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Prader-Willi Syndrome Research Newsletter

We hope you are all 
keeping well. 

To ensure the health and
wellbeing of our participants,
our research team and the
PWS community, we
postponed our research
during the pandemic. 

We have spent some time
adapting our research to
make it COVID safe for you. 

Now we are ready to
welcome you to our new lab!

Our COVID-19 survey gave us great insight into life
during the lockdown in Ireland for PWS families. 
We presented these findings at the foundation for

PWS research (FPWR) annual conference. It would
not have happened without your support and the

support of PWSAI. Thanks to everyone for
participating!

 We are planning to run online focus groups. 
If you have PWS or you are a caregivers or a clinician

for someone with PWS, we want to hear from you!
The goal of the focus groups is to give PWS advocates
a say in how we approach our research. Get in touch!

Have your say!

 

Email: recruitmentNRG@tcd.ie
Phone: + 353 89 9427621  
             + 353 89 9409239

COVID-19 Survey

9% of caregivers of
children or adolescents
with PWS and 28.6% of

caregivers of adults with
PWS answered that the

restrictions were “very” 
or “extremely stressful”

 

 

3 in 4 caregivers of
adults with PWS

reported that they
were unable to visit

their loved one during
restrictions. 

50% of respondents
reported that their loved
one had lost access to a
service, such as SLT, OT,
psychology or academic

support
 

Meet our new research
assistants, Linda and Áine, who

are working on the PWS study.

We are excited to open the door to our new cognition lab to
children, teenagers and adults with PWS as we refocus on our
main research study - social cognition in PWS. 

 

Social cognition is our ability to understand the thoughts and
feelings of other people. It helps us develop relationships and
behave appropriately in social situations.
    

Social Cognition in PWS

Thanks to Conor Lane

who worked on the
survey as part of his
research internship 

Social cognition is different in people with PWS. Hyperphagia
might affect social cognition and we want to learn more about
this.  We need to develop our understanding of social cognition
in people with PWS and see how it may be impacted by
hyperphagia and contribute to co-occurring mental health
conditions.

Hello from the
research team 
at Trinity College,
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