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In 2010 Nova Scotia was poised to be a national leader in  
autism supports. That year, the government released the  
Autism Management Advisory Team Report on Lifespan 
Needs for Persons with Autism Spectrum Disorder (AMAT 
Report).1 The report meticulously detailed recommendations 
to support Nova Scotians with autism through each stage of 
life — from early intervention to supports in adulthood.  
When this report was published, Nova Scotia had the oppor-
tunity to lead the country in Autism awareness, acceptance 
and service delivery. Sadly, the opportunity was not seized.  

Progress to address the lifespan issues identified in the 
AMAT report has been minimal. Demand for autism 
supports continues to grow, and Autism Nova Scotia is 
working tirelessly to respond. Although every effort is 
made to ensure that solutions for support are robust, 
sustainable and systemic, the programs and services 
the organization has been able to build are often 
piecemeal. Autism Nova Scotia’s capacity is being 
strained just as demand and need are growing to new 
heights.  

Today in Nova Scotia, many families and individuals 
living with autism spectrum disorder are in crisis. Some 
are desperately trying to access mental health support, 
while others are in crisis because of barriers to health 
care delivery. Families and individuals are struggling in 
the face of gaps in the education system, shortage in 
funding for family respite, lack of transition to employ-
ment programs and employment support, as well as 
limited residential supports. The challenges people 
with ASD and their families face are real, significant, 
and costly. 

In the almost six years since the provincial AMAT 
group delivered recommendations to government, 
the prevalence of autism has increased from 1 in 110 to 
current surveillance indicating a prevalence of 1 in 68.2 
This means that if prevalence rates remain the same, 
there may be as many as 13,900 Nova Scotians on the 
Autism Spectrum.

Put simply, our awareness of the needs of individuals 
with autism is increasing rapidly, but the supports and 
resources are not keeping pace. The band-aid ap-
proach is not working. Given recent concerns around 
Nova Scotia’s demographic pressures, it is simply not 
an option to leave thousands of citizens — Autistic 
individuals and their families and caregivers — out of 
full participation in society and the economy because 
of a lack of supports. 

This document is both an overview of a problem and 
a proposal for a solution. It explains the work that Au-
tismNS is doing to support people with ASD and their 
families, and the work it is doing to fill critical gaps 
in support. It also proposes how AutismNS, working 
closely with government and other key system service 
delivery players, could create a more sustainable sys-
tem of support.

Executive Summary
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A note on Autism Language 

Throughout this document you will see Autism Spec-
trum Disoder, and how it applies to individuals and 
their families, referenced in a number of ways. 

Language within the Autism community is evolving 
as more is understood about the condition and how it 
impacts individuals and the lives they lead. 

Autism Nova Scotia represents a large and vibrant 
community — supporting individuals directly as well as 
providing supports for families and caregivers. 

The self-advocates who contribute to Autism Nova 
Scotia have varied preferences when it comes to how 
they would like to be identified. Some prefer identi-
ty-first language and wish to be called, “Autistic” while 
others would rather people use “person-first” language 
such as “on the Autism Spectrum” or “Individual with 
Autism”. 

One thing that we are very adamant about is that it is 
up to the individual themselves to determine how they 
wish to be identified. 

That is why you will notice we include these different 
representations throughout the Choosing Now doc-
ument, in the hopes that our members can all relate, 
and see themselves within this report. 

There are some terms that we, as a community, are 
working to move away from — such as “high func-
tioning” and “low functioning”. How well an individual 
functions has long been qualified by ability to use ver-

bal language and their IQ levels. This not only places 
unfair assumptions about individuals who are non-ver-
bal, or those who have learning disabilities — but it 
also creates barriers, often insurmountable, against 
Autistic individuals who may have high IQs but face 
significant challenges, for example, with social commu-
nication and problem-solving skills. 

In 2016, the magazine, The Atlantic published a story 
on the outdated use of the high/low functioning labels 
stating, “Even being tagged as high-functioning can 
have unfortunate consequences. Any person, regard-
less of whether they have autism, functions better 
in some areas of life than in others, whether that’s 
making and keeping friends, learning and remember-
ing information, taking care of themselves, communi-
cating, solving problems or paying attention. Saying a 
person with autism is high-functioning implies they are 
competent in all of these areas, but that’s simply not 
true...In practical terms, either label can be limiting: It 
might prevent one child from participating in activities 
she wants to do, or exclude another from getting the 
services he needs.”3 

The references to functioning levels are only used in 
this document when directly part of sourced informa-
tion. At all other times, we do our best to avoid these 
terms as we believe they do not adequately reflect the 
great attributes, and the significant challenges, that 
are faced by individuals on the Autism Spectrum. 
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PART 1:

Introduction and Background 
of this Report
Autism Spectrum Disorder is a complex neurodevelopmental 
disorder that affects a person’s ability to communicate and 
interact, both with other people and with their environment.4  
At one time autism was thought to be a rare condition, but it 
is now recognized as one of the most common developmen-
tal disorders. Prevalence rates have soared from 1 in 2,500 
during the 1960s to 1 in 110 in 2009 and now sit as high as 1 
in 68.5 Whether the prevalence of ASD diagnoses remains the 
same or continues to increase for the foreseeable future, the 
needs of this population and their families will affect all gov-
ernment departments, and will continue to necessitate new 
community services and programs.

The increase of people diagnosed with ASD has com-
pelled parents, self-advocates, educators, employers, 
community employment support agencies, and a host 
of community sector stakeholders to call for a more 
robust system of responsive and proactive supports, 
education, and services. They are calling for resources 
that can help this population achieve their potential 
through full community, economic and social inclusion. 

As the prevalence and number of people with ASD 
has grown in Nova Scotia, the Autism community in 
the province has responded by trying to develop clear, 
evidence-based plans for how to best support their 
wide array of needs. In 2010, the Nova Scotia Autism 
Management Advisory Team (AMAT) published Autism 
Management Advisory Team Report on Lifespan Needs 
for Persons with Autism Spectrum Disorder (AMAT 
Report).6 The report identified top priorities as:  

• Early diagnosis and intervention;

• Well-trained educators;

• Health professionals and respite workers; and 

• Needs-specific resources and services.

In response, the Nova Scotia government called to-
gether a working group that developed the Autism 
Spectrum Disorder Action Plan.7 It set out key priorities 
and identified gaps in services and programs across 
the province and across sectors. The Action Plan 
acknowledged five key areas of future government 
investment and support:

1. Intervention and support service for families with 
preschool children diagnosed with ASD;

2. Support for school-aged children with a diagnosis 
of ASD;

3. Supports for adults with ASD and their families;

4. Skills training and awareness; and

5. Partnerships to support programming and 
services.

The vast majority of government attention and invest-
ment for autism services, both before and after the 
AMAT report and subsequent Action Plan in 2011, has 
been focused on early intervention:
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TABLE 1: Comparison of Autism Society Funding Sources, Staff Details, and Funding per Person with ASD by Province

• In 2001 the Early Identification and Intervention 
Services project, a three-year pilot, was given $2 
million per year to enhance services such as early 
intervention, speech and hearing. Funding was 
placed into base budgets after the pilot term.

• In December of 2004, Nova Scotia instituted 
Early Intensive Behavioural Intervention (EIBI) as 
a $4 million yearly commitment for preschool-
aged children diagnosed with ASD. The fund is, 
importantly, not accessible to children and families 
once a child is in the school system. 

• In 2011, an additional $4 million was invested in 
EIBI, to remove the random selection process 
and ensure all children with a diagnosis of ASD 
accessed treatment before age six.8

• In 2015, an additional $1 million was invested to 
address the long wait lists, making the annual 
government expenditure on ASD-specific services 
$11 million.

• In 2016, an additional $3.6 million was invested in 
EIBI.

There is much evidence proving that investment in ear-
ly intensive interventions can greatly improve a child’s 
development, lead to successful transitions into school, 
and build support for people with ASD in the commu-
nity and employment across their lifespans. 

However, as important as investment in early interven-
tion is, there are a suite of supports and services be-
yond those targeted at preschool-age children which 
people with ASD, their families, and Nova Scotian 
communities as a whole require for people with ASD 
to realize their full potential. Also, there is currently a 
cohort of Autistic adults in Nova Scotia that did not 
receive early intervention (EIBI), and that require sup-
ports.

The Nova Scotia Government has made some small 
but very important investments in other areas of 
support. Yet much of the ASD-specific support and 
service infrastructure in Nova Scotia has been left to 
the ASD community, with the coordinating support of 
Autism Nova Scotia (AutismNS), to deliver with little to 
no financial support from the provincial government.  

As this report outlines, the rapid growth of AutismNS 
as a charitable organization and community resource, 
as well as the expansion of its work into new areas of 
services and supports, are symptomatic of two major 
shifts in our landscape:

1. A growing awareness of additional issues that 
people with ASD confront over their lifespan, along 
with a growing recognition of the various and very 
diverse manifestations of autism; and

2. A growing recognition of the need for a flexible 
continuum of supports for people across this 
broader (and further broadening) spectrum of 
individuals with autism.9  

The growing prevalence and profile of ASD has led to 
increased awareness among Canadians — and Nova 
Scotians are no exception — of the challenges that 
people with ASD confront in their daily lives, and the 
potential for a more holistic approach to inclusion. Far 
from being overwhelmed by the needs before us, Nova 
Scotians across the private, public and community 
sectors are calling for better education, services, and 
expert support assistance that can help people with 
ASD realize their full potential at home, in school, in 
the workplace, and in their communities. This requires 
a collaborative multi-sector and cross-discipline ap-
proach.

AutismNS is the leading community-based organi-
zation in Nova Scotia that supports individuals with 
autism, while also supporting their families, educators, 
employers, employment agencies, healthcare profes-
sionals and researchers throughout the province. Over 
the last five years, AutismNS has expanded rapidly 
to try and meet the demand for more and new kinds 
of support, programs and services in areas such as 
employment, education, respite care coordination, 
expanded family support, system navigation support, 
social and life skills training, autism appropriate hous-
ing, and a host of others (See Appendix: Organization-
al Structure).10  

This increased demand and growth is placing a tre-
mendous strain on AutismNS’s current resource base 
— yet the organization has been rising to the chal-
lenge, developing a well-respected, multi-sector, and 
collective impact approach to service, program and 
support delivery. 

As shown throughout this document, AutismNS strives 
to create effective and efficient systems in collabo-
ration with other stakeholders that leverage existing 
community capacity and avoid duplicating efforts. 
Through careful collaboration and program develop-
ment, AutismNS has established scalable models for 
education, employment, social and life skills supports 
and services that have a real potential to be transfer-

INTRODUCTION AND BACKGROUND OF THIS REPORT
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able to other disability groups. Moreover, AutismNS is 
constantly working to identify and map clear pathways 
through all of the effective supports that are available, 
thus providing guidance through complex systems and 
resources that are navigable for people with ASD and 
their families.

AutismNS’s steadfast focus, collaborative model, and 
many achievements have earned Nova Scotia’s Autism 
community a esteemed reputation on the national 

level. However, AutismNS’s ability to do this work is 
greatly constricted by its funding, and the increasing 
need from families, health professionals, community 
employment agencies, front line health care workers 
and first responders, education professionals and pa-
ra-professionals, employers, not-for profits, and others 
is stressing the organization’s ability to be a consistent 
intervention support. Despite the stress on resources, 
AutismNS’s vision for service and support systems 
remains clear, but they can’t do it alone. 

Funding of Autism Societies Across Canada: a Comparison

The issues described in each section of this proposal 
outline much of the work that AutismNS is doing in the 
provincial community, helping identify gaps in services, 
offering extensive programs to help build the quality of 
life and self-determination of people with ASD, helping 
with system navigation, and helping build a collabo-
rative network of partners and service providers that, 

by any measure, gets formidable results for its staff to 
outputs ratio. And yet, as the following chart reveals, 
AutismNS does so with little funding support from the 
provincial government. The chart below draws from the 
membership of societies in the national organization, 
Autism Canada, presenting the government support 
received by autism societies or resource centres.11

INTRODUCTION AND BACKGROUND OF THIS REPORT
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Table 1: Comparison of Autism Society Funding Sources, Staff Details, and $/Person with ASD by Province in 2015

ORGANIZATION GOVERNMENT OTHER
TOTAL  
EXPENDITURE* STAFF

$/PERSON  
WITH ASD 
(GOVERNMENT / 
TOTAL)

POTENTIAL #  
INDIVIDUALS  
WITH ASD 
(based on 2015 
population and an 
incidence rate of 1 in 68)

Autism Nova Scotia $64,800 (5%) $1,135,200 
(95%)

$1,200,000 15 Full-time     
7 Part-time      
3 Casual      
1 Internship    
26 Summer

$3 / $57 13,868

Autism Society of  
Newfoundland and  
Labrador

$759,970 (45%) $928,852 (55%) $1,688,822 25 Full-time     
4 Part-time    
13 Summer

$65 / $144 7,762

Autism Society of  
Prince Edward Island

0 $60,000 
(100%)

$60,000 1 Full time $0 / $18 2,153

Autism Resource 
Centres (New 
Brunswick)

$300,000 NA NA Minimum of 
10 part time 
staff

$18 / NA 11,087

Federation 
quebecoise de 
l’autisme

$153,908 (69%) $68,097 (31%) $222,005* 3 Full time <$1 / $1 121,524

Autism Society 
Ontario

$2,520,000 
(42%)

$3,480,000 
(58%)

$6,000,000 25 Full-time  
30 Part-time  
1/2 Casual  
1/2 Intern    
2/3 Summer

$8 / $20 202,825

Autism Society of  
Manitoba

$5,000 (100%) $5,000 None $0 / $0.17 19,021

Autism 
Resource Centre 
(Saskatchewan)

$817,302 (80%) $92,222 (20%) $1,016,936* 6 Full time     
63 Part time

$49 / $61 16,671

Centre for Autism  
Services (Alberta)

$8,334.56 (16%) $43,756 (84%) $52,091 1 Part time        
1 Contract

$3 / $11  
Alberta Total

61,713  
Alberta Total

Autism Edmonton $165,000 (30%) $385,000 
(70%)

$550,000 3 Full time     
9 Part time    
7 Casual        
1 Internship      
2 Summer

   

Autism Calgary $85,000 (20%) $340,000 
(80%)

$425,000 4 Full Time  
4 Part Time  
1 Casual 
2 Intership  
0 Summer

 

Autism Society of  
Britsh Columbia

$250,800 
(66%)

$167,200 (44%) $380,000 4 Full time       
6 Part time

$2 / $4 68,869

Autism Yukon $75,000 (75%) $25,000 (25%) $100,000 1 Full time $90 / $120 550

North West Territory 
Autism Society

0 0 0 None $0 / $0 649

Nunavut Territory $0 / $0 543

CUMULATIVE TO-
TAL  $5.0 mil (42%) $7.0 mil (58%) $12,043,067 n/a $6 / $15 527,232

Sources: from Canada Revenue Agency Charitable Returns, 2015; Library of Parliament for NB data; Statistics Canada, CANSIM, 
table 051-0001

INTRODUCTION AND BACKGROUND OF THIS REPORT
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As this cross-jurisdictional scan shows, government 
funding and support for Autism Nova Scotia is remark-
ably less, as a percentage of organization expenses, 
compared to every other province. 

This number is even more astounding when one takes 
into account that, where many provinces have autism 
centres, working alongside separate autism societies—
and both receive funding—AutismNS is effectively an 
amalgam of these resource centre and society func-
tions, working with a fraction of the resources. Com-
pare this situation to New Brunswick; there, $300,000 
is invested each year in 10 Autism Resource Centres, 
which do much of the same navigation support and 
even program delivery work that AutismNS does in 
this province.12 At the same time, the Autism Society 

in New Brunswick receives additional funding. Centres 
for Autism Services in Alberta (97%), Ontario (55%), 
and Saskatchewan (85%) also receive funding above 
and beyond what is received by the local Autism soci-
eties.13 

However, the Nova Scotia government has generously 
funded a number of pilot projects developed by Au-
tismNS over the last several years—programs such as 
our Transition Readiness and Autism Community Em-
ployment program, Launch Pad and the Respite Care 
Database. However, the needs for community capacity, 
and the value of the services that AutismNS is render-
ing to the existing ASD support system, is beginning 
to over-tax the organization. A clear case exists for 
additional government funding of targeted initiatives.

Purpose of this Proposal: A Model of Collaborative Service and Support  
and a Case for Sustainable Funding

The proposal that follows is an effort to outline each of 
the major issue areas of service or support for peo-
ple with ASD, their families, and our communities. It 
follows the same basic structure for each support or 
service issue, as follows:

• Position: A statement of AutismNS’s core 
principle(s) in this particular area of support or 
service;

• Issue: Framing the larger social and systemic 
challenges that Nova Scotia confronts in the 
area, including an outline of existing supports or 
services if applicable; 

• Cross-Jurisdictional Comparison: Where 
appropriate and needed, this proposal offers 
a look at best practices in other provinces 
or countries, with a focus on those that take 
advantage of collaborative networks and multi-
sectoral stakeholders;

• Outcomes: The outcome that AutismNS, and 
its many partners and supporters, are working 
towards.

• Recommendations: Recommendations to 
government for enhanced support and services 
for families and individuals living with ASD in the 
province.

Autism Nova Scotia understands that it must play a 
coordinating and leadership role in establishing best 
practices and real supports; it is not enough that the 
organization merely point in the direction the province 
must head and wait for others to do the work. Au-
tismNS is fully committed to being a leader and collab-
orator in the journey, working with all Nova Scotians. 
Therefore, each “issue” section of this report situates 
AutismNS at the heart of the work that must be done, 
but shows how closer collaboration and support from 
government can help us get there. Taken together, 
the issues and suggested outcomes in this report will 
clearly outline how:

• AutismNS acts as a coordinator in a multi-sector 
approach to support for people with ASD;

• AutismNS’s expertise can be leveraged by 
government to enhance capacity to support 
people with ASD;

• Government should prioritize and target 
investment, at a departmental level; and

• AutismNS is already working towards these 
outcomes, independently or by building 
collaborative networks of service and support 
providers.

INTRODUCTION AND BACKGROUND OF THIS REPORT
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Understanding Autism: A Background on Unique and Complex Needs

The issues and ideal system outcomes outlined in this report 
are informed by an understanding of ASD that comes from 
research and experience. This section will help readers grasp 
the basics of the understanding that underlies the proposals 
and challenges identified in the rest of the report. 

THE BASICS

People with ASD exhibit a wide range of behavioural 
challenges stemming from difficulty in verbalizing 
thoughts, managing anxiety, dealing with change, 
participating in group activities, understanding and 
navigating conversation and social interaction—which 
all lead to problems coping with what many of us take 
for granted as everyday, routine activities.14 ASD is 
diagnosed typically around the age of three years old, 
and is almost five times more likely to be diagnosed in 
males than females.15 It presents as (and is diagnosed 
by assessing) core deficits in social communication/
social interaction and restricted, repetitive patterns of 
behaviours, interests or activities.16 As the name “spec-
trum” suggests, the way that these deficits present can 
vary across a broad spectrum in several core areas. 

COMMUNICATION
Nonverbal   Verbal

SOCIAL INTERACTION
Not interested in others   A variety of friendships

SENSORY
Not very sensitive (hypo)   Very sensitive (hyper)

MOTOR
Uncoordinated   Coordinated

MEASURED INTELLIGENCE
Intellectual disability   Gifted

BEHAVIOURS
Mild   Intense

TABLE 2: Range of impact to skills Adapted from Center for 
Disease Control and Prevention (2015b)

Source: Center for Disease Control and Prevention, 2015

In other words, because autism is a spectrum disor-
der, the way it presents is extremely diverse, varying 
from person to person. For example, 25% of people 
with ASD do not talk (are nonverbal), while others 
may have limited verbal skills and use 1-2 word utter-
ances, and still others are able to speak well.17 Some 
people with ASD may seem reclusive and avoid social 
interaction, whereas others may be very outgoing. The 
complex range of impacts that can come with ASD 
could manifest, for example, in someone having limited 
verbal skills but who is intensely interested in social 
interaction, or someone who is highly verbal but not 
interested in people, etc. People with ASD may also 
experience a spectrum of impacts in sensory sensitivi-
ties. Hypersensitivities (when an individual experiences 
a particular sense more strongly than their peers) may 
result, for example, in someone who avoids or is averse 
to certain sounds or types of light. On the other end of 
the spectrum, there are those who experience varying 
hyposensitivities (experiencing a particular sense less 
than their peers). People with hyposensitivities may 
seek out additional stimulation of a particular sense, so 
they may engage in repetitive or unusual movements/
actions, or patterns of behavior that satisfy their need 
to experience that sense more strongly.  

INTRODUCTION AND BACKGROUND OF THIS REPORT
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COMMON CHALLENGES

Routines and structure can be very important for peo-
ple with ASD, though again the extent of this varies 
across the spectrum, but often means that unexpected 
changes or differences to a routine can be very upset-
ting for individuals with ASD.18 Routines and structures 
therefore help create predictability and understanding, 
and can help in alleviating anxiety and negative stress. 
But this should not be taken to mean that a person 
with ASD is set in their behavior, or unable to adapt to 
shifting conditions. Instead, as with all core capacities 
impacted by ASD—and like everyone in society—peo-
ple with ASD have strengths in some areas and weak-
nesses in others. For example: a person with ASD may 
have a strong ability to enter data into a computer 
without making very many errors as part of their job; 
however, the same person could greatly struggle with 
interacting with their colleagues during lunch. 

Understanding that “the spectrum” refers to a spec-
trum of impacts across a variety of capacities is im-
portant because it challenges an often oversimplified 
notion that the “autism spectrum” refers to a range 
of ability, with those “more affected” being “lower 
functioning”, and those who are “less affected” be-
ing “higher-functioning.” Importantly, the complexity 
of impacts means that someone may appear “higher 
functioning” because of their communication skills, 
high intelligence, and lack of sensory sensitivities, but 
they are still highly affected or impacted within a so-
cial context by their autism in certain environments. 

The high-functioning/low-functioning binary is a 
common misunderstanding associated with Asperger’s 
Disorders, which was recently folded into the encom-
passing diagnosis of ASD.19 The essential features of 
Asperger’s Disorders are “severe and sustained im-
pairment in social interaction and the development 
of restricted, repetitive patterns of behavior, interest, 
and activity”.20 Asperger’s does not typically present 
with communication deficits and people with As-
perger’s are typically considered to be on the “high 
functioning” end of the autism spectrum. People who 
self-identify as having Asperger’s also commonly have 
a very specific area of interest that they know a great 
deal about. But their struggles with understanding the 
“hidden curriculum” of social situations (e.g., nonverbal 
cues), and some behaviours or lack of social skills and 
executive functioning may lead their peers or co-work-
ers to see them as lacking empathy or being “awk-
ward.” In many ways, someone with Asperger’s syn-

drome can be seen as confronting a larger disability 
than those having received other diagnoses because 
of their specific difficulties navigating social situations, 
which have an adverse impact on things such as em-
ployment.

AUTISM’S CO-DIAGNOSES AND THE WEAK 
RELATIONSHIP BETWEEN IQ AND ASD 

The frequency and variety of disabilities that are co-di-
agnosed in people with autism makes it additionally 
complex. Mental health issues are extremely common 
for people with ASD. For example, recent studies 
suggest that depression, schizophrenia and psychosis 
are common, and that anxiety is particularly common, 
affecting as much as 84% of the population diagnosed 
with ASD.21

Despite the complexity of autism, it is too often 
wrongly characterized and assessed using IQ profil-
ing to evaluate “severity” or need. The leading view 
in policy circles up until recently was that as many as 
70% of people with ASD had an intellectual disability 
(IQ<70).22 Intellectual disability is common, but recent 
studies suggest that the prevalence of intellectual dis-
ability among people with ASD may be considerably 
lower.23 Some recent studies have suggested that as 
few as 30-50% of people with ASD have an intellec-
tual disability. Regardless of the rate, recent evidence 
suggests that an IQ-focused approach to ASD is a 
square peg for a round hole—the relationship is weakly 
correlative, a poor predictor, and certainly an inaccu-
rate tool for assessing both the existence of ASD, and 
the disabling dimensions of it.24 

Though autism is commonly co-diagnosed with other 
disabilities, it is important to understand that it is its 
own disorder and can create particular alignments 
of disability that demand tailored accommodations 
through unique service, support systems and social 
structures. The American Psychological Association 
recognizes ASD as a distinct developmental disability, 
as does the Government of Canada and Nova Scotia.25 

INTRODUCTION AND BACKGROUND OF THIS REPORT
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Autism Is a Unique Disability and Specialized Support is a Right 

Autism is, then, a developmental disorder that results 
in unique disabilities that have particular and special-
ized needs. Legislation and regulation in Nova Scotia 
acknowledges autism’s status as a disability with spe-
cial needs at the school level.26 

Canada is also a 2010 signatory to the UN Convention 
on Rights of Persons with Disabilities, which seeks to 
“promote full and equal employment of all human rights 
and fundamental freedoms by all persons with disabili-
ties and to promote respect for their inherent dignity”.27 
This means that a strong social and legal case can be 
made that accommodation of ASD and its special needs 

(accommodations, supports, and the services integral 
to their delivery) are not simply an accommodation 
ensuring individual welfare, but rather a human right. 

Despite the growing body of evidence that autism 
demands particular supports, services and accommo-
dations, often different from those needed by people 
with intellectual disabilities, much of the current ser-
vice system in Nova Scotia and throughout the country 
is geared towards supporting people with an intel-
lectual disability.28 As this report highlights on several 
fronts, AutismNS has developed complimentary, but 
distinct systems and supports. 

The Cost of Not Acting

Alongside the matter of the human rights of peo-
ple with ASD, there is a social cost to not acting to 
support and serve people with ASD throughout the 
lifespan, and a convincing rationale for how tailored 
supports and services could help Nova Scotia become 
a more efficient, sustainable society, by becoming 
more inclusive. 

Failing to address the needs of people with autism has 
an enormous cost. Using figures from studies in the US 
and Ontario,29 it is estimated that the cost of support 
for a single generation of people with ASD in Canada 
could range from $1.4 to $8.4 billion CDN. Costs are 
largely being downloaded onto families and individu-
als, however, which one UK study estimates can cost 
$1,325 CDN per week, or $68,900 CDN per year in out 
of pocket expenses.30 Parents are also spending as 
many as 60 hours a week on care—of which 40 hours 
would otherwise have been spent on other activities. 
One study showed that families with children with ASD 
experienced a 28% decrease in family earnings relative 
to families of kids with no disabilities.31 This area of 
research is just beginning to develop, but evidence is 
mounting that the loss in productivity and well being 
in jurisdictions with poor supports for people with ASD 
is substantial.

And in those instances where assistance beyond family 
support is needed—particularly among adults—often 
people are turning to mental health, health, and other 

systems that are ill-equipped to work with people with 
ASD, and that do not recognize and support ASD. This 
results in additional costs and strain to these systems, 
as many people become trapped in a cycle of health 
and community interventions that fail to give them the 
appropriate tools. And this societal cost tells nothing 
of the hidden cost that comes from reliance on disabil-
ity supports and other social service funding by some 
who simply require basic life, social and employment 
skills training, and perhaps low intensity ongoing sup-
ports. One Ontario study has recently concluded that 
almost 75% of people with ASD had an annual income 
below $30,000, and that the source of income among 
over 50% of those people was a disability support, 
while less than 13% had fulltime employment and 6.1% 
had some form of part-time employment.32 The cost 
associated with inappropriate supports is, in many 
ways, as much a failure as no supports at all. In creat-
ing supportive, inclusive and individualized supports 
that work for people with ASD, Nova Scotia has the ca-
pacity to be a society where our goals to support align 
with our goal to build a more sustainable economy, 
driving down dependence on costly and often cyclical 
usage of poorly tailored supports. 

For the estimated 21,000 people with autism in Nova 
Scotia,33 necessary supports are only beginning to take 
shape, and are particularly underdeveloped for adults 
transitioning from the school system. Those leaving 
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the school system, and their families, are finding what 
is commonly referred to as a “support cliff” as the 
wider supports available in school are not replaced, or 
are filtered by IQ-derived criteria, or are not support-
ed by developmental service providers who lack the 

knowledge or training to deal with complex and highly 
individualized needs.34 The result is that people with 
ASD are experiencing a level of social and economic 
exclusion that many thought our society was well past.

Table 4: Estimated # of Nova Scotians with ASD in 2015—based on changing prevalence rates since 200035
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Choosing Now: Building Sustainable Support through Collaborative 
Frameworks

The 2013 Report of the Nova Scotia Commission 
on Building Our New Economy, or One Nova Scotia 
Report,36 and the subsequent work of the OneNS 
coalition, called on Nova Scotians to address 
demographic and community sustainability challenges. 
To achieve these goals, these reports identified 
important priorities and objectives that could help 
achieve sustainable prosperity in the province by 
embracing a new way of coming together in common 
cause. AutismNS, and the grassroots and national 
solutions that it is helping build in this province, 
represent a model of collaborative, cross-sector 
mobilization, showing “leadership, a clear vision and 
effective planning that links collaborative effort to 
larger goals for mutual benefit.”37 

On this front, AutismNS’s work aligns with several key 
goals outlined by the initial commission and carried 
over into the work of the coalition: 

1. Labour market development: increase labour force 
participation to the Canadian rate—particularly by 
focusing on those groups and cultures that have 
been historically marginalized from participation; 

2. Lower youth unemployment to the national 
average; 

3. Post-Secondary education training: increase 
population of adults who complete a certificate;

4. Excellence in education and training;

5. A shared commitment to sustainable development 
and regulatory excellence; and

6. Integrating economic development services and 
promoting entrepreneurship.

Nova Scotia may face unique challenges in some 
respects, but AutismNS’s principle that inclusive 
communities are sustainable and prosperous 
communities aligns with a way of thinking that 
is defining the agenda around the world. This 
way of thinking aligns inclusion with sustainable 
development. Recent reports by the Canadian Council 
for International Co-operation have highlighted how 
the move at the federal and provincial levels towards 
inclusion aligns with the Sustainable Development 
Goals (SDGs) that Canada supported at the United 
Nations post-2015 development summit earlier this 

year.39 These SDGs called for, among other things, 
equal access to education and full and productive 
employment, along with the need for accessible 
schools, transportation and public spaces, and 
the enhancement of political, social and economic 
participation by persons with disabilities.40 The 
OneNS reports and coalition, as well as the federal 
government, and a host of other United Nations 
organizations and member nations, all share the view 
that full inclusion of people with disabilities is not only 
integral to the social and economic sustainability of 
any society—it represents a real opportunity. Nova 
Scotia is no different, and a concerted effort to deliver 
efficient collaborative supports for people with ASD 
across their lifespans is one very important part of all 
Nova Scotians being part of a more sustainable future. 

Together, we can choose now.

When looking at the broader autism landscape, 
Nova Scotia is already at the leading edge of grass-
roots initiatives for support, a strong participant in 
national programs, and a national leader in building 
clear systems and services that leverage community 
collaboration. As this report shows, AutismNS 
is coordinating, participating in, directing, and 
supplementing important services that are having a 
significant collective impact on Nova Scotia’s social, 
support and economic landscape. We hope that, in 
this time of transformation, the government sees 
that AutismNS offers a strong model for support and 
services. With government collaboration, this model 
will not only help Nova Scotia catch up to the rest of 
the country, but will create mechanisms to stably fund 
programs, services and supports that benefit every 
Nova Scotian. 

INTRODUCTION AND BACKGROUND OF THIS REPORT
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PART 2: 

Introduction to the  
Issues Section
The following section moves through roughly divided areas 
of needed support and barriers to give readers a very broad 
understanding of the issues, AutismNS’s position on ideal 
system outcomes, and recommendations for some steps to 
take towards an ideal system for that given area. Where ap-
propriate, a cross jurisdictional comparison is used to high-
light innovations or best practices that inform the recom-
mendations. 

Early Detection and Diagnosis 

PRE-SCHOOL DIAGNOSIS 
Most children who are diagnosed with ASD are be-
tween the ages of three and five. For the majority of 
families in Nova Scotia, parents and caregivers are the 
first to notice differences or indicators in their child’s 
development, and they then reach out to their family 
doctor as their first point of contact. In Nova Scotia, 
after speaking with their family doctor, the doctor then 
sends a referral to a multi-disciplinary team of profes-
sionals qualified to assess and diagnose in their region. 
The diagnostician(s) then make an appointment with 
the family at a designated site.41 

A diagnosis in Nova Scotia is based on a number of 
tests that offer a profile of the child’s strengths and 
needs. In the current process, a child waits between 1.5 
and 2 years for an assessment. These long wait times 
result in reduced or delayed access to early interven-
tion and supports. As research indicates that earlier 
interventions yield better outcomes, some families are 
choosing to pay for expensive private diagnosticians 
out-of-pocket in order to reduce wait times and access 
therapies for their child sooner. 

Position: Autism Nova Scotia believes that early iden-
tification and diagnosis are imperative services that 
ease early life transitions, help assure continuity of 
support, and reduce system expenditures by connect-
ing young people with ASD and their families to ap-
propriate service and support structures at the earliest 
possible time. AutismNS is a vital resource for families 
that have received and are working their way through 
the diagnosis process. 

ISSUES

Several issues outlined in a provincial survey of profes-
sionals and families conducted by AutismNS in 201042 
remain serious and costly barriers for individuals and 
the system. First, while improvements are being made 
in educating experts and professionals in the field, 
there is still a definite lack of understanding of ASD 
among many in the medical community; the AMAT 
report found that family doctors, psychologists, psy-
chiatrists, and occupational therapists exhibit a limit-
ed knowledge of ASD. As a result, identification and 
diagnosis are often not taking place in a timely man-
ner. Moreover, health and community service profes-
sionals, from physicians to daycare workers, who work 
with people receiving or have received a diagnosis are 



Choosing Now: Investing in Nova Scotians Living with Autism 17

often unaware of the services, supports and navigation 
assistance that AutismNS can offer in their communi-
ties. This is particularly problematic because while they 
wait for diagnosis (which vary by community), families 
often reach out to community and health resources 
such as libraries, internet support groups, other com-
munity groups, and additional health services in an 
effort to identify, locate and expedite any services or 
resources that may be available to them should they 
receive a diagnosis.43 Finally, wait times are increasing 
in some regions to as much as two years, which puts 
these children past the age of pre-school diagnosis. 

SCHOOL AGE DIAGNOSES
Although many children with ASD come to school with 
their diagnosis already in place, there are children who 
enter school undiagnosed. These are typically what 
has been referred to as “higher functioning” children 
who may or may not have already been on a wait list 
for diagnosis, or whose differences have not yet been 
identified. Some are identified in the Primary grade 
enrollment process where students are screened for 
hearing by a speech-language pathologist. This is 
then frequently the first person to suspect an assess-
ment may be appropriate. Once a child is in school, 
sometimes indicators may be observed by the child’s 
teachers. If concerns are identified, parents, admin-
istrators, and the school program planning team are 
consulted. The program planning team may decide to 
ask board-level student services staff to undertake fur-
ther observation and to recommend strategies to the 
school and family to support the student. This all takes 
time and follows a lengthy process.

All school boards in Nova Scotia have identified spe-
cific staff members who have expertise in the area 
of autism. Some boards have autism consultants or 
specialists, while others have autism lead teachers. In 
some cases, the school psychologist will also observe 
and make recommendations. If evidence that the child 
may be demonstrating characteristics of ASD persists, 
the child will be referred on to the area autism team 
or a mental health clinic for further assessment. If the 
child is subsequently diagnosed with ASD, the mental 
health team will meet with the parents to discuss the 
survey and interview findings of the assessment.

ISSUES

In some areas of the province, the psychologist or 
another member of the diagnostic team will also 
meet with the student’s program planning team at the 
school to discuss the diagnosis and the child’s learning 
profile. This process to identify and seek a screening 
for an Autism Spectrum Disorder remains the same for 
children throughout all grade levels in public schools 
across Nova Scotia. Wait times for public services 
remain a challenge. For school-aged children in the 
Central Region, for example, there is currently a two-
year wait time for a publicly-funded assessment. 

It should be noted that some families make the deci-
sion to seek out costly private diagnostic services for 
which they must pay in order to minimize wait time 
and the delay in interventions that could improve out-
comes for their child. Also, it is important to note that 
children diagnosed at school age will not have access 
to the provincially-funded EIBI program, and there is 
currently no publicly supported intervention program 
after six years of age.

Apart from the sometimes dramatic inconsistency 
in wait times for assessment across regions of the 
province, there are several additional issues and gaps 
in diagnosing school age children (ages 5 to 21). As 
with medical professionals, knowledge and expertise 
about autism at the school level varies widely across 
the province. This lack of knowledge and consistency 
leads to children not being properly identified, and 
can often result in an incorrect assumption about their 
behaviours and how their challenges manifest, result-
ing in ineffective program planning that impact the 
child’s overall learning and school experience. Fre-
quently, children who are so often presumed to be on 
the “higher functioning” end of the spectrum, having 
apparent use of language and no visible physical lim-
itations, are thought of as having behavioural issues 
and/or attention difficulties, or as being willful and 
non-compliant. This results in a delay in effective inter-
ventions, and unnecessary stress being placed on the 
families and the individuals being misdiagnosed.

INTRODUCTION TO THE ISSUES SECTION
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ADULT DIAGNOSES 
ISSUES

As the prevalence of ASD in the population increas-
es, so too does the incidence of adult diagnoses. 
Increased awareness about autism means that many 
people with Asperger’s Syndrome or other “high-func-
tioning” forms of autism (which are largely invisible 
disabilities), were previously misdiagnosed with an-
other condition, and those who were not identified as 
children, may now be seeking and receiving diagnosis 
as adults.44 

In this province, the search for a diagnosis as an adult 
is a difficult one, especially for individuals who have 
likely already struggled with barriers and challeng-
es throughout their lives.45 This search most often 
starts when an individual seeks help from a physician 
or mental health practitioner for related problems at 
work or in their social lives. Once initiated, the assess-

ment process itself can be accomplished relatively 
quickly and often brings considerable relief to the 
person finally receiving their correct diagnosis, as well 
as a clearer sense of the tools and tactics available 
to support ongoing success. However, the cost of a 
private diagnosis, which can be as much as $3,500, is 
often prohibitive for this population, and adult assess-
ment is not typically publicly funded in Nova Scotia. 
And because adults with previously undiagnosed ASD 
commonly look for a diagnosis because of struggles 
in employment, they often lack the financial means to 
afford a diagnosis. This can create additional mental 
health pressures, and cultivate a reliance on public/
community services or the health system, for example, 
where an initial investment in the diagnosis would have 
given them the opportunity to connect to appropriate 
interventionist support from the ASD community. The 
system for adults acquiring an ASD diagnosis, as well 
as support for the period immediately after, remains 
costly and unclear. 

Early Intervention and Early Intensive Behavioural Intervention (EIBI)

Once a diagnosis is received for a child, however, 
the system becomes slightly more coherent. In Nova 
Scotia, preschool-aged children who have received 
an ASD diagnosis are referred to early intervention 
services professionals who, along with parents , ideally 
work with other related professionals to develop an 
individualized family support plan (IFSP). Early inter-
vention programs help families with children from 0-6 
years old. 

In Nova Scotia, families with pre-school children diag-
nosed with autism are specifically entitled to receive 
Early Intensive Behavioural Intervention (EIBI), which 
is delivered for a maximum of one year, and is typically 
delivered the year before the child begins school. This 
leaves a significant gap between the time of diagnosis 
and treatment, which may be problematic.

Separate from EIBI treatment, there are currently 18 
early intervention programs throughout Nova Scotia, 
delivering services to preschool children with special 
needs. AutismNS has well-developed relationships 
with many of the program providers involved in early 
intervention, though these connections remain largely 
through personal rather than through formal relation-

ships. There are currently no formal evaluation sys-
tems in place for early intervention programs in Nova 
Scotia, nor specialized ASD programs that look at 
optimal intervention during the early years. This makes 
for uneven service delivery across the province, puts 
pressure on the costly EIBI system, and is a lost oppor-
tunity for the province to use other ASD-specific early 
intervention models to optimize outcomes in the early 
years, and potential cost savings for children for whom 
EIBI may not be an optimal “fit”.

In addition to these early intervention programs across 
the province, the Early Intensive Behavioural Interven-
tion program is specifically tailored to autism interven-
tion. EIBI started delivering service to families in 2005 
when Nova Scotia introduced the program, using best 
practices behavioural techniques and a team-based 
approach to improve preschooler’s communication 
and social abilities. EIBI is a one-year intensive pro-
gram led by a therapist trained in Pivotal Response 
Treatment (PRT), supported by a team that includes 
speech-language pathologists. The therapist works 
one-on-one with the child in a naturalistic setting, 
typically their home or day care. Therapy occurs on a 
graduated timeline, beginning with approximately 15 
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INTRODUCTION TO THE ISSUES SECTION

hours a week and gradually reducing to 2–3 hours a 
week by the end of the year. Parents are also taught 
techniques to support their child’s learning when the 
therapist is not present.

ISSUES

Once a child is assessed and receives an Autism 
Spectrum Disorder diagnosis, their name is placed 
on the list to receive EIBI. In the early years of EIBI, 
there were too few trained professionals to deliver the 
EIBI program to all preschool children diagnosed on 
the Autism Spectrum. As a result, a random selection 
model was utilized to determine which children would 
receive the program. If a child’s name was not chosen, 
the name was returned to the pool and was eligible for 
the next selection time. This system resulted in some 
children never being selected and they eventually aged 
out of the EIBI program. 

There was some change to the system in 2011 with 
the infusion of more funds. However, the numbers of 
diagnosed children vs. service providers still results in 
delays in service. Due to limitations in resources, and in 
order to ensure all preschool children diagnosed with 
ASD have access to EIBI before starting school, the 
EIBI program is taking children aged four or five first. 
Some families are faced with the decision of whether 
to withhold their child from school for an extra year so 
that they are able to access the program. And, in some 
situations families are not receiving a full year of EIBI 
services due to availability of spaces and start dates. 

With children being diagnosed earlier (some as early 
as two years) there is a gap in service for many pre-
schoolers who may have experienced better outcomes 
with other earlier intervention programming. More-
over, the current one year model of for EIBI has been 
determined by the availability of resources, and is not 
delivered based on the needs and outcomes of the in-
dividual child. In addition, there needs to be a seamless 
transition from the specific treatment model of EIBI to 
the supports they will receive in school. 

In the fall of 2014 the Minister of Health convened an 
expert panel on EIBI to advise on the increased de-
mand for treatment and evaluate the implementation 
of the EIBI program to date. The panel submitted a re-
port to the Minister that resulted in a further $1 million 
investment in the program to ensure that children on 
the waitlist did not miss the treatment window before 
going to school. In 2015, another panel was convened 

and resulted in an additional $3.6 million investment. 
This further speaks to the demand for services which 
applies to early intervention, but is symptomatic of 
demand across all aspects of the lifespan.

Although the new investment of funds addressed the 
immediate needs of the EIBI program, specifically the 
ever growing wait list, it did nothing to address the 
long-term demand for this program and the wave of 
children who will need access to this treatment in the 
coming years. 

The province also needs to look at the role of EIBI 
as part of a continuum of services for preschool and 
school aged children. No one service should exist in 
isolation or without a continuum of support and in-
tervention as a child ages and progresses through the 
school system, otherwise gains can turn into regres-
sion, and investments in optimizing long-term out-
comes for Nova Scotians living with ASD are lost.

 

IDEAL SYSTEM OUTCOMES
An ideal system for EIBI is one built through a collab-
orative delivery model that creates clear pathways at 
time of identification, diagnosis and early intervention. 
To facilitate the delivery of this outcome, AutismNS 
proposes the development of Autism Resource Cen-
tres that would, among other things, help coordinate 
the connection between families and early interven-
tionists and other experts, thus easing the burden for 
families during the identification process and after 
diagnosis. Other provinces have models of service and 
supports in the pre-school years that we can learn 
from a part of a continuum of care model. 

AutismNS believes there should be an evaluation of 
the effectiveness of the system around accessing EIBI 
and additional funding made available to mitigate the 
gap between needs and available services.

AutismNS will continue to work with school boards 
across the province; identifying schools that need 
additional support in autism awareness and education, 
and working to connect teachers to appropriate re-
sources that will help them gain a familiarity with and 
ability to recognize the signs, strengths, and challeng-
es associated with ASD. 
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RECOMMENDATIONS
1. Improve access to timely and high-quality 

diagnostic services for pre-school and school 
aged children in Nova Scotia. This maximizes 
opportunity for these children to access the EIBI 
program and other ASD specific services that can 
impact outcomes in the early years. 

2. Develop and implement high-quality and 
affordable diagnostic services for adults in Nova 
Scotia. 

3. Re-convene the Minister’s panel on EIBI, including 
participation by AutismNS, to advise on a long-
term early intervention and EIBI strategy for the 
province. Exploration of parent-implemented 

training initiatives as intervention options should 
also be explored by this panel, as well as a 
cost analysis to increase treatment capacity to 
include complimentary therapies (e.g. speech 
language, physical and occupational therapy, other 
behavioural therapies) as part of a comprehensive, 
publically funded ASD support system in Nova 
Scotia. 

4. Increased and enhanced access to training 
or coaching in ASD intervention for parents/
caregivers with children with ASD of all ages. 

5. Include autism screening, diagnosis, treatment and 
support in the early years centres’ model that is 
currently under development by the province. 

Family Support: System Navigation and Community Collaboration

Autism impacts not only the individual but all family 
members. Families need help to find the best supports 
for everyone in the household. These include access 
to support groups, information about professionals 
and therapies not offered under provincial medical 
plans, and finding advice for future planning for the 
health and well-being of the person with ASD. Many 
families are overwhelmed at the time of diagnosis, and 
it takes a great deal of energy and effort to uncover 
and understand what services might be accessible to 
them.46 Furthermore, each transition over the course 
of their loved one’s lifespan requires families to access 
new networks of supports. Families need a navigator 
to help them find the options in the system and the 
portals to access. They also need a navigator to help 
them understand the impact of services and the im-
portance of determining a plan and course of action at 
each stage.

Position: AutismNS believes that support for families 
and assistance in navigating the complex range of 
services and programs available to them across the life 
span is a crucial component of a supporting people 
with ASD.

SYSTEM NAVIGATION SUPPORT  
FOR FAMILIES
The Autism support and service landscape in Nova 
Scotia is multi-sectoral and diverse, and an individual 
or family’s experience navigating it can be dramatical-
ly different depending on their geographic location, 
types of need, and financial resources. Because of the 
complexity and dynamic nature of their situations and 
needs, it is important that an experienced point of ac-
cess for navigating the system is available, and clearly 
visible, to people seeking support and services. 

Already experienced and connected to resources and 
communities across the province, AutismNS is a valu-
able navigation support that benefits the entire sys-
tem on this front. Between April 2014 and March 2015, 
AutismNS’s single Outreach Coordinator handled over 
800 calls from families and individuals looking for sup-
port, or an average of four calls a day, and is on track 
this year to exceed that number by as much 15-20 per 
cent. These, of course, are only the calls that come to 
AutismNS’s single outreach staff person in its central 
office in Halifax—hundreds of other calls are handled 
by Chapters or by additional program and service staff 
over the course of the year. AutismNS is already unique-
ly positioned as the visible, experienced interventionist 
in navigation support, acting as a referral point or first 
stop for many families and people looking for support. 
But important issues remain to be addressed in order 
for this to be sufficient and sustainable.

INTRODUCTION TO THE ISSUES SECTION
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ISSUES 

Building Capacity and Formal Evaluation  
across the Province 

It has been shown that navigation support that is 
trusted and knowledgeable is among the most im-
portant resources for reducing stress among families 
raising a child on the Autism spectrum. Recent reports 
from Ontario, where that province’s Autism Society 
has been funded to routinely evaluate the qualitative 
impact of navigation support, show a marked reduc-
tion in anxiety and stress among those families who 
access their autism centres and Chapters for help in 
navigating the multi-sector care and support system. 
AutismNS knows the work that it is doing to support 
families across the province is impactful, and it is de-
voting substantial resources to it. Currently, AutismNS 
has one full-time outreach and navigation support staff 
person, whose week is divided into duties that include 
community education, outreach, community collabo-
ration, and Chapter support—leaving about fiveeight 
hours per week for navigation and intervention sup-
port for Autistic individuals and their families. An ad-
ditional part-time staff person has recently been hired 
to help add capacity, logging as many as 20 hours 
per week in additional family supports. System navi-
gation—directing people to appropriate services and 
connecting them to community supports—is a major 
component of their efforts. Despite the recent increase 
in staff, however, demand is consistently exceeding 
available resources. AutismNS has the ability to track 
and record the impact of its family and system naviga-
tion support but is limited by resources. Additionally, 
because only the central Halifax office has a devoted 
staff Outreach Coordinator, which mean that person 
takes calls from regions all across the province. 

While AutismNS is already best situated to help fami-
lies, the current system faces several issues that we feel 
could be easily addressed with stronger collaboration 
and support from government. Autism Nova Scotia:

1. Relies heavily on a very few staff members for 
knowledge of all services, programs and supports 
across multiple sectors and multiple geographies;

3. Has important information being shared on phone 
calls and office visits that needs to be better 
tracked in order to ensure energies and efforts are 
directed effectively;

4. Is under-resourced and demand is consistently 
high, so that efforts at evaluation and formalization 
of a system that records impact and maps services 
are superseded by the day-to-day needs of 
families for basic navigation support. 

Nova Scotia needs to continue to track and report on 
how it is helping people navigate the Autism system, 
and monitor what supports and services people are 
seeking, the impact of navigation assistance itself, and 
direct development by identifying gaps and points of 
higher use across sectors.47 

Family Support through Community Collaboration

A second, related issue around family navigation is 
the need for increased collaboration, coordination 
and education in the community. Last year alone, 
AutismNS’s Outreach Coordinator conducted 24 
presentations, five education series presentations, one 
Chapter Workshop, and four meetings for potential 
support group development, reaching over 650 peo-
ple. These numbers do not include extensive employer 
and employment service provider outreach outlined 
in the Employment section, and training delivered to 
Security and First Responders outlined in the Safety in 
Communities Chapter of this report. In addition, with 
the help of the new part-time staff person, AutismNS’s 
outreach has built connections to: 

1. School Boards and Autism Specialists, as well 
as the Student Services Facilitators across the 
province; 

2. Preschool Transition Specialists who, along 
with Autism Specialists across the province, are 
promoting our classroom presentations with their 
school communities, and connecting with families 
who need help navigating supports;

3. Department of Education (Student Services 
Division—Special Needs Consultants, and the 
Provincial Autism Consultant);

4. Special Education Programs and the Services 
Advisory Committee;

5. Department of Community Services (Disability 
Support Program);

6. IWK Health Centre (Developmental Clinic, 
Preschool Autism Team, School-Aged Autism 
Team, Autism Research Centre, Maritime 
Psychiatry, Social Work Dept., Occupational 
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Therapy Dept., EIBI Team), which frequently uses 
AutismNS as a referral point for families looking 
for support; 

7. Early Intervention Services (contacts with most of 
the 18 programs);

8. Daycares across the province; and

9. Private service providers (psychologists, speech 
language pathologists, behavioural specialists, 
private school options).

The efficiency of the entire support system depends 
on families’ ability to know about and get to services, 
which itself depends on having system-literate navi-
gators. This is to say nothing of the role that outreach 
plays in avoiding the duplication of services, identi-
fying gaps in the continuity of services and supports, 
and spotting opportunities for collaboration. AutismNS 
has shown a remarkable ability to absorb demand 
from the community for navigation support, but its 
ability to accomplish extended outreach is limited by 
the amount of resources available. 

RESPITE SERVICES AND NAVIGATION 
Respite is another important component of family 
support that requires navigation.48 Hired by families 
and caregivers, respite workers give a short period of 
rest or relief from a the continuous responsibilities of 
care for persons with disabilities. AutismNS has also 
recently expanded the application of respite to include 
the use of respite workers to mentor Autistic Nova 
Scotians, assist them with socialization, and increase 
their participation in the community. The benefits of 
respite are well documented, and studies find that it 
“can encourage inclusion, dispel myths related to dis-
ability,…promote citizenship,” and relieves stress on a 
family unit.49 However, families in Nova Scotia struggle 
with how to obtain respite workers. With the daunting 
task of finding suitable and qualified workers falling 
to families, as well as using energy and resources to 
train them in the needs of their family member, and 
find funding to pay them, receiving respite can be an 
overwhelming process.

Rather than directly delivering individualized respite 
support, AutismNS has organized once-disparate ser-
vice providers into a centralized database that con-
nects families across Nova Scotia with respite workers 
in the province’s first comprehensive Respite Database. 
In partnership with the Department of Community 

Services, respiteservices.com and the Geneva Centre 
for Autism in Toronto, AutismNS’s Respite Database 
serves the greater Halifax area for a relatively low 
annual operating cost. Costs of this initiative include 
an annual platform fee, and the annual salary of a 
part-time Respite Database Coordinator who tracks 
respite workers, recruits new workers, processes and 
runs intakes and certification and background checks, 
ensures workers have completed specialized online 
training and respite orientation sessions, and connects 
families to appropriate respite providers. 

The Respite Database has provided an accessible 
service that is building formal connections between 
respite workers and families caring for people with 
ASD across Nova Scotia. By the second year of oper-
ating the Respite Database, AutismNS recognized that 
it has the potential to connect the growing numbers of 
families needing respite support for their family mem-
bers with other disabilities to qualified workers. Groups 
from across the disability service sector have reached 
out to collaborate with AutismNS, including the Halifax 
Association for Community Living and Easter Seals 
Nova Scotia. Initially launched to support families 
with a loved one on the Autism Spectrum, the Respite 
Database program has been expanded to support all 
disabilities.

ISSUES

Uneven Access to Respite Services and Difficulty Navi-
gating to Supports

Among the most significant issues that confront 
people looking for respite care across the province is 
the uneven access to qualified respite workers across 
regions. While respite service providers in the West-
ern, Northern and Eastern Region of the province still 
operate, increasing demand for services has steadily 
outpaced funding, and the geographic scope of the 
service providers’ mandated areas of coverage poses 
tremendous challenges—especially in rural Nova Sco-
tia. This is most acute for those caring for persons with 
complex and challenging respite needs, which have 
commonly gone unmet in the province. 

Families are often reaching crisis points in part be-
cause of inadequate respite support, and the effect of 
deferred investment in upfront respite support increas-
es costs down the line. Many families are therefore 
frequently turning to the emergency care system and 
residential care options, both of which bear significant 
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costs to the province compared to the relatively small 
cost of an investment in respite. And, unable to access 
any other kind of relief from the strains of being care-
giver to a family member with complex and significant 
support needs, still others are being forced to rely on 
police and others when crises erupt. 

An additional barrier to respite support is the access 
to the Direct Family Support funding, which remains 
accessible to people with an IQ of less than 70. Evi-
dence shows that many of the families of people with 
ASD who test above IQ70 still require support. This 
leaves many families with children who do not qualify 
as intellectually disabled but are nonetheless unable 
to be left alone or safely function independently with 
little recourse. 

The database is already showing its potential to track 
and report on several important areas of service that 
relate to respite. Using the database, the Respite 
Coordinator is able to map system resources and 
services, track the ratios of respite workers in different 
regions across Halifax, identify peak times that families 

are in need of hiring a 
respite worker, when 
workers are most com-
monly available, and the 
types of support families 
require versus what work-
ers are able to provide. 
However, instability in 
long-term funding of the 
Respite Database limits 
the time able to be spent 
on developing these 
reporting functions. 

CROSS JURISDICTIONAL COMPARISON
While AutismNS already represents a strong resource 
and support for navigating the ASD support and 
service system, there are several innovations across 
the country that would help build navigation support 
capacity, and improve the evidence base for construct-
ing and delivering programs, services and supports in 
Nova Scotia. 

Regional Autism Resource Centres

While Nova Scotia already has the benefit of AutismNS 
and their extensive and remarkably well-organized 

series of Chapters, a number of provinces provide 
funding for local autism resource centres through 
the autism societies in their province. Examples of 
these can be seen in areas such as Saskatchewan and 
Alberta. However, the Autism Resource Centre (ARC) 
model that has achieved particular success in New 
Brunswick represents perhaps the most promising 
system innovation that could strengthen Nova Scotia’s 
already well-organized Chapter system. In New Bruns-
wick, ARCs are funded by the Department of Health, 
through its Mental Health Division, via a purchase 
of service agreement. The Centres are tasked with 
providing social supports to people with ASD, their 
families, and anyone else connected to an Autistic 
individual looking for support (regardless of age). Typ-
ically, ARCs have books, videos, educational material, 
appropriate toys, and equipment for projects like lami-
nating, printing, binding and other services.50

Snap Shot: AutismNS is currently helping support a 
family with two sons on the Autism Spectrum. The 
family was denied respite funding because their sons’ 
IQ levels tested above 70. However, the parents were 
recently pushed to the brink of crisis, and ended up 
calling both the Mental Health Mobile Crisis Team and 
the police because of their son’s challenging behaviors. 
The system paid thousands in reactive services that do 
little to address the support needs of the individual, 
where a fraction of that money invested in respite care 
could have prevented the crisis altogether. 

Centres in New Brunswick are tasked with achieving 
the following objectives:

• Provide a place where people can meet to 
exchange ideas and information and develop a 
sense of belonging;

• Provide families, children and youth with 
opportunities to participate in meaningful 
activities, which contribute to increasing their well-
being, self-esteem and social functioning;

• Foster community integration and inclusion;

• Assist families to gain access to community-based 
resources; and

• Educate the public and the formal service delivery 
system about Autism Spectrum Disorder. 

“Many families with children 
on the spectrum are too 
busy attending to their day-
to-day needs to have the en-
ergy for seeking out, inter-
viewing and hiring a respite 
worker…having access to the 
database and all the helpful 
information Autism Nova 
Scotia provided streamlines 
the process enormously.” 
—Family member relying on 
the Respite Database 
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ARCs in the New Brunswick model share a similar 
series of objectives and values to those of AutismNS 
and their Chapters. ARCs build partnerships and a 
broad array of stakeholder involvement and experi-
ence, develop existing community resources, enhance 
community capacity for integrated resource availabil-
ity, act as a key component of a support network, and 
complement and enhance the formal service delivery 
system in their regions.51

There are two major differences between the Nova 
Scotia and the New Brunswick models. First, each 
New Brunswick ARC is provincially funded for ap-
proximately $30,000 annually, which pays the salary 
of a part-time coordinator and some overhead costs. 
This government funding has made it possible for 
New Brunswick to have multiple, locally attuned ARCs 
across the province (see Appendices for locations). 
However, in New Brunswick the ARCs grew out of a 
government effort to fund local initiatives, rather than 
building on the strengths of an existing pan-provincial, 
grassroots movement like AutismNS and their Chap-
ters. As a result, the lines of communication between 
New Brunswick ARCs are limited, and they lack a 
shared navigation platform and evaluative structure 
that could consolidate information about interventions, 
referrals, service needs and gaps. 

This underscores the importance of the 2010 AMAT 
recommendation that:

Regional autism centres should be located and 
coordinate services in key areas of the province. 
These would be built upon already existing in-
frastructure and would enhance services already 
available. They would include a lending library and 
resources for families and parents. A navigator 
or case manager, who can offer the information 
and access to required services, would be avail-
able. This will offer seamless and “wrap-around” 
services from childhood into adulthood within an 
inclusive system.52

By linking into and supplementing the Chapter sys-
tem of AutismNS, the autism community across Nova 
Scotia could be instrumental in meeting the growing 
demand for ASD navigation support; connecting local 
knowledge and initiatives to a coordinated network in 
a way that addresses some of the inequity in service 
delivery while avoiding the pitfall of developing silos 
and duplicating efforts. 

Developing a Potential Programme in Nova Scotia  
for Programming, Services and Support

While also addressing how to meet the growing 
demand for support, many autism organizations are 
moving towards impact and evaluation platforms that 
increase their ability to engage the community, while 
building a means to report on and track the work of 
system navigators. Perhaps the strongest model of this 
kind of tracking and evaluative platform is the Poten-
tial Programme (PP) now used by Autism Ontario and 
its Chapters. 

The Potential Programme was developed to directly 
support parents of children with ASD through: 

• Greater access to information;

• Direct contact between parents and Autism 
Ontario chapters; 

• Improved access to experts in local communities; 
and 

• Increased community-based learning opportunities 
for children with ASD. 

The program is primarily funded by the Ontario Minis-
try of Children and Youth Services, which has invest-
ed $2.3 million in program delivery of which four per 
centis earmarked for evaluation.

PP includes several tools to track and evaluate Chap-
ter activities and capacity in reaching objectives 
outlined by families and people with ASD on intake. 
These evaluation tools found, among other things, a 
substantial increase in the number of chapter events 
offered since the inception of the PP, and a substantial 
increase in the average number of calls to PP Chapters 
over the last nine years, since the program started. 
The most common reasons callers gave for contacting 
Chapters were: knowledge of Autism Ontario activities 
and resources; school-related issues; and community 
services. The evaluations of the program also revealed 
that access to navigation support, and proper tracking 
of cases by navigators, actually yielded a significant 
decrease in family stress levels and improvements 
in well-being.53 While these benefits are difficult to 
monetize, that they are saving the system money and 
resources is undeniable. 
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IDEAL SYSTEM OUTCOMES
AutismNS strives to build the means to help families 
and people with ASD navigate the Autism support sys-
tem with clear windows of service entry, constructing 
a spoke-and-hub model of service navigation support; 
one built around key shared and predictably-funded 
infrastructure, and consistent evaluation. 

Taking into account Nova Scotia’s population (around 
1/13th the size of Ontario), as well as its comparatively 
rural distribution, AutismNS would like to see an in-
vestment made into a Potential Program (PP) in Nova 
Scotia, with a commitment that AutismNS Chapters 
will provide in-kind volunteer hours to augment part-
time staff resources that would come as a result of 
this investment. Funding would be for deployment of 
the PP in the existing ANS Chapter regions of NS, with 
additional money reserved to ensure Cape Breton’s 
participation.

As the findings from Autism Ontario’s deployment 
of the PP showed, funding for program evaluation 
provides critical data to inform decisions to identify, 
maintain or expand effective program components. 
Therefore four per cent of the funds would be held for 
evaluation and development of the program. 

The same need for critical funding for program eval-
uation also applies to the Respite Database and its 
deployment. After initial evaluation, and when cou-
pled with a roll-out of the Potential Programme, a 
core-funded Respite Database would help equalize 
access to family relief through respite support across 
the province, and act as a tool for existing respite co-
ordinators in regions across the province. 

With extended funding for the Respite Database, 
AutismNS will work with other disability groups to ex-
plore how the database can serve the cross-disability 
community. 

With the requested provincial funding, AutismNS will be 
able to explore how to extend or scale up the Respite 
Database model. AutismNS would also work to develop 
tools within the Respite Database to track, report, and 
help clients to navigate support tools in areas such as 
self-managed care, workplace attendant programs, job 
coaching, academic support during post-secondary 
education, etc. The cost savings of data-basing and cre-
ating connection between families and these services 
at a systems level, rather than relying on individuals to 
acquire support on a case-by-case basis, are difficult to 
measure but are nonetheless powerful indicators. 

AutismNS, with a fully deployed and funded PP pro-
gram and Respite Care Database program, would work 
with evaluators to report findings on program needs 
and service gaps to Chapters, as well as to the rele-
vant government departments and community sector 
stakeholders, to help direct development of supports 
and services. 

The impact of this work, and the reach of both naviga-
tion and respite functions would be greatly increased 
were the province to agree to an invenstment in 
funding for Autism Resource Centres (ARCs) in Nova 
Scotia. These ARCs would be an amalgam of the New 
Brunswick model outlined above and the existing 
chapter system that the grassroots ASD communi-
ty has built. AutismNS would provide space and its 
Chapters would absorb any related overhead expenses 
through fundraising or by adjusting the hours—with 
commensurate salary adjustments—of the coordinator. 

AutismNS would coordinate the ARCs, adjusting its 
Outreach Coordinator’s responsibilities to take on a 
directing role in order to ensure all ARCS provide con-
sistent, standardized navigation support. This would 
provide the foundation for increased programming and 
service development among the Chapters, and regular 
accounts of the impact and results of their local family 
and individual support.

If stable funding were invested in an ARC system that 
supplemented the existing AutismNS Chapter system 
in Nova Scotia, AutismNS would re-allocate the ener-
gies of its current Chapters and Outreach Coordinator 
to direct and coordinate, in all regions, increased:

1. Outreach

2. Education

3. Navigation

4. Surveillance and program impacts (using the 
Potential Programme model)
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RECOMMENDATIONS
1. Implement Regional Autism Resource Centres 

(ARCs) by utilizing the Chapter system developed 
by AutismNS, and working with AutismNS to set 
up a seamless “wraparound” service system for 
families navigating the system from the time of 
identification, through diagnosis and support 
throughout the lifespan. The existing system, 
currently supported mostly by volunteers, cannot 
absorb the current demand in rural Nova Scotia 
without an investment by government. For the 
province, the proposed model represents a cost 
effective approach and fulfills the outstanding 
AMAT recommendation that was identified as a 
top priority need by families across Nova Scotia. 
In addition, like the models in Ontario and New 
Brunswick, implementing this model provides 
the opportunity to enhance community capacity, 
promote integrated services, and standardize 

sharing of information and best practices.

2. Continue investment in respite support in 
partnership with AutismNS which would ensure 
the continuation of the respite database program, 
training of respite workers in ASD across the 
province, as well as, further explore structured 
respite programs for families (March Break and 
after school options).

3. Ensure that community recreation programming 
across the province is accessible to children, youth 
and adults with ASD. This includes an investment 
in ASD training and access to appropriate 
accommodation support for Autistic participants. 

4. Remove the IQ criteria as a qualifier to access 
services for families living with ASD in the 
province, or add Autism Spectrum Disorder as its 
own category based on a level of need system that 
is individualized to the family and individual with 
ASD.  

Healthcare

Children diagnosed with ASD have unique health care 
needs that require complex care from multiple health 
and clinical specialists that typically continue through-
out their lifetimes. Children and adults with ASD often 
require multi-disciplinary care from a range of service 
providers including medical professionals (e.g., family 
physicians, pediatricians, psychiatrists,nurses), psy-
chologists, behaviour analysts and interventionists, 
speech-language pathologists, occupational therapists, 
educators, and social workers.

Position: AutismNS believes that all people with ASD, 
of all ages and regardless of the complexity of their 
health needs, have a right to access health care in a 
timely manner, that does not impede their develop-
ment, health outcomes, or potential.

The complexity and heterogeneity of ASD requires 
a broad approach to addressing the health needs 
of this population that includes quality basic health 
care, disability-specific services, and evidence-based 
autism-specific interventions (including ongoing 

comprehensive assessments). Continuity of care for in-
dividuals with ASD and their families can be effectively 
managed in multidisciplinary Primary Care settings, 
and AutismNS is encouraged by moves in this direc-
tion being undertaken by the Department of Health 
and Wellness.

ISSUES

Currently, most medical supports targeting individuals 
with ASD are focused on diagnosis and early interven-
tion in children, but the service needs of children and 
adults with ASD are much broader, and encompass the 
entire lifespan.

ASD Training for Health Professionals and  
Paraprofessionals 

The AMAT Report identified a surprising lack of under-
standing about ASD within Nova Scotia’s community 
of health care professions—family doctors, psycholo-
gists, psychiatrists, and speech language pathologists. 
This lack of knowledge has real impacts on the timeli-
ness of ASD diagnoses.54 
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Further to this, in the post-diagnosis period, many 
families go unsupported as they wait for early in-
tervention services (EIBI). In the intervening period, 
parents of children with ASD often seek help from 
professionals to find resources for their child (e.g. early 
childhood educators, social workers), but many of 
these professionals are similarly unequipped to assist 
families to find appropriate services. With the pro-
posed funding, AutismNS Chapters are positioned to 
provide much-needed assistance to families seeking 
help and service providers seeking information. 

Mental Health Services

Co-occurring mental health concerns are common 
among persons with ASD, including high incidence 
of anxiety and depression in adolescence and early 
adulthood, conditions such as Conduct Disorders and 
ADHD, and learning disabilities. Accurate mental health 
diagnoses can sometimes also be confounded by the 
communication difficulties common to individuals with 
ASD, which can delay the provision of appropriate 
treatment. Not surprisingly, people with both ASD and 
co-occurring mental health conditions are more likely 
to interact with crisis-associated social service systems 
(i.e. Mobile Mental Health Crisis Unit, child welfare, al-
cohol/drug treatment, justice), so more effective men-
tal health care for individuals with ASD would result in 
significant cost savings to these resources as well.55

In addition to this, it is also important to acknowledge 
that the mental health care needs of family and care-
givers are also commonly unmet. A full continuum of 
care for individuals with ASD would include preventa-
tive and acute mental health care for the key members 
of the family or personal support team. 

Homecare

As part of the Department of Community Services’ 
(DCS) ongoing transformation process, disability 
service provisions are transitioning to a “direct care 
funding” model, which puts the onus on families to ad-
minister care teams and supports for their loved ones. 
AutismNS supports DCS’s intention to move from a 
facility-based system to a more individualized support 
model that respects the agency and existing strengths 
of families affected by ASD. Given the growing burden 
of care associated with increased prevalence of ASD, 
the potential for significant cost savings under the new 

system (compared with acute health care settings) is 
also attractive. It is important to strike the right bal-
ance, as further outlined below. 

IDEAL SYSTEM OUTCOMES
To ensure early diagnosis, timely intervention, and 
appropriate support into adulthood for persons with 
ASD, Nova Scotia must prioritize ASD awareness and 
professional development for health care professionals 
across the continuum of care, and across the lifespan.

Investments in mental health care and crisis interven-
tion would help families to navigate the most challeng-
ing aspects of supporting a loved one with ASD, and 
help the overburdened health care system to avoid the 
long-term costs of leaving these families unsupported. 

A well-supported homecare system for persons with 
disabilities will help persons with ASD in need of more 
complex health care to age with dignity in a support-
ed care environment, will give families peace of mind, 
and will generate significant cost savings relative to 
expensive hospital care (up to $35,000 per month) for 
individuals with ASD with high support needs.

Any mental health strategy must understand the par-
ticular vulnerability of people with ASD, should ad-
dress the mental well-being of caregivers, and ensure 
that it adopts a holistic idea of support as including 
access to respite and employment assistance as in-
tegral to the mental health of a person with ASD and 
their families.

RECOMMENDATIONS
1. Develop autism-specific competency and capacity 

in the health care system to provide appropriate 
care, including crisis care, for children, youth and 
adults with ASD, with a particular focus on: mental 
health, first responders/emergency rooms, primary 
care and dental care. 

2. Recruit and retain qualified clinical professionals 
with ASD expertise to support the complex and 
challenging needs of this population in order 
to ease waitlist times for service, and to ensure 
adequate staffing ratios are in place to avoid 
professional burnout and loss of service.

3. Create standards of care that include “autism 
friendly” spaces in all health and mental health 
settings across the province.
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P-12 Education 

Table 5: Projected Population of Nova Scotian 4 year olds with ASD to 2038

Projection assumes an overall population decline in Nova Scotia, built on 3 potential population growth scenarios (High, Moder-
ate, and Low)56, with the incidence of ASD at the current level of 1:68. The EIBI Capacity line (black) indicates program capacity 
in 2013 & 2015, then held constant to 2038.

Nova Scotia’s Primary and Secondary Education sys-
tems are critical sites in our efforts to improve the lives 
of Autistic Nova Scotians.

In 1996, Nova Scotia’s Department of Education 
adopted a new school inclusion model ensuring that 
children with exceptional needs were integrated with 
their same-aged peer group in regular classrooms. At 
that time, our education system had little expertise or 
experience with appropriate teaching techniques for 
children with ASD. A Children and Youth Action Com-
mittee was formed to study best practices and this led 
to the Early Identification and Intervention Services 
(EIIS) pilot project for children with ASD.

Position: Primary and Secondary Education for chil-
dren with ASD should set a solid foundation for each 
child to become a more fully-realized healthy indi-
vidual and, where possible, to achieve an appropriate 
degree of independence in adulthood.

Since that time, Nova Scotia’s education system has 
made considerable progress toward serving the needs 
of children with ASD.

• The provincial Special Education Policy sets 
out clear expectations for the transition of 
children with ASD into primary school and 
for individualized special education program 
planning.57 
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• All school boards have staff resources to support 
the learning and development of children with 
ASD (i.e. autism consultants or specialists, school 
psychologists, speech-language pathologists, and 
special education consultants). 

• Each school board receives targeted funding for 
professional and paraprofessional training on 
autism (e.g. total provincial budget of $413,000 in 
2012; see N.S. Education Action Plan).58

• School boards have Teaching Assistants to provide 
individualized support to students requiring 
medical care, personal care, and/or safety 
behaviour management.

ISSUES

The number of children entering Grade Primary with 
an ASD diagnosis has risen precipitously in recent 
years, and recent provincial investments have in-
creased the capacity of the EIBI program. The num-
ber of ASD diagnoses during the first year of school 
is also increasing. In one respect these are positive 
developments, because we know that early diagnosis 
and intervention can provide children with ASD much 
greater opportunities for healthy development and 
future success. 

Table 6: Nova Scotians entering Grade Primary with an ASD Diagnosis (2002-2015) or Receiving a Diagnosis during Their Pri-
mary School Year (2011-2015).59 
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At the same time, the increasing prevalence of Autism 
creates significant resource and capacity challenges 
for the education system, which can result in be-
low-standard services and supports for some children 
with ASD. These issues include:

• Transition to school and program planning 
processes set out in the Special Education Policy, 
though extremely positive and effective when 
followed, are not always adhered to consistently 
throughout the province.

• School Boards already face critical human resource 
shortages with respect to speech language 
pathologists, skilled behavioural interventionists, 
occupational therapists, and school-based 
resource teachers.

• Overall knowledge of ASD within School Boards 
(and individual schools) is well below optimal, 
even among more highly trained support staff and 
new teachers entering the system.

• The number of Teaching Assistant positions 
typically does not match the number of children 
with ASD requiring individualized support.

• School-to-employment and school-to-post-
secondary transitions are becoming increasingly 
complex but are inadequately supported in the 
school system.

Each of the above issues become even more chal-
lenging as the number of children with ASD grows. In 
fact, the most recent prevalence rate estimates from 
the CDC (1 in 68) suggests that the resource burden 
will grow even larger, but we know that this challenge 
must be met head-on. Failure to properly support chil-
dren with ASD inevitably creates even greater resource 
needs later when these children become less-than-ful-
ly-independent adults.

IDEAL SYSTEM OUTCOMES
AutismNS is well positioned to complement the core 
services of the education system by acting as a nav-
igation and referral hub for individuals and families 
during the child’s transition into and out of the school 
system. But this is only feasible if AutismNS is re-
sourced appropriately.

Development and implementation of Autism Resource 
Centres (ARCs) would create the potential for a spoke 
and hub navigation and information sharing system 
that would facilitate broader, more efficient navigation 

of transitions through the school years and thereafter 
(see Appendix 2: Proposed NS Autism Resource Cen-
tres). This would ease some of the existing resource 
burden on the education system and would more ade-
quately set-up children and youth with ASD on a path 
to better outcomes. 

Of course, several of the critical resource shortages 
identified can only be addressed through additional in-
vestments beyond the ARCs. There is a need for more 
skilled support professionals and more professional 
training to increase general awareness and overall 
knowledge among staff that interact with children with 
ASD both in and out of the classroom.

The findings in the Department of Education’s report, 
Disrupting the Status Quo: Nova Scotians Demand a 
Better Future for Every Student—Report to the Minis-
ter’s Panel on Education, October 2014, acknowledges 
the shortcomings of the current education system, 
including gaps in curriculum, too few supports for spe-
cial needs students, the need for active use of technol-
ogy to maximize communication and learning needs, 
the need for highly qualified specialist teachers trained 
to support students with identified complex learning 
needs, and improvement in providing parents with 
more information about services and how to effective-
ly access them.60 Collaborative work will be critical in 
addressing these gaps for students with ASD in the 
school system. 

RECOMMENDATIONS
1. Ensure that education professionals and support 

workers have strong autism-specific knowledge 
and skills that optimize learning for all students 
with ASD in the school system.

2. Maintain and review appropriate staffing levels 
in specialized positions (Autism Consultants, 
assistive technology positions, speech language 
pathologists, occupational therapists, behavioural 
specialists) in school boards, and the Department 
of Education and Early Childhood Development. 
These ratios have not been reviewed in five years, 
and have not considered the increase in diagnoses 
we are seeing in the school system.

3. Develop transition support programs for school-
entry at the elementary and secondary levels, 
as well and transitions from high school towards 
community or post-secondary opportunities.
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4. Ensure access to appropriate life skills and job 
training curriculum to support improved and 
enhanced transition success to adult life. 

5. Develop autism education “centres of excellence” 
with highly-trained teachers and professional 
support staff who consider the unique and 
complex learning needs of students with ASD 
in each school board. This also represents an 
opportunity for ongoing training and professional 
development of education professionals who can 
then transfer knowledge and skills to all learning 

environments, further maximizing outcomes for all 
students with ASD and other special needs. This 
is also a cost-effective approach to educating and 
training skilled professionals. 

6. Explore models of innovation in the school system 
for possible province-wide replication.

7. Partner with AutismNS to conduct an 
environmental scan of the school system that 
reviews the consistency of the program planning 
process and overall expereince of families and 
students with ASD.  

Housing and Community Living

A unprecedentedly large cohort of Autistic Nova Sco-
tians are reaching adulthood in the midst of a housing 
shortage. This is not just a general housing shortage, 
but specifically a shortage of appropriate housing op-
tions for adults with ASD.61 A home is more than a roof 
over a person’s head; it is the nexus of their social life, 
a gateway to community living, a haven when the out-
side world is rough, a stable residence, and a source 
of dignity and pride. Without a home other sources 
of stability, such as employment and post-secondary 
education, would be impossible to sustain. 

In short, housing is the foundation of community living 
and where efforts to ensure independence, enable 
contributions to society, and avoid social isolation 
start. In recent decades, community living—having 
one’s home, school and work integrated in a commu-
nity as opposed to marginalized in an institution—has 
become a central goal of disability advocacy groups 
and the government. But meeting this goal has been 
an uphill battle. Community living requires specialized 
supports, and supported housing, its foundation, is in 
short supply.

Although AutismNS does not itself coordinate or 
provide community housing or accommodations for 
people with ASD, it often finds itself serving as a first 
stop for families trying to navigate the housing sup-
port options available to them, particularly when their 
children are nearing adulthood. Thus, AutismNS has 
heard first-hand from families about the challenges 
they face and the strong desire for attachments to 
community into adulthood, and it has seen the “domi-
no effect” that shortages in appropriate housing have 

on other areas of service provision, support, and family 
and community well-being.

Position: AutismNS believes that any strategy to pro-
mote community living and address the housing needs 
of adults with ASD must focus on developing an ade-
quate supply of a range of different housing options, 
located and distributed according to community need, 
so that people with ASD and their families across the 
province can truly and freely choose the living ar-
rangement and level of support that works for them.

ISSUES 

The Importance of Community Living

The push for community living—one component in a 
wider integrationist movement—has emphasized the 
importance of community attachment and integration 
for quality of life for people with disabilities and ASD. 
It has also underscored the financial and social savings 
that are likely to accrue when governments and com-
munities invest in “the whole person”, assuring them 
the freedom to have a range of experiences and to 
build relationships with different people and places. 

The community living movement has given rise to 
enhanced recreation and leisure programs and ser-
vices for people living outside of 24/7 care facilities, 
programs geared toward building independence-skills, 
and social interaction programming that gives people 
access to environments where they learn to make and 
keep friends. Particularly important are adult services 
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and day programs that begin once the structure of 
compulsory K-12 schooling and extra-curricular activi-
ties are no longer available to them. Autistic individu-
als use these programs alongside people with intellec-
tual disabilities and already benefit from them greatly, 
but there is additional work to do in providing appro-
priate programming for people with ASD (for more on 
the programs offered by AutismNS in this area please 
see the chapter on Adult Services). The effect that 
support programs, particularly those that are designed 
to facilitate social interaction, have on mental health 
and capacity for independence in people with ASD 
is difficult to overstate. Moreover, such programming 
benefits communities at large, particularly where they 
facilitate organic, locally-led initiatives that lighten 
the burden on formal provincial systems. While there 
have been countless positive developments in commu-
nity living support structures in Nova Scotia, the key 
challenge is keeping people with ASD connected to 
these programs, and ensuring that they have a place 
to actually live their lives in the community from which 
to access the skill-building, network-sustaining and 
leisure-enhancing options available to them. In other 
words, a fundamental barrier to the effectiveness of 
community living programming is housing—not just in 
terms of the physical structure, but also the support of 
the community that surrounds the individual and their 
home. Whether a person with ASD lives independently, 
with their parents, or in a Licensed Home (see below), 
there are challenges in linking them to community 
living programming in a sustainable way.

The Need for Appropriate, Suitable Housing 

The specific housing needs of adults with ASD vary 
depending on how the condition affects the person’s 
ability to live independently. Currently, there are four 
main options for adults with ASD in Nova Scotia. Many 
adults with ASD continue living with parents or guard-
ians, and have access to Direct Family Support (DFSA), 
which allows them to purchase respite services on an 
ad hoc basis. Living with family is ideal in some, but 
certainly not all, cases. Although familial connections 
are important, we are hearing from individuals and 
families that living with family well into adulthood can 
have a detrimental impact on a person’s cognitive and 
social development. As same-age peers move into 
adult life, people who continue to live at home with 
their parents can get left behind and excluded. More-

over, adults with ASD place additional pressures on 
families, who must take on more daily work to keep 
their adult children connected to social programs, 
activities and institutions—in short, to give some 
structure to their daily life—when the formal structure 
of compulsory schooling and all of its attendant ex-
tra-curricular activities are no longer available.

One alternative to living with parents is for people 
with ASD to live with an “alternate family.” That is, two 
or more non-related people who are qualified and 
approved to provide support, but in a private home 
in a “family-like setting.”62 Although this solves the 
problem of a sudden increase in additional pressures, 
it does not solve the problem of social isolation on its 
own. Moreover, the availability of “alternate family” 
arrangements is limited. This is unfortunate because a 
recent survey of families with adult children with ASD 
in Alberta showed that the most preferred option for 
living arrangements is a single-family home.63 

If the first two options are unsuitable or untenable, Au-
tistic adults can live in one of the following “Licensed 
Homes for Special Care”: 

1.  Small Option Home (SOH): three to four people 
with disabilities in community homes staffed by 
qualified caregivers. 

2. Group Homes / Developmental Residences: four-
twelve people in a residential setting, staffed by 
qualified caregivers; usually younger people with 
disabilities. Group Homes and Developmental 
Residences offer more structured developmental 
support programs.

3. Residential Care Facilities: four or more people 
with disabilities are given minimal support and 
supervision.

4. Adult Residential Centres: long-term residences 
with structured supports and services; much like 
group homes and developmental residences but 
geared toward adults with disabilities. Staffed 24/7 
by professional caregivers.

5. Regional Rehabilitation Centres: larger 
facilities that offer intensive rehabilitation and 
developmental programs to adults with disabilities; 
residents often have complex behavioral 
challenges and skill development needs. Staffed 
24/7 by professional caregivers.
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The waitlists for all of these types of Licensed Homes 
are long and growing.

There is one other option for adults with ASD who 
need only limited support, and who wish to or have to 
move out of their parents’ homes: they can live inde-
pendently, in their own home or apartment, under the 
Independent Living Support program. This option is 
designed for individuals who need less than 21 hours 
of support per week.64 Financial support from this 
program could be used to secure a service provider to 
help with activities of daily living, transportation, com-
munity participation, and meeting health and medical 
needs / connecting with health service providers. 
Eligibility for such supports is determined by financial 
and functional assessments. Access to Independent 
Living as an option is limited by the availability of 
affordable housing—which is further restricted given 
the employment and income challenges already faced 
by people with ASD—in areas that are well-served by 
public transit and other services conducive to com-
munity living. When asked what their preferred living 
arrangement would be in five years, respondents to an 
Alberta survey of individuals with ASD overwhelmingly 
chose living “in my own home,” either alone or with 
roommates.65 

The suitability of each of these options, from Licensed 
Homes to Independent Living, obviously depends on 
the person with ASD’s capacity for living independent-
ly. Although there are no province-wide statistics 
available for Nova Scotia on this matter, a recent 
survey conducted in Alberta showed that around 35% 
of adults with ASD needed 24/7 care, 25% needed 
slightly less than that (ad hoc assistance throughout 
the day), and the remaining 40% needed a few hours 
a day or less; it is safe to assume that need in Nova 
Scotia follows a similar distribution.66 However, the 
suitability of each housing option also depends on the 
extent of family support available to the person seek-
ing a residence. For some people who could otherwise 
live comfortably and securely in a family with minimal 
direct support, family matters unrelated to ASD itself 
could make family living inappropriate or untenable, 
no matter what level of supports are available. Aging 
parents, family separation, and other family dynamics 
can exacerbate the daily challenges that adults with 
ASD face. 

Because of the complexity of needs—not only because 
of ASD but also because of family situations and ca-
pacities for care—it is crucial that a person with ASD 

looking for residential options has a range of differ-
ent support levels to choose from. Presently, people’s 
decisions about where to live and with what kinds 
of support are largely dictated by external structural 
circumstances (what is available, where, and at what 
cost) rather than following personal need.

It follows that one of the biggest barriers to devel-
oping a comprehensive housing strategy for people 
with disabilities is the wide range of disabilities affect-
ing people in need. Housing and specific residential 
supports that are appropriate for people with certain 
intellectual disabilities, or people with certain physical 
disabilities, might be inappropriate for people with 
ASD. The specific mix of people and disabilities living 
in one home or facility has to “work”, but the pressure 
to move people off of waitlists and set them up in 
residences means that there is no way to be “choosy” 
when placing residents. Moreover, like anyone, the res-
idential needs of people with ASD change over time, 
with age, and with life circumstances; the Nova Scotia 
Department of Community Services has itself noted 
that people in supported living are outgrowing their 
homes because additional, often age-related, disabili-
ties arise after they settle in.

Despite these challenges, addressing the shortage in 
appropriate housing is crucial. And it will have knock-
on positive effects, because currently the strain in one 
area of support has the tendency to spill over into 
strain on other areas of support. For example, re-
spite care programs are currently acting as a bulwark 
against waitlists for residential care, which was not 
their intended purpose. AutismNS’s Respite Coordina-
tor receives significant numbers of requests from the 
estimated 400 people on waiting lists for residential 
care options in the province. These people have often 
approached the Nova Scotia Department of Communi-
ty Services, as well as the Nova Scotia Department of 
Health and Wellness, and they have been turned away 
because those departments do not have the resources 
or the physical capacity to effectively support this vol-
ume of people. While there is great need for effective 
home-based support options such as respite to assist 
caregivers in keeping their children at home, respite is 
not meant to be—nor is it sustainable as—a stopgap 
for those who are waiting for years on waitlists for 
residential care.67

The upshot of all this, for people with ASD, similar to 
people with intellectual or physical disabilities, is that 
basic human rights to security, well-being and partic-
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ipation in community life can sometimes inadvertent-
ly be compromised in the effort to secure whatever 
housing or residential support is available, even if it is 
not ideal, and even if, in the long run, it leads to addi-
tional problems.

Independence, Support, and the Shifting Costs,  
Risks and Responsibilities of Care

The state of housing support for people with ASD, as 
well as for people with other kinds of disabilities, is 
strained by a central tension between several com-
peting desires and objectives. On the one hand, many 
people with ASD want to live as independently as pos-
sible, and many stakeholders in the ASD community 
work to open that possibility up to anyone who desires 
it. Many others want to live in the family settings they 
are accustomed to, and many families want to keep 
their adult children close by and well cared for. On the 
other hand, there is pressure on families and individ-
uals to assume responsibility for their very complex 
housing needs simply because there are not enough 
realistic supported living options available, and there is 
not enough funding allocated to increasing availability 
in all communities where there is need. Moreover, there 
are many families who cannot, or do not wish to, sup-
port their adult children with ASD at home. 

On surface, it is in the provincial government’s imme-
diate financial interest to move away from reliance on 
hospital settings, as the cost of housing people with 
intensive or even moderate ASD-related needs in such 
settings, by the government’s own estimate, is about 
$420,000 per year. It is generally assumed that mov-
ing people back into their family homes, and providing 
more individualized support services, would result in 
significant cost savings because the cost of delivery 
is inherently cheaper. However, the mechanics of this 
cost savings are unclear, and, more importantly, it de-
pends on families absorbing more costs and shoulder-
ing more responsibilities for care, and not every family 
can sustain these increased pressures. Families of adult 
children with ASD end up shouldering an immense 
burden: driving their children to social groups, recre-
ation activities, jobs and school; accompanying them 
to health service appointments; arranging for therapy 
and other kinds of services. This burden increases as 
the families, and their children, get older. Many fami-
lies would not have it any other way, except that they 
desire better funding to pay for respite services to help 

them delegate some responsibilities (transportation, 
e.g.) to paid service providers.

The assumptions that underlie the push toward more 
individualized supports are also problematic for 
people with ASD whose families do not wish, or are 
unable, to care for them at home in the first place. The 
shortage of alternative housing options (small-options 
homes, e.g.) becomes, for these people, an acute barri-
er to living outside of a healthcare facility. 

Thus, while AutismNS agrees with the Department of 
Community Services’ stated intention to move away 
from a facilities-based model of care to a more individ-
ualized support system, AutismNS maintains that this 
shift must be informed by the families and individuals 
whose well-being depends on adequate and appropri-
ate residential supports. It is more complex than simply 
closing down care facilities and waiting for communities 
and families to absorb the people who are displaced. 
This issue requires a deliberate strategy to meet the 
variable needs of adults with ASD and their families.

CROSS JURISDICTIONAL COMPARISON
Nova Scotia does not face this shortage of appropriate 
housing for adults with ASD alone. Across Canada, and 
indeed the rest of the world, governments are trying 
to figure out how best to meet their goals of increased 
community living in ways that are sustainable and 
affordable, and all are confronting the same phenome-
non of the first large cohort of people diagnosed with 
ASD reaching adulthood, at a time when the expec-
tation and the hope is that most will be able to live as 
independently as possible in communities, and with 
arrangements that facilitate active social and vocation-
al lives.

Most identifiable solutions to this challenge are cur-
rently “works in progress” rather than established and 
available as models for best practices. These works in 
progress point to the need,and the potential, for hous-
ing that is designed specifically for people with ASD. 
But they also underscore the potential problems for 
people with ASD who are placed in residential facilities 
that are not designed with their needs and “triggers”—
for quiet spaces, activity-specific rooms, and even 
aversions to certain geometric patterns—in mind. The 
UK’s Kingwood Trust, a charity supporting people with 
ASD, has come up with an instructive guide to devel-
opers and planners who are considering developments 
geared toward residents with ASD.68
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However, any housing that takes someone’s sensitiv-
ities into consideration, when connecting them to a 
community or housemates, would have to be devel-
oped with the utmost care to balancing individual 
needs with the importance of community and integrat-
ed living. While ASD sensitive living arrangements are 
a right, the construction of any sort of housing sep-
arated from the larger community needs to be done 
thoughtfully so as to minimize the risk of creating a 
new institutionalized environment. 

IDEAL SYSTEM OUTCOMES
AutismNS will continue to serve as a specialized re-
source for people with ASD, their families, community 
initiatives and government looking for information 
about best practices around housing options. 

Working with the Department of Community Services, 
and with families interested in exploring innovative 
housing solutions, AutismNS will provide information 
on successful community-based models.

RECOMMENDATIONS
1. Government include or task AutismNS in the 

discussion on appropriate community-based 
housing options for adults with ASD as the 
Transformation Roadmap recommendations are 
explored.

2. An investment in ASD training for residential care 
workers and behavioural support professionals be 
funded and implemented in the current residential 
care system in Nova Scotia. 

Adult Services

The services available to people with ASD, and tai-
lored to their specific needs, greatly decreases once a 
person leaves the school system and transitions into 
adulthood.69 In the ASD community, adult services are 
commonly focused on programs and services that sup-
port the transition into adulthood or which aid in the 
development, acquisition or maintenance of skills that 
are essential to community and/or independent living 
as an adult. Considering the increased complexity of 
maintaining healthy community involvement, as well 
as navigating the social challenges of professional and 
personal relationships that are common among autistic 
adults, programming and services that cultivate these 
skills and abilities are extremely important. Thus, while 
AutismNS has robust pre-employment service system, 
as well as navigation, respite, and employment sup-
ports, adult services at AutismNS is largely understood 
as those programs that complement the development 
or general well-being of people with ASD by help-
ing with transitions into particular stages or areas of 
community and independent living. For example, while 
someone with ASD may be accessing employment 
support in the community, they may also be partici-
pating in social groups or life skills classes aimed at 
giving them the tools needed to make the transition to 
employment, independence, or to feel more confident 
in social situations. 

This presents a real challenge for adult services and 
programs in Nova Scotia because the vast majority are 
either still built and focused on serving people with 
intellectual disabilities, or may have similar goals and 
outcomes as autism focused programs but are unable 
to accommodate or fit the needs of many people with 
ASD. There are, therefore, a number of issues with 
adult services that deserve attention.

Position: AutismNS believes that services designed 
to support adults with ASD should aid in the devel-
opment, acquisition or maintenance of skills that are 
essential to community and/or independent living. 

ISSUES

As this proposal has noted already, although autism 
and intellectual disabilities have some overlap in pop-
ulation, the unique needs and multitude of abilities 
of people with ASD means that, very often, existing 
programs are not intentionally designed to support 
people with autism.

All adult services that AutismNS has developed, 
therefore, focus on creating spaces that accommodate 
and help develop individuals in three fundamental 
areas: social, recreation, and life skills. Recognizing the 
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consistent barriers and the needs of people with ASD 
in these three areas is fundamental to developing any 
program or service or environment that is understand-
ing, supportive, and nurturing for people across the 
Autism Spectrum. These reflect, not coincidentally, the 
areas of need that people with ASD, parents and pro-
fessionals have identified, in Nova Scotia and across 
much of the world, as the most significant deficits in 
existing adult service infrastructure.70

 

Adult Social Group Program

The Adult Social Group Program aims to provide adults 
with autism (ages 20 and up) with a safe, inclusive and 
understanding place to socialize, build friendships, and 
find a sense of belonging. The group works to reflect 
social environments that are appropriate to the age 
and capacity of the participants, embedding them in 
recreation and leisure activities that anyone would en-
joy: trivia night; foods of the world night; board games 
night; dinner at a local restaurant; community walks; 
skating at the Oval. Social skills development is the main 
focus, but with capable facilitation the group introduces 
more targeted teachable moments where participants 
learn to develop new skills that help with independence 
and interdependence (e.g., turn taking, washing dishes, 
appropriate conversation tactics and topics, healthy 
relationships, safety in the community, etc.). 

In Halifax, this program runs twice a month for two 
hours each meet-up. Participants typically have a high 
level of independence, largely because the program is 
volunteer-led and does not have resources for more 
acute needs. The Adult Social Group Program uses 
peer volunteers from local universities to facilitate ac-
tivities, enrich and support social interaction and skill 
building among the participants. The structure of each 
session is developed based on the needs of the partic-
ipants, gleaned from an orientation process, as well as 
conversations with participants. 

While this program is doing important work, demand is 
consistently outstripping AutismNS’s capacity. In fact, 
the current Halifax group serves 14 individuals, but 
a second Adult Social Group will have to be created 
to meet community demand in this region. While the 
cost to participate in the group is nominal ($150, which 
covers basic costs for activities and outings), it should 
be noted that AutismNS is commiting dozens of hours 
of time from a staff whose salary is entirely privately 
fundraised. 

At this time, both Autism NS’ main office in Halifax and 
the Annapolis Valley Chapter offer the Adult Social 
Group program. It is not currently available in other 
rural communities due to a lack of resources.

Teen and Adult Supported Social Group Program

In addition to the Adult Social Group, AutismNS also 
offers a Teen and Adult Supported Social Group Pro-
gram, which aims to create a social communication 
learning space for teens and adults (ages 14 and up) 
with autism whom have higher needs or require more 
support. The supported social group offers the same 
opportunities for social and recreational skill develop-
ment as the participants registered in the Adult Social 
Group Program, but participants are each accom-
panied by a respite worker provided by the family/
caregiver. With that, the Supported Social Group also 
focuses on helping support the development of partic-
ipant’s skills necessary for independence, with the goal 
of participants eventually participating in the program 
without a support person accompanying them.

Social Skills (PEERS) Program

While social group offers a semi-structured social 
environment for people with ASD, at different levels 
of independence, the Social Skills (PEERS) Program 
offers a more formal, class-room based and, in some 
ways, fundamental space for developing social com-
munication skills. Social Skills (PEERS) follows an 
adapted version of UCLA’s Program for the Education 
and Enrichment of Relational Skills (PEERS®), the Ad-
olescents model.71 The program at AutismNS aims to 
provide adults (ages 18 and up) with autism “ways to 
help them make and keep friends.”72 As an interactive 
classroom-based program, with a parent-assisted com-
ponent, participants and their parents/caregivers meet 
weekly for two hours for 14 weeks to work towards a 
series of individualized development outcomes in-
cluding introduction skills, electronic communications 
skills, choosing friends, handling disagreements, etc. 
Parents participate as support, learning to act as social 
coaches to support the participant with their learning 
and skill development during and after the program. 
This program is coordinated by AutismNS staff and has 
a $175 fee to participate. This fee is kept dramatically 
lower than most similar programs across the country, 
which charge upwards of $1000 per participant.
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Life Skills Program

The Life Skills program was piloted in 2014 as a 10 
week program, and focused on money manage-
ment and cooking skills. It was designed for adults 
with ASD aged 18 years old and up who were living on 
their own or transitioning to living independently with-
in the community. Participants were taught financial 
literacy, budgeting and taxes through interactive class 
lessons and activities. With their financial literacy skills, 
they also learned to grocery shop for the necessary in-
gredients to make basic recipes, and the kitchen safety 
and basic skills to prepare daily meals.

The program pilot was a success, but will be modified 
to reflect the findings of a Life Skills Needs Assess-
ment Survey conducted in 2015 by AutismNS. This 
highest ranked learning needs identified by people 
with ASD, family and professionals in this survey were: 
learning learn at-home skills (vacuuming, laundry); 
community connections (identify community services 
for needs, take part in community activities); personal 
appearance and hygiene; health and wellness; time 
management.73 AutismNS will be developing curricu-
lum based on these results to deliver in their Life Skills 
Program launching in 2017.

Autism Nova Scotia’s Ben James Summer Camp  
Program

The Ben James Summer Camp provides children and 
young adults with autism aged 6 to 21 with the op-
portunity to attend summer camp in an environment 
that is safe, inclusive and designed around their needs, 
supported by counsellors trained in autism. This camp 
is unique in that each camper is supported individ-
ually, with a 1:1 camp/counsellor ratio, and activities 
are designed specifically with participants’ needs and 
interests in mind, including a unique array of sensory 
based activities. Campers participate in activities in 
their community, going on frequent swimming trips, 
to the Discovery Centre, urban farms, and more. The 
young adult camp session, which is offered for two 
weeks out of the eight weeks of summer, is specifically 
designed for campers aged 15 to 21. This session was 
established in 2013 because of an evident lack of adult 
based summer programs for individuals with autism 
who have extensive support needs. The adult camp 
offers additional activities to support the development 
of life skills, including grocery shopping and cooking.

Autism Arts Program

The Autism Arts program is a supported recreational 
and developmental program where children and young 
adults with autism aged six-25 explore art mediums 
and self-expression. Through a unique partnership with 
the Art Gallery of Nova Scotia, the program facilitates 
social interaction in the community and provides peo-
ple with ASD a space that nurtures self-expression and 
confidence. 

SUPPLEMENTING EXISTING CAPACITY IN THE 
COMMUNITY

AutismNS has developed an effective model of adult 
service through a system of program development 
that follows, roughly, a three step process: 1) evidence 
of need; 2) demonstration; and 3) community collabo-
ration. AutismNS carefully identifies gaps in services to 
adults through extensive needs assessments. Next, it 
bridges any identified gaps by constructing and imple-
menting pilot programming that is designed to test the 
feasibility and uptake of programs, which are generally 
evaluated formally or informally. Finally, wherever pos-
sible and appropriate, AutismNS works to find collab-
orators with other service sector partners or levels of 
government that might help take up into the existing 
and formal service structure any programs that are fill-
ing a real need. However, AutismNS’s current capacity 
to manage and deliver its adult service programs is 
limited by the dependence on privately raised or fee-
for-service dollars for programs.

PROGRAM ACCESS FOR LOW INCOME AND 
VULNERABLE POPULATIONS

AutismNS’ dependence on private funding or fee for 
service programming also creates a real barrier for 
access for people to confront the additional vulnerabil-
ity that comes with a low income and/or lack of family 
support. This is particularly problematic with adult 
services, where people who want to access services 
may not have family resources to draw from, have an 
increased likelihood of under-employment or unem-
ployment, or have never been attached to the labour 
market, making participation in social groups, skills 
groups or other groups almost unattainable. While 
AutismNS makes every effort to mitigate them, there 
are still real barriers to accessing many of the adult 
services that AutismNS offers if a potential participant 
does not have the financial means. 
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CROSS JURISDICTIONAL SURVEY
AutismNS adult services mirrors offerings from autism 
organizations across the country, which almost univer-
sally aim to fill gaps in social, recreation, and life skills 
that many programs not explicitly aimed at people 
with ASD are unable to address in an appropriate or 
effectual way.

There are, however, important innovations in adult 
services that deserve some note. First among these is 
the Toronto based Geneva Centre for Autism Services’ 
more refined social skills programming. Unlike the 
general skills and social groups offered at AutismNS, 
the Geneva Centre is able to break participants into 
more particular groups focusing on targeted areas 
such as emotional regulation, personal choice in 
friendship building, and more. Geneva also offers Life 
Skills groups that focus on elements not covered by 
the AutismNS group such as transit use and commu-
nity safety. And finally, Geneva has several programs 
that help develop the skills necessary to have a healthy 
recreation and leisure life, which aids in mental well-
ness, and correlated physical health, and relationship 
building.74 Similar programs skills programs also exist 
through the Ability Hub in Alberta, all of which receive 
provincial government support.

Sexual education is a program less commonly offered 
by autism organizations, but it is a more common adult 
program offering in other segments of the disability 
community. For example, the Sexcess workshops, run 
by the New Brunswick Association for Community Liv-
ing, offers a solid example of a holistic, adult targeted 
program.75 Considering the complexity of everyday 
social settings and interactions for individuals with 
ASD, the challenges of understanding healthy sexual 
relationships, social norms and expectations has very 
real implications. And yet, this is an area that is very 
rarely addressed. Parents and professionals in health, 
employment, education and post-secondary education 
continually highlight to AutismNS the need for sexual 
education and supports to help address the problems 
such as the “lack of socio-sexual knowledge, in addi-
tion to sexual segregation, inconsistencies and intima-
cy issues [that] can lead people with ASD to express 
sexual desire/emotion in socially inappropriate ways.”76 
Simply put, there is a widespread understanding of 
a need for adult programming for sexual education 
programming targeted at adults with disabilities and 
some programs already being deployed in other jursid-
ictions, but little is tailored to the ASD community, and 
there is nothing at all available in Nova Scotia.

IDEAL SYSTEM OUTCOMES
AutismNS, as well as employment agencies, post-sec-
ondary education support service providers and other 
stakeholders who regularly serve people with ASD 
also recognize the need for adult anxiety program-
ming in Nova Scotia. AutismNS proposes to coordinate 
the development of a program, similar to the Facing 
Your Fears program offered at the IWK Health Cen-
tre, which teaches children and teens to cope with 
their anxiety through a cognitive behavioural therapy 
approach.77 

As social settings and social interactions vary across 
ages, AutismNS would like access to the resourc-
es necessary to follow best practice of social skills 
programming already in place in Alberta and Ontario, 
providing adults in different age groups with social 
skills programming. 

AutismNS proposes to work closely with employment 
agencies and adult service providers across Nova Sco-
tia to deploy a sexual education curriculum that can 
help with transitions and interventions in the lives of 
adults with ASD. 

AutismNS will continue its work to demonstrate best 
practice programs and educational components, 
evaluating their efficacy and outcomes, revising them 
appropriately, and then uploading them to the appro-
priate stakeholders (such as agencies, service delivery 
agents, educational institutions, etc.) where they can 
be managed in a more sustainable and systemic way. 

RECOMMENDATIONS 
1. Review policy development under the SPD 

transformation that supports flexibility of respite 
funds usage, by eligible families. This would 
support a person directed approach to service, 
and allow families to use funds to pay fees or 
purchase social, leisure and recreation programs 
for their children. This option should also be 
available and accessible to adults.

2. Work in partnership with AutismNS to support 
best practice program development and delivery, 
and evaluate opportunities to share this work to 
build community capacity for program and service 
delivery across the province. 

3. Coordinate development of a program teaching 
children and teens how to manage anxiety.

4. Review of gaps identified in adult programming. 
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Post-Secondary Education 

Persons with disabilities have historically been woeful-
ly underrepresented in Nova Scotia’s post-secondary 
institutions. Over the past two decades, financial aid 
and support service improvements have helped to in-
crease the participation of such students but they are 
still significantly underrepresented: among Nova Sco-
tians 17 to 29 years old, 16% had a registered disability 
in 2011, compared with only 9% of university students 
and 12% of Nova Scotia Community College (NSCC) 
students.78 

Position: Nova Scotians with ASD, with the academic 
qualifications for post-secondary studies, should be 
welcomed, integrated, and fully supported to reach 
their educational and career goals. 

ISSUES

Unfortunately, we have very little information about 
the participation of persons with ASD in Nova Sco-
tia’s postsecondary education system. We know such 
students exist because AutismNS works to support 
some of them through an Autism Post-Secondary 
Student Support Group funded through Ready, Willing 
and Able (RWA), and is currently providing support 
for 10 students. Though not a controlled sample, our 
jobseeker database currently contains 74 job seekers, 
of which 22 (30%) hold some form of PSE accredita-
tion. Ready, Willing and Able has also found dozens of 
additional people on the Autism Spectrum who have 
achieved Post-Secondary Accreditation in areas as 
diverse and Human Services, Computer Sciences, Law, 
Baking, and Broadcasting, in its search for applicants 
to put forward to committed employers. RWA also 
has anecdotal reports of dozens of people with ASD 
throughout the NSCC system in the Halifax area alone. 
If the PSE system matches the wider population, we 
would expect as many as 1,000 students with ASD are 
enrolled in Nova Scotia’s universities and colleges (to 
say nothing of private colleges), though we lack data 
to confirm this.

All of this suggests that, while we cannot be cer-
tain about their overall number, there is a substantial 
population of people with ASD currently accessing 
post-secondary education.

System-Wide Issues

Despite the lack of reliable student data, we neverthe-
less know about some of the key challenges facing per-
sons with ASD in post-secondary settings. The harsh 
reality is that most institutions have very little experi-
ence knowlingly working with students on the Autism 
Spectrum and, as a result, they often fall far short of 
providing adequate supports to help these students 
succeed. There are multiple factors to consider:

• The primary and secondary education systems 
often fail to adequately prepare students with ASD 
for the transition to postsecondary institutions. 

• There is a lack of basic knowledge in the PSE 
system about what ASD is and how it must be 
accommodated. According to Students Nova 
Scotia, disability policies at most Nova Scotia 
institutions fail to differentiate ASD from broader 
class of “learning disabilities,” which might help 
to explain the shortcomings in their approach to 
students with ASD. 

• Students with ASD can struggle with academics 
and the basic organization skills required to 
succeed at the post-secondary level.

• Most institutions are particularly poor at offering 
ASD-friendly orientation activities and other 
supports that could help students with ASD to 
adapt to new and different social environments.

• Specific supports to help students with ASD to 
transition from PSE to the job market are similarly 
lacking.

• NSCC’s implementation of an admissions test to 
qualify students with an identified disability to 
determine their fit for post-secondary education 
has further created barriers for students with 
ASD, and is viewed by the autism community as a 
discriminatory practice. 

With all of these factors in play, it is hardly surprising 
that students with ASD often struggle in the first year 
of post-secondary education and, like other students 
with disabilities, are much more likely to drop-out at 
this early stage.
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In response to community need, AutismNS recent-
ly started a Post-Secondary Student Support Group 
(with support from Ready, Willing and Able) to help 
Halifax-based students to navigate many of these chal-
lenges and make connections to their peers in the ASD 
community. 

INSTITUTIONAL COMPARISON
A handful of Nova Scotia institutions have made some 
initial efforts toward improving conditions for students 
with ASD. For example:

• NSCC publishes online Autism Toolkits for students 
and staff through its Disability Services division.

• Dalhousie University, through its Counselling 
Centre, piloted its first Asperger’s/Autism 
Spectrum Support and Intervention Group in 2014. 
This group has been refunded by a grant provided 
by AutismNS via Ready, Willing and Able.

• Mount Saint Vincent University, through Disability 
Services, offers one-to-one mentoring to students 
with ASD through its Learning Strategist. 

IDEAL SYSTEM OUTCOMES
Nova Scotia’s postsecondary institutions face a steep 
learning curve in order to accommodate an increas-
ing population of students with ASD. They require 
significant investments to add on-site expertise in 

their student services divisions and must also provide 
appropriate training to develop a knowledge base on 
ASD across the full spectrum of services provided by 
the institution. 

Post-secondary institutions must develop collaborative 
relationships with secondary schools and ASD com-
munity support organizations (including AutismNS) to 
ensure healthy transitions of students with ASD. 

Post-secondary institutions must better assist students 
with ASD in the transition to the labour market. Au-
tismNS will work with any university or college willing 
to develop a strategy for student supports, counsel-
ling, and disability services that could better accom-
modate students with ASD, and what those supports 
might look like. 

RECOMMENDATIONS
1. Further research and analysis of the needs 

and support of students with ASD in the post-
secondary environment is required, as well as 
follow up with students, post-graduation, to better 
understand transition outcomes. 

2. Enhanced knowledgeable professionals.

3. Increase in autism-friendly spaces and greater 
recognition of accommodation considerations in 
the post-secondary environment.

4. Enhanced transition support to the labour market.

Employment, Entrepreneurship and Social Enterprise

Employment is consistently identified by individuals on 
the Autism Spectrum, their families, and professionals 
as one of the most significant and important issues 
in their lives.79 The data on labour market attachment 
among people with autism suggests that this concern 
stems not from personal troubles but from a systemic 
failure to connect people with ASD to inclusive work-
places. The most recent data shows that, in Canada, 
less than 33% of people with ASD who are looking for 
work are employed in any capacity. Data from the UK 
and US, countries with similar employment and par-
ticipation dynamics to Canada, parses this further to 
suggest that less than 15-25% of people with ASD who 
are ready and willing to work have attained some form 

of employment. And this is not the product of certain 
people being “too disabled” for the competitive labour 
market. Rather, individuals who are considered to be 
“higher functioning” confront endemic underemploy-
ment, more frequent job switches than the general 
population (despite commonly experiencing difficulty 
adjusting to new job settings), and almost universally 
earn less than both their peers without ASD and indi-
viduals with learning disabilities.80 Even the significant 
number of people with ASD who have postsecondary 
education, experience similar difficulties.81 

This makes people with ASD perhaps the most un-
derrepresented and vulnerable group in the labour 
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market. And with the growing number of people with 
ASD transitioning from school to the workplace, and 
post-school aged people now receiving much needed 
diagnosis and reaching out for employment support, 
this issue is emerging as a pressing one here in Nova 
Scotia and across the world. This is particularly pre-
scient given the poor labour market participation rate 
of vulnerable and marginalized groups that the OneNS 
Commission82 identified as a root source of lower pro-
ductivity in Nova Scotia.  

For these reasons, AutismNS has devoted a great deal 
of effort over the last two years to building capacity as 
an employment support interventionist, working close-
ly with existing employment agencies and community 
programs, developing and offering programs and skills 
to fill gaps in employment support and preparation. 
For AutismNS, this has meant offering new programs 
and working to transfer functional knowledge about 
ASD into the existing service infrastructure, as well as 
raising awareness among employers about the benefits 
of hiring people with ASD. 

AutismNS’s goal in developing employment and 
pre-employment services is clear: increase labour 
market participation among people with ASD by 
building capacity in the employment support and 
preparation landscape. AutismNS pursues this goal via 
three avenues: 1) ASD tailored pre-employment and 
employment programs alongside targeted, collabora-
tive capacity building for existing programs outside of 
AutismNS; 2) employer and agency education; and 3) 
collaborative system building in standard employment 
and self-employment or entrepreneurship. 

But before turning to these three avenues of work that 
AutismNS has been conducting in the employment 
and pre-employment systems, we must highlight a 
few of the major issues that have motivated AutismNS 
and their collaborators to try and build more robust 
employment supports for people with ASD. 

ISSUES

System Costs of not having ASD Appropriate  
Employment Supports

Apart from the right to work, the need for better ASD 
tailored employment supports in policy and admin-
istration also emerges from the collective and social 
cost of low employment among people with ASD. 
Simply put, unemployment among people with ASD 

is extremely high, and studies are showing that this 
marginalization is very costly. A recent Ontario-based 
study indicated almost 75% of the 480 participants 
with ASD had an annual income under $30,000, and 
the Ontario Disability Support Program was the pri-
mary source of income for 58.2% of those surveyed. 
Full-time employment was the primary income source 
for only 13.9%, and part-time employment for 6.1%. 
The report highlighted that despite higher IQs and 
achievements in postsecondary education, outcomes 
for this group were consistently quite poor. A majority 
of participants struggled with employment, meaning 
they have little work experience or have worked mainly 
in short-term, low-paying jobs.83 

This sort of unemployment creates a system reliance 
that costs more than it needs to. One study of people 
with autism found that poor employment results in lost 
work time and productivity for an entire community. 
Further, it found that employment has a significant 
cost impact because people who are not included in 
the productive economy must rely on publicly funded 
social supports. This study reported that with em-
ployment, the cost of community supports decreases, 
creating less reliance on day programs and activities, 
such as adult day care.84 Waged work also provides 
the means to pay bills, decreasing the need for living 
support that pays for housing, transportation and 
basic amenities covered by community benefits. Extra 
health coverage, common with many employers, can 
also help cover medical costs for items such as med-
ications. This extra coverage can sometimes assist 
in psychological services, which are a common need 
since the prevalence of comorbid disorders is very 
high among people with ASD.85 

At the same time, well-supported and fitting employ-
ment has an indirect cost benefit on the mental and 
physical health system fronts. As mentioned in the 
opening of this report, there are particular areas of 
social interaction that people with ASD struggle with, 
especially when it comes to obtaining and maintaining 
paid employment, many of which stem from social 
communication deficits. Yet, very often, people with 
ASD have high expectations of themselves, as well as 
high intelligence and valuable skills, but no workplace 
to use them in. The result is frustrating, discouraging 
and alienating for people with ASD and their families. 
Studies have shown that employment can actually 
help people develop the routines and stability needed 
to manage the mental illnesses which are commonly 

INTRODUCTION TO THE ISSUES SECTION



42!Choosing Now: Investing in Nova Scotians Living with Autism

co-diagnosed in people with ASD (e.g., anxiety, de-
pression, schizophrenia, or psychosis). The prevalence 
of anxiety, depression and other mental health con-
ditions is particularly high for those struggling to get 
and keep employment.

Meanwhile, there is ample evidence of benefits to 
employers and companies when they hire individuals 
with ASD.86 Employers often value the trustworthiness, 
reliability, and low absenteeism of these employees.87 
Once employed, individuals with ASD often demon-
strate strengths that employers look for, such as 
attention to detail and intense focus, and which result 
in increased work output. Moreover, some people with 
ASD may enjoy performing the kinds of jobs shunned 
by others due to a variety of factors, such as the rela-
tive social isolation or the repetitive nature of the task 
(depending on the particular strengths of the employ-
ee)—meaning that a worker with ASD may excel in 
situations where others do not.88

ASD Tailored Supports for Employment in the Nova 
Scotia Employment Support Infrastructure 

Transition and Preparation for Employment 

Evidence shows that the availability of adequate 
services for people with ASD “during their education, 
their transition from school to work, and to indepen-
dent living might influence employment outcome 
considerably.”89 Many youth with ASD leave secondary 
school without basic life and job skills, are ill prepared 
for adulthood, and regress during this time of isolation 
when there is no school, no work, no friends, a lack of 
community programs, and no ASD-specific adult ser-
vices. Available research also confirms poor outcomes 
in independence and social inclusion for adults with 
ASD, regardless of where they fall on the spectrum, 
and higher rates of unemployment and underemploy-
ment compared to other disability groups.90 

Education professionals refer to the transition period 
as a critical time for high school students with disabil-
ities, not only because transition programs could offer 
work experience, but also because transition is a pe-
riod of planning and preparation for adulthood where 
specific skills can be taught in the school system.91 But 
the transition for people with ASD is often a rough 
one. Much of this stems from the fact that we are only 
beginning to understand that people with ASD have 
markedly different vocational needs than individuals 
with other developmental disabilities, and also be-

cause each person with ASD demonstrates such a 
wide a variety of characteristics across the diagnostic 
criteria—ASD truly is a spectrum. While the current 
approach to planning for transition out of school is al-
ready individualized, the spectrum of need and ability 
among people with ASD makes the potential options 
in transition very broad, and the actual process of 
transition to successful employment or post-secondary 
education a great challenge.92 

A 2012 Autism Speaks Employment Think Tank in the 
United States reported that inadequate soft skills (e.g. 
office small talk, workplace politics, and team-oriented 
projects), lack of self-advocacy skills, and an inability 
to identify their strengths were among the biggest 
barriers that people with ASD confronted both getting 
into and once in the workplace. However, having held 
a paid, community-based job while still in high school 
is strongly correlated with post-school employment 
success for young people with intellectual disabilities, 
multiple disabilities, and autism, as is increased inde-
pendence in self-care and higher social skills. Ontar-
io stakeholders have similarly noted that vocational 
success in adulthood is predicted by having a paid job 
during high school.94 

Getting people with ASD into the labour force is 
challenging, but it is not impossible; just managing 
the transition from school to work, and getting young 
people with ASD into paid employment early, can help 
them establish life-long careers.

With all of this in mind, AutismNS has developed 
several pre-employment or employment preparation 
programs that are tailored to the needs of people with 
ASD as they enter the labour market (and which func-
tion often in concert with ASD tailored outlined in the 
chapter on Adult Services). 

TRAACE

Perhaps AutismNS’ most far-reaching pre-employment 
program is the Transition Readiness And Autism Com-
munity Employment (TRAACE) program. TRAACE be-
gan in 2011 as a pre-vocation program supporting high 
school students with ASD in HRM, and in 2014 it was 
piloted in the Cape Breton Victoria Regional School 
Board where TRAACE also partnered with NSCC Mar-
coni Campus to train students as job-coaches. Later in 
2014, TRAACE expanded to the South Shore region, 
and in 2015 to the Chignecto region. AutismNS cur-
rently receives a renewable grant from Post-Secondary 
Disability Support Services to run TRAACE in Halifax, 
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and AutismNS recently received a federal government 
grant to scale up the program across the province 
and conduct a formal evaluation, under the Worktopia 
program. 

TRAACE includes seven skill-building modules, and 
all participants take part in an eight week communi-
ty-based learning opportunity to give them hands on 
job experience and an opportunity for career explora-
tion. TRAACE modules are based on current research 
and best practices and run under the guidance of 
knowledgeable professionals, including a Board Certi-
fied Behavioural Analyst (BCBA). In 2016 the program 
will reach over 60 students, and is running out of eight 
schools across the Chignecto Central School Board 
district as well as schools in the Halifax, Cape Breton 
Victoria Regional, and South Shore School Boards. 
TRAACE is filling a gap for students who too con-
sistently miss out on community-based learning and 
career exploration opportunities that are essential in 
preparing them for entry to the labour market. 

Worktopia Canada

AutismNS is also currently participating in a nation-
al pilot of the Worktopia program. Initially piloted in 
Calgary, Worktopia is funded in its federal capacity as 
a four-year initiative co-sponsored by The Sinneave 
Family Foundation, Autism Speaks Canada, and the 
Government of Canada’s Opportunities Fund for 
Persons with Disabilities. The initiative has two core 
programs outlined below, with Halifax acting as one 
of two jurisdictions in the country (the other being 
Calgary) where a third stream, School Works, is being 
tested by leveraging the TRAACE program. 

Community Works 

Community Works is a 12 week pre-employment 
program aimed at targeting soft skills, such as social 
interactions and understanding social rules in a work-
place, for people with ASD in high school aged 15-21. It 
is a community embedded program where participants 
and peers volunteer each week with a different com-
munity partner. It uses peer mentors as role models 
and supports an inclusive learning environment that 
allows people to hone many of the skills that would 
be needed in employment and in community living. A 
Board Certified Behaviour Analyst oversees the proj-
ect to develop and implement goals targeting social 
communication skills and pre-employment skills. The 
program is built on a model of incidental and natural 
teaching interventions, implemented in a systematic 

way that gives participants a concrete measure of 
progress and outcomes, while also generating commu-
nity awareness—particularly among community part-
ners and peers—about the abilities of people with ASD.

Employment Works

Similar to Community Works, Employment Works is a 
12 week employment program aimed at targeting soft 
skills, but this program is for individuals no longer in 
high school aged 15-29. This program is 12 weeks long, 
conducted for 2.5 hours a day, twice a week. It con-
sists of one day focused on direct teaching through a 
peer-directed employment curriculum, and a second 
day focused on experiential learning through various 
job-shadowing experiences in the community. It is also 
overseen by a Board Certified Behaviour Analyst to 
develop individual goals for the participants within the 
program. As well, it aims to promote the effectiveness 
of individuals with ASD as skilled workers within the 
community while giving participants the opportunity 
to experience several careers that they would not have 
necessarily had the chance to explore. The major aim 
of this program is to develop participants’ skill sets 
and knowledge of employment so they can obtain, 
sustain, and maintain a job within the community.

Autism Works: Launch Pad

AutismNS has also developed a prevocational edu-
cation program called Launch Pad. This program is 
designed to help young adults aged 18 or older and 
no longer in school to secure meaningful employment, 
as well as connect to community employment infra-
structure to ensure ongoing support. This three-month 
program is a mixture of classroom lessons, customer 
service experience, and career counselling. Classroom 
lessons are taught three days per week, and focus 
on career exploration, professionalism, social skills, 
customer service, financial literacy, job applications, re-
questing accommodations, and anxiety management. 
Participants also explore which industries and em-
ployers would be a good fit with their particular skills, 
interests, and experience. This individualized approach 
was successful in securing four part-time jobs for the 
pilot program of five participants in October 2015, six 
part-time jobs for the second cohort of eight partic-
ipants in April 2016, and one full-time job and one 
part-time job for the third cohort of eight participants 
in August 2016.

Several community partnerships have been formed to 
deliver Launch Pad’s program content, including col-

INTRODUCTION TO THE ISSUES SECTION



44!Choosing Now: Investing in Nova Scotians Living with Autism

laborations with Job Junction, St. John’s Ambulance 
and Junior Achievement. All participants also join 
the Autism Job Seekers Database, and when partici-
pants apply to job opportunities, they are supported 
throughout the application process and the interview. 
Should the participant be the successful applicant, job 
coaching supports can be provided through Ready, 
Willing and Able to help with training and meeting 
employer expectations.

Taken together, these pre-employment and employ-
ment readiness programs are already being recog-
nized as a much needed intervention in the provincial 
pre-employment and supported employment services. 
Worktopia and Autism Works receive regular referrals 
from Work Activity members, Collaborative Part-
nership Network members, and Careers Nova Scotia 
centre members who have clients with complex needs 
but a real potential to work. The need for AutismNS 
to perform an expert interventionist role in preparing 
people with ASD for the labour market and helping 
them connect to employment is clear.

 

Employer and Agency Education: AutismNS as an 
Interventionist

When we move from considering vocational prepara-
tion to employment support—that is, when we focus 
on what happens once people with ASD are actively 
engaged with the labour market—AutismNS’s role as 
an employment interventionist becomes even more 
critical. 

There is currently a distinct lack of specialized employ-
ment supports to meet the unique challenges faced by 
individuals with ASD once they are in the labour force.95 
Nova Scotia is by no means unique on this front. The 
vast majority of community employment services, 
like pre-vocational programming, are tailored to serve 
people with intellectual disabilities or mental health 
conditions. For example, Nova Scotia has an exten-
sive Adult Service Centre (“workshop”) infrastructure. 
These Centres employ people who are excluded from 
other employment opportunities in “sheltered” settings. 
Specifically, 87% of their program participants have a 
primary diagnosis of an intellectual disability. These 
Centres are a poor fit for the needs and abilities of 
most people with ASD, who have a relatively low tran-
sition to employment rate. And, they also run counter 
to AutismNS’s commitment to having people with ASD 
work in the community, in mainstream workplaces, inte-

grated with colleagues who do not have ASD.96 

Supporting Autism in the Workplace, & Autism 101 
Training 

AutismNS is leading the country in its efforts to devel-
op programs tailored to the unique needs of jobseek-
ers and workers with ASD who are seeking or taking 
up employment in their communities. One such initia-
tive is AutismNS’s “Supporting Autism in the Work-
place” training. This program is aimed at job-coach-
es and case workers within inclusive and disability 
specialized employment agencies, to whom it offers a 
1-2 day workshop to equip them with the tools, tactics 
and knowledge to deal with the additional barriers 
that people with ASD confront in securing and keeping 
employment. They are also delivering a sector-specific 
“Autism 101” workshop to employers, service providers 
and any other interested stakeholder. 

AutismNS works with dozens of employers, employ-
ment agencies, and universities and colleges across 
the province, for example delivering training to Metro 
Works, Options, Teamwork-Workbridge, Career Nova 
Scotia Centres, Collaborative Partnership Network 
members and even the Tourism Industry Sector Coun-
cil of Nova Scotia’s hospitality training program. At 
the same time, the request for training from across the 
province is growing. With the help of Ready, Willing 
and Able (see below), AutismNS has become a trusted 
facilitator in accommodating and building autism in-
clusive pre-vocational programming and employment 
supports. This has been a mixed blessing: particularly 
in light of the system transformation that is underway 
in Community Services and the employment support 
system under the umbrella of Career Nova Scotia, 
requests for training are outstripping AutismNS’s 
capacity, sapping human resources away from exist-
ing programming that are funded entirely by private 
dollars raised by the organization. 

AutismNS would like to expand its tested and well-re-
spected employment support and job-coaching 
workshops across the province, but it needs to address 
capacity issues in order to do this.

Ready, Willing and Able

Educating Employers and Building Demand

AutismNS is also collaboratively building the sup-
ported employment infrastructure in Nova Scotia as a 
partner with Ready, Willing and Able (RWA), a national 
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program that connects employment opportunities to 
job-seekers working through community agencies, 
and educates employers on the business case demon-
strating the benefits of inclusive employment. RWA is 
an initative designed to help increase the labour force 
participation of people with ASD and intellectual dis-
abilities by generating employer commitments to hire, 
and then connecting these employers to a collabora-
tive network of partner agencies who identify suitable 
candidates for a position and deliver employment sup-
ports for those clients should they be hired for the job. 
RWA staff, in their work with employers and agencies, 
have helped strengthen links between AutismNS and 
employment agencies across the province, while also 
opening up new employers to the benefits of inclu-
sive, competitive employment—successfully support-
ing dozens of people to come off of income support 
in Nova Scotia by helping them connect to suitable, 
meaningful employment. 

Autism Job Seekers Database—Pooling Job Seekers, 
and Connecting them to Supports

The RWA program also recently launched a new 
Autism Job-Seekers Database, designed to connect 
Autistic job-seekers to an agency that can case-man-
age and assist in developing employment opportuni-
ties, as well as to any vocational preparation programs 
(whether ASD-specific or general). This is meant to 
help bridge the divide between the many people with 
ASD who are unconnected to, or have a difficult time 
navigating, employment supports. A devoted Autism 
Outreach Coordinator has been building bridges to 
the agencies and sites where ASD job seekers may 
be accessing services across the city, pooling these 
jobseekers into the database and then routing and re-
ferring them through appropriate pathways to support 
and success in the labour market. The Database now 
has over 122 registrants looking for employment, and 
RWA staff have created efficient referral processes 
with Career Nova Scotia Centres and other agencies 
and programs to ensure continuity of support, with 
staff working with these groups to identify any train-
ing or education needs that AutismNS can deliver to 
help better support clients with ASD. To be clear, this 
is larger than the caseload of the largest employment 
support agency in Halifax. The database has facilitated 
dozens of job connections over its first year and a half, 
and is picking up steam. 

RWAs work, the database and the education sessions, 
which are all responses to obvious gaps in the system 

of support, all highlight a collaborative system building 
in standard employment supports that is careful to not 
duplicate existing infrastructure. AutismNS believes, 
strongly, that it is possible to create an inclusive em-
ployment support system where the needs of people 
with ASD who wish to work, no matter what their 
needs, can be met so long as the agencies, service de-
livery stakeholders and AutismNS are given the proper 
tools, resources and education. 

SELF-EMPLOYMENT AND ENTREPRENEURSHIP: 
BUILDING STRONGER SUPPORTS FOR PEOPLE  
WITH ASD

The same collaborative philosophy directs AutismNS’s 
efforts in helping people with ASD explore self-em-
ployment and entrepreneurship as an employment 
option. Entrepreneurship offers a very viable path for 
individuals who are unable to find success through 
supported, competitive employment, and for the 
many—if not all—for whom a sheltered workshop is not 
appropriate. Supported self-employment and entre-
preneurship, for those who have particular skills or 
services, provides a means to earn income, while con-
trolling for the variables which often make it difficult 
for a person with ASD to become an employee, such 
as scheduling needs, sensory sensitivities, and social 
barriers. At the same time, self-employment is among 
the fastest growing forms of employment in this 
province, and AutismNS believes that people with ASD 
ought to have the same opportunities and be given 
appropriate supports to explore entrepreneurship as 
an option for themselves. 

RWA and building a system for Entrepreneurs and 
Self-Employment for people with ASD

AutismNS has, therefore, been working closely with 
existing business development and entrepreneurial 
service providers for persons with disabilities, as well 
as building new collaborative relationships that create 
the necessary amalgam of support for business and 
disability needs. This work is progressing on two major 
fronts.

Uniquely Gifted—A Partnership with EDN

Ready, Willing and Able plays an active role in sup-
porting entrepreneurs with autism. The individualized 
support funds that have been made available by the 
federal government through that program have been 
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used to connect a number of interested entrepreneurs 
with ASD to business development consultants who 
are administered by Autism Works: Entrepreneurship 
(see below) and in partnership with the Entrepreneurs 
with Disabilities Network (EDN).97

By supporting several people in their entrepreneurial 
pursuits, RWA began to recognize what the EDN had 
long known: a critical need for growing many business-
es is pre-market and go-to-market support. These two 
areas of business development are particularly acute 
barriers for people with ASD, who commonly struggle 
with the executive functioning involved in complex 
planning and abstract thinking, and who often strug-
gle with the highly dynamic social interactions and 
environments involved in sales, which, for all entrepre-
neurs, also saps time away from the actual production 
of the good or delivery of service. 

Working with the EDN, RWA accessed federal funds 
to launch Uniquely Gifted: a cross-disability social 
enterprise aimed at bridging the gap faced by many 
entrepreneurs by providing pre-market and go-to-mar-
ket services. It helps entrepreneurs across Nova Scotia 
launch or sustain their business, earn income current-
ly inaccessible because of barriers, and connect to a 
more extensive system of business development and 
disability supports 

Uniquely Gifted is currently working with about a doz-
en entrepreneurs who are at various stages of business 
development and acceleration, including five people 
with ASD—and it intends to expand. 

Importantly, Uniquely Gifted represents an opportuni-
ty for those who wish to produce or focus on selling 
their passion to access support for business prepara-
tion, including going to markets and venues that can 
supplement their sales efforts, while accommodating 
many aspiring entrepreneurs’ scheduling needs, sen-
sory sensitivities, and social barriers. Entrepreneurs 
also maintain autonomy within the social enterprise, 
producing at a rate that is appropriate for the indi-
vidual, and able to sell their good or service wherever 
they please—though a pricing agreement is reached to 
avoid competition. 

Autism Works: Entrepreneurship—A Partnership with 
Sobey’s Business Development and ENACTUS SMU

While Uniquely Gifted acts as important support in 
preparation for market and a supplemental sales point, 
people with ASD commonly require support beyond 
what Uniquely Gifted can reasonably offer. This is par-

ticularly an issue for those who are only beginning to 
explore the possibility of entrepreneurship or self-em-
ployment. 

To respond to this gap, Autism Works Entrepreneur-
ship has constructed a partnership with Enactus Saint 
Mary’s University (SMU) and the Sobey School of Busi-
ness Development. This program helps entrepreneurs 
who have business ideas and/or products connect to 
supports that accommodate any barriers as they de-
velop their business. 

Enactus SMU students and senior consultants from the 
Sobey School of Business Development Centre provide 
entrepreneurs with 1:1 consulting based on the Growth-
Wheel Consulting Format. Consultants conduct a 
needs assessment with each entrepreneur, create an 
individualized plan, and implement the necessary sup-
ports and business expertise. The level of support de-
pends on what stage the participant is along in devel-
oping their enterprise. Support from Enactus SMU may 
include, but is not limited to: organizational structure, 
business operations, human resources, finances, and 
marketing. Currently, Ready Willing and Able provides 
individualized support funding for entrepreneurs with 
autism on a case-by-case basis, applying a ceiling of 
funding available to support each step of exploration 
and development.

Investment in individualized supports for entrepre-
neurs with ASD is relatively small to date. It averages 
about $2,000 per business per year, and with average 
amounts decreasing quickly once a support system is 
established and the viability of a business is tried and 
tested. 

CROSS JURISDICTIONAL COMPARISON
AutismNS is in an interesting position when it comes 
to a Cross Jurisdictional comparison of employment 
supports. Since 2014 it has been a partner in the na-
tionwide RWA program, giving it the opportunity to 
see first-hand how employment is supported across 
Canda. The provincial system of supports for people 
with ASD vary dramatically, and Nova Scotia—while 
a leader with its current federally funded suite of 
programs coordinated out of AutismNS—is at risk of 
falling behind in supporting the legion of people with 
ASD who are ready, willing and able to work.

Across North America, efforts are underway to de-
velop ASD-appropriate employment supports and 

INTRODUCTION TO THE ISSUES SECTION



Choosing Now: Investing in Nova Scotians Living with Autism 47

pre-employment programming. Before RWA’s estab-
lishment, studies in Ontario found that there was no 
consistent or specialized supports to help individuals 
with ASD succeed in employment. Similar studies 
have shown this to be the case throughout much of 
the United States of America as well, and the experi-
ences of RWA reveal—but also mitigate—a similar lack 
of tailored support and knowledge about ASD across 
Canada.98 

In fact, the funds provided to individual supports via 
the federal funding available to RWA, for this purpose, 
are already showing that the supported employment 
system in Nova Scotia, like much of Canada, is ill-
equipped for truly supported employment. The system 
is particularly unprepared to support the diverse needs 
of people with ASD, who often require a flexibility that 
standard “employment maintenance worker contracts 
or “job coaches” cannot offer because of the vast dif-
ferences in ability and skills. 

On a positive note, research and experience are now 
aligning to demonstrate that with customized inter-
vention and training, individuals with ASD can work 
in a variety of businesses and industries, and are not 
limited to lower paying entry-level jobs or workshops. 
The recent announcement that, following the lead 
of Vermont and Washington States, the provincial 
government of Ontario will incrementally phase out 
support and end admissions to “workshops” or Adult 
Service Centres is a harbinger of the reform direction 
that Nova Scotia will have to take.99 

AutismNS, through the outreach done by its employ-
ment division to Careers Nova Scotia Centre members, 
Collaborative Partnership Network members and Adult 
Service Centres, has found that people with ASD in 
need of support in gaining and maintaining employ-
ment are ending up in each of these places. And, 
through RWAs provision of individualized supports 
where existing supports are unavailable, AutismNS has 
seen that the amount and types of employment sup-
ports vary because the abilities and needs of people 
with ASD vary so dramatically. Yet, no matter if they 
possess an advanced graduate degree or have not 
finished high school, there is still an almost consistent 
need for supports. 

IDEAL SYSTEM OUTCOMES
AutismNS is a national leader in employer and agency 
education on supporting autism in the workplace. Sup-
plementing existing community employment supports 
to better serve people with ASD, our organization will 
continue to collaborate with employers, employment 
agencies, and universities and colleges across the 
province as an interventionist in employment support. 

AutismNS will continue to work with employers to ed-
ucate them on the benefits of hiring people with ASD, 
and encourage them to become more inclusive in their 
practices and culture. 

The Government of Nova Scotia should commit to 
becoming an inclusive employer and work with Ready, 
Willing and Able to both connect to governments that 
have successfully built inclusive employment for peo-
ple with ASD and intellectual disabilities across Cana-
da, and to aid as a strategic recruiting partner. 

The planning and delivery of employment services and 
supports is a collaborative effort and AutismNS will 
continue its role as an ASD interventionist, supporting 
transitions from secondary school to the labour market 
and those agencies looking for interventionists who 
can support those people with ASD wishing to engage 
or re-engage with the labour market.

RECOMMENDATIONS
1. The Department of Education should adopt 

TRAACE as a course for credit and make it 
available to any students with ASD or other 
developmental disabilities that qualify. 

2. Labour and Advanced Education and Community 
Services should earmark funding for all Careers 
Nova Scotia Centres, former CPN members 
(eg. Teamwork-Workbridge), and Adult Service 
Centres (with supported or pre-employment 
programming), to take the extensive Supporting 
Autism in the Workplace, as well as the preliminary 
Autism 101 courses that AutismNS has developed. 
Another option would be to provide an annual 
training grant to AutismNS to deliver an agreed 
upon number of training sessions annually across 
the province. The training could be delivered 
to case managers, job developers, career 
practitioners, and all front-line staff, either on-
agency-site or within the soon to be established 
Centre for Employment Innovation and Excellence. 
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3. AutismNS should work with Careers Nova Scotia 
to identify if a database, modeled on the Respite 
Care Database, could be adapted for use to 
maintain a list of Workplace Attendant Support 
Workers who would be trained in “Supporting 
Autism in the Workplace” curriculum, and could 
act as attendant job coaches for employees with 
ASD.

4. The provincial government, in light of recent 
changes to the federal labour market agreements 
and resulting shifts in some funding away from 
federal funds used for job coach supports, should 
explore the practicality of an individualized 
funding model for on the job support that could 
relax limitations on the workplace attendant 
program for people with developmental disabilities 
such as ASD.

5. The provincial government should move away 
from any disability targeted wage subsidies, 
and reallocate portions of that funding to 
individualized supports for competitive 
employment, as well as refocusing some resources 
into employer education on inclusive employment. 

6. The provincial government should work with 
AutismNS and the Entrepreneurs with Disabilities 
Network to evaluate and identify how a 
sustainable system of self-employment supports 
can be provided to people with ASD, as well as 
other disabilities—including an exploration of non-
workshop based affirmative enterprise models. 

7. AutismNS should be included in conversations 
related to the transformation of the employment 
infrastructure in this province to ensure that adults 
with ASD do not become further marginalized and 
detached from the labour market.

8. AutismNS should maintain the funding allocations 
from the province for the Launch Pad and TRAACE 
program with the option to explore cost effective 
scalability across the province.

9. The provincial government within the federal 
labour market agreements continue funding the 
Ready, Willing and Able pilot program. This is 
currently a successful partnership with AutismNS 
and the Nova Scotia Association of Community 
Living (NSACL) that leads the country in 
successful labour market outcomes for adults with 
ASD or intellectual disability.

Safety in Communities 

Safe communities are accommodating and support-
ive communities. For families of people with ASD, a 
common concern may be how their loved ones will be 
treated as they venture into the community, and, par-
ticularly for those caring for people with more signifi-
cant support needs, if authorities and first responders 
will know how to react to them. 

Position: AutismNS believes that safe communities are 
accommodating and supportive communities; that the 
best way to assure the safety of people with ASD and 
their communities is a proactive approach that assures 
upfront investment in community, housing, program, 
employment and health supports. The justice system 
is a last point of intervention, but the education of 
those charged with first response or search and rescue 
services about ASD is key to assuring appropriate 
intervention

ISSUES

Wandering and Search and Rescue for people with 
ASD

For families caring for persons with ASD who also have 
an intellectual disability, and/or who are non-verbal, a 
common concern is that their loved one may wander 
into the community and become lost or find them-
selves in dangerous situations. 

To help give families piece of mind on this front, Au-
tismNS has closely collaborated with Project Lifesaver. 
Project Lifesaver is a proactive life protection program 
for individuals with cognitive disorders that equips 
and trains law enforcement and search and rescue 
agencies in an active response system that helps them 
to locate wandering individuals before they become 
victims of the elements, accidents or predators.  Proj-
ect Lifesaver is a non-profit organization that has 
fast become the lead organization in Canada and the 
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Unites States to effectively train, equip, and deploy 
the appropriate agencies in these increasingly com-
mon situations. Project Lifesaver uses directional radio 
frequency receivers and each individual enrolled into 
the project has a water resistant transmitter affixed to 
their wrist or ankle that emits a unique frequency. It is 
funded in Nova Scotia by the Emergency Management 
Office in the Department of Justice, in the amount of 
$278,000 per year.100 

Since the inception of Project Lifesaver in this prov-
ince, there have been several calls for service from 
families supporting people with ASD, all resulting in 
successful rescues.  In one case, a young girl with 
autism was found 2kms from her home and close to 
water—a situation that could have become much more 
dangerous if she had not been located quickly.   Proj-
ect Lifesaver sees its service to the ASD community as 
an integral part of its work.

With the increased need and demand for this service, 
AutismNS has stepped in to collaborate as a volunteer 
maintenance partner for Project Lifesaver. Few orga-
nizations in Nova Scotia have been able to provide the 
staffing and set-up infrastructure to create the month-
ly check-lists, referral steps, and extensive training 
needed to take on the monthly battery maintenance 
and administration needs for each Project Lifesaver 
client.  AutismNS has made Project Lifesaver a priority 
within its community collaboration and outreach man-
date, allocating one staff person for 10-12 hours per 
week as a Lead Coordinator for the Project Lifesaver 
serving the autism community in Halifax.  However, 
AutismNS receives no funding for this staff position, 
which limits the time and the number of clients that 
AutismNS can serve. As of February 2016, Project 
Life Saver had trained search and rescue teams in 
24 regions across Nova Scotia, but in the absence 
of volunteer capacity like that offered by AutismNS, 
handling the maintenance of batteries and training, the 
program was only available in five regions of the prov-
ince. Response coverage is now available across Nova 
Scotia, and Project Life Saver is able to accept clients 
in all areas except the Musquodoboit Valley and parts 
of Inverness County.

 

Proper training for First Responders and Police

While Project Lifesaver does valuable work in address-
ing the issue of wandering, an additional and imper-
ative component of creating accommodating and 

inclusive communities remains in terms of ASD training 
for first responders. It is important that individuals with 
autism learn to interact with first responders, and that 
first responders learn about and understand ASD so 
that they are prepared to identify and respond safely 
to situations that involve this population.

The need for first responder training has been a key 
priority among autism organizations across much of 
the world—and Nova Scotia is no exception. Following 
on the recommendations of the 2010 AMAT report, the 
2012 Autism Action Plan outlined that the Department 
of Justice would developing an online training in ASD 
and Law Enforcement in consultation with AutismNS.101 
While this recommendation was fulfilled, the number 
of trainees who have completed the curriculum is not 
available to the public, and the curriculum requires 
periodic updating and evaluation.102 

Incarceration and Offence Rates

In the United States research shows that people with 
developmental disabilities are seven times more likely 
to have a negative encounter with law enforcement, 
and research in the UK points out that people with 
autism are over-represented in their prison system.103 
Because of their marginalization, and the common 
comorbidity with mental health conditions and other 
disabilities, people with autism are much more likely 
than the general population to deal with some form 
of crisis that will likely involve law enforcement, the 
court systems, and perhaps even incarceration. Some 
jurisdictions in the UK and Ontario have already begun 
inquiries into autism and the criminal justice system, 
looking at frequency of events, their handling by 
police, and how to gather the basic data that can help 
ensure just treatment and outcomes. Nova Scotia has 
no real data on autism and its criminal justice system 
at this time.

IDEAL SYSTEM OUTCOMES
Working with Project Lifesaver and with the increased 
outreach capacity of more stably funded Autism Re-
source Centres (ARCs) in regions across Nova Scotia, 
Project Lifesaver woud be available to any families in 
the ASD community who need it, thus building the 
user base of the project and ensuring long-term sus-
tainability. 
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Education programs like the Law Enforcement and Au-
tism online training should be evaluated by a qualified 
third party, and results should be released to AutismNS 
annually to ensure appropriate delivery and usage. Au-
tismNS will work with the appropriate parties to refine 
the course and tailor the content. 

The Department of Justice, working with AutismNS, 
should develop some form of surveillance protocol 
that can document the incidence and handling of 
situations involving people with ASD and other devel-
opmental disabilities and the justice system. 

AutismNS will continue to develop and offer ASD 
awareness training for first responders and search and 
rescue teams. It will present an annual summary of its 
presentations to this cohort in its annual report, and 
to the Department of Justice and to relevant munici-
palities—outlining the hours and scale of investment in 
educating provincial and municipal services. 

RECOMMENDATIONS
1. A formal third party evaluation and review of the 

online ASD and law enforcement curriculum that 
measures the reach and impact of the training 
since implementation, including recommendations.

2. Development of a “Safety in the Community” 
strategy that looks at greater awareness and 
understanding of ASD by law enforcement and 
first responders. This strategy would also consider 
educating families and individuals living with 
ASD to support positive interactions, and better 
understand the role of law enforcement and first 
responders in their community.

3. Look at feasibility of implementing an autism 
registry for interested Nova Scotians similar to the 
Ottawa registry.

Senior Care and End of Life

With people living longer, healthier and more ac-
tive lives, combined with a decline in birth rates, our 
population is aging; it is estimated that senior citizens 
comprise an increasingly significant and important 
demographic.104 By 2026, projections suggest that 
approximately 25% of Nova Scotians will be over age 
65.105 Understanding the outlook for individuals with 
ASD in their senior years can help inform decisions for 
how to best meet their needs.

Position: AutismNS believes that all people, regardless 
of ability or need, deserve the right to age with dignity 
for individuals with ASD, and that aging with dignity 
means being able to access supports, services and 
housing that meet their needs.  

ISSUES

Senior citizens are typically frequent or increased 
users of the health care system as they navigate later 
life, existing or emerging conditions, residential or 
other long-term care options, and end-of life supports. 
In addition, many senior citizens experience changes 
in their needs in the areas of housekeeping, personal 

care, and activities of daily living,107 as well as in finan-
cial and estate management. Many Canadians contin-
ue to live healthy and active lives well after age 65, 
increasing the need and demand for opportunities for 
seniors to engage meaningfully in the community, and 
recreation and leisure programs. 

Furthermore, the government of Canada has begun 
to invest significant resources into understanding and 
recognizing the needs of our aging population, and 
there are online tools to aid in accessing and navigat-
ing policies, programs, and opportunities for senior 
citizens: 

Looking ahead, the proportion of seniors in Can-
ada, as well as their average age, is projected to 
increase sharply over the next few decades. Issues 
of concern to seniors will evolve as a result and will 
require further policy action. The Government of 
Canada is committed to ensuring that it meets the 
diverse needs of older Canadians, now and in the 
future.108

The Province of Nova Scotia has made a commitment 
to “an inclusive society of caring communities that 
supports the well-being of seniors and values their 
contributions.”109 Through the Department of Seniors 
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and community partners, senior citizens in this prov-
ince are able to access a wide variety of services and 
supports, including a commitment made in 2015 en-
hance supports to allow seniors to live in their homes 
longer. Also in 2015, the Provincial Government pub-
lished Towards Understanding: A Dementia Strategy 
for Nova Scotia, which provides a model by which the 
needs of older individuals with complex neurological 
conditions can be understood and supported.110 

However, significant research must be conducted to 
understand the late life supports and basic needs and 
usage patterns of people with ASD, and the accessi-
bility of these supports to this population—particularly 
given the increased diagnoses and prevalence rates 
that mean thousands of people will age while living 
with dramatically different needs. 

CROSS JURISDICTIONAL COMPARISON
Attention has begun to turn to this subject only re-
cently, with mention in one of Europe’s first national 
autism policies in Wales in 2008,111 112 significant work 
done by the National Autistic Society (NAS) in the 
UK since 2010,113 and increasing discussions published 
by policy makers, media, and the community.114 In the 
2013 policy report “Getting on? Growing older with 
autism,”115 the NAS identifies a number of priority areas 
for older individuals with autism, including: 

• Diagnosis of autism in older adults, and lengthy 
wait times for diagnosis;

• The lack of research on aging with autism 

(including changes in cognitive function or 
physical/mental health concurrent conditions such 
as dementia or stress-related conditions, quality of 
life, etc.); 

• Accessing health care and communicating 
changing or emerging health issues to healthcare 
professionals;

• Transitioning from family-based support to 
residential or long-term seniors’ housing or care;

• Age-appropriate “autism-friendly” services, such 
as trained support staff/workers and sensory-
friendly environments/homes.116 

There has been, as yet, relatively little research on old-
er individuals with autism in Canada.

IDEAL SYSTEM OUTCOMES
It is crucial that AutismNS and the Nova Scotia Provin-
cial Government take steps to begin and understand 
the needs of the aging ASD population, to ensure full 
and equal access to health care, appropriate housing, 
supports for daily living, community engagement and 
inclusion, and planning for end of life. Nova Scotia is 
positioned to be a leader in this area. 

RECOMMENDATIONS
1. The provincial government, in partnership with 

AutismNS, should begin further exploration and 
research on aging and autism, including the impact 
on aging caregivers.
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Summary of Recommendations
1.  Improve access to timely and high-quality diagnostic 

services for pre-school and school aged children in 
Nova Scotia. This maximizes opportunity for these 
children to access the EIBI program and other ASD 
specific services that can impact outcomes in the 
early years. 

2.  Develop and implement high-quality and affordable 
diagnostic services for adults in Nova Scotia. 

3.  Re-convene the Minister’s panel on EIBI, including 
participation by AutismNS, to advise on a long-term 
early intervention and EIBI strategy for the province. 
Exploration of parent-implemented training initia-
tives as intervention options should also be explored 
by this panel, as well as a cost analysis to increase 
treatment capacity to include complimentary ther-
apies (e.g. speech language, physical and occupa-
tional therapy, other behavioural therapies) as part 
of a comprehensive, publically funded ASD support 
system in Nova Scotia. 

4.  Increased and enhanced access to training or coach-
ing in ASD intervention for parents/caregivers with 
children with ASD of all ages. 

5.  Include autism screening, diagnosis, treatment and 
support in the early years centres’ model that is cur-
rently under development by the province. 

6.  Implement Regional Autism Resource Centres 
(ARCs) by utilizing the Chapter system developed 
by AutismNS, and working with AutismNS to set up 
a seamless “wraparound” service system for families 
navigating the system from the time of identifica-
tion, through diagnosis and support throughout the 
lifespan. The existing system, currently supported 
mostly by volunteers, cannot absorb the current de-
mand in rural Nova Scotia without an investment by 
government. For the province, the proposed model 
represents a cost effective approach and fulfills the 
outstanding AMAT recommendation that was iden-
tified as a top priority need by families across Nova 
Scotia. In addition, like the models in Ontario and 
New Brunswick, implementing this model provides 
the opportunity to enhance community capacity, 
promote integrated services, and standardize shar-
ing of information and best practices.

7.  Continue investment in respite support in partner-
ship with AutismNS which would ensure the contin-
uation of the respite database program, training of 
respite workers in ASD across the province, as well 
as, further explore structured respite programs for 
families (March Break and after school options).

8.  Ensure that community recreation programming 
across the province is accessible to children, youth 
and adults with ASD. This includes an investment in 
ASD training and access to appropriate accommo-
dation support for Autistic participants. 

9.  Remove the IQ criteria as a qualifier to access ser-
vices for families living with ASD in the province, or 
add Autism Spectrum Disorder as its own category 
based on a level of need system that is individual-
ized to the family and individual with ASD. 

10.  Develop autism-specific competency and capacity 
in the health care system to provide appropriate 
care, including crisis care, for children, youth and 
adults with ASD, with a particular focus on: mental 
health, first responders/emergency rooms, primary 
care and dental care. 

11.  Recruit and retain qualified clinical professionals 
with ASD expertise to support the complex and 
challenging needs of this population in order to ease 
waitlist times for service, and to ensure adequate 
staffing ratios are in place to avoid professional 
burnout and loss of service.

12.  Create standards of care that include “autism 
friendly” spaces in all health and mental health set-
tings across the province.

13.  Ensure that education professionals and support 
workers have strong autism-specific knowledge and 
skills that optimize learning for all students with 
ASD in the school system.

14.  Maintain and review appropriate staffing levels in 
specialized positions (Autism Consultants, assis-
tive technology positions, speech language pa-
thologists, occupational therapists, behavioural 
specialists) in school boards, and the Department 
of Education and Early Childhood Development. 
These ratios have not been reviewed in five years, 
and have not considered the increase in diagnoses 
we are seeing in the school system.
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15.  Develop transition support programs for school-en-
try at the elementary and secondary levels, as well 
and transitions from high school towards communi-
ty or post-secondary opportunities.

16.  Ensure access to appropriate life skills and job train-
ing curriculum to support improved and enhanced 
transition success to adult life. 

17.  Develop autism education “centres of excellence” 
with highly-trained teachers and professional 
support staff who consider the unique and com-
plex learning needs of students with ASD in each 
school board. This also represents an opportunity 
for ongoing training and professional development 
of education professionals who can then transfer 
knowledge and skills to all learning environments, 
further maximizing outcomes for all students with 
ASD and other special needs. This is also a cost-ef-
fective approach to educating and training skilled 
professionals. 

18.  Explore models of innovation in the school system 
for possible province-wide replication.

19.  Partner with AutismNS to conduct an environ-
mental scan of the school system that reviews the 
consistency of the program planning process and 
overall expereince of families and students with 
ASD. 

20.  Government include or task AutismNS in the dis-
cussion on appropriate community-based housing 
options for adults with ASD as the Transformation 
Roadmap recommendations are explored.

21.  An investment in ASD training for residential care 
workers and behavioural support professionals be 
funded and implemented in the current residential 
care system in Nova Scotia. 

22.  Review policy development under the SPD trans-
formation that supports flexibility of respite funds 
usage, by eligible families. This would support a 
person directed approach to service, and allow 
families to use funds to pay fees or purchase social, 
leisure and recreation programs for their children. 
This option should also be available and accessible 
to adults.

23.  Work in partnership with AutismNS to support best 
practice program development and delivery, and 
evaluate opportunities to share this work to build 
community capacity for program and service deliv-
ery across the province. 

24.  Coordinate development of a program teaching 
children and teens how to manage anxiety.

25.  Review of gaps identified in adult programming. 

26.  Further research and analysis of the needs and 
support of students with ASD in the post-second-
ary environment is required, as well as follow up 
with students, post-graduation, to better under-
stand transition outcomes. 

27.  Enhanced knowledgeable professionals.

28.  Increase in autism-friendly spaces and greater rec-
ognition of accommodation considerations in the 
post-secondary environment.

29.  Enhanced transition support to the labour market.

30.  The Department of Education should adopt 
TRAACE as a course for credit and make it avail-
able to any students with ASD or other develop-
mental disabilities that qualify. 

31.  Labour and Advanced Education and Community 
Services should earmark funding for all Careers Nova 
Scotia Centres, former CPN members (eg. Team-
work-Workbridge), and Adult Service Centres (with 
supported or pre-employment programming), to 
take the extensive Supporting Autism in the Work-
place, as well as the preliminary Autism 101 courses 
that AutismNS has developed. Another option would 
be to provide an annual training grant to AutismNS 
to deliver an agreed upon number of training 
sessions annually across the province. The training 
could be delivered to case managers, job developers, 
career practitioners, and all front-line staff, either 
on-agency-site or within the soon to be established 
Centre for Employment Innovation and Excellence. 

32.  AutismNS should work with Careers Nova Scotia to 
identify if a database, modeled on the Respite Care 
Database, could be adapted for use to maintain 
a list of Workplace Attendant Support Workers 
who would be trained in “Supporting Autism in the 
Workplace” curriculum, and could act as attendant 
job coaches for employees with ASD.

33.  The provincial government, in light of recent chang-
es to the federal labour market agreements and 
resulting shifts in some funding away from federal 
funds used for job coach supports, should explore 
the practicality of an individualized funding model 
for on the job support that could relax limitations on 
the workplace attendant program for people with 
developmental disabilities such as ASD.
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34.  The provincial government should move away from 
any disability targeted wage subsidies, and real-
locate portions of that funding to individualized 
supports for competitive employment, as well as 
refocusing some resources into employer educa-
tion on inclusive employment. 

35.  The provincial government should work with 
AutismNS and the Entrepreneurs with Disabilities 
Network to evaluate and identify how a sustainable 
system of self-employment supports can be pro-
vided to people with ASD, as well as other disabil-
ities—including an exploration of non-workshop 
based affirmative enterprise models. 

36.  AutismNS should be included in conversations 
related to the transformation of the employment 
infrastructure in this province to ensure that adults 
with ASD do not become further marginalized and 
detached from the labour market.

37.  AutismNS should maintain the funding allocations 
from the province for the Launch Pad and TRAACE 
program with the option to explore cost effective 
scalability across the province.

38.  The provincial government within the federal 
labour market agreements continue funding the 
Ready, Willing and Able pilot program. This is 
currently a successful partnership with AutismNS 
and the Nova Scotia Association of Community 
Living (NSACL) that leads the country in success-
ful labour market outcomes for adults with ASD or 
intellectual disability.

39.  A formal third party evaluation and review of the 
online ASD and law enforcement curriculum that 
measures the reach and impact of the training 
since implementation, including recommendations.

40.  Development of a “Safety in the Community” 
strategy that looks at greater awareness and 
understanding of ASD by law enforcement and 
first responders. This strategy would also consid-
er educating families and individuals living with 
ASD to support positive interactions, and better 
understand the role of law enforcement and first 
responders in their community.

41.  Look at feasibility of implementing an autism 
registry for interested Nova Scotians similar to the 
Ottawa registry.

42.  The provincial government, in partnership with 
AutismNS, should begin further exploration and 
research on aging and autism, including the impact 
on aging caregivers.
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Appendices 
Appendix 1: Overview of Autism Nova Scotia Organizational Framework
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Appendix 2: Proposed NS Autism Resource Centres

PROPOSED AUTISM REGIONAL CENTRES
Logo indicates sites of alignment with AutismNS Chapters

In order to build on existing instrastructive and community capacity, recommended sites for Autism Resource 
Centres correspond with the locations of existing Chapters of Autism Nova Scotia, as well as the headquarters of 
the Autism Society of Cape Breton.
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Appendix 3: Map of New Brunswick Autism Resource Centres
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