
 

 

 

 

 

 

 Patron: Francesca Jones 

 

The Ectodermal Dysplasia Society Registered Charity No. 1089135).  Disclaimer:  Any views or opinions are made by the author in good faith. No liability whatsoever is 
accepted by the author or The Ectodermal Dysplasia Society. Recipients should make their own additional enquiries of medical and other relevant authorities before acting on 

these views.  The use of a product name does not constitute a recommendation or endorsement by the author or the Society. 

 

T: +44 (0) 242 261332 

M: +44 (0) 7774 465712 

W: www.edsociety.co.uk 

E: diana@edsociety.co.uk 

 

Unit 1 Maida Vale  

Business Centre  

Mead Road 

Cheltenham 

Glos.  GL53 7ER 

 

Explaining Ectodermal Dysplasia to my Child 
CEO Diana Perry 

 

I am often asked, “When is the best time to tell my child that they have ED? Should I wait until my child is 
older?” I believe it is best to talk to your child about ED as early as possible. 

 

That said, every family is different, and every child is different too. You are the best person to judge when 

the time is right, how much your child can understand, and the level at which to pitch the conversation. 

 

I was once told a story about a young boy who asked his mum 

where he came from. After she went to great lengths 

explaining the “birds and the bees,” he pointed out that he 
simply wanted to know which town he was born in! Talking 

to a child about ED can be very similar — they often just want 

to understand the basics of why they are different. 

 

As your child grows, so will their need to cope with the 

outside world. When ED is explained from an early age in a 

positive and straightforward way, children are better 

equipped to handle challenges as they arise. It is important 

to encourage their strengths to help build a positive self-

image. Avoid being dishonest or evasive; answer their 

questions simply, openly, and most importantly, honestly. 

 

Every person is different, and nobody is perfect — but everyone is special to someone. 
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