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Involving families in clinical research,
changing ASD research capacity

Jeremy Parr, Newcastle, UK
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*ﬁﬁ;ﬁw Overview

Background to Dasl"e and ASD-UK

- Recruitment methods
- Governance

Progress with recruitment; challenges

Data: Representativeness, research, engagement with families

Clinical utility of data; utility for service development

Moving forward in 2015-17



Historical context: The Database for children
with ASD living in the North East (Dasl"e)

Dasle: the challenge of developing a regional
database for autism spectrum disorder

H McConachie,’ R Bany * A Spencer,’ L Parker,® A Le Couteur," A Colver’
Arch 009:94:38-41. doi:10.1136/adc.2007 126326 Started 2003

1350 families ~ 60%
ascertainment across 6
areas of North East England

Population sampling frame;
representative

Supported recruitment to
25 research studies

= \www.daslne.org
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ASD-UK aims

With knowledge comes understanding

Improve infrastructure & increase capacity for ASD research

A Increasing families6opportunities to participate in research

A Increasing numbers of children (up to 17 years) available to
UK researchers

Facilitate high quality research

that aims to make a difference to families



e ASD-UK Participating centres
2011-12

Durham, Darlington
& Teessided 3 Trusts

Sheffieldd 1 Trust

Nottingham & Derbyd 2 Trusts

Norwichd 1 Trust
Berkshire & Northant® 3 Trusts

N. Thamesd 10 Trusts
S. Thamesd 6 Trusts

Bristol & Somersad 3 Trusts
Cardiff d 1 Trust




rﬁ Addition of new centres 2012-13

Durham, Darlington &

Belfast Teesside

Yorkshire Sheffield

North West Nottingham & Derby
Midlands East Anglia

South West Berkshire

North Thames

South Thames
Bristol & Somerset

Cardiff
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AUTISTICA
Glasgow ::: -
and ‘ .
Lothian

Durham, Darlington &

Belfast Teesside
Yorkshire Sheffield

North West East Midlands
Midlands East Anglia
South West Berkshire

North Thames

South Thames
Bristol & Somerset

Cardiff
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Recruitment

We identify families through:
A Clinic appointments
A Local lists of children previously diagnosed (inc education)

A Self referral



’ﬁa’%&i@-w Recruitment
Families identified at NHS clinic appointments:

- we offer all families the opportunity to participate (timing)
-cl i nicitans give i nformation sh

Contact form:

child s name, NHS number, year of birth, gender, diagnosis,
parents/c a r eantaad details

Families who do not want to take part:

complete reverse of contact form: year of birth, gender, diagnosis, postcode

Local agreements with Education
(Voluntary sector)



‘ﬁa’fﬁé‘i@-w On receipt of ‘contact’ form

A Parents received a study pack including:

1. consent to be contacted about research projects
2. parent guestionnaire

3. SCQ

(30-40 mins)

A Return with diagnostic & education reports (or consent for us
to access these from NHS Trust)

Paper responses vs. web based consent and data system



Home Parents Research Newsletter Professionals Useful Links Contact Us

Welcome to the Autism Spectrum Database - UK
(ASD-UK)

ASD-UK is a UK research family database of children with an autism spectrum disorder (ASD). The aim of ASD-UK is to

provide accurate data about children with an ASD to facilitate research and give families the opportunity to take part in
research studies.

The project is funded by Autistica (www.autistica.org.uk). Autistica is . .

a charity that is committed to ensuring that increased understanding RGngter W'th AS D_UK
and new scientific knowledge will improve the lives of individuals with

ASD and their families.

The aims of ASD-UK

-To collect data about children with ASD and their families that will
allow important questions about ASD to be addressed.

-To help researchers recruit families to studies about ASD that may
lead to advances in the care and treatment of children.

-Allow families to take part in research that aims to answer important AbOUt ASD-U K

questions about ASD.



Progress with recruitment
March 2011 — January 2015 (46 months)

2238 contact forms returned

A Clinics 1460
A NHS local lists of children 707
A Self referral 71

1471 families have returned consent, 1384
have completed questionnaires

Average 49 contact forms a month received



1470 families have returned consent & completed
guestionnaires; in touch with 2200 families

One family per day joins ASD-UK

1460 families; the worlds largest population
based ASD database (55% of families)



