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* Research overview

» Key concepts to consider:
* Organization of disability services in early childhood
e Critical policy analysis
* Standpoint
* Dysconsciousness

* Recommendations from families
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Who does the work of the

system?
I Institutional What processes make the
ethnography K?
questions system work:

Which worldviews are

valued in the system?




Michael
Garron
Hospital

TO007

Albany
Medical

Holland
Bloorview

Feeding Clinic

Developmental

Pediatrician et nsmvatiasns

) Diagnostic Assessment:
William's Syndrome

=

Health
JREAE | Ultrasound: Kidney, | BN R S e L
Eating  |mew 324un23
|-
Healthy
Pre/post-natal
Sept Now 2014 (38 services)
0075 L rrey UG Therapeutic, early
*~o._Place =" intervention and
SRt disability service
< Developmental Specialst — [Blind/Hearing Program_| ,"'_‘5[ (-a-Fh-'\
¢4 Intake [did not access service) *~~.Centennial). .-~ Sep 2013 Jun 2016

School Services

350 2014 Jun 2016

------

_________ Early Childhood Education and Care

Family Support

Grants and Subsidy

Community, social and
---------- of William's st 1
| Beaches | Syndrome justice services
% i+ Mom |
& 1. (FBGroun)_! g Legend
~ aFfed N —p-Refernal pathway
< £ ?' £ ey Selfreferral
3 sif =3 — Timsline
—— Workplace ASliation
seessescssee()e =

Z  Waitlist
[# Planningtoaccess
o Asssssment Took Place



Dental
Screening

_____ el

ZTTTPT (in-home) | S3TEEN

U d
oe
Aug 2015

| Walker }
= L o1 )
9 AsEistve Device Assess

Holland

Health

/i »
oy Pre/post-natal
Preschool S&L

May 2017

Therapeutic Therapeutic, early

Bloorview

.............

l Parent Coundil

g;:e;“":) intervention and
rainator . . .
disability service
—— I Jul Aug 2017
© School Readiness Assessment
Cemeennial PT June 201&-
= Apr 2018

pecial Needs

Assistant (offered)

School Services

@) Assessment

(%]
=7
pecial Needs

Bruce
P.S.
gl
oT
© Observan
CPFT

© CBservaticn

Principal was at Special School Services, P, Superintendent Meeting
ECE was ot Special School Senices Mesting
OT wans ot Special School Services Mecting
PTwas at Special School Services Meeting

Early Childhood Education and Care
2006
------------------------- — " More Than Words |
_______________________ ' T PatentSuppon |- m- R oo Family Support
i.__Program____

" Disabiity '; \"ParentsPrivate” 17, "~ H

| TaxCredit | i _inswance ' 3 fl_)f_ i Grants and Subsidy
City of
Toronto McConnell

Sunmntiie Recreation :::': Community, social and justice services
Centre Adapted

Riverdale Farm-

Centre

Accessible Swim

Littie Farmers Wi 0000 ceemmad y e Em s Program
— . " Ballet(class 1 | OutdoorPools | i
Llass_. L_cancelled) | | _&SplashPad | P .
Canadian Asseciation i .
f Wiliam's Syndrome _I—-\;"—'ks;'\ T I Support Persu: lba“e L3 1 ezend
orkshop at Sic 5 1_Conference(Toronto) | ar. Jun 20% Referral pathway
§ ':? § i? & ,i'\l Bailat 1 Mar Jun 2018 _’.)ﬁ e pe ¥
5 O - 5 O N . ~ b o Timeline
N = ) —— Workplacz Afiliation
00000000000( 00000000000 HO0000000000 g e
< Waitlist
P 4+ & 5 FS & & o P s & S S S T o 8 a5 3T s & o & &  Planningtoaccass
FLEFgITTTFsTed FEEFTTTF TS FLPEFTTTF IS : s



Organization of disability services

Inclusion needs to focus on the experience children are having
not a checklist of practices.

Inclusion is not a placement alone.
Inclusion is about efficacy not than “supports” and “services”.



What do families contribute to the system?

* The system works because families and mothers
work

* The family contributes Time, money, energy, etc.

* The more services a family has, the more the
system needs from them




How do the institutions work/hold power?

* The early intervention system
operates on a medical model that is
deeply entrenched

* The institutions have processes that
families and frontline workers must
comply with in order to gain and
maintain access.
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What processes lead to action in the system?

* The system is generic,
i.e. the “quadruplets”

* Geography and social identities
affect how the system works

* The early intervention system
operates on a medical model that is
deeply entrenched




Critical social policy

Interrogates how problems are framed, who gets to define them and who benefits
or is marginalized as a result.



What we have learned through IECSS

Assumption 1: More service is always better

Assumption 2: The relationship with institutions is neutral

Assumption 3: Disability equals service “need”

Assumption 4: Access to service lessens risk



Standpoint

Critical policy analysis leads to policy-based recommendations that present the
possibility for systems of care that are informed by the people who use them.
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Dysconsiousness

An uncritical habit of mind (including perceptions, attitudes, assumptions, and
beliefs) that justifies inequity and exploitation by accepting the existing order of
things as a given



Origin stories

* This is not a theoretical but an experiential stance
* Comparison

* Diagnosis, medical intervention

e Community
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Institutional definitions of support

* Consider whose “needs” are being met

* Consider what assumptions are made about families, including when
they are resistant

* See the child as a whole human being



ECEC Framework for inclusion

Service integration:

e |ECSS recommends integrating services like early
intervention into existing settings like Early Years
and Child and Family Centres to provide
embedded learning opportunities and avoid the
need for families to navigate multiple systems.

Family-centered approach:

* The project emphasizes the importance of
understanding the experiences and perspectives
of families with children with disabilities to inform
policy from the outset, not as an afterthought.




ECEC Framework for
== consultation

Inclusivity and anti-ableism:

e Policy recommendations work to
re-imagine inclusion through the
lens of disabled childhoods and
address issues of ableism,

exclusion, and procedural bias that

families face.
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Inequality

e Private funding is embedded
within the public system

Families with economic
resources have different tools
to access support and to care
for children at home

Economic well-being is
connected to racism, ableism,
and other forms of structural
discrimination



Recommendations from families

The majority (79.5% in our study) of families are experiencing some form of
exclusion. What do they say needs to happen?



The Inclusion Process

Gaining entry
Maintaining enrollment

Professional meta-texts




Policy considerations from our data

 Cultural principles * Family recommendations

* Need for Understanding and Support e Streamlining Access to Services
Access to Services Improve Wait Times
Enhancing Childcare Options
Advocate and Support for Parents
Inclusive Programs
Mental Health Support
Collaboration Among Services

Increased Awareness and
Information Sharing

Advocacy and Empowerment
Community and Connection
Systemic Barriers



childhood

Childhood is ruled by developmental “norms™.

“Norms” feed professional
practice. They govern professional
actions in early childhood
education, care and intervention
services.

The parents we talked to were
troubled by “norms.” They
know that learning and human
development are embodied
experiences.




documentation

Lack of shared Interest and anjoyment

Lack of appropriate gaze

Lack of response to name

Lawk of iesponse (0 contextual cues.

Lack of communicative ulterances or sounds.
Lack of pointing

e total number of correct responses in a test. This can be convened nta a®
ward scores between 85 and 115 are considered average for a chikd's age.
on @ test with & group of chikdren of similar age. Percentile ranks betwsen

Institutions thrive on documents;
human beings thrive on connection.

To be a disabled child is to making. The medicalized and

be continuously documented. normative language used masks
But documentation separates the child as an active member of
“conditions” from whole lives; it family, community and programs.

fosters disembodied decision-




To be a good parent is to produce a normal child.

Regardless of the child, the responsibility, they can either
parents we talked to had learmned comply, and gain access to
that to be a good parent is to institutional resources, or resist,
produce a normal child. and be left on the outside.
Faced with this tremendous Either way it's hard work.




participation

“That people are
happy for [disabled
children] and proud
of them. And they are
proud of themselves.”

Hey! Look what I did!

Institutions often use the stories
of disabled children to market

their services. The “supercrip”
narratives of this kind of promotion
are challenging — and can

be challenged. We discovered
resistance in the medals that a
disabled child was given for a
triathalon. Not as a superhero.
Simply a participant.




humanity

| TAGteach — Using Clicker Training with Humans
Draft 13 June 2016

Some things are not made to measure.

The clinical trials of medicalized was made by hand and gifted to a
research can reduce individuals disabled child who was in hospital.
to body parts and cognitive It was lovingly crafted to represent
functions. The doll in this image her as a whole human being.




In our language is our belonging.

While language is often a focus of communicating in daily life,

early intervention, it is much more  passing knowledge between
than a developmental domain. generations, and connecting with
Crucial for formal education, each other. As one Elder told us,
language is also about “language is everything”.
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