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Overview 

The DOLFIN protocol states that “Primary outcome (PARCA-R) and secondary outcome 
neurodevelopmental data will be shared with the local neonatologist or paediatrician, or GP 
for participants no longer under hospital follow-up; information about norms will be provided 
to aid local clinician interpretation.” 

All parents whose infants are enrolled in DOLFIN consented to this at initial recruitment. 

These data refer to: 

 The Parent Report of Children’s Abilities-Revised (PARCA-R) 
 The Ages and Stages Questionnaire-3 (ASQ-3) (more information at 

https://agesandstages.com/productspricing/asq3) 
 The Strengths and Difficulties Questionnaire (SDQ) (more information at 

https://www.sdqinfo.org/py/sdqinfo/c0.py) 

We hope that sharing this information will be clinically useful at sites and may prevent 
parents needing to complete one or more measures again. It is the PI’s responsibility 
to ensure that this information, provided by parents in the 24-month follow-up 
questionnaire, reaches the clinician responsible for the infant’s ongoing care.  

Method 
When a parent completes their infant’s 24-month follow-up questionnaire, the site staff will 
receive an email flagging this. This email will have a guide to scoring the PARCA-R 
questionnaire attached. This is for information only; no scoring at site is required unless you 
personally plan to use the results in your service. It will also include the links to the ASQ-3 
and SDQ given above.  

When you receive this email, go to the infant’s Participant Details page on OpenClinica. 
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Remember: 

 Make sure that the Parent 24 Month Questionnaire is completed (the check mark 
icon on the form is green). Do not carry out this process if the icon is orange (      ) 

 The Parent-provided 24-month data CRF should already be scheduled (shown with 
the      icon) 

 If the Parent-provided 24-month data CRF is not scheduled / visible, return to the 
infant’s record the next day (there may be a delay in syncing between our systems). 
If it is still not visible, contact the DOLFIN Coordinating Centre 

 Do NOT download the Parent 24 Month Questionnaire itself. The questionnaire 
contains several sections and the parent did not give consent for all of these to be 
shared 

Click on the Parent-provided 24-month data CRF tile: 

This is the completed 24-month 
questionnaire. Do not download this! 

This is the form for downloading the 
neurodevelopmental data for sharing 



Downloading 24-month 
data

G
U

ID
A

N
C

E
 S

H
E

E
T

 1
5

IRAS ID:  303421                      Guidance Sheet 15_Version 1.0 dated 19/11/24                                                                                                                    Page 3 of 5 

This will open the CRF: 
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Click on the Print icon in the top-right corner: 

The following pop-up window should appear: 

1. Uncheck the “Show History” box 

2. Click “Prepare” 
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Print / save to PDF as per your computer and browser’s settings: 

Once you have downloaded the PDF: 

 Save a copy to the infant’s medical notes 
 Securely send a copy to the clinician responsible for the infant’s ongoing care (or 

their GP if they are no longer under specialist review) along with the guide to scoring 
the PARCA-R and the links to further information on the ASQ-3 and SDQ 

Once you have completed this process, the CRF will show as Data Entry Started on the 
infant’s Participant Details page: 

You do not need to take any further action. The CRF will not be included on the report of 
missing or partially completed CRFs at your site. 

This page may look different depending 
on your device and browser 


