
MEMORANDUM 

To:     Global Alliance Paediatric Task Team file 

Date:    16 October 2017 

Subject:    Meeting during Global Alliance annual plenary (Orlando, FL) 

Participants:  Sharon Plon, Vasiliki Rahimzadeh, Zornitza Stark, Zhiyv Niu,  

   Jan Friedman (chair) 

1. Participants introduced themselves to each other, and Dr. Friedman 
welcomed Dr. Stark and Dr. Niu as new participants in the activities of the 
Paediatric Task Team. 

2. For the past year, a main focus of the Task Team has been a points to 
consider document entitled, “Key Implications of Data Sharing in Pediatric 
Genomics: Points to Consider for KIDS”. The work on this paper was led by 
Vasiliki Rahimzadeh and Christoph Schickhardt. The paper has just been 
accepted for publication in JAMA Pediatrics and should appear shortly. 

3. A second major effort has been writing a white paper entitled, “Genome-wide 
Sequencing in Acutely-Ill Infants: Genome Medicine’s Critical App?” This 
manuscript has been through three rounds of drafting and revision and has 
been approved by the writing group for review (and possible approval) by the 
full Task Team. The manuscript was distributed by e-mail to the full Task 
Team on 27 September and some comments and suggestions have been 
received. 

4. We reviewed the major points and conclusions of the paper. The only 
suggestions were that we add the paper from Baylor that was published last 
week in JAMA Pediatrics and mention the support this provides for trio 
(rather than singleton) sequencing in the NICU setting. We should also point 
out their success with exome (rather than whole genome) sequencing with 
longer (2-week) turn-around time for urgent cases, indicating that these 
issues require further study to determine the best approach. It was agreed 
that these changes would be incorporated along with those suggested by 
others, and a final draft would be circulated with a proposed author list and 
request for approval (with acknowledgement) by the Paediatric Task Team. 
Once approved, the paper will be sent to the REWS for approval, then 
submitted for publication. 



5. We discussed possible issues for consideration as projects for the Task Team 
next year. Suggestions included: 
• Compare the ethics/regulation of genomic data sharing in children and 

incompetent adults  
• Ethical issues regarding therapeutic gene editing in children (and zygote/

embryo/fetus?)  
• Normalizing genomic data as personal health information 
• Return of genomic results in paediatric research 
• The child’s voice in data sharing (patient engagement in paediatric 

research) 
There was no consensus on the focus, and it was decided that we should 
circulate these ideas to the full Paediatric Task Team, then set up a conference 
call and make a decision that way.


