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LET’S REWRITE THE STORY TOGETHER

THE GOAL OF THIS
PROJECT IS TO
DEVELOP A WAY FOR
FAMILIES TO EASILY
ACCESS SERVICES
FOR CHILDREN WITH
NEURODEVELOPMENTAL
DIFFERENCES
WITH FUNDING FROM

THIS UPDATE WILL
SHARE THE VOICES OF
THE FAMILIES, SERVICE
PROVIDERS, AND
SELF-ADVOCATES THAT
HAVE BEEN A PART OF
THE PROJECT TO DATE

WHO
WE ARE
We are a group of parents, self-advocates, community and advocacy
agency personnel, policy developers, educators and researchers.

OUR
VISION
Our vision is that all families of children with neurodevelopmental differences
(NDD), including Autism Spectrum Disorder(ASD), Fetal Alcohol Spectrum
Disorder (FASD), Cerebral Palsy and other similar brain disorders, will easily
find the services they need.

EFAN
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3 Year Project

Community & Agency
Conversations
Dialogue/discussion with
families, service providers &
self-advocates

Summarizing What
We’ve Heard

Looking for common and
diverse themes/experiences
across groups via data
analysis

Action Oriented
Community
Conversations

Recommendations for
Community-Informed
Actions

Sharing what we’ve heard
and hosting discussion
forums/workshops

Recommendations
on solutions informed
by families and other
stakeholders

PROGRESS TO DATE
Who Has Participated To Date

Met with over 200 families, self-advocates,
& service providers
Hosted over

30 community conversations

Listened to many important stories about

individuals’ and families’ experiences

Jumping
through
multiple
hoops

Quality of
support depends
Communication
on staff knowledge
lacks transparency
and availability
Supports are
inconsistent

Accessibility depends on
geographic location

17

Families

Service
Providers

SelfAdvocates

Currently we are meeting with families and
other stakeholders from central to northern
Alberta.

Common Themes

Difficult planning
for kids with
complex needs

89

From Where Have We Collected
Information?

Reviewed the literature for promising practices

Organizations
often work
independently
of each other

126

Accessible
information and
support are
appreciated

Edmonton
Red Deer
Fort McMurray
Camrose
Red Deer
Leduc
Spruce Grove
Lloydminster
Jasper/Edson
Blackfalds
Westlock
Holden
Wetaskiwin
Sherwood Park
Fort Saskatchewan
Small Communities/
Settlements

What We’ve Heard
Relationship-building
is a huge, huge asset
because..... it has
reduced the feeling
of being isolated...

It would be so useful to
have somebody say ‘okay
we’re gong to assess your
child, do a plan and here
is the list of agencies we
can work with’

A good care provider
takes the time to....
actually work through
with the individual the
challenge or challenges
that are being faced.....

If there is an angel
willing to help you,
who is on your side,
then you get these
things
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HOW TO PARTICIPATE
We would like to hear from you about your experiences finding services for
a child with Neurodevelopmental Differences.
If you are a parent, service provider, service administrator, teacher, or
self-advocate please click here to complete this survey.
You can also go to this website (https://redcap.ucalgary.
ca/surveys/?s=K8JMF844HP) or scan the QR code to
complete the survey.

If you’d like to contribute to the next phase of the project’s communityinformed solution conversations please share your contact information with:
Email: sandy.litman@ahs.ca
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