Feedback

We appreciate and encourage feedback. If you need advice or
are concerned about any aspect of care or treatment please
speak to a member of staff or contact the Patient Advice and
Liaison Service (PALS):

Freephone: 0800 183 0204

From a mobile or abroad: 0115 924 9924 ext 65412 or 62301
E-mail: pals@nuh.nhs.uk

Letter: NUH NHS Trust, c/o PALS, Freepost NEA 14614,
Nottingham NG7 1BR

www.nuh.nhs.uk

Thanks to Alison Metcalfe (UK Clinical Research Network) for her
commitment to studying this field to inform our practice and advice.
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The aim of this leaflet is to provide support for families who have
children affected by inherited genetic conditions, to enable them
to discuss appropriate information about these conditions with
their children.

There has been a gradual move towards more open
communication with children and young people about the
realities of health conditions affecting themselves or members of
their families.

This leaflet aims to provide evidence-based information for
families who wish to talk about genetic conditions with their
children

Notes
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The team involved in your care are:

Genetic Counsellor:

Telephone:

Your family reference number is:
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Introduction

Most parents who have a child diagnosed with a genetic
condition will think about if, how and when to share this
information with their child.

There is no right or wrong answer for how and when information
about an inherited genetic condition should be shared with
others. Different families will have different approaches and the
decisions they make will depend on their own personal
circumstances. It can be helpful to consider a range of factors
which we hope will be useful for parents who are considering
whether, and how, to disclose genetic information to their child.

As adults our instinct is often to feel that we are protecting
children by delaying or not sharing information. However,
research has shown that children wish to have the opportunity to
discuss information as soon as possible as they often have an
awareness that information is being kept from them, which in
itself causes increased anxiety.

There are two slightly different scenarios around talking to your
child about a genetic condition. You may have to talk to your
child about a genetic condition which is known to affect them.
Or, you may need to discuss with your child that they have a
chance of inheriting a genetic condition. However, the principles
used are the same in both situations:

It is usually better that children hear this information from
someone they know and trust rather than finding out by chance
or other means. Discovering that they are affected with or are at
risk of a genetic condition in adulthood may result in needing to
completely rethink their identity, life expectations and
aspirations. There is also a risk of resentment over withheld
information which may damage relationships and reduce
support available for that individual at a difficult time.



Should I tell my child?

Parents typically face a dilemma in deciding whether or not to
disclose a genetic diagnosis to their child.

On the one hand it can be argued that parents want to protect
their child from harm, stigma or undue stress that may be
caused by their knowledge of having a genetic condition.

On the other hand, many families feel it is important to be open
and be able to provide their child with information that may be
relevant for future decisions, such as schooling or having their
own children.

This can result in a conflict of feelings around a child’s right to
know information relevant to them but also not wishing to cause
undue distress if they are currently doing well.

Genetic information can be very complex and difficult to
understand. Some parents feel that it would be do more harm
than good to tell their child about a genetic condition, as they
may not feel confident enough about their own level of
understanding to accurately pass this information on.

If a child is experiencing difficulties at school or with their
behaviour or emotions, informing them of the genetic diagnosis
can be a positive step in helping the child understand why they
may be struggling when compared to their friends. Children may
find relief from having this information as it allows them to
understand that any difficulties they are feeling are not their fault
and they can make sense of their own situation better.

If a child does not have any noticeable difficulties relating to their
genetic diagnosis parents may not feel compelled to tell their
child about it. It is important to consider that they may still
appreciate being told rather than find out by chance at a later
date.

Preparing to talk to your child

The information below is a summary from a research study of the
benefits and drawbacks of talking to your children about genetic
conditions and risk. We recommend trying to take naturally
occurring opportunities to talk to your child where possible.

Benefits

e It can bring family members closer

o Can lead to additional support for children

o Gives insight and helps children understand why parents may
be anxious or upset and understand that it is nobody’s fault

« Provides confidence for the child to talk to close friends and
have this additional support

e Helps children and young people feel valued and included by
knowing secrets are not being kept from them

« Sharing accurate information helps understanding that
promotes coping strategies in children and young people

e Reduces the risks of the child seeking information from other
sources that may be inaccurate, or not specific to them

Drawbacks

« It can be emotionally difficult for parents dealing with sharing
this information and subsequent questions

o Children and young people can remind you about the genetic
condition at a time when you do not want to be reminded

e Questions can arise at inopportune moments - you can defer
them by explaining when it is appropriate to discuss it

« May lead to wanting to talk to peers but peers may be limited
in what support they can offer

e Thinking about it can affect schoolwork, but usually only for a
short time (if there is secrecy in the family instead, worrying
about what is happening can also affect this)



Factors that can help parents to decide to talk to
their children

e Younger children do not have the experience to recognise
and anticipate the fuller implications of a genetic condition,
so they can learn gradually and have a basic understanding
from which to comfortably further their knowledge as they get
older

« Parents will often say that talking was a relief for parents and
ultimately easier than keeping the secret

« Parents can be the role-models for young people, giving
them insight into how to cope with any risk

e Recognising that siblings may all have different needs, trying
to find out what each understands at different times in their
development

o Belief in a child’s right to know

e Support of other family members, friends and health
professionals

« Attendance at support groups can give a reason for regular
discussion with children and young people with parents, they
can talk about where they are going and why

Studies have shown that in families where a child did find out
this information at a later date there is often resentment and
disappointment at not being told. It is also important to
remember a child may have unaffected siblings who may also
have similar feelings - more information may help them too.

Previous research on family communication about inherited
genetic disorders has found parents generally feel a
responsibility to tell their children and provide them with
adequate information about their condition. Many parents feel
that promoting openness and trust by communicating as a family
resulted in more support for each other. One parent from this
study said:

‘I always felt that | was 100% going to tell my child
because they’re his chromosomes, it’s his body.
Who am | to know something about him like that
and not share that information with him?”



When and how to tell your child

Deciding when to talk to your child can be difficult. When they
are still young their understanding may be more limited but they
may be more accepting. Once they are older they may have
better understanding but may be upset to discover that this
information was kept from them up until this point.

Some people may say to wait until the child asks questions but
unless they know of a genetic condition in a family this is
unlikely to be a question a child will ask spontaneously. Some
children who are having difficulties in particular areas such as
learning may ask why they find things more difficult than their
peers. It may be appropriate at this stage to begin a discussion
about their genetic condition and be guided by how much
information you give by the questions the child asks.

Once you have decided when to talk to your child the next
challenge is how to do this. Genetics is a complex topic and
many people will find the information confusing. You may feel
under added pressure as you want to try to ensure that the child
does not feel unduly distressed by this information. The
information must be tailored to the child's current level of
understanding. Go at the child's pace using words they are able
to understand. Providing small amounts of information gradually
is likely to help children understand and cope best.

Encourage the child to ask questions and answer as truthfully as
possible. Don’t be afraid to say you don’t know if you are not
able to answer specific questions. Check on the question being
asked so that you can find out what your child actually wants to
know.

It is helpful to tell your child that it is OK to talk to you about this
condition any time they want to. By saying this to them you are
giving them permission and saying that this is not a taboo
subject. Studies have found that by the age of 8 years children
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learn not to ask difficult questions unless their parents give them
permission as they fear causing upset.

If your child seems to have many questions that you are
struggling to answer, or seems very unsettled by this information
please consider contacting your local genetics centre to arrange
an appointment for you and your child to be seen. The clinical
genetics team can then discuss these issues with you as a
family and provide additional support.

Communication tips

e Children and young people tend to prefer informal discussion
often while doing other things together such as driving,
washing up or cooking

o Check their understanding because children worry about
upsetting their parents and so may not always feel they can
ask

« Talking about a genetic condition is an ongoing discussion
rather than a one-off conversation. Expect to need to give
information more than once

e Discuss information young people may see on the internet or
in newspapers or on television. Encourage them to talk to
you about anything they read that they are worried about

o Give them permission to talk about emotions - give them
reassurance that they are not alone

« Being with peers who may be in a similar situation, for
example cousins, might be helpful

Most children are quite pragmatic in response to genetic risk in
families affected by inherited genetic conditions. Children and
young people are often focused on developing friendships,
school and their personal interests. To them future health
concerns seem far in the future and so they do not dwell on
these - unlike adults, who often dwell on how their child will react
to this information.



