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Condition requiring life-long support for affected
individuals and their families from:

disability services
*health providers
*education providers

*and many other branches of
both government and non-government sectors
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Challenges and Limitations to
Measuring Intellectual and all Disability

Inconsistency in how disability is defined

Lack of population-based data
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The way forward

Provision of better and more comprehensive
information on disabilities in order to:

 plan appropriate services
e monitor trends
 point the way to prevention

e Important stakeholders are:

 people with disabilities & their families
* service providers
* health professionals
* policy makers
* researchers
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Aims of IDEA

To provide infrastructure for population-based epidemiological
research into cause and prevention of intellectual disability

To provide infrastructure for research into the health status and
service needs of people with intellectual disability

-In conjunction with other childhood databases in WA to provide
information on prevalence and predict trends for childhood disability

To increase community knowledge about intellectual disability
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Sources of Ascertainment

*Currently
*Disability Services Commission
*Department of Education

*Future improvements

*Catholic education and independent
schools

*Direct notification from clinicians
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Population Data sources relating to Childhood
Disability

Hospital

Morbidity
Data
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What information is collected?

-Basic demographic information-sex, place
of birth

-Level of intellectual disability

-Medical information where available on the cause of the
intellectual disability

TELETHON -Associated conditions eg cerebral palsy, epilepsy
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IDEA - Intellectual Disability Exploring Answers

LEVEL OF INTELLECTUAL [HSABILITY: (Tesf results if available. Please attach prodile farms)

Developmental Test:  Griffiths soore: | ] TestDale |

Eayley seare: [ | TestDate [

K3 Teal Typs: 10 Test Date: 10 Test Full Score 19 Verbal Scom 10 Performancs Scare

e 11 | [ i

IDEA - Intellectual Disability Exploring Answers
]

e { | o reema [
P Jretomel 11 e —
]

Down Byackome, Fragi X)

@Plasae bk ™ Vg [] Mo [ ] Urinoum

H besd acores please level of 4
IBarderine (K370-84) ] Mcsierte (I040-54) ] Unknown ]
wid (ass-ae ] Savare (1Q=40)[_] Pemging [ |

HOTES:

1 Describe, for example, frypotonia, hypeonia, brisk reflexes. Such sbnomalites may be rsufficent
o, of prasent befons digrasis of Central Pay.

= mmhmmmmnmmhwmmumm
Most minor maliormations ane exchuded unless they are disiguring o nequirs

1 The definiions of dysmorphisnts (89 hypersko Enockechyly] ane ofien i i, HOWRT
documentation s regueshed s they may be indicative of amienatal seticlogy.

* Pooescessive growth s ofien related to inteliechual desalality. Record as excessively snall o aver-
QresvEn I pereentles ane rof aailatic

Reeferring Clinician: | | Sigmatare:

Clineal Area: Paediatician [ | GP [ | Paychologist [ | other [ ]

Inatitution: |

Data:

e S i Chracang Thesaeick T

) Please ick:
Aetenatal Ves[ | No[ | ke[|
pematd  ves|_| No[_| urimons[ |
Posketa Yes|_| o _| Uninou[ |
Assaciated conditons of features:

1 Please tick

Cerered Paisy

e

Abeormal Newoiogeal signs*
Vieud Irpaiment

Hearng impament
Merial Hests Dsordes

igiddnd
EEFEETEETE

Eplegey
Evidonce of Regeession
Bt Defects®
Dysmcrphicme™
St

O] Ooooerd

PEEE TRIHIT

OO0 OO

5

igdr

D r Sp—
[ Overgrown
[ 97 percontis or

HDEG
i

Tests performed.

[ Please tick - If abnommal please give detals of enclose copy of results
Yetoma ] YesMeoma[] wo[]  Usows (1 Pendma[]
Yoo Nomed[]  Yes Mbrowes[] No[J Usown [ Pendng[]
Yo Noma ] YesMeoma ] Ko siown [ Pendien ]
Yes Nomd ] Yes bomai[] N[0 Ustnown [0 Pendng[]
Yes Nowsd ] YesMbewend[] No[] Usinown [ Pendng[]
Yestomd[]  YesMeoma[] No[] Usinows 1 Pendma[]

Clinical Care primasily through: [FIPiesse tick ove:

Proudly supported by the
people of Western Australia
through Channel 7's Telethon




DSC Eligibility for Level 3 (ID) Services

DSC eligibility based on:
deficits in adaptive behaviour

level of ID coded
mild (1Q=55-69)
moderate (1Q=40-54)

severe (1Q<40)

Types of measures include
*Griffiths
*WPPSI
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DSC Eligibility for IDEA
criteria for intellectual disability

Q<70

Presence of a biomedical cause known to be associated with
ID (eg Down syndrome) in the absence of IQ testing

Under 6 years* & classified as “Vulnerable” by DSC with a
developmental score that is borderline or less

TELETHON
& The aim is to reassess all children at age of six years to
\ confirm eligibility for DSC
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Education Department Eligibility

Education Department Eligibility for support determined from
significant deficits in adaptive behaviour and 1Q >2SD below mean

Children now categorised according to their level of educational
need (EN) —rated 1 (low) to 5 (high)

Prior to 2006 categorised as ID level-mild/moderate or severe ID

Using previous known levels of ID (n=2515) we have determined
TELETHON EN of 4 equates to mild or moderate ID in 90% cases

KIDS
\ EN of 5 equates to severe ID in 83% cases
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<6yrs and
classified as
vulnerable
by DSC
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Criteria for eligibility

Biomedical
cause

Children with ID,

Education
level 4-5

ASD or GDD

Mild/moderat
e to severe ID
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Update of IDEA data

e |nitial dataset included all DSC and Education cases
identified in 1999 for births 1983-1992 and formed
the basis of IDEA

e Further updates from both DSC and Education
occurred in 2002, 2004, 2006, 2008, 2010
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Prevalence of intellectual disability by gender
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Prevalence of intellectual disability by Aboriginality

B Mon Abonginal

B shoriginal

D5C contact Education only
Source of Ascertainment

Overall Prevalence ratio= 2.4
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Age of ascertainment for DSC and Education

—

w—=Education only since 2002

w50 referrals
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Prevalence of intellectual disability by severity
level: birth years 1983-2010
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Prevalence of intellectual disability by severity level: birth
years 1983-2000-
with estimates to adjust for incomplete ascertainment
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Trends in prevalence of Intellectual Disability

Rates Observed Previous

(Birth years 1983-2005 (Births 1983-1992)
(ascertainment to
2010),

per 1000 live births)

Mild to Moderate 1D 15.70 12.9
(incl. unknown) 95% CI[15.38-16.02] | 95% CI [12.3,13.5]

Severe ID 1.16 1.4
95% CI [1.07-1.25] 95% CI [1.2, 1.5]

16.86 14.3

TELETHON®®
95% CI1[16.53-17.19] | 95% CI [13.8, 14.7]
Based on conservative estimates of unascertained
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Aetiology of Intellectual Disability

Heber classification system used by DSC medical staff based on medical records.

The distribution of cases identified through DSC where medical information may
be available :

B Auticrn =D
N Autiern Mo 1D

B Blomedical cause

TELETHON ® Non medical diagnosis
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Most common biomedical diagnoses

B Other medical

B postnatal Injury

Epdaternal alcohal

N nfection

B Grher chromosomal

B Genetic abnormality and birth

TELETHON setect
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Prevalence of specific biomedical disorders
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Prevalence of intellectual disability by autism status:
birth years 1983-2005
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Factors impacting on prevalence
of ASD diagnosis

Improved clinical awareness
Changing diagnostic criteria over time
Changing diagnostic practices
Gateway to early intervention funding
Diagnostic substitution
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Incidence and significant events in the diagnosis of Autism Spectrum

Disorders between 1985 and 2002 among children up to eight years
in WA

1987: 1991: 1994: 1997: 2000:
Broadening of Introduction Tightening of Cross - Narrowing of
age of onset for of Central ASD age of disciplinary PDD -NOSto

autism Diagnostic onset, assessment & original

diagnostic Panel in WA broadening reporting wording
criteria criteria for protocols (DSM -IV-TR)
(DSM -111 -R) PDD -NOS introduced /

(DSM -1V)
[
1997 :

Funding for
intervention
services set  -up
(consolidated
in 1998)

i

x~
2
S
©
0
S
©
o
™
o
=
3]
o
S
S
o
—
S
@
o
@
(8]
c
9]
i
3]
<

TELETHON

,\

&N — —— —— ‘ ‘ ‘ ‘ ‘ ‘ —

\ 1986 1987 1988 1989 1990 1991 1992 1993 1994 1995 1996 1997 1998 1999 2000 2001 2002
Year of diagnosis

—a— Autism —e— PDD-NOS —— Asperger Syndrome t d b i
INSTITUTE people of Wei?;rneAus%/r;Flg

NALSEON 51 BRRY @Jtikel Bower C, Glasson E, de Klerk N, Leonard H. Autism spectrum disorders in young children: effect Bf BHaHGES R GGt prectiedslon

International Journal of Epidemiology 2009;38(5):1245-54.




IDEA Data: Strengths

Population—based and unique in Australia
Can be linked to other population-based databases

Opportunity to improve and confirm data on ID level using both
sources of ascertainment

Has information on cause of ID for >65% of DSC

TELETHON referrals
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IDEA Data: Weaknesses

No longer direct contact with patients

Information on co-morbidities may not be complete - without clear
definitions information has varied over time depending on DSC
medical officer

Depend on follow-up from DSC on eligibility testing at age 6 to confirm
young “Vulnerable” children are actually ID

TELETHON

Proudl ted by t
INSTITUTE peor:l: oBf/\/SVl:e%Ft)gneAustyr;l]ig

Discover. Prevent, Cure. through Channel 7’s Telethon




IDEA Variables

Level of ID: mild, mild/moderate, moderate, severe
Source of ascertainment: DSC, Education only
Time of referral: DSC=year of registration

Cause of ID: Heber diagnosis

Associated condition: DSC data
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Studies using IDEA database

Studies which have received approval to link to IDEA data include the
following topics:

Hospitalisations of children with intellectual disability
Offspring of women with bipolar disorder and schizophrenia
Intellectual Disability and Autism

Early Causal Pathways to Mental Health Problems

Child Abuse and Neglect

TELETHON Alcohol in pregnancy

Iil Ds Burden of genetic disease in the WA population

INSTITUTE Proudly supported by the

people of Western Australia
Discover. Prevent, Cure. through Channel 7’s Telethon




Conclusions

The IDEA database has an important function

Data being used in a number of important studies

including severe maternal alcohol use and child
protection

 These preliminary results suggest that mild-moderate
ID may be increasing even in the face of increasing

TELETHON ASD rates
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IDEA Advisory Council
a reference group of stakeholders who both feed into and
benefit from the use of the database

-Department of Education
-Disability Services Commission

‘Health Department
Child Development Centre
Princess Margaret Hospital o
Private organizations and practitioners

TELETHON -Consumer representative — parent

l § I D s ‘Universities
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+Staff at Disability Services Commission
+Education Department of WA

«Data Linkage Unit at WA Health Department
«Telethon Kids Institute
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