
Developing a new
app to manage 
 unexpected
changes in routine 

What is it like to have
Prader-Willi Syndrome?

Researchers
discover more
about genetics
and oxytocin
treatment

UK researchers have interviewed PWS caregivers to help design
an app that children with PWS could use to manage unexpected
changes in routine. The idea behind the app is to present
children with flexibility in the context of a game so that children
can feel they have full control over, whilst caregivers can
maintain control in reality.

Click here to read more

Researchers in France found people with PWS had milder
symptoms and better outcomes than expected. The research
team described a number of possible explanations for the mild
illness observed:

1) The younger age profile of the PWS adults
2) People with PWS have higher levels of oxytocin in the blood
and this might protect them from COVID-19
3) People with PWS are more likely to be taking Vitamin D tablets
which may have helped protect from COVID-19

Click here to read more  

Some researchers think autism like behaviours might be linked to a
specific gene called MAGEL2 which is missing in PWS. Researchers
in Slovakia genetically altered mice so that they were missing this
gene. They found these mice had underdeveloped brain cells in
particular parts of the brain and exhibited less socialisation.
Oxytocin treatment was shown to improve this. 
Click here to read more.  

Oxytocin remains a promising treatment option for improving
social and behavioural challenges in PWS. This is the first study to
look at the long-term effects of oxytocin treatment during
childhood in monkeys, humans’ closest animal relative.  The results
suggest that giving oxytocin during development is safe in the
long-term and can have lasting positive effects on social behaviour
into adulthood. 
Click here to read more.

Young people with PWS were interviewed about how they
perceived their syndrome and clinical trials. Key themes that
emerged included the impact of chronic hunger, managing
anxiety, outbursts and schedule changes and the importance of
advocacy and awareness. Adults with PWS expressed how
clinical trials for PWS were important to them, particularly trials
that cured PWS, reduced hunger, helped with anxiety and lead to
improved outcomes. 

Click here to read more.

Caregivers described strengths of their children as being warm,
friendly, happy, empathetic and persistent. 

Click here to read more.
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