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First Call appreciates the interest of the Committee in the experiences of families raising children with
neuro-diverse special needs in seeking assessments and access to supports and services. This submission
shares what we have heard from our coalition members and other networks on these topics. They echo
much of what you have heard directly from parents and service providers.

About First Call
First Call: BC Child and Youth Advocacy Coalition is a non-partisan, cross-sectoral coalition of over 100
provincial and regional organizations, individuals and local community networks who share the belief
that children and youth should have “first call” on our province’s resources.
We are committed to achieving the following 4 Keys to Success for B.C.’s children and youth:





A strong commitment to early childhood development
Support in transitions from childhood to youth and adulthood
Increased economic equality
Safe and caring communities

First Call members are listed in Appendix A.
Through our regular coalition meetings and Early Childhood Development Roundtable meetings we
gather the views of our members and the children, youth and families they serve and represent.

Acting on a strong commitment to early childhood development
As outlined in our 2003 publication, Early Childhood Development in BC: First Call’s Framework for
Action, our coalition established the following goals for our commitment to early childhood
development:
 To improve pregnancy outcomes
 To support parents of young children
 To build a system of high quality, affordable, accessible child care services
 To develop and enhance a system of early identification, support and intervention for families with
children at risk for developmental delay and children with disabilities

We also articulated some key principles:


Society has a collective responsibility to support the optimal healthy growth and development of
all young children and families.



Young children have a right to be visible within and connected to the broader community.



Effective social policy blends a strong population-wide investment with a targeted focus on
those most at risk.



Early Childhood Development strategies must strive to strengthen capacity, environments and
service delivery.
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Families, communities and governments must work together to create stable, supportive and
nurturing environments for children at home, in their neighbourhoods and in non-parental care
situations.



All young children and their families must have access to a basic set of ECD supports and
services as needed. This means addressing the specific barriers that face certain families and the
systemic barriers that limit the overall availability, affordability and integration of ECD programs.



There must be full inclusion of young children at risk of developmental delay and children with
disabilities. These children require specific strategies and supports to ensure that they can
participate in their local ECD community programs alongside their peers.



ECD services, strategies and supports must be:
a) designed to actively engage children and families and meet their immediate, longitudinal
and transitional needs in a culturally appropriate way;
b) based on research, quality standards and community needs;
c) regularly evaluated to ensure progress towards improved ECD outcomes;
d) planned and delivered in a seamless way at the community level within a clearly articulated
provincial ECD plan;
e) adequately resourced through an integrated funding mechanism;
f) publicly accountable at the community and government levels.

These goals and principles, along with key assumptions, were further developed and affirmed in our
subsequent 2015 publication, Make BC’s Young Children and Families a Priority: A Call to Action.

The importance of the early years
Learnings in the areas of child development, epidemiology, neuroscience, genetics, epigenetics and
prevention have all contributed to our understanding of the early years as the most intensive and
sensitive period for brain development. The complex mechanisms at work in this exceptionally dynamic
period, conception to about six years of age, include the interaction between genes (nature) and
environment (nurture). Research has provided conclusive evidence that many factors in a child’s social
and physical environment exert powerful effects, both positive and negative, with lifelong consequences
for physical and mental health, behaviour and learning outcomes. For example, new studies suggest that
chronic exposure to toxic stress and adverse environments (e.g., poverty, violence, pollution, neglect
and other stressors) can alter the structure and function of the brain and biological stress responses
throughout the life course.
Drawing on this evidence, we stress the importance of early intervention and support for children with
neuro-diverse special needs, alongside support for their families and caregivers, to enable them to reach
their fullest potential.
Prevention of harm and early intervention are imperative in addressing the support and
intervention/treatment needs of children and youth with neuro-diverse special needs and their families
because this is the ethical thing to do, recognizes children’s rights as outlined in the UN Convention on
the Rights of the Child, and is cost effective in reducing the need for crisis services in physical and mental
health, education, and justice systems when needs are unmet.
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UN CONVENTION ON THE RIGHTS OF THE CHILD
Article 23 (3): Recognizing the special needs of a disabled child, assistance extended in accordance with paragraph 2
of the present article shall be provided free of charge, whenever possible, taking into account the financial resources
of the parents or others caring for the child, and shall be designed to ensure that the disabled child has effective
access to and receives education, training, health care services, rehabilitation services, preparation for employment
and recreation opportunities in a manner conducive to the child's achieving the fullest possible social integration
and individual development, including his or her cultural and spiritual development.

In BC, our current systems for identification and referral, assessment and diagnosis of children’s special
needs, and the subsequent decisions about service access, largely ignore this evidence and the
imperative of early intervention.

Identification and referral
BC children between birth and school entry can be invisible to a system that has no mandated universal
developmental monitoring. We lack a universal system of care and support in the early years that would
help with early identification and parent support. We’ve even lost universal new baby home visits by
public health nurses.
Instead we have created a system that offers fragmented, underfunded, siloed, and gated services
spread across several ministries that are often impenetrable to parents and families seeking help.
We need universal early childhood public service entitlements that all parents/families are informed
about and can access regardless of income level. This means adequately-funded public services such as
a quality, accessible and affordable child care system (e.g. the $10 a Day Plan), drop-in family resource
programs that don’t have to turn people away because they are full, outreach and drop-in health checkins and home visits, well-known referral centres and other welcoming venues for families to connect
with other parents and professionals.
These universal type services can serve to help families with neuro-diverse special needs children find
targeted or next-step services they may need, such as infant development programs, child development
centres with skilled therapists, supported child development programs, and accessible assessments.
Again these services must be barrier-free, public services.

Assessments
We have heard that parents seeking assessments and services are too often patronized, judged,
stigmatized and given wrong information by medical, educational and other professionals who are not
knowledgeable enough about various conditions, histories of trauma, social and economic barriers, and
are often making decisions about referrals based on ministry or system capacities and budgets, rather
than responding to the immediate needs of the child.
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The Committee has been advised by many other informants that assessments of the child’s functional
capacity and early access to responsive treatment and services should be a starting point, as more indepth assessments and diagnoses are pursued, if needed.

You have also heard from experienced parents and advocates a strong critique of the
assessments themselves:
“Assessments take place much later than they should, are often inadequate, and rarely recognize
the lived reality of the child, their family, or environment. The categories are flawed and
inadequate. Standardized tests serve to assign resources quickly and easily rather than correctly
or appropriately. Processes accommodate the rigid system and professional limitations rather
than accommodating the child that the system exists to serve.” –Rick FitzZaland, Federation of
Community Social Services of BC.

Inequities
The incredible list of inequities faced by BC families in accessing referrals, assessments and services for
their children with special needs are an overarching theme we know you have heard much about.
Inequities are built into the way assessments and diagnoses are required to gain access to individualized
funding and/or decisions on which public services a child is eligible for.
The long waiting times for publicly-funded assessments for preschool and school-age children has
created a two-tier system in which families pay for private assessments when they can afford them, and
those who can’t afford them wait. Once they have a diagnosis, the inequity is compounded when many
children wait for publicly-funded services, while others can afford to pay for private services.
This unfairness affects young children and school-age children. Underfunding of services for inclusion in
public schools is leading to more advantaged parents to flee to private schools with smaller class sizes
and more specialized student supports.
Inequities exist because an autism spectrum disorder (ASD) diagnosis triggers substantial individualized
funding for families, while other diagnoses don’t. This is both unfair and divisive. We must ask
ourselves, why do we tolerate a system in which a family can be told their child has the wrong diagnosis
to receive the services they need and others have access to in the same community? Why have we
created a system that grants a flat rate amount of individualized funding (IF) for an ASD diagnosis
regardless of the needs of the child and family, while other children with the same and different needs
but a different diagnosis get nothing?
Individualized funding for ASD only has not only created inequities in service access, it has warped the
service delivery sector, but creating a growing private market of therapists who can charge whatever the
market will bear, while the underfunded public system has trouble recruiting and retaining therapists.
The funds being spent are all public dollars, but the IF program, combined with underfunding child
development centres, public schools, supported child development programs and other public services,
has driven inequitable access.
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Low income, less education, limited English language skills, experiences of family trauma and violence,
the continuing legacy of colonization on Indigenous families, parental physical and mental illness and
being a single parent, are all factors that create even greater barriers to navigating this already
inequitable system.
We know that even the ability to travel to an assessment appointment is an insurmountable or
extremely stressful barrier to families without vehicles. For example, in the Lower Mainland, traveling by
transit from a home in the North or South Fraser communities with a special needs child can take hours,
be very stressful and make an accurate assessment less likely for a tired, upset child. As you’ve also
heard, even for families with vehicles, taking one or more days off work to go out of town for an
assessment appointment is a big financial stress. Many of these families need outreach home visits to
help assess their children’s needs.
Even for those who get the ‘right’ diagnosis (ASD) and therefore receive IF, asking parents facing one or
more of these additional challenges and vulnerabilities to become their own case manager, to find and
hire their own services providers, to submit invoices and details of expenses to government, is
unreasonable and deeply inequitable.
Other inequities abound: For children diagnosed with intellectual disability, rather than ASD or FASD,
there is no publicly funded assessment pathway. Parents must navigate through a family doctor to a
pediatrician to get a referral to a registered psychologist who they must pay to do an assessment.
Inequities in access to services authorized by the Ministry of Children and Family Development (MCFD)
for families with children with intellectual disabilities affect families in some BC communities because
these services are delivered by local agencies under government contract, which put people on wait lists
due to underfunding, and some services are just not available in some areas of the province.

Transitions to school age and adulthood
Again, as you have heard from numerous presenters and informants, the lack of supports for children
and youth with neuro-diverse special needs in the public school system is of great concern to parents
and educators. Some children have had access to speech, physio, occupational or behavioural therapies
in their preschool years, that then drop away in the school system. Some enter school having never
received the therapeutic services or inclusive child care experiences they would have benefited from
because they languished on wait lists. They then wait years for an assessment through the school, only
to be told there are few if any services for them in the system.
Inequities in the public school system show up when children with special needs are sent home because
schools lack the necessary staff on a particular day or regularly.
Regarding transitions to adulthood, you heard from MCFD staff that youth with FASD, unless diagnosed
with the additional diagnosis of intellectual disability, do not have access to a child and youth special
needs social workers to assist in transition planning for adulthood.
You also heard that the gateway into CLBC supports in the transition to adulthood is a narrow one; that
service eligibility does not take into account the known and continuing support needs of the individual
youth. Families are left scrambling as previous supports fall away during this transition at age 19.
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Youth with special needs who have aged out of government care at age 19 without an assessment for
adaptive functioning are then not eligible for CLBC services, leaving some of them vulnerable to
homelessness and other threats to the their safety and health.

Conclusion
It is time to fundamentally reform a system in which the least advantaged children and youth with
neuro-diverse special needs are the least likely to get the help they need in a timely way.
It is our hope that this committee will take what you have heard – about the inequity, unfairness and
inadequacy of the current system that families with children and youth with neuro-diverse special needs
experience, and the many suggestions for a better system that puts the needs of the child and youth
first – and write a powerful report that calls upon government to implement a cross-ministry
transformation in BC’s approach to supporting these children, youth and families. This will mean calling
for significantly increased investments in access to early childhood services and assessments, in training
and supports within the public education system, in a greater, more accessible role for the public health
system and in the income supports, late assessments and services available into adulthood.
The research evidence of best practice is there for government to draw on, but equally powerful and
important is tapping into the good will and expertise of families and caregivers who have offered their
advice to help government create a healthy, respectful system of care and support for children and
youth with special needs.
Working together we can create a more compassionate and effective system of supports that will
reduce the human and social costs we are witnessing today.
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Appendix A: First Call Coalition Members
ACT – Autism Community Training
Adoptive Families Association of BC
Affiliation of Multicultural Societies
& Service Agencies
Alternate Shelter Society
Association for Community
Education BC
Association of Neighbourhood
Houses of British Columbia
Aunt Leah’s Independent Life Skills
Society
Autism Society of BC
Baobab Inclusive Empowerment
Society
BC Aboriginal Child Care Society
BC Association for Child
Development & Intervention
BC Association of Family Resource
Programs
BC Association of Pregnancy
Outreach Programs
BC Association of Social Workers
BC Confederation of Parent
Advisory Councils
BC Council for Families
BC Council of the Canadian
Federation of University Women
BC Crime Prevention Association
BC Federation of Foster Parents
Association
BC Government & Service
Employees’ Union
BC Play Therapy Association
BC Recreation and Parks
Association
BC Retired Teachers’ Association
BC Schizophrenia Society
BC Society of Transition Houses
BC Teachers’ Federation
Big Sisters of BC Lower Mainland
Boys and Girls Clubs of BC
British Columbia Federation of
Students
Cameray Child & Family Services
Canadian Association for Young
Children
Canadian Mental Health Association
BC
Canadian Red Cross – Respect
Education
Capilano Students’ Union
Centre for Israel and Jewish Affairs
Cerebral Palsy Association of BC
Check Your Head: The Global Youth
Education Network

Childhood Connections - Okanagan
Family & Childcare Society
Child and Youth Care Association of
BC
Children's and Women's Health
Centre of BC
Coalition of Child Care Advocates of
BC
Columbia/Kootenay Advocacy and
Education Resource Society
Council of Parent Participation
Preschools BC
Deaf Children's Society of BC
Developmental Disabilities
Association
Directorate of Agencies for School
Health BC
Dr. C.J. Patricelli, Inc.
Early Childhood Educators of BC
East Kootenay Childhood Coalition
Elizabeth Fry Society of Greater
Vancouver
Family Services of Greater
Vancouver
Federation of BC Youth in Care
Networks
Federation of Community Social
Services BC
Foster Parent Support Services
Society
Five Family Place Partnership –
MPFCS
Health Sciences Association
Health Officers’ Council of British
Columbia
Helping Spirit Lodge Society
Health Sciences Association of BC
Hospital Employees’ Union
Immigrant Services Society of BC
Inclusion BC
Indigenous Perspectives Society
Justice Institute of BC
Kamloops and District Elizabeth Fry
Society
Kiwassa Neighbourhood House
Learning Disabilities Association of
BC
McCreary Centre Society
Métis Commission for Children &
Families BC
Mom to Mom Child Poverty
Initiative
MOSAIC
National Council of Jewish Women
of Canada – Vancouver Section
New Westminster Family Place

OneSky Community Resources
Pacific Association of First Nations
Women
Pacific Community Resources
Society
Pacific Immigrant Resources Society
Parent Advocacy Network for Public
Education
Parent Support Services Society of
BC
PeerNetBC
Phoenix Human Services
Association
PLEA Community Services Society of
BC
Progressive Intercultural
Community Services Society
Provincial Association of Residential
& Community Agencies
Public Health Association of BC
Raffi Foundation for Child
Honouring
Sea to Sky Community Services
Single Mothers’ Alliance of BC
Social Planning & Research Council
of BC
Society for Children and Youth of
BC
SOS Children’s Village BC
S.U.C.C.E.S.S.
Summit Negotiations Society
Sunshine Coast Community Services
Society
Take a Hike Youth At Risk
Foundation
United Way of the Lower Mainland
University Women’s Club of
Vancouver
Vancity Community Foundation
Vancouver Coastal Health Authority
– Population Health
Vancouver Community College –
Early Childhood Care & Education,
Cont. Studies
Victoria Child Abuse Prevention &
Counselling Centre
West Coast Legal Education and
Action Fund
Westcoast Child Care Resource
Centre
Westcoast Family Centres Society
Western Society for Children
Women Against Violence Against
Women
YWCA Metro Vancouver
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