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There is never a single right way to approach this and different families will go about it in
different ways. Some children learn at a very young age that they have a diagnosis of
neurofibromatosis (NF) and it becomes a familiar word which is referred to easily and
often. It is part of their make-up and absorbed by the family. Other parents, who have
perhaps struggled to accept the diagnosis themselves, may often think about the time
when it will be right to ‘tell’” but, somehow, this time never seems to come and the
moment gets put off. Talking to your child about NF can then become more and more
difficult: a subject to be avoided, a secret. Below are some of the common questions
parents ask.

Who should tell my child?

Usually a parent or someone your child is close to and trusts. It is important that the
information you give is accurate and can be understood by your child. Try to answer any
questions as simply and truthfully as you can. If you do not know the answer it is better to
say so, but offer to find out more.

Make sure what you say is correct

If you are not certain of the facts say so and then find out

Use simple language

Don’t offer too much information at once

Answer the question that is asked

Start with simple facts and add more as your child grows up and can grasp more
complex information

o If relevant , use pictures or drawings to explain

When should we talk about it?
It is a good idea to grasp opportunities when they are presented. This may come from
occasions such as:

e Your child’s question

e Preparing for a hospital appointment

e An article in a magazine or a television programme

e Any other time that feels right — often bed time or bath time

How can I help my child to understand when I hardly understand it all myself? I
don’t know where to start!

Try to prepare yourself for the time when your child will ask questions, or when you
choose to introduce the subject. This can help control the anxiety you may feel. It may
also encourage your child to share their worries if you approach the subject confidently
and are not taken unawares. It might help you to go over basic facts about NF with your
Regional NF Specialist Adviser or a doctor who is familiar with NF. Start to think about a
simple answer to questions such as: What is NF? What are these birthmarks? and
then think about what you might say. There are some suggestions at the end of this fact
sheet to help you.



Can’t I wait until my child has grown up and can understand better?

Yes of course you could choose to do this. However, if your child has tried to talk with you
about NF but feels you are unable to do this, s/he may feel that they have no-one else to
turn to express their confusion and worries. Keeping the channels of communication open
throughout childhood and adolescence is one of the most important, and sometimes very
difficult, role of parents. It is parents, not children, who are most able to make this process
work. Research has shown that people who were not given information can feel angry as
adults that important facts were withheld from them. Remember—you are your child’s first
teacher and all their learning, including about NF, starts at home.

Do you think I need to tell anyone else?

Again there are no rights or wrongs to this question. It very much depends on how you
feel. There may be very good reasons to choose not to tell some people. Who you decide to
share the information with and when can depend on so many different factors, for
example: a brother or sister may not yet be old enough to understand, or a grandparent
may be unwell and you may decide to delay telling them until you feel they are better able
to cope with the news. Go with what feels right at the time.

Should I tell his/her teacher?

Some parents decide not to tell their child’s teacher unless difficulties arise in school,
believing that they risk special treatment if the diagnosis of NF is disclosed. Many parents
prefer their child to be treated just like all other children in the class and not marked out as
potentially different. Most schools try to be as helpful as they can in supporting parents’
wishes. However, if problems do crop up, then it may be important to explain about the
diagnosis of NF because this can affect how your child learns and behaves. Your local NF
Specialist Adviser can help and support you with this, particularly when talking with
teachers.

It may be helpful to think about the sorts of questions a child may ask—here are
some suggestions about how to answer them:

. What is NF? NF is a short way of saying neuro-fibro-ma-tosis. It is something you
were born with. It may be helpful here to add ‘like mum/dad/gran’ if other members
of the family are affected.

. Why have I got brown patches? The brown patches are called café au lait (caffey-
o-lay) marks. Nearly all people with NF have them. They won’t harm you.

. Can a doctor make it go away? No. NF is part of you.

. Why do I have to go to the hospital? Because you have NF you need to see a
doctor for a regular check up to make sure you are keeping well.

With older children you could add more information at different stages to help them
increase their knowledge and understanding. You can encourage your child to ask
questions by being open and confident. If you need help to prepare for this, talk to your
local NF Specialist Advisor. Sometimes they can put you in touch with other parents so that
you can benefit from shared experience.
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