
Is your child suspected to have a 
genetic condition but the doctors 
don’t know what it is?

SWAN_UKSWANchildrenUKinfo@undiagnosed.org.uk swanchildrenuk

Does your child have medical, physical or learning 
disabilities which are currently unexplained?

Has your child had genetic tests that have come back 
negative or as a ‘variant of unknown significance’?

SWAN UK supports families affected 
by a syndrome without a name – a 
genetic condition so rare it often 
remains undiagnosed. 

 ‒ Connect with other families who 
understand the unique challenges of 
raising a child affected by a syndrome 
without a name

 ‒ Attend our events such as virtual 
coffee meets and family discos

 ‒ Receive the latest news and updates 
that affect the SWAN UK community

To find out more about joining visit  
geneticalliance.org.uk/swanuk



SWAN UK is the only dedicated
community for UK based families 
of children aged 0-25 years old 
who are searching for a genetic
diagnosis.

We bring families together in 
a supportive community who 
understand the unique challenges 
of life without a diagnosis. We 
also:

 ‒ Provide high quality 
information for families 

 ‒ Offer members of the SWAN 
UK community opportunities 
to develop personally and 
professionally

 ‒ Raise awareness of syndromes 
without a name by working 
to increase public and 
professional understanding 
of the unique challenges that 
families face

Scan the QR code to donate today 
or text SWANUK followed by the 
amount 1-20 to 70085. For example, 
text SWANUK10 to donate £10. 
(Text messages cost the donation value, plus your standard 
network message charge).

‘When we entered the 
undiagnosed world it was 
daunting and exhausting 
and terrifying. Being able to 
speak to others who literally 
know what we are trying to 
navigate was so comforting 
and reassuring.’

SWAN UK, run by Genetic Alliance UK, is the only dedicated support network 
for families affected by a syndrome without a name. Find out more about 
our work at geneticalliance.org/swanuk
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