
If your child has or might have a genetic
disorder, you may be feeling upset, shocked,
or just numb. Perhaps your consultant has
already explained some of the features of
the disorder to you, but perhaps you found
it difficult to take in. The questions in this
leaflet have been designed to assist you in
getting as much information as possible from
the meeting with your specialist. He/she can
often provide this information, although
limitations do exist and finding answers is
not always possible.

If your specialist cannot answer any of your
questions, ensure you are referred to
someone who may know the answer.

HELPFUL HINTS

ü Write down the questions you want to ask
and what you want to achieve from the
meeting before you go

ü You could take a tape recorder and ask if
you could record the meeting

ü Take a pen and paper with you to write
down the answers

ü Take a trusted friend, they will
remember more and write down the
answers for you

ü Don’t be afraid to ask what you really
want to know

This leaflet has been jointly produced by:

Androgen Insensitivity Syndrome Support Group
PO Box: see website
Email: see website

Website: http://www.medhelp.org/www/ais
Registered Charity No. 1073297

Anorchidism Support Group
PO Box 3025, Romford, Essex, RM3 8GX

Tel: 01708 372597
Email: asg.uk@virgin.net

Website:
http://freespace.virgin.net/asg.uk

Turner Syndrome Support Society
12 Irving Quadrant, Hardgate Clydebank G81 6BA

Tel: 01389 380385     Fax: 01389 380384
E-mail: Turner.Syndrome@tss.org.uk

Website: www.tss.org.uk
Registered Charity No. 1080507

Klinefelter Syndrome – Link
8 Gwavas Street, Penzance, TR18 2DF

Tel: 01736 369473
Email: aliksl@btopenworld.com

Adrenal Hyperplasia Network
17 Newton Road, Lichfield
Staffordshire WS13 7EF

Tel: 01543 252961   Fax: 01543 411761
E-mail: webmaster@ahn.org.uk

Website: www.ahn.org.uk

The Genetic Interest Group
Unit 4D, Leroy House, 436 Essex Road, London, N1 3QP

Tel: 0207 704 3141     Fax: 0207 359 1447
Email: mail@gig.org.uk

Website: http://www.gig.org.uk
Registered Charity No. 803424

Please feel free to contact any of the above
organisations direct for more information or further

copies of this leaflet.

Does your child
have a

genetic disorder?

What do you need
to know and from

whom?



Here is a list of some of the questions, which may help you gain the understanding that you need.
The following may point you in the right direction when forming questions of your own.

q What is the diagnosis and what does it mean?.................................................................................................................................
q How accurate is the diagnosis? ............................................................................................................................................................
q What are the characteristics of this condition? ............................................................................................................................
q What is the treatment for this condition?.......................................................................................................................................
q Will my child require medication? .......................................................................................................................................................
q What other specialists will I need to see? .......................................................................................................................................
q Is there a cure for this condition? .....................................................................................................................................................
q What are the long-term prospects for my child? ...........................................................................................................................
q What kind of help will my child need? ................................................................................................................................................
q What can I do to help my child?..........................................................................................................................................................
q Was it something we did wrong?..........................................................................................................................................................
q How is this condition passed from one generation to the next? .................................................................................................
q Can a person not have this condition and still pass it on to his/her children?.........................................................................
q Will my other children or my siblings be affected? .......................................................................................................................
q What tests are available to see if a person has or carries this condition?..............................................................................
q Are there any prenatal tests that can be done if I get pregnant again? .................................................................................
q How many people have the condition?.................................................................................................................................................
q What can I expect my child to achieve? ...........................................................................................................................................
q What services is my child likely to need? .........................................................................................................................................
q Are there ways my child can be involved in the decisions concerning their life? ...................................................................
q Are there any benefits I can claim for my child?...........................................................................................................................
q Is there a support group for this condition? ...................................................................................................................................
q Can my child or I contact other people who are also affected by this condition? .................................................................


