents of autisthildren.

- Information from available research literature amesting service directories.

- Afeedback forum with service providers from Gueptd Wellington.

Potential interviewees were suggested to the teamdmbers of the project steering
committee. Interviewees were also asked whettegr fdt there were additional people
who should be contacted and interviewed. Thejgsestions led to a number of
additional interviews.

Data collection took place between August and Désgrof 2007. The interview
guestions used for this study are included in ApipeA.

In February of 2008, once data collection was cetepla preliminary version of this
report (including recommendations) was presentedgmmup of key service providers in
Guelph. This version of the report incorporatesféedback received at that session.



An Overview of the Current ASD Service Pathway:

A “service pathway” is intended to depict the catreelationships between various types
of services for children with autism (including hbaare, developmental, educational
and rehabilitative services), and make recommeosifior the creation of a more
seamless, efficient and coordinated system. pHtieway presented in this report
considers in turn each of the major steps in tbegss of accessing support. For each
phase, challenges are identified and recommendafmnimprovement are offered.

The phases used here were developed inductivelyghran analysis of interview notes,
and confirmed through discussion with the projéeesng committee.

Once a potential developmental issue is identifgdblem identification phase),
families and other key caregivers seek informaéiod support. This often triggers a
functional assessment by a doctor, an early intervention specialistaoother service
provider. This assessment, which may be inforewifirms the need for intervention
and often leads to referrals for early intervenservices like speech and language
therapy. None of these early intervention ses/a@ specific to autism, and none
requires a diagnosis for access. A functionaésssent can also lead to a referral for
formal diagnostic assessment by a paediatrician or a psychologist. This tgficleads
to some form of diagnosis, which in turn brings #léem to the point of eferral for
various types of more intensive, ongoing, and ¢ime cases) autism-specific services
like Intensive Behavioural Intervention.

Referral leads in turn, to tiservice provision phase. There are many types of services
available in Waterloo/Wellington. For the purposéshis report, we've grouped them
into seven categories. These categories are erplan later sections of this report.

« Child Care and Education
- Treatment and Therapy

- Case Management

« Family Support

- Financial Assistance

- Respite and Recreation

« Other

This simple series of five basic phases is usentdanize the findings in this report. In
the sections that follow, each phase is discusséarn. Challenges that arise are
identified, and potential solutions are listed. aihpossible, recommendations are made
about how this phase of the process could be ingatov



Problem Identification Stage

The service pathway begins when a parent or otivetved person expresses concerns
about a child’s development, and begins to seeknmtion. With the more severe

types of autism, parents often begin to expressarmis about development before the
child turns two. Sometimes, it is another adwsely involved in a child’s life, such as a
child care provider or a Healthy Babies home visido first raises concerns. In these
cases, family doctors or pediatricians are oftenfitist professionals that parents
approach for assistance. It can often take masitg\and repeated requests from parents
before these gatekeepers initiate a formal diagnassessment process.

Autism presents itself in a wide range of ways, anithe families do not identify a
problem until the child is somewhat older. Ineswhere there are few behavioural
problems, for example, detection can take longeéor children with Aspergers or milder
forms of autism, parents sometimes do not begsesk information and diagnosis until
the child is entering school and they begin tofgetiback from teachers. When families
with young children are going through significararisitions, such as immigration to
Canada, it can also take longer for them to idgtiflevelopmental concern or make
contact with a health care provider.

Gaps & Challenges at Problem Identification Stage

Limited information among gate keepers

Interviewees told us that many family doctors aediatricians don’t know enough about
the various ways in which autism may present ittgelfe able to give good advice to
families and trigger the formal assessment prodeasly, this challenge arises because
many other issues co-occur with autism. Not aldcén on the spectrum present with
stereotypical autistic behaviours. ASD is difficid diagnose. Gatekeepers are not
always familiar with the assessment and diagnasisgss. As a result, families often
find that they have to express their concerns abaurof times to several different types
of gatekeepers before they are taken seriously.

A confusing array of services

Service providers and families both report th&t far from clear who does what and
where to begin when you have concerns about a'shi&l/elopment. Although family
doctors are the most typical starting point, thagngreatly with respect to how and
when they refer, and the kinds of referrals theylideely to make. Early intervention
service providers like Healthy Babies are helpfubvercoming this obstacle for families
with young children, but confusion sometimes péssis

One of the key sources of confusion is that famitlen’t understand the difference
between functional assessment and diagnostic assess As a result, many families
believe that support can only be accessed oncerafdiagnosis has taken place. They
do not voice their emergent concerns to serviceigeos that can link them up to early
intervention services without the need for a foragiagnosis.



For decades, debates about the most appropriatetovényeat autism or support autistic
children have raged. These debates continue eday.tResearchers, experts, grassroots
groups and websites often send parents very diffenessages about the best way to
proceed and the long-term prognosis for childrethernspectrum. This can also add to
the confusion.

Families that are marginalized due to (for example) poverty or recent immigration
Any family that embarks on the process of seekimgpsrt for a child who may be
autistic faces challenges. For marginalized fawithat live in poverty or are recent
immigrants to Canada, the process can be evenchatlenging. These families often
have no ongoing relationship with a family doctdihey may have trouble knowing
where to begin when they have a concern aboutld<hkievelopment. Several key
informants made reference to this challenge:

Every once in a while | hear of families who haeger heard of our services. |
am finding this more so with families in the lowsercio-economic families. They
just don’t have access to information or know howadcess the information.
There is definitely an information gap among thenigrant population.

[People who fall through the gaps include] ESL fisi many of our smaller
communities, many of the families who are dealirti poverty. Every successful
story has one person outside of that family orvitlial who is truly invested in
that issue.

Families can also become marginalized for othesaes. Parents who themselves
struggle with disabilities or addictions often gfgle to manage the process of seeking
support for an autistic child.

Many services find it really hard to engage thoaeepts who are struggling with
multiple issues (poverty, addictions etc.) It spgetakthe family’s ability to commit
and stay with the program

Families and supporters that share incomplete or inconsistent information.
Sometimes, families are hesitant to share inforwnattiat could aid in the process of
problem identification. They may be concernedubloeir child becoming
inappropriately labeled. They may worry that sdeaw child care centres will over-
react or under-react to the information. Thishtem is exacerbated when the key
people in a child’s life can’t reach consensus almhether a potential developmental
concern exists.

Suggested Innovations: Problem Identification Phase

Interviewees suggested a number of innovationstitegtfelt would help to address
challenges at the problem identification stageesehincluded;



- Training of gatekeepers (including General Pramtirs) about the diagnostic
process and the importance of early interventianeGthe complexity of ASD
and the challenges involved in making an accuragnasis, it is not surprising
that gatekeepers are not always as informed asstimyld be.

- Awareness raising among parents about the sigastdm and the importance of
early intervention.

In the early stages after diagnosis, some famg@shrough denial, or they think
the only thing that will help is IBI. It can berydifficult to communicate with
families at very beginning. We need some stragggieommunicate with
families about all options. Kerry’s Place is rgajood at this. They are trying to
educate families about all of the other things tbay be doing in addition to or
after IBI.

« Support for parents who are trying to understaedstirvice system. Several
entities, in both Waterloo Region and Wellingtoru@ty, have made efforts to
create directories of available services. Atavprcial level, excellent websites
and resource organizations exist. However, thsetdries have not typically
been specific to autism, and they have not incluelgdanations of the service
pathway (i.e., the relationships between servitesreferral paths, etc.).

Recommendation # 1

Thereisaneed for a stable, comprehensive infor mation clearinghouse that can
provide complete, up-to-date infor mation for the general public, gatekeepersand
service providersabout ASD, the diagnostic process, and the pathwaysinvolved in
accessing services. ldeally, the organization taking leadership iovypding this
information should not be itself a major servicevider. It should have an independent
voice and a commitment to monitor availability dftgpes of service, and to make this
information available to all types of families bgremunicating in a variety of ways.

One of the messages that should be emphasizededoeating parents and service
providers is that there are several types of sf#rrals that can be made in any case
where there are developmental concerns. Thegeagido not require a formal
diagnosis or a doctor’s referral. Examples ineltiifant Development and several
KidsAbility services.



Functional Assessment Stage

Functional assessment refers to the process thnwhgin families, doctors, and other
service providers reach the conclusion that sonma t developmental concern exists,
and begin to make referrals. Early interventiavises such as Healthy Babies and Wee
Talk incorporate a form of functional assessmemd, they are designed to help parents
of young children begin to access support quicKizey are able to act before the
specific developmental concerns are diagnosedictiunal assessment may also lead to
a referral for formal diagnostic assessment.

One of the reasons why functional assessment isriant is that it is not autism specific.
Any family with a developmental concern about tlo#ild can access services like
Healthy Babies or Wee Talk, and begun to receigestlpport that they need.

A form of functional assessment also takes plat¢kimschool settings. Teachers or
resource staff will often access various kindsddfigonal support for a child before a
formal diagnosis is made.

Please see Appendix B for a list of programs amdes that provide some form of
functional assessment in Waterloo Region and/ofghiM/ellington.

Gaps & Challenges at Assessment Phase
Supports for functional assessment are often fataserery young children. Quick
access to services in the absence of a diagnasisris difficult for school-aged children.

Functional assessment is often informal, and slyatoordinated across agencies. The
degree to which functional assessment leads tapppte supports depends to a large
degree on the judgment of the individual serviaavjater and the family.

Please see the next section for suggestion inrangin the assessment process.



Diagnosis Stage

For most families, diagnosis occurs when their GPealiatrician refers them to a
specialist capable of making a diagnosis of aufissnially a psychologist or a
pediatrician). This referral can happen as yoasmgvo years of age, but many families
spend months telling various service providers abwir concerns before a referral for
diagnostic assessment is made. In some casgsiat the family but a service provider
treating the child for behavioural or speech & laage concerns who identifies the need
for a more comprehensive diagnostic assessmeetltiy Babies, Healthy Children
home visitors or infant development workers mayp afmke referrals.

Ideally, diagnostic assessment leads to a speritiosidualized diagnosis of some kind.
Sometimes, ASD diagnoses are differentiated insevhtevel of severity. However, the
specific formal diagnoses within the spectrum aspe&xgers, Autism, Childhood
Disintegrative Disorder, Rhetts Syndrome & Perva$developmental Disorder Not
Otherwise Specified. Autistic children are somesndifficult to diagnose because many
other issues co-occur with ASD issues (includipdepsy, mental health issues such as
attention deficit disorder, mood disorder or aniatyxdisorder, communication
impairments, and cognitive or learning disabiljfi2sPresenting symptoms often change
as a child gets older. This is especially truectuldren with a dual diagnosis (mental
health issues combined with developmental disés)itand sometimes families find
themselves seeking an updated diagnosis as thkirectiers adolescence.

Partly for these reasons, a child’s diagnosis neibonclusive. Some children require
more than one type of diagnosis. A speech andiggytherapist, for example, may
diagnose a speech problem and make appropriatealsfe/hile a family is still in the
process of getting a diagnosis of autism. A diagjo@mn may suspect that there is a dual
diagnosis. There are multiple assessment toaléadle, and debates about the most
effective tools in various situations. There aliso debates about the minimum age at
which ASD can be diagnosed.

Various programs and services exist in both regibasare designed to bring together
service providers from various disciplines to pesblsolve around the needs of specific
children in complex situations. These approack@sietimes called service resolution,
normally take place after diagnosis has happenbdnvt becomes clear that existing
services cannot meet family needs. Strictly spegkhey are not part of the diagnosis
phase of the service pathway. However, thesedsametimes identify a need for more
extensive diagnostic testing.

Gaps and Challenges

For many local service providers, diagnostic aseess$is the step in the service pathway
where the most serious challenges begin to ari3gnosis is a necessary step in the

% Dr. Peter Szatmari (2006). CAIRN Brief to the Serfstanding Committee on Social Affairs, Science an
Technology Autism Spectrum Disorders: The Key Rifl&nowledge Creation and Dissemination. Offord
Centre for Child Studies. Ottawa, November 22,6200



process of accessing more intensive and autismfgpservices, and many of these
services are most effective when children are youtgwever, the diagnostic process
can be very slow. This basic challenge underiasy of the others listed throughout
his report.

Wait times & the importance of early intervention

There is widespread acknowledgement in the resdigeciture of the importance of
early interventiof Strain et al. (1998)dentified a number of factors that seem to
facilitate early diagnosis and treatment:

« raising public awareness about the early indicaibesitism
« building strong working relationships between fantibctors, other referral
sources, and diagnostic services.

Despite the importance of early intervention, faesilthat have successfully convinced a
gatekeeper to refer their child for diagnosis ofeere a significant wait for access to a
diagnostician. There is no centralized providesidism diagnosis in Waterloo Region
or Wellington County. Families in Waterloo Regiofave access to a developmental
psychologist skilled at diagnosis of autism whbased at KidsAbility, and this

individual performs the bulk of publicly-funded digoses in Waterloo Region. Hospitals
also make diagnoses, as do a small number of indepé pediatricians. Because it is
complex, diagnosis of autism can be very expensive.

One interviewee’s comments illustrate the numberurhber of players that can get
involved in the diagnostic process:

Children are waiting to receive a diagnosis perh&pwer than they should. That
could be for a variety of reasons, including diifty accessing a pediatrician, or
having a pediatrician who is uncertain and doeswant to over identify for
diagnosis too soon. But this leaves the child wgitoo long, and so they are put
on the wait for psychology then go through thateosometimes there are very
good reasons why the diagnosis is put off. An el@mould be a child who is
placed in foster care. We would only make a diagnaisthe age of two when
everyone is in agreement that the presentation avdsrthe diagnosis. It depends
on the presentation of the child.

Children who are undiagnosed or are left with inptate diagnoses (e.g. “grey zone”
kids who appear to have multiple challenges but n@yqualify for a formal dual
diagnosis) are limited in the services they caresscSo are children that are diagnosed
with mild forms of autism.

* Lovaas, O.1. (1987). Behavioral treatment and redreducational and intellectual functioning in ygun
autistic children in behavior therapjournal of Consulting and Clinical Psycholodb, 3-9.

® Strain, P. S., Wolery, M., & Izeman, S. (1998)nS€iderations for administrators in the design ofise
options for young children with autism and theimfies. Young Exceptional Childre®, 8—18.
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The mild kids fall through the whole system in gaineThe whole community has
to do better with describing severity.

Inconsistent protocols and procedures

Partly because ASD is difficult to diagnose, andduse there are debates in the research
community about what kind of assessment is appatgm various situations, there are
inconsistent diagnostic assessment protocols aorgssizations. As a result, some
services and referral hubs won't accept some kifi@ssessments, and families
sometimes go through the diagnostic process maredhce.

Problems with inconsistent approaches to diagreasisalso arise when families choose
to pay for an assessment or diagnosis from a rislatician. Although paying for
services can be a way for more affluent familiesettuce their wait times, private
clinicians may use a variety of approaches. Soinieese approaches may not mesh well
with those used by the mainstream service providergsate clinicians also vary in their
level of understanding about the services and stptat are available, and may not
refer families in the same way as the diagnostib@msed at KidsAbility.

Late diagnosis

If children arrive in the system at an older agegaesult of immigration to Canada, for
example) diagnosis can also be a challenge. Dg&ignens with appropriate experience
may be difficult to find and have even longer wisits.

Dual diagnosis

Kids with dual diagnoses aren’t well served by @itbystem, especially grey zone kids,
and especially as they get older (16-18). Thadlehge arises at all stages in the
pathway, but becomes especially clear at the dstgnstage;

There may be a wait list for psychological assesgsnwWe prioritize people who
need it immediately for access to services. Out ligtiis primarily people who
had a psych assessment done at about age 10 andeezit for ODSP. Our
philosophy is that if you had a diagnosis from 8g& up that is your diagnosis
for life. But for ODSP sometimes they want the s updated. In this instance
individuals may have to wait for the assessment.

The lack of support for families immediately after diagnosis

It often takes families a period of time to comedons with a diagnosis of ASD. A form
of grieving for what feel like lost hopes and drsaran take place. Although Kerry's
Place and the Autism Society provide this typeupfport to some families, there is not
currently any formalized form of post-diagnosis ¢imaal support or guidance in
Waterloo or Wellington. A family’s reaction todiagnosis can have long-term
implications for ho they choose to interact witk gervice system, and so this lack of
post-diagnosis support is an important gap in threent system.
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Suggested Innovations: Assessment & Diagnosis Stage S

People use different doors to access servicesntdflbealth. Or Children’s Aid.
It would be great if we had a plan that they allstome type of assessment that is
relevant, [and that allows for comprehensive] scrieg early on.

Innovations suggested by interviewees included:

« The creation of a dedicated autism clinic in areasible location (perhaps
housed within an organization like KidsAbility oréllis, or at a generic service
provider such as a community health centre) thatldvincrease the number of
skilled diagnosticians available, improve consisteof diagnoses, deal
effectively with atypical cases, reduce the numddencomplete diagnoses, and
make it easier for parents and gatekeepers to kviweve to go for diagnosis.
Such a clinic could also (interviewees suggestedpliogether the various
disciplines involved in diagnosis and do a betér¢f remaining current on the
latest research on diagnostic tools and treatnmesttgractices.

- Rationalization of the criteria for an acceptalibgdosis across services, in order
to reduce the need for multiple assessments, folepaychologists to share more
of the diagnostic load with pediatricians, andtteamline the referral proceSs.

« Further exploration of the interface between thoke provide diagnosis for
children’s mental health and developmental dis@der

Recommendation # 2

It is important to ensure that the system of sewior children with autism is accessible
through a multitude of different “doorways.” Evdamily faces a unique constellation
of challenges and resources, and there must béaulbutes through which services
can be accessed. However, the lack of any sergley that plays a leadership role in
diagnosis is a major source of confusion and fatistn for parents. Fragmentation of
services into silos begins at the point of diagsodi ocal service providersshould
explorethe possibility of adopting a common assessment tool.

Local providersshould also explore the possibility of extending the use of
centralized, multidisciplinary diagnostic clinics or service resolution teams so that
they can bethefirst point of contact for all families seeking ASD-related diagnoses.
Although the need for more intensive team diagnaskpersist for children with dual
diagnoses or other complexities, the proposed tauld be capable of playing a
leadership role in a wide range of less complegmbatic situations.

® One interviewee reported that several developrheataice providers in the Region of Peel have
developed and implemented a standardized, shasedsasent protocol.
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Referral Stage

Usually, the family of a child with a new diagnosisASD is referred to several services
at the same time. These may include (for exang@eypational therapy, speech and
language therapy, or Special Services at Homeogram that funds one-to-one, home-
based workers for children with developmental digads).

Since the Making Services Work process of the @01s, most communities have had
some form of centralized access and referral foeld@mental services. The
Developmental Services Access Centre (DSAC) in YWaidRegion and Access,
Information and Referral for Developmental ServiggR) in Guelph and Wellington do
act as centralized referral sources for many tgbeervices.

However, there are many situations in which farmiheed access to services that are not
managed through these central hubs. For exampige shildren with autism also have
mental health diagnoses. In cases where a muttiptosis is suspected, additional
assessments (through Trellis in Guelph or KidsLI&i¢ Lutherwood in Waterloo

Region) are often recommended.

If the case is seen as an appropriate candidatBIftnerapy, the child is referred to
Erinoak where an assessment is completed to detenme severity of the case,

eligibility for government-funded IBI treatment grams, and recommendations as to the
amount and type of treatment required. The virmg from referral to Erinoak for
assessment interview can be from nine months toyeae Referrals for IBI therapy are
not managed through DSAC or AIR.

The figure below summarizes what we learned thrabghnterviews about current
referral patterns in Guelph and Wellington. Thegass of seeking support typically
begins in one or more of the white boxes. Yellmxes represent entities that play a
leadership role in assessment, diagnosis, andaefem Guelph and Wellington, these
same entities are also the major service delivgeneies. Grey boxes represent other
local services, and green boxes represent suppaatsble outside of the community.

" IBI stands for Intensive Behavioural Interventam is based on Applied Behavioural Analysis (ABA).
IBl is individualized intervention program for ctiflen with autism which has clearly defined goald an
uses systematic behavioural teaching methods. @énehe child must be young, have fairly severe
Autism, and have caregivers prepared to take oneonsibilities of supporting IBI. It is impontato
note that the principles of ABA are sometimes apln the context of treatments other than IBI.
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ASD Referral System Model: Guelph

F&CS Family doctors
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Babies
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WEEihEEEaED AIR & Family Counseling
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8 «Service coordination
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+Out patient services
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This picture suggests that the key players in Gualmd Wellington collaborate closely
with one another and make many different type®fdrrals, and this is in fact true.
However, the referral process as a whole is notdinated in any way. No organization
ensures (for example) that families who have rdgeateived a diagnosis always get
referred to a social worker or Kerry’s Place fopgart or counseling.

In Waterloo Region, more agencies are involvedtaedeferral patterns are even more
complex.
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ASD Referral System Model: Waterloo Region
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Gaps & Challenges at Referral Stage
Centralized referral sources only cover limited services

Of the seven major types of services identifiethenservice pathway at the beginning of
this report, AIR and DSAC deal with only three; €@sanagement, respite and certain
types of therapy (speech and language; behaviotiatyily support services, specialized
supports for children with autism in child carehsol support, and other key services
must be accessed through other channels. Tlésetice is a major source of confusion
and frustration for families.

Interviewer: What happens when families come thinogaur door looking for
guidance about how to access the system?

Key Informant: We no longer are able to do muchtii@m. The powers that be
would see that as DSAC’s role. We hope, withneww community development
position, to do more linking of families with otHamilies who have been through
similar situations.

Once they have a diagnosis they are then refelremligh AIR. Similarly with
Kerry’'s Place they register all their clients wiiR. The one time they don’t do
that is if people are just signed up for a certgmoup or they are running a
workshop then they don’t have to be registeredughoAIR otherwise they do
and that includes all the Community Living serviaad Torch Light services.
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The fact that DSAC and AIR don’t manage all typéseasvices also limits the capacity
of these hubs to act as effective case managers.

The capacity of centralized referral to meet the needs of all types of cases is
limited

Several interviewees felt that the capacity off gaDSAC and AIR to understand the

full context of a given family and help them choagpropriate services is limited.

These hubs, some interviewees felt, don’t havedbeurces to provide the
comprehensive case management that is needed agmanultiple services and supports
on an ongoing basis.

In particular, interviewees agreed that currergnrad centres are less effective when
dealing with children that are diagnosed with Agiges, kids that have serious behaviour
problems, and kids that are dually diagnosed (oukhbe). This is true for several
reasons.

Kids with Aspergers [are hard to refer because ¢hkesnilies] really don’t want

to associate with developmental services. Theytdee themselves as having a
peer group with other ASD individuals. Trying todia way that is respectful and
supportive of people with Aspergers [can be a @malk].

Lack of inter-agency understanding
Many interviewees admitted that they were not &wrined as they felt they ought to be
about the work of other local service providers.

We are least familiar with case management for feedfye don’t have the time
or the knowledge to always help them solve thabjems so we basically say
‘call CMHC for this’. We know a lot about differetypes of therapy but very little
about the other blocks of services.

Some felt that other parts of the system do noefzafull understanding of their services
and needs.

More inter-ministerial collaboration would be gre&ne size does not fit all.

For example, the monies given to the ASD consugltarte not what all the
schools board needed. Our board already had thgsteems set up. If we had
been given a choice we could have done a muchr lpatén augmenting services
for children on the spectrum. We are all being &atento silos so it's really hard
to collaborate.

Managing the expectations of families

Some service providers pointed out that recentsyleave seen significant changes in the
service options available to families, and a gdeatl of discussion about IBI and ABA-
style therapies in particular. One side effedhds rapid expansion has been an increase
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in families hopes and expectations about the seswvicey will be able to access, and the
impacts these services will have.

Suggested Innovations: Referral Stage

The idea of a centralized referral hub is one th@tmajority of key informants support.
Ideally, such a hub should simplify the processfémnilies, reduce the need for duplicate
assessments, prevent duplication of services, alpdtd ensure efficient use of available
resources.

In a variety of ways, local service providers hawgrked to try to bring access to more
services for more children under the same umbrélidsLINK and Lutherwood in
Waterloo Region and Trellis in Guelph, as provid#rboth children’s mental health and
developmental services, have made some of thdsegkes internally. Several
organizations that provide pre-school services ew&ed to build fee-for-service
relationships with school boards so that famili@s bave continuity as their children age.

Suggestions offered by interviewees as ways ofawipg the referral process included
some ideas that have already been mentioned, inglediucation of gatekeepers and
awareness raising among families. In additioa ftdtiowing ideas were mentioned:

- Creation of a true centralized hub that coordinatess to all types of services
related to autism and is networked with similarragen other communities. This
hub should also be more closely linked to grassrouttual support organizations
that often act as informal referral agents. Altijlothe Partners’ program and
Wraparound currently fulfil some of the roles susjgd here in Wellington and
Waterloo respectively, some participants opined ttearoles of these two bodies
ought to become more formalized within the autiemvise system. According to
one key informant,

“The big challenge with wraparound is [its] inforrhaature. When you are
interacting with highly professionalized systerhat informal approach doesn't
always work. [It] ends up looking more like advogas opposed to working
together with professional services.”

- Dissemination of the best research knowledge abifeittive treatment options to
all staff at the diagnosis and referral stagesisuee more appropriate referral.

« Education of all service providers about the fpkstrum of autism services, so
that they can support the process of more effecéfezral. One interviewee
commented:

[we need] More collaboration between service previlso you know how you
can help someone else who has that child afterave them
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Service providers who participated in community timggs as part of this research project
expressed concern that efforts to streamline ASfaees might inadvertently create an
“autism silo.” They felt strongly that any imprawents in centralized referral should
consider the needs of all children and youth wikelopmental concerns.

Recommendation # 3

Existing referral hubs at AIR and DSAC should exelthe possibility of more formally
linking the referral functions currently managedtbg school boards (i.e., treatment and
specialized education for school-aged children)lirand KidsLINK (i.e., child care)

and KidsAbility/Erinoak (IBI). These hubs should@become more actively involved
in making referrals for family support servicesr(fehich there is currently no clear
centralized referral source) and in working togethigh grassroots parent support
programs. These hubs should not be autism spglift should manage referrals for all
developmental concerns among children and youth.

Recommendation #4

The possibility of a centralized referral managetsenvice should be explored. Such a
system would list all developmental services, alatf) referral protocols, current levels
of availability and/or information about waitligrigth and would be designed to
streamline referrals and facilitate access to sesviThis database should be linked
regionally or provincially?

Referral is, in reality, one component of case rgan#ent. Referral hubs should also
consider taking on a stronger leadership role énctieation of a more truly independent
and holistic case management function (this aspietie recommendation is discussed in
more detail below).

8 At least one example of such a system exists @@ The Community Services Coordination Network
(CSCN) serves individuals and families in Londondilesex, Elgin, Oxford, Huron and Perth counties. |
coordinates access to various services and sudpowslults with a developmental disability and for
children and adolescents with complex needs thatrerguire a response from more than one service
provider. Participation in the CSCN process isunegl for children and adults with a developmental
disability who are pursuing accommodation suppanis for children and adolescents seeking admigsion
a residential based treatment program or to thepAh@und processhftp://www.cscn.on.da
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Service Delivery Stage

The remaining sections of this report deal withfthal stage of the service pathway —
the delivery of service. For the purpose of teygort, seven categories of service have
been identified. Each category of service is mered in turn. Please see Appendix B
for more detailed information about each categdrseovice.

Service Cateqgories: Case Management

| am very proactive in finding what is out there oy children. But not all
parents are. What they really need is someoné tiog/n and tell them what is
available. That's difficult. There is never ggito be enough services for the
family, because it is such an all encompassinggthihhey don’t recommend
everything because they know there isn’'t enougjotaround (parent).

One of the most frequently discussed componerttsec$ervice pathway was the
supports that are available to help families dgveleerall plans, manage multiple
services, link formal and informal supports, andeagally navigate the “system” in an
effective, strategic way.

For the purposes of this report, case manageménbaglly defined to include any efforts
to help families make strategic, coordinated usewaltiple supports. This category
includes case management services provided bywgEsagency (although this type of
case management often encompasses only thoseeseofiered by that agency). It also
includes Wraparound and other more intensive adejgendent forms of case
management. Services that have multiple comporisath as Infant Development or
the Partners Intensive Program) are categorizedruzase management.

In the course of this project, there was much disimun about the most appropriate term
to use for this part of the pathway. Case managéis less than ideal, because it
implies for many people a clinical focus rathemtlaaconsideration of the entire family
system. However, it is used here because it appede the most commonly
understood term among the options available.

The families of children under the age of 6 maywgeious forms of case management in
a variety of places. For example, DSAC and AlRRoffome case management support
to this age group. If a family is receiving morantone type of service from an agency
like Trellis, Lutherwood or KidsAbility, these orgaations often offer some case
management support (as well as social work seracesunseling, in some cases) to
help families coordinate these in-house services.

Once a child enters the school system, the schaafloften becomes the de facto case
manager. The speech and language and OT servmadqd through KidsAbility, for
example, are only available to children under the @f 6. School boards may choose to
refer students to outside agencies for these s=viln other cases, they attempt to
address the issue through other types of servitered within the school (such as EA’s
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or special needs teachers). Although the proairgnvernment has recently committed
new resources to a program designed to train sctafilto support kids with autism, the
turnover of responsibilities from one system totheois not always easy for families.

In some contexts, the term case management isisésbto refer to clinical coordination
of assessment data, which can involve very lititead interaction with the family.
However, none of the interviewees contacted far $huidy used the term in this way.

Gaps & Challenges: Case Management

Definitions & scope

The range of services included in this categongsitiates one of the key challenges
identified by our interviewees. Case managemenvjce coordination, service
resolution and similar terms refer to differentdbsvof service at different organizations.
Most case management services currently availabléaterloo and Wellington (with the
possible exception of Wraparound, the Service Réisol Facilitators and the Partners
Intensive Program) focus their efforts on a limitadge of services and supports.
Interviewees told us that their case managemenmicesrare not equipped to help parents
access the full range of services and supporellist the table attached to this report.

Lack of preventive, proactive case management

More intensive forms of case management, such ap&ound or the Partners Intensive
Program, are typically reserved for cases thatangplex or for families that have

already found that more typical service arrangemdah’'t meet their needs. As a result,
families are often in crisis by the time they abéeao access a form of case management
that looks at their situation in a more holisticywa

Suggested Innovations: Case Management

Innovative approaches to case management are wlirepthce in both Waterloo and
Wellington. Waterloo Region Wraparound works doragg-term basis with 18-25
families per year. They deal with families who @metsneeds that cannot be met by any
one service and work with the entire family. Thegiat families in accessing resources.
They work with children from 0 -18 who have a dd&lgnosis, mental health or
developmental disorder. Referrals can come fromm@gs or the families themselves.
They are located out of KW Counseling, and thersisost for this service.

A service resolution facilitator is housed at Tigelin Waterloo, there are service
resolution facilitators housed at DSAC and alsKidsLINK. These individuals work
with families who are in crisis because the plasienso far by various service agencies
have been unsuccessful. The service resolutiolitdéar is part of a collaborative team
which gets the top people together to talk abowdtwan be done to meet the crisis or
contain the crisis.
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KidsLINK and Lutherwood have implemented an intgastase management program
for children with mental health issues. The pragraalled Intensive Supports and
Resource Coordination, provides dedicated caselowdors to work with children who
have severe, chronic and complex néeds

Despite these innovations, interviewees continusetoa need for more intensive and
independent case management for families. Orevietvee felt that the kind of
individualized support needed by families couldydoe provided through an
individualized funding model.

For children with aspergers or high functioning yheeed individualized funding
because these kids really need individualized plans

Recommendation # 5

Stronger, mor e holistic and mor e ongoing case management for children with

autism and their familiesis needed. Of the major categories of service discussedig t
report, case management is spread across thetlargaber of different organizations.
Each defines case management somewhat differetlyeadily admit that they do not
have the resources or the mandate to consideretsrof families and the available
services in a holistic way. The multiple, partake managers within the service system
contribute to parents’ confusion.

Ideally, case management should be holistic, ingusnd independent. Referral
functions should be considered as one componerdsgf management, and case
managers should take a leadership role in makie@iiire system simpler and more
navigable. As part of an extended mandate wHgathiacludes more comprehensive
centralized referral, AIR and DSAC should consideusing a stronger, consolidated
case management function.

® MacLeod, K. (2006). Pilot Program Evaluation gimsive Supports and Resource Coordination Program.
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Service Categories: Education & Child Care

“Education and child care” refers to the basic mew provided by school boards as well
as more intensive, specialized educational prograifisis category also includes child
care services for preschool children that are milgnaducational in nature.

Special needs child care services assist familiésding child care, and provide
resource consultants to support child care wonkerging with children who have ASD.
Educational programs for school aged children ideladucational assistants (some of
whom are specially trained to support autisticdreih), specialized classrooms, and child
and youth workers.

Once children with ASD enter the school system, ywssrvice and supports that are
nominally similar to those available to preschddldren are accessed through the school
board. These services are managed differentlygheschool services and funded
through a different provincial ministry (the Minigtof Education). As a result, the

focus of these services (speech and language therdgehavioural therapy, for

example) shifts somewhat towards the need to stipoeducational process.

Some services (such as IBI) blend education armdplye These are included in the
“treatment” category for the purposes of this répor

Gaps and Challenges: Education & Child Care

The transition to school

In Waterloo Region and Wellington County, many typé services are provided by one
organization for children up to the age of 6, agdibother after that. Children’s mental
health services are divided this way in WaterlogiBe. Speech & language services,
occupational therapy and other forms of treatmentiavided this way in both regions.
For these reasons, the transition to school isdiiicult for families.

Local school boards are aware of this challengehave taken steps to address it;
Prior to children coming into the school there ipcess for transitioning into
school. Case conferencing with various agencies avhaserving kids who will be
moving into school takes place in May and Junes @Hows for the school board
to allocate staff and funding to meet the needbase kids.

However, this support is often seen as insufficieAls one person put it:

Families often refer to (the transition to schoas)the bottom falling out of their
service plan, because they had built up such angtrelationship with the
preschool services.

Another key informant echoed this sentiment:
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There is a gap in service delivery for childrenrs#ioning into the school
system. They are not sure how the child’s commtiaitg sensory or behavioral
needs would be approached or met. They are notyslsare that the child will
have access to all the services the child had bex#ey are discharged from
these services. The model is consultative withmettinvolvement of the parent.
The hands on is done by the teachers in the classiquite differently from what
families had been accustomed to before schod.djifficult for parents to hear
that there is no carryover of services.

If the family has a child with Aspergers, they nisynavigating the diagnosis and
assessment system at the same time as their slikbinning school, and this can be
very difficult.

The transition out of school

When youth with developmental disabilities reach dige of 18, the primary
responsibility for funding services switches mines a second time. As families are
shifting from a focus on training to a focus ondeterm vocational and living
arrangements, they are once again faced with thkedge of understanding a new array
of service providers and eligibility criteria.

Obstacles to service access for school-aged children

Families often feel they have to advocate in otddrave their child placed in what they
see as an appropriate school setting. Some iatezes felt that schools put up
roadblocks to the integration of kids with ASD.

Sometimes the schools are putting up roadblocks.ekample, [some schools
have said that] kids need to be toilet traineddnaer to attend school] but really
they don’t need to be.

Unclear or unrealistic expectations

Because there are so many students and so mamyisdhe transition process is not
always handled as planned. For example, parentstsoes have expectations about
their child’s entitlement to a full time Educatidressistant that are unrealistic. Because
they are frustrated and receive limited supponhilias often become angry with the
school system.

Limited services
Overall, less support is available to children wABD once they enter school.

Our system is set up to deal with the kids whogeilbetter after two years of
IBI. Mike Harris dismantled the group homes. | gklour money is going to IBI.
My children are lucky if they see a speech thetagise a year through school
now (parent).

Services for children beyond the JK years are &nhifThese children are now in
school and the school board has to take over thacss for these children. The
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board will do assessment and give them one blottkeodpy and then discharge.
That is not very much if you are just finding duattyour child has autism or
complex needs. However, the board does not hauwesbearces to offer more
than that to older children. They don't offer onggiservices to children with
autism from kindergarten on up. Unless they neatirsge and mobility services,
the board will provide those or if they need augtedrcommunication services.
The board discharges from Speech and Language dndf @ parent keeps a
child out of school other agencies will continuesée that child only on a limited
basis and it needs to be for medical reasons. TAgresome very specific
parameters put in place.

Some of the services seem to be so heavily taxedexample would be about
occupational therapy. The older the child gets,itiere difficulty we have
accessing that. We can wait quite a time for.th&br things like case
management, we have a good relationship with seagencies and we can
connect the family.

Providing support to “high functioning” children

One key informant reported that the school boateinofias trouble finding appropriate
placements for kids with Aspergers. Children witis diagnosis vary greatly with
respect to their cognitive ability (the same iodtsie for many other developmental
diagnoses). Sometimes, children with Aspergersapable of handling a more
challenging curriculum than is typically offeredaangregated classrooms, but are likely
to struggle in a mainstream academic program. “applied” secondary school streams
have been eroded in recent years, “high functidn®D youth sometimes fall through
the cracks.

Where there is a hole is for those who fall betwa®relopmental disability and
average cognitive functioning. The Asperger’s peogrin its inception was for
those high functioning adolescents and we have brganding that every year
taking in more of the average children. But the®we really have to work on
are those who if they did not have Asperger’s wpuébably be diagnosed with a
mild cognitive disorder.

Suggested Innovations: Child Care and Education

Interviewees offered a number of suggestions f@rawving services within the school.
These included:

Development of more robust transition servicesvierproviders and policy
makers agree that families need more support whertype of service is coming
to an end and another is taking its place. Tremmsitcan take many forms, but are
often especially stressful when children are engeelementary school, leaving
high school, or coming to the end of a period témsive therapy. Although new

24



transition services have been developed recemiyesnterviewees felt that more
of this type of support is needed.

Fostering more open, frequent discussion amondpéeacparents and ASD
service providers throughout the school years. € in this direction would be
to adapt policies that restrict the informationttt@n be shared between teachers
and service providers.

Maintaining consistent case management and codedimaferral through the
transition into elementary school.
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Service Cateqgories: Treatment & Therapy

Interventions aimed at lessening the deficits amdilfy distress associated with ASD and
at increasing the quality of life and functionall@pendence of autistic children are
classified in our taxonomy as “treatment and thgraphese may include but are not
limited to intensive psycho-educational interventiguch as IBI and social and
developmental interventions such as occupatiorcisgeech and language therapy.

Gaps & Challenges: Treatment and Therapy

Wait Lists

Some types of treatment, such as IBI, have verg lwait lists. Occupational therapy
services at KidsAbility currently have a 7 monthitig list, and it has been as long as
one year. Once families reach this point on theisepathway, they have often had to
wait for assessment, wait for diagnosis and waitéferral, and so yet another delay is
extremely frustrating.

Silos

Some interviewees pointed out that families somegitmkecome so deeply engaged in IBI
treatment that they have little time to develomtiehships with other types of services.
The limited number of services that focus on cleitdwith Aspergers often find that
families are resistant to participating in prograsesigned for children with more severe
forms of ASD.

Lack of counseling services

Counseling for children who have a developmentsdliiity is difficult to access in both
regions.
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Service Categories: Family Supports

Interviewees agreed that services for family mesbee pivotally important in any
effort to foster healthy development of childrenhwASD. Programs included in this
category include (for example) peer support grodpsp-ins, social workers, and
educational programs for parents about parentiagesgfies or about autism. Grassroots
self-help groups, such as the Autism Society inl@yéave a long history of leadership
in provision of family peer support services.

Several organizations that are now important dgrental service providers (such as
the Associations for Community Living and Extend=Amily) grew out of grassroots
parent movements.

As a category, family support services are le&stylito be connected to any form of
centralized referral or case management.

Gaps and Challenges

Capacity of generic family support programs

Family support is one domain of service where gersarvice providers play an
important role. Early Years Centres and parentiogirams often find that parents of
autistic children come to them for support. Tkeg themselves as well positioned to
provide that support while helping integrate thigsrilies into the broader community,
but they are often limited by the fact that theg aot equipped to provide service to
children with autism while parents participate upgort programs.

The complexity of the system

The intense need for family support is, in som@eets, a symptom of the frustration that
goes along with trying to access services withtomplex and confusing system. Often,
other parents who have been through the systethamost reliable and helpful source
of information for families attempting to accespgort.

Lack of counseling or social work services

Some interviewees identified a lack of counselingaxial work services for families.
Although KidsAbility and other agencies do haveigbwork services available,
resources are limited. The stress of caring foauatistic child can be to much for some
families to manage, especially if they are alresitiyggling.

Family counseling piece is really lacking. Therjgdc] counseling places are
not really expert in this area. Case managerstd@ally do counseling.
Erinoak social workers are focused on kids gettBigireatment. If somebody
had a social worker who could work with these famsilt would be ideal.

Lack of resources

Some interviewees reported that there are simglgnough family support programs
available.
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We don't really have much of a parent support groupeer counselling. There
used to be more support with the original concdgxiend A Family (in
Guelph-Wellington) connecting families togethetlsat they can provide respite
for each other and so on but in Wellington any Weat is not a strong component
at all. We need to really work on that.

Suggested Innovations: Family Support:

Interviewees suggested a number of possible infansaaround family support.
Provision of information to families has been dssed in previous sections. The need
for social workers or other counselors to work vidhilies was also mentioned several
times. One interviewee suggested:

We would like to have a therapist/social workerstadf to deal with grieving
after diagnosis. Our staff aren't hired to do thahd the DSAC social worker is
overburdened.

Another suggested that there should be more sugpmsps for parents, especially dads
(who often don’t participate in existing groups).

The importance of grassroots mutual support tolfaswvas discussed above in the

assessment and referral stages, and recommengatiaigested the formation of
stronger working relationships between referralshaibd family support services.
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Service Categories: Financial Assistance

Financial assistance programs provide families waources that they can use to access
other kinds of services. The primary form of fineh assistance in both regions is
Special Services at Home. However, summer camgidieb are available from the
Autism Society in Guelph, and some grants for fasiWith complex needs are available
through MCSS under special circumstances.

Service Categories: Respite & Recreation

Respite programs offer in-home or out of home sesvenabling parents and kids to take
a break from each other. These services may iadlied example) a worker coming into
the home or group recreational outings for child@@hpublicly funded residential

respite and day programs are accessed through RSAGIR in Waterloo Region and
Wellington County respectively. Typically, thesewsees also have other, equally
important purposes. They provide an opportunitycfaldren with ASD to interact with

a wider range of people, participate actively imoaunity life, and learn life skills.

Often, this kind of social interaction is an img@ort complement to clinical treatment of
autism. Respite experiences can be steps on dldetoavards independent living for

older adolescents.

Recreation programs such as integrated or spesiediammer camps, teen movie nights
or dances, or sports programs also meet the faraiyg for respite while providing the
child with an opportunity for social interactioncdaoommunity participation.

Gaps & Challenges: Respite

Timing and availability

Most interviewees acknowledged that respite sesvace inadequate, and that they aren’t
always available when needed. After school respiteespite for school holidays, is
difficult to find in both Waterloo Region and Welgjton.

Respite for children with behavioural issues
It can be very difficult to get respite for a childth severe behavioural issues.

Kids with severe behavioural issues are hard forauserve. It is hard to find out
of home respite. Sometimes we double up on staibers for one kid. The
parents of kids like this are too tired to lobby ¢bange.

KidsLINK sometimes provides fewer hours of serwd®en a kid with high behavioural
needs is referred, but only reports one case liegtwere completely unable to serve.

Families wanting immediate respite are a challebgeause we only have 10
permanent children resident beds in the region.fReare prioritized based on
need so we cannot determine the wait. In this easty to enhance in home
support and increase respite.

29



Stephanie House offers some respite for childreh serious behavior issues.

Lack of resources

Overall, respite services are seen to be underefintio qualify for SSAH or to get the
maximum available resources for respite, one wbakk to be diagnosed as severe.
Even the maximum of $10,000 or $12,000 per yeausisfficient for daily respite service
when a respite worker is paid at $22/hr.

Some interviewees reported that human resourcesisrescarce. It can be difficult to
find qualified respite workers. As a result, in Moo, some SSAH workers end up
providing respite services to the same families.

The changing role of the Community Care Access i@antWaterloo Region illustrates
this challenge. The services provided by CCA€rait mandated to serve children with
developmental issues but for medically fragile dtgh and adults. However, families and
individuals with ASD are referring to CCAC becatisey are not able to access respite,
or sufficient respite, based on the limited fundingy have through the SSAH dollars.
CCAC tries to expand their eligibility criteria fsome of these ASD cases on an
individual basis but at best individuals with AS8nconly receive limited hours with a
personal support worker. In addition, even thougfnes may fit the eligibility criteria
CCAC may not be able to find workers who are trditeedeal with developmental
disorders.

Suggested Innovations: Respite

Recent years have seen a number of creative neatiwes designed to address the need
for more respite. The creation of the CHAT onldheectory of respite workers in
Wellington is one example. The shift in focus té@hanie House away from long-term
residents’ beds towards the provision of respi@nisther. Several organizations (like
CCAQC) are stretching their resources and mandatbslp meet the need. In Waterloo
Region, Extend a Family and KidsAbility are talkialgout developing a new program to
provide subsidies and 1:1 workers knowledgeabl@®ahA8D for day camp programs.

Other suggestions offered for improvement in thheaancluded:

Increased coordination of respite across the wbatemunity to ensure equal
access.

Development of more integrated respite opportusitiwat provide children and
youth with opportunities to participate in commuyriife.

Development of a house specially designed to beoapipte for kids with severe
behavioural issues could be used by 1:1 respit&éevewho would otherwise be
forced to stay in the child’s home.
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Other Services

Families of children with ASD also make use of mattyer kinds of services. For
example, some seek guidance from nutritionistser®a of some children make use of
sensory stimulation services such as snoezeleng8o@thers seek out service dogs.

Summarizing the Current Service Pathway

The intent of the figure below is to depict thevéss pathway, as described above, and to
illustrate how the pathway differs for children wvgpecific types of diagnoses. This
figure is a generic picture, intended to captuceséhcharacteristics of the service pathway
that are common to both Waterloo Region and Guélgliington. Key players at the
problem identification and assessment stagessiesllat left. The six major categories
of service are listed at right.

This figure illustrates how responsibility for assment and referral is diffused. Itis
difficult to identify any single entity with cledeadership responsibility for case
management or parent education.

Current ASD Service Path Model
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The current arrangement provides families with moeéded support, but it faces a
number of challenges. Most pressing among these a
» the need to share information about ASD and avVailsiopports with families,
gatekeepers, and other service providers.

19 Specially designed rooms for controlled sensdangdttion
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» the fact that diagnostic assessment has long gtajtis time consuming, and not
practiced consistently.

» the confusing division of responsibility for refaliand case management

» the lack of linkages between support for the cHaddyily supports and informal
supports.

Proposed Service Pathway

The findings of this report suggest that an idealise pathway for children with autism
should adhere to a number of key principles.

Key Principles

A focus on prevention and on family support

When cases fall through the cracks or have demwati®utstrip the system'’s capacity to
respond, the families involved have typically beeeking help unsuccessfully for

years. While families are on waiting lists foagnosis, clinical services, or respite,
stress increases. The lack of preventive serdarashildren and families that are not yet
in crisis (i.e., guidance about navigating the eiystsupport to develop realistic
expectations for one’s child, simple strategiedoinaviour management, and
opportunities for social interaction with other &dneans that family dynamics
deteriorate. Sometimes, cases become ‘completdlidhrough the cracks as much
because of the family dynamics involved as becatifiee specific developmental
problems of the child.  Preventive services rtedak family support services that take
into account the whole family system.

A focus on awareness raising

Families, family doctors, child care workers, tearshand others need to have access to
more information about autism and about the fulgeof available services. According
to some sources, the huge demand for IBI arispalinbecause parents have unrealistic
expectations about what it can achieve, and limitederstanding of the other options
that do exist.

A focus on linking formal and informal supports

We know from our meetings with parents in WatefRegion that other parents are often
the ones shouldering the burden of teaching newalgrebsed families to access the
system. Where family support services do exigly tire generally not connected to the
formal service system. These grassroots infosmgports are pivotally important and
need to be taken seriously as a key componentigétvice system.

A focus on true case management

Autism is a complex disorder that co-occurs witmgnather kinds of issues. Even in an
ideal world, families will continue to need manyds of services from multiple
locations. Although there are many places througkhe system that claim to do case

32



management or service coordination, none haveapaaity to perform this function in a
comprehensive way for a wide range of families betbey reach a crisis.

Recognition of the uniqueness of each family

Autism presents in a variety of ways. Even morpdrtantly, the support needs of any
given family are a product of many factors in tieies, and not just the diagnosis of
their child. Any system of supports needs to penoto the possibility that solutions that
have worked in the past will not meet the needsvefy family in the future. Families
need choice and support to make informed decisions.

A focus on cross-stakeholder engagement and ongoing feedback

Families need to play an active and ongoing roldiscussions about improvement of
service. Their right to provide feedback and tecadte for change should be respected.
Service providers funded by different ministriegring with different age groups and
dealing with different kinds of diagnoses needémpen to sharing resources and power.

As leaders in Guelph, Wellington and Waterloo Regiontinue their efforts to improve
the system, ongoing measurement of results andatah of feedback from stakeholders
will be pivotally important.

A focus on meeting the needs of all children with developmental challenges
Although this report is concerned with servicesdioitdren with ASD, any changes to
the system should avoid creating a new “autisni #ilat excludes children with other
kinds of developmental issues.

Summary of Recommendations:

Recommendation # 1

There is a need for a stable, comprehensive infitomalearinghouse that can provide
complete, up-to-date information for the generdiljm) gatekeepers and service
providers about ASD, the diagnostic process, aag#thways involved in accessing
services. Ideally, the organization taking leatlgr in providing this information should
not be itself a major service provider. It shoudtvd an independent voice and a
commitment to monitor availability of all types sérvice, and to make this information
available to all types of families by communicating variety of ways.

Recommendation # 2

It is important to ensure that the system of sewior children with autism is accessible
through a multitude of different “doorways.” Evdamily faces a unique constellation
of challenges and resources, and there must béiaulbutes through which services
can be accessed. However, the lack of any sergley that plays a leadership role in
diagnosis is a major source of confusion and fatisin for parents. Fragmentation of
services into silos begins at the point of diaghosiocal service providers should
explore the possibility of adopting a common assess tool.
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Local providers should also explore the possibitgxtending the use of centralized,
multidisciplinary diagnostic clinics or service oagtion teams so that they can be the
first point of contact for all families seeking ASBlated diagnoses. Although the need
for more intensive team diagnoses will persistclatdren with dual diagnoses or other
complexities, the proposed team should be capdlgkging a leadership role in a wide
range of less complex diagnostic situations.

Recommendation # 3

Existing referral hubs at AIR and DSAC should exelthe possibility of more formally
linking the referral functions currently managedtbg school boards (i.e., treatment and
specialized education for school-aged children)lirand KidsLINK (i.e., child care)

and KidsAbility/Erinoak (IBI). These hubs should@become more actively involved
in making referrals for family support servicesr(fehich there is currently no clear
centralized referral source) and in working togethigh grassroots parent support
programs. These hubs should not be autism spglift should manage referrals for all
developmental concerns among children and youth.

Recommendation #4

The possibility of a centralized referral managetsenvice should be explored. Such a
system would list all developmental services, alatf) referral protocols, current levels
of availability and/or information about waitligrigth and would be designed to
streamline referrals and facilitate access to sesviThis database should be linked
regionally or provincially.

Recommendation # 5

Stronger, more holistic and more ongoing case nmemagt for children with autism and
their families is needed. Of the major categooieservice discussed in this report, case
management is spread across the largest numbéfesédt organizations. Each defines
case management somewhat differently. All reaalimit that they do not have the
resources or the mandate to consider the needsniifds and the available services in a
holistic way. The multiple, partial case manageitkin the service system contribute to
parents’ confusion.

Ideally, case management should be holistic, intusnd independent. Referral
functions should be considered as one componeradsaf management, and case
managers should take a leadership role in makiegtitire system simpler and more
navigable. As part of an extended mandate wHgahiacludes more comprehensive
centralized referral, AIR and DSAC should consigeusing a stronger, consolidated
case management function.

The graphic below provides a summary of how a silie&d service pathway might
look.
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Proposed ASD Service Path Model
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Conclusions

This report has made an effort to depict the ciarsgatem of services for children with
ASD in Waterloo Region, Guelph and Wellington. Hwer, this process is never
completely finished. Despite the number of intews conducted, refinements and
clarifications of the factual information about dshle services included here continued
even during the process of preparing draft versadrikis report. If any inaccuracies
remain, the authors take full responsibility.

Despite the complexity of the system, the core agess about the path forward that
emerged through this project were clear and cardist There is a need to raise
awareness about autism in general, about sendoesabout the process of accessing
support. Healthy children depend on healthy feesjland families need support so that
they can make use of multiple supports in a coattéith, strategic way. The management
of referrals should support and enable this faroégtred planning process. Diagnostic
assessment is a bottleneck in the current seratteyay, and practical ideas about how
to address this challenge are emerging.
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Appendix A: Data Collection Tools

Developing a Service Pathway for Children with Autism

Consent Form

| understand that | am being asked to participate in a project aimed at developing a
comprehensive service pathway for children with Autism in Waterloo Region and
Guelph-Wellington County. The Centre for Research and Education in Human Services
was contracted by a project steering committee representing various organizations in
Waterloo Region and Wellington County working in Autism to lead this project.

| understand that | have been selected as a key informant who may have some insights

into how a service pathway for children with Autism in the Waterloo Region and Guelph-
Wellington County could be developed.

| understand that all notes/tapes from this interview will be stored in a locked location to
protect my confidentiality. | understand that only with my permission, my name will be
included as a part of the key informant list appended in the project’s interim and final
report.

| understand that this interview will take approximately 45 minutes. | understand that this
interview is voluntary and that | may withdraw my participation at any time without
penalty. | am also aware that | may decline to answer any question or speak to any issue
that | wish not to discuss.

| understand that if | have any questions, | can contact the project lead: Andrew Taylor at
(519) 741-1318 x224 at the Centre for Research and Education in Human Services.

| understand the purpose of this interview and | agree to participate.
O Agree O Disagree
| agree to have my name listed in the appendix of the final report:

O Agree O Disagree

Name (please print):

Signature:

Date:
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Developing a Service Pathway for Children with Autism

Key Informant Interview Protocol

Describing Your Services
- What type of services does your organization pmwapersons with ASD?
How are these services provided?
Who refers to you? What are the criteria for nefier
Do you have waiting lists? If so, how long areythed how do they work?
To whom do you make referrals?

De@crlblng the Current System
Included is a preliminary diagram of available $es in your region. Is
anything missing from this picture? Is there amghn this picture that you
don’t feel you know enough about?
Where do the gaps in the current system exist?
o Are there people that you are currently unablestges?
o Do you ever have situations where you cannot fimghéoere to refer a
particular kind of client?
Who most frequently falls through the gaps in tyetesm?
o Can you give me a concrete example of how this éagp

Recommendations
« How would you recommend the gaps identified be eskkd?
Where should current efforts in Autism service &ty be focused?
What should a comprehensive service pathway ld@Rli
Do you have any cautions or concerns about thelalevent of a service
pathway? What possible mistakes should we avoid?
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Developing a Service Pathway for Children with Autism

Information Letter for Families

Pur pose and Scope of the Project

This project was conceived by representatives fkaasAbility Centre for Child
Development and the Community Mental Health Clasca way to integrate services for
children with ASD, and to help families make seafservices. The Ministry of Children
and Youth Services (MCYS) was approached to supherproject and at their
recommendation a project steering group was formadding representatives from
KidsAbility, Community Mental Health Clinic, Lutheood, Kerry's Place Autism
Services and MCYS. The project outcomes will b&dd back to developmental and
mental health planning committees in both Guelp¥ellington and Waterloo.

The overall aim of this project is to develop a poehensive vision about how services
for children with Autism Spectrum Disorder (ASD)osid be provided. The increasing
demands on the service system highlight the impoegaf such a framework. This
project will lead to the creation of a compreheasiservice pathway” for ASD in the
Waterloo Region and the Guelph-Wellington Counthis pathway will depict the
current relationships between various types ofisesvfor children with autism
(including healthcare, developmental, educationdlr@habilitative services), and make
recommendations for the creation of a more seamdéfdsent and coordinated system.

The specific goals of this research project are:

- To engage community stakeholders including paramdsfamily members in
dialogue that leads to

o lIdentification of current service gaps

o Identification of opportunities for coordinationdhnkages amongst
programs to build capacity to deliver service

o Clarification of routes through which services tenaccessed.

« To develop a plan for Guelph-Wellington and for ¥r&do that would utilize existing
and proposed resources based on a “systems offcanegwork in which services
from a variety of sectors including mental heattbyelopmental, education and
rehabilitation (Speech, Occupational Therapy, Rithisrapy) work seamlessly
together.

The service pathway document, once it is creaseitended to:

« Provide a comprehensive inventory of existing Auatigrograms, related services,
and current linkages so that service providersraree aware of the resources and
relationships that already exist.

« Act as a point of reference and a planning tookfwice providers as they develop
care paths for specific families, to ensure thatehs “one team with one plan for one
child/family”
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Project Lead

The Centre for Community Based Research (formadyGentre for Research and
Education in Human Services) was contracted bypgegtr steering committee
representing various organizations in Waterloo Begind Wellington County working

in Autism to lead this project. The Centre is asleipendent, Kitchener-based non-profit
organization with 25 years experience in commurggearch, program evaluation, needs
assessment and planning. In all Centre work, weaysaticipatory, action-oriented
approach.

The Centre is committed to social change and tkeldpment of communities and
human services that are responsive and suppoespecially to people with limited
access to power and opportunity. Demonstratindgeship through research, education
and community involvement, the Centre stimulatesciteation of awareness, policies
and practices that advance equitable participati@hintegration of all members of our
community.

Data Gathering M ethods and Use of Data

Several data gathering methods will be used ingtogect including key informant
interviews with professionals and families,, fogusups and document reviews. The data
gathered will be used solely to inform the develeptof the service pathway for ASD.

Your involvement

We would very much like to hear about your expearésnwith ASD services and
supports. We would like to have an informal cosaéion with you, either by phone or
in person, to hear your story about accessing@es\for your family.

Dissemination and Feedback

After we've received and analyzed your input wd wdst two community forums as a
means of disseminating the findings and allowingfédedback and input from a broader
cross-section of individuals and organizations wagkvith ASD. We will also provide
you with feedback on the outcomes of the projeceadhis completed.

For more information please contact

Andrew Taylor, Team Leader

or Jonathan Lomotay

Centre for Community Based Research

519 741 1318 x224 andrew@communitybasedresearch.ca
www.communitybasedresearch.ca
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Developing a Service Pathway for Children with Autism

Interview Questions for Families

Problems identification:
1. Can you share the story of your child’s journeyhwAutism with us?
a. When was the problem first identified?
b. Who identified it?
c. What happened after that?
2. When was he/she assessed and/or diagnosed?
a. How long did you have to wait?
b. What were the challenges you faced during the gdreaween problem
identification and diagnoses?
c. What services did your family have?
d. What were the difficulties in accessing these ses?
3. What happened after diagnoses?
What services did you have?
How long did you have to wait to get these senices
Do the services meet your child’s needs?
What were the challenges you faced during this2ime
e. What would have been helpful during this time?
4. Over all, how would you assess the quality of sewiyour child is receiving?

oo
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Appendix B: Inventory of Services and Supports for

Children and youth with ASD and their Families in W

aterloo

Region and Guelph/Wellington

Service Providers in Guelph/Wellington Providers in Waterloo Region

Category

Functional Partners Intensive Program for Wellington County | No service directly parallel to Partners exists in
Assessment working with families who experience complex mentaVaterloo Region.  The service resolution coaatbn

health and or developmental concerns. Familiés W
mental health will be 0 — 18 and those with

developmental concerns 0 — grade 8 working asgbaricreative solutions for dually-diagnosed kids with

the service collaboration mechanism to ensure that
families are getting directed to the appropriateel
within the community through regular community
services. However if their needs supersede those
service offered in the community a referral can be
made to the partners program for numerous service
These services are uniquely tailored to the nettleo
family and or individual. This program was crealsd
a service providers’ network in Guelph & Wellingtor

ihoused at the children’s mental health accessecantr
Lutherwood sometimes facilitates the development

complex needs.

}S.

Kids Ability does assessment for occupational thgra
physiotherapy, therapeutic recreation and sociakwa
services.

1 Kids Ability does psychological diagnostic assessime

The Wee Talk program does assessment of

communication disorders, and also works togeth#r
Trellis (CMHC) to do team assessments. They alsq
develop intervention plans around speech & langua
issues.

Wi
)
ge

Healthy Babies, Healthy Children public health esrs
and Infant Development workers often make referre

Healthy Babies, Healthy Children public health esrs
land Infant Development workers often make referra

to KidsAbility for diagnosis.

to KidsAbility for diagnosis.
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Service

Providers in Guelph/Wellington

Providers in Waterloo Region

(D

Category
Trellis also does assessments for school-age kids 0 Lutherwood sometimes does assessments under
occasion, as requested by the school boards athley pcontract to F&CS or other agencies. Although their
community partners. primary focus is on assessing child mental health
issues, they sometimes end up assessing kids with
ASD or a dual diagnosis, especially Aspergers’isTh
service is not available to the general public.
Under contract to the Catholic board, CCAC provids
speech and language assessment and makes
recommendations that are implemented in the
classroom.
DSAC does psychological assessment and diagnos
(or manages access to diagnosticians? Not clear).
Diagnostic Grand River Hospital does some diagnosis. Diagno#idsAblity offers psychological diagnosis. Often,
Assessment is also available from a small number of private gualified pediatrician can make the diagnosis more
practitioners for families who can afford it. quickly. Sometimes the pediatrician and the
KidsAbility psychologist work together on a diagi®s
Trellis manages a multi-disciplinary, multi-agency | There is no centralized provider of autism diagaasi
team called the Partners Intensive Program that Waterloo Region. Assessments and diagnoses can
handles diagnoses for more complex cases (also | come from a number of sources. Currently, the three
includes Wee Talk, for example). hospitals and several community agencies are nffe
assessment and diagnostic services of some form.
Diagnosis is also available from a small number of
private practitioners for families who can affotd i
Referral AIR is the central point of access to developmental| DSAC is the central point of referral for respiteda
Sources services in Wellington. They provide people with | behavioural consultation, for families of childretth

information about supports that are specific toigmt
Such information is obtainable from AIR’s website ¢
the Autism Resource Guide. People also call-in ang
ask for information about Autism.

autism up to the age of 18. They maintain watsli
for these services. DSAC also refers to CPRI (for
emergency inpatient and stabilization treatment).
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Service
Category

Providers in Guelph/Wellington

Providers in Waterloo Region

Region of Waterloo Childrens’ Services runs the

SNAP program, which is the single point of access f

special needs services for children, 0—6, attending
planning to attend licensed child care in the Regib
Waterloo. KidsLINK is the host agency for a worker
who manages all referrals for services currentigrefl
through the seven agencies providing special need
services. These are

Uy

KW Habilitation Services - Preschool Outreach

KidsLINK - Preschool Support Services
KidsAbility - SPOT Program

Elmira & District Association for Community
Living - Preschool Services

Community Living Cambridge Preschool
Services

(formerly Cambridge Association for the
Mentally Handicapped)

Developmental Services Access Centre
Preschool Assessment Services

Family & Children’s Services — to assist

children in care who are accessing child care

The Autism Society of Ontario (Wellington Chapter
offers referral and advocacy for services on bebialf
persons with Autism and Pervasive Development
Disorders (PDD) and their families.

K-W Habilitation Services runs the Preschool

Outreach program. ECE Resource Consultants work

with parents to help them find appropriate childeca
and other needed supports.

A binder (called “In the Loop”) has been created by
the Wellington Development Services Planning Grg
that itemizes autism services in Guelph and

Wellington.

Both school boards, working together with key loca
wgervice providers, published “community connectior
A resource guide on support services for individul

D

IS

all ages with special needs.”
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Service
Category

Providers in Guelph/Wellington

Providers in Waterloo Region

Trellis manages access to children’s mental health
services in Guelph and Wellington.

The Children’s Mental Health Access Centre run by
Lutherwood & KidsLINK is a centralized access point
for mental health services. However, like DSA@ an
AIR, it does not manage access to all forms of alent
health service. Hospitals, for example, are r@ot pf
the Access Centre.

KidsAbility is the central point of access for spee
and language services for children aged 0-5.

Child Care and
Education: for
children

Trellis runs the Special Needs Child Care program
which provides support to front-line staff in chddre
centres who are working with children who have
special needs.

K-W Habilitation Services runs the Preschool
Outreach program. Itincludes ECE Resource
Consultants, Kinesiologists and ECE Support Teacher
who work with any licensed child care setting to
facilitate the inclusion of children from 0O to 6ars of
age who have developmental delays.

KidsAbility provides OT and PT services in suppairt
the Special Needs Child Care program.

The Elmira and District Association for Community
Living and Community Living Cambridge both
provides Resource Teacher services to children wit
developmental delays between the ages of 2 and 5
years. This service is available to families at bam
at a child care setting.

=y

KidsAbility runs the SPOT program, which consists|o
workshops for child care workers designed to endanc
the development of children in the Region of Waier
licensed child care settings.
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Service
Category

Providers in Guelph/Wellington

Providers in Waterloo Region

The New Heights New Hopes program run by both
school boards and a coalition of local service jgers
is an orientation for parents of children who have
developmental difficulties and ASD. It tells them
what kind of services they can expect while the
children are in school and the model of service for
children with special needs. It is held in the sgrof
the school year.

Any school in Upper Grand with a significant numbg
of kids on the spectrum who also have a developah¢
disability is designated as a hub school. Erinoak
consultants bring training and additional resoutoes
hub schools. Also, the ministry assists in prawidi
resources if needed. In some schools there are
congregated classrooms with a maximum of 10
students. All EA’s working in hub schools are
specially trained in ASD, partly through the new
program at the Geneva centre.

Students receiving IBI have school schedules adapte

to their needs.

WCDSB: Children with autism are fully integrated.
All schools have spec ed teachers. Ed assistaats a
also available depending on site and needs. Dépgr
on the needs of the child kids can be withdrawn to
provide for their need. There are itinerant chitd a
youth care support workers.

In May & June of each year, case conferences with
service providers are held to manage the transititun
eischool for new students.

ent

Treatment &
Therapy

St Joseph’s and KidsAbility together offer stay and

Under contract to the Catholic board, CCAC provide

play social skills groups for kids under 6.

nd

OT and physiotherapy to school-age autistic chiidre
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a

Service Providers in Guelph/Wellington Providers in Waterloo Region
Category
Wee Talk is the Speech and language service provjd@ds Ability runs Preschool Autism Services, which
for Guelph/Wellington for all kids up to kindergant | includes:
age. Speech and language service provider for the Regi
of Waterloo. Provided though individual sessions
and/or small groups where children can practice
communication skills.
o Occupational therapy, physical therapy
0 Social work (e.g. Intake, supporting the family
through the assessment, counselling sessionsdor tk
parents who may be grieving etc.).
KidsAbility implements and manages IBI therapy | KidsAbility implements and manages IBI therapy
through a contract with Erinoak. It also offers,®T, | through a contract with Erinoak.
therapeutic recreation and social work services.
Trellis provides children’s mental health services | KidsLINK children’s mental health services offer
including assessment, treatment, coordination and | some services to “grey zone” kids who do not have
parent support. formal or complete diagnosis. Although this was ng
planned, it is an effort to meet the needs of kids
are otherwise falling through the gaps.
Case Family Counseling and Support Services offers Waterloo Region Wraparound works on a long-term
Management supportive counselling and advocacy services for a| basis with 18-25 families per year. They deal with

individuals and families including those with ASD.

families who present needs that cannot be met by &
one service and work with the entire family. They
assist families in accessing resources. They wattk w
children from 0 -18 who have a dual diagnosis, @er
health or developmental disorder. Develop plans of
action looking at all the life domains areas. Searof
referrals can come from agencies or the families
themselves. Partner with DSAC. Located out of KW
Counselling. There is no cost for this service.

AN

nt
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Service
Category

Providers in Guelph/Wellington

Providers in Waterloo Region

Kerry's Place offers time-limited consultation sees
for both children and adults, using a mediator nhéale
help identify goals. This work may involve sch®ok
places of employment. They work with children an
youth of all ages, and especially with youth 10-16.

If needed, the various specialists at KidsAbilityl @wo

a collaborative assessment and plan for the family.

However, this case coordination is limited to sessi
dprovided to the family by KidsAbility.

The Infant Development program at Trellis offers
service coordination, parent support and growth
monitoring for young children including those with
ASD.

Region of Waterloo Children’s Services runs thaumtf
development program, which includes

« Developmental Clinics
- Early Intervention Services
« Parent-Child Drop In

Specialized Workshops

Case Management

Support Groups
Developmental Screening
Developmental Assessment
Child Development Information
Linkages to other services.

The Partners Intensive Program (described above
under assessment) is also, in part, a case-cotiofina
service. If a dually-diagnosed family’s needs
supersede those service offered in the community &
referral can be made to the Partners Program for
numerous services. These services are uniquely
tailored to the needs of the family and or indixatlu
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Service Providers in Guelph/Wellington Providers in Waterloo Region

Category
A service resolution facilitator is housed at Tigell DSAC has a service resolution coordinator who
This person works with families who are in crisis | specializes in autism and works directly with ab2it
because the plans made so far by various service | families. The role of this person is similar bet
agencies have been unsuccessful. The service service resolution facilitator housed at Trellis.
resolution facilitator is part of a collaborativeatn
which gets the top people together to talk abowdtwh
can be done to meet the crisis or contain thescrisi

Family Kerry’s Place offers intensive in-home support for | KidsAbility runs parent training programs for faras

Supports families experiencing behavioral difficulties witheir | involved with IBI.

autistic children (as part of a larger programirun
partnership with Family Counseling).

Family Counseling offers the Passport coordinator
program for adults with ASD coming out of high
school.

Lutherwood runs a number of family support service
that are open to all families dealing with mentélth
issues including those who have a child with ASD.
These services include:

Family Counselling Services
Youth Employment Services

KidsAbility runs parent training programs for fareg
involved with IBI, and offers social work services
families.

Together in Community is a support group for paser
of children with ASD meeting 4 times per year.
Meetings are held at one of the participants’ home.
They also run a youth group for youth between the
ages of 13-25 with ASD

nt

Kerry's Place runs a resource library out of a tmea
in Orchard Park.

The Autism Society of Ontario (Wellington Chapter
offers mutual support, and information to persorth w
Autism and Pervasive Development Disorders (PDI
and their families.

Autism Society chapters also exist in Waterloo end
Cambridge.
D)

Wee Talk runs a parent training program for ASD
families.
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Service Providers in Guelph/Wellington Providers in Waterloo Region

Category

Financial The SSAH program, managed through Trellis, can pb&xtend a Family manages the Special Services at
Assistance used by families to purchase a variety of types of | Home (SSAH) program. EAF hires and supervises

service, including 1:1 support, community integrafi
respite, camp fees, transportation costs, housaigey
or other similar types of service. Trellis emplays
SSAH coordinators and 1 recruitment and training
coordinator. SSAH workers are hired directly by
families.

staff on behalf of families, which is different ththe
» model used in Wellington. SSAH includes kids with
autism. You are eligible if
* You have a developmental challenge and are ligin
home (any age)
* You have a physical disability, are living at h@end
are under the age of 18.
Although DSAC does assessment for most of the
services it works with, EAF does its own assessme
for the purposes of SSAH.

In special cases, the Ministry of Children and Yout
services has advocated for funding for families in
crisis. Sometimes this takes the form of one-time
funding for a specific situation. In other cadés,
ministry makes and effort to invest in such a wet t
other families in similar situations can benefitas|.
Often such funding comes as a result of a
recommendation from a multidisciplinary assessme
team like the Partners program.

In special cases, the Ministry of Children and Yout
services has advocated for funding for families in
crisis. Sometimes this takes the form of one-time
funding for a specific situation. In other cadés,
ministry makes and effort to invest in such a wegt t
other families in similar situations can benefitasl.
Often such funding comes as a result of a
ntecommendation from a multidisciplinary assessme
team like the ones housed within KidsAbility and

nt

Lutherwood / KidsLINK.

49



Service Providers in Guelph/Wellington Providers in Waterloo Region

Category

Respite & The Community Care Access Centre sometimes | KW Habilitation Services is mandated to serve
Recreation provides respite support to families and individual | children with developmental disabilities including

with ASD. In these cases, families are refertimg
CCAC because they are not able to access respite,
sufficient respite, based on the limited fundingyth

have through the SSAH dollars. CCAC tries to expardhildren per weekend. All referrals are madeulgto

their eligibility criteria for some of these ASDs=s on
an individual basis but at best individuals with[AS
can only receive limited hours with a personal supp
worker. In addition, even though some may fit the
eligibility criteria CCAC may not be able to find
workers who are trained to deal with developmenta
disorders and therefore the problems of respite for
families with ASD individuals is not solved.

ASD. They provide respite for children 6-18 yeafs
@ge. Services are provided for 3 out of 4 weekgeds
month and they are able to serve approximately 6

DSAC.

The CHAP program, run through TRELLIS and
Family Counseling, supports families in using SSA
funds. It includes four full-time SSAH Coordinator
and one part-time SSAH Recruitment and Training
/ICHAP Coordinator. The CHAP Program aims to fir]
a large base of workers interested in supporting
persons with developmental disabilities including
autism and/or physical disabilities to provide
meaningful respite opportunities through communit
based options. Families are able to connect with
workers after viewing worker profiles. Special
Services At Home funding can be used to pay

for independent respite work. Agencies are able to
access workers to enable individuals to participate
community based respite opportunities.

Parents for Community Living have 8 group homes
Honly 1 home serving children. It is located in Whie
for children up to 18. (2 permanent beds and 4iteesp
beds) and provides weekend and day respite. Risfe
care made solely through DSAC.

but

rra
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Service
Category

Providers in Guelph/Wellington

Providers in Waterloo Region

One element of CHAP is a website called
respiteservices.com that enables families and werk
to register and link with one another.

Kids Link provides respite for two weekends a mon
eevery 1st and 3rd weekend of each month from

September to June with extended hours over Chrss

and extended hours over March break

All referrals for this service must come throughAuS

All meals are provided. Services are availablkids

aged 5-12.

Serves 6-8 children per session and is seekingrfgnc

to expand this to 12-14.

kids:1) in order to be able to serve kids with
behavioural issues.

These respite programs are heavily staffed (about 2

ma

)

D

Kerry's Place offers some limited respite, mosthyao
project basis for limited periods of time. Thegatun
social groups for children and adults, including an

ongoing group for families dealing with Asperger’s.

Extend a Family offers respite workers to familath
children who have a developmental disability. @fte
EAF SSAH workers also provide respite services.
Access to respite services is via DSAC and it has a
long waiting list

Extend-A-Family also runs summer camps program
and manages “summer enrichment” dollars. Generz

they integrate kids into mainstream summer camps,

S
ally

The Autism Society of Ontario runs a program thirot
which families can obtain two weeks of partially
funded one-on-one care or special needs camp

19

experience for their special child.
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Service
Category

Providers in Guelph/Wellington

Providers in Waterloo Region

Hopewell Children’s Homes Stephanie House is & fidautherwood offers short-term, 5-day respite housing

bedroom house providing residential respite care fo
children up to the age of 18 who are experiencing
behavioural challenges resulting from ASD, dual
diagnosis or other causes. Stays range from laday
one month. Respite services also include:

day respite support for children with a worker

through the Safe Haven program at Betty Thomson
Youth Centre for you aged 12-15.

KidsAbility runs teen groups for adolescents with
developmental disabilities. These groups focus on
building social skills and are also a form of réspi

Fee-for-service respite is available through Sunbea
Lodge and Pioneer Youth Services.

Other Services

KW Habilitation Services operates a snoezelen rtom
provide visual, olfactory and tactile stimulatian t
children and adults with a disability. Users dof th
room must come with a staff member from the
referring agency who has specialized training & th
use of the room.

nThe Guelph-Wellington Association for Community
Living operates a snoezelen room to provide visual
olfactory and tactile stimulation to children arduls
with a disability.

National Service Dogs is a non-profit organization

based in Cambridge that breeds, trains and places
Labrador and Golden Retrievers with children who
have autism. They work with families across Cana

time of application. Families interested in geijta

service dog typically play an active role in fundiag
the $18,000 required, and must also participate in
training. The wait list for a service dog is antly 1

)

Children must be between the ages of 2 and 8 at the

la

year.
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Service
Category

Providers in Guelph/Wellington

Providers in Waterloo Region

Systems
Integration &
Service
Provider
Training

The Wellington Developmental Services Planning
Group (which includes Family Counseling, Trelliada
many others mentioned above) has been working t
augment the existing continuum of respite supgarts
Guelph-Wellington. This group encompasses all

developmental services for both children and adults

Child Care Special Needs Resourcing Partnership

bwho work together to create and support child care
services that meet the special needs of childrdn an
their families in Waterloo Region. CCSNRP meets
monthly to confirm the provision of services for
children with special needs, identify system wide
priorities and challenges, and supports the service

of WDSPG.

(CCSNRP) is a partnership of 7 community agencies

coordination of referrals from parents and communit
professionals to the Child Care Special Needs Acces
Point. The mandate of CCSNRP is narrower than that

Kerry’s place offers capacity development services
(e.g., training, workshops to community groups.etc

Kerry’s place offers capacity development services
(e.g., training, workshops to community groups.etc)
For example, they are working with KidsAbility righ
now to help them think through how social groups
could be offered in waterloo on a train the trainer
model.

Erinoak and the Geneva Centre both run varioussty

PErinoak and the Geneva Centre both run varioussty

of service provider training programs.

of service provider training programs.
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