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 Background to Daslne 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 

 



 Started 2003 

 

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

 

Å Population sampling frame; 
representative 

 

Å Supported recruitment  to 
25 research studies 

 

Å www.daslne.org 

 

 

 



 
 
Improve infrastructure & increase capacity for ASD research 

Facilitate high quality research 

that aims to make a difference to families 

ÅIncreasing familiesô opportunities to participate in research 
 

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



  S. Thames  ð   6 Trusts 

 N. Thames ð  10 Trusts 

Bristol & Somerset ð 3 Trusts 

Norwich ð 1 Trust 

Cardiff ð 1 Trust 

Berkshire & Northants ð 3 Trusts 

  Nottingham & Derby ð 2 Trusts 

Sheffield ð 1 Trust 

Durham, Darlington 

& Teesside ð 3 Trusts  

9 Groups 

32 NHS Trusts 
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We identify families through: 

 

Å  Clinic appointments  

 

Å Local lists of children previously diagnosed (inc education) 

 

Å Self referral 



Families  identified at NHS clinic appointments: 
 

 -  we offer all families the opportunity to participate (timing) 

 -  clinicians give information sheet & complete ócontact formô 

 

Contact form:  

 

child s name, NHS number, year of birth, gender, diagnosis, 

parents/carersô contact 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) 

 

 



 

ÅParents received a study pack including:  

 

1. consent to be contacted about research projects 

2. parent questionnaire 

3. SCQ 

 

(30-40 mins)  

  

ÅReturn with diagnostic & education reports (or consent for us 

to access these from NHS Trust) 

 

Paper responses vs. web based consent and data system 

 

 





 

2238 contact forms returned 

 

Å Clinics     1460 

Å NHS local lists of children  707 

Å 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 

questionnaires; in touch with 2200 families 

 

One family per day joins ASD-UK 

 

 

1460 families; the worlds largest population 

based ASD database (55% of families) 

 

 


