
Mental Health 
s ervic es  for adults  
with P WS
Dr.  Ma x imil ia n Dees t,  H a nno v er,  G er ma ny
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Agenda Introduc tion
W ho are we?  How is  our Outpatient Department 
des igned?

T he ideal s etup
In an ideal health s ys tem

W hat have we learned over  the pas t 9 
y ears ?
Medication vs  E nvironment, Time, C ommunication



Who are we?

P rof.  H elge F rie ling
P s yc hiatris t

Dr.  Ma ximilia n Dees t
P s yc hiatris t

Dr.  C hris tia n E berle in
P s yc hiatris t

Outpatient Department for Mental 
Health in Rare Genetic Disorders

• since 2014
• ca. 130 patients/year



Outpatient Department for Mental 
Health in Rare Genetic Disorders

C ons ulta tions  of profes s iona ls
G eneral Doc tors ,  P s yc hotherapis ts

S pecia liz ed ca re  units
5 dorms , vis itation 4x/year

O utpa tients
P W S , age 12+, living mainly  at home, one time 
c ons ultation/regular treatment



It takes timeW hat have we 
learned?

- To s ee people
- To talk  to patients
- B ut even more time to talk  to parents
- To s ee a c hange

M E N T A L  H E A L T H  I N  P W S  |  
I P W S O  E C H O  2 0 2 3

T ime is rare for:

- P s yc hometric tes ting s uc h as IQ tes ts
- E mergenc ies



Medication vs. 
E nvironment

W hat have we 
learned?

- You do not treat the patient you treat the 
environment
- B ut you c an s upport the patient with 
medic ation
- 90%  of the problems  in adulthood are a 
res ult of what s tarted in the c hildhood and 
exaggerate at life time events

M E N T A L  H E A L T H  I N  P W S  |  
I P W S O  E C H O  2 0 2 3

P eople with P W S  and their families need a 
c ontinous s upport,  es pec ially at key
points in their life



The ideal 
s e tup

Multiprofes s ional Team
P s ychiatris ts ,  G eneral Doctors ,  P s ychologis t,  S ocial 
Worker

C ontinuity
S tarting in C hildhood over the life s pan

Treat the s y s tem
Als o providing help for the parents  and the s ibblings

continuity
continuity

Continuity
Starting in Childhood over the life span, but also in 
emergencies

TIME!
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