Telling the Children

The following article was
written by Shirley Dalby,
Social Worker for the HD
Association in the U.K.

Many pareats and caring
professionals find it hard to
taik to children about HD.
Nobody likes to be the giver
of bad news, and although they
may acknowledge they should
- rell, the actual information-
giving and possikile repercus-
sions seem overwhelmingly dif-
ficult, This article attempts
to explore some of these diffi-
culties and hopefully help
parents and professional care-
givers alike, ‘

Reasons for Telling

When someone in the fami~
ly has HD, be it parent, grand-
parent or other close relative,
it will be difficult to avoid
giving a child some sort of
explanation. Small children
are much more accepting of
individual sccentricities than
adults are, but this becomes
iess so as they grow older, and
they do need to know that
someone is acgually ill in order
0 understand and accept cer—
tain behaviour. This becomes
very important as time goes
by, especially if it is a parvent
who is affected, so that the
child can retain his affection
and respect, and In turn be
able to explain the difficulties
to outsiders, Children are also
very sensitive to atmosphere
and if they realize that some-
thing is not being discussed,
can become auxious and ima-
gine all kinds of things as the
cause of the family’s 'secret’,
ThHey may, for instance, feel
that they are in some way to
blame ~ anziety and guilt can
be muoch more harmful than
knowing the facts. Not telling
can in some circumstances be
damaging to the relationship
between parents and child
because of the anxiety gene-
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rated by the parents having
to keep the secret, and fear-
ing being found out. This
can also lead to inventing an
explanation which is not true
and which is bound to cause
trouble later on. It is almost
certain that children will find
out the truth at sowme stage,
perhaps through a relative or
a magazine article or televi-
sion program which may give
the facts quite insensitively,
and accusations and distress
will naturally follow.

The other important reason
for telling is that everyone
has the right to know the
major facts of their lives, of
which being at risk for HD
may be ome, Not to tell
means that we would be
denying semeone's right to
this knowledge, and the right
te make their own decision
regarding the future which
will take account of this. I
have known a number of
people who were not told
until’ they were adults, and
sometimes then only because
of a parent being diagnosed.
Many of these people felt
angry and bitter that the
information had been kept
from them, especially when
they had already taken major

- steps in their lives such as

getting married and having
children, Their partners may
share the feeling, and there
can sometimes be consequen-
tial marital problems.

The Telling

Parents _who know about
1D themsaives before deciding
to have children and who are

.already used to open discus~

sion may find it an easier
situation than those who are -
having to face the facts
themselves for the frst time.
Ideally, the 'telling' should be
a 'gradual sharing' so that
children can grow into a
greater understanding made

‘get too difficult.

possible by parents acting
openly, paturally, and answer—
ing questions in a way appro-
priate to the child's age. How
much to tell will depend a
good deal on the child's age
and development. Children
seem to have an. amazing capa-
city for reslizing when adults
are being evasive or dishonest,
s0 it is necessary to tell the .
truth; byt it need net, and
probably should not, be every-
thing at once. The younger
the child is, the more basic
the facts which will suffice -
just that someone is #l, for
instance, with perhaps the
name Huntington's disease
being given. Questions are.
pretty well bound to follow, if
not then, at a later stage,
unless the child realizes that
information is deliberately -
being witheld. Again children
seem to know how much they
can cope with and stop asking
and listening when the answers
They may
ask the same question a num-
ber of times to reassure them-—
selves that they have got it
right.

Perhaps the question most
parents dread is the direct
"will Mummy or Daddy get it?"
or "Will I get it?" My feeling
about this is that ome should
be as reassuring as possible,
without denying thab that
chance is there. Once a child
has made the connection that
a family illness has implica-
tions for his parents or himself

then this truth has to be

acknowledged,

When adolescence is
reached the questions are
likely to be more pointed and
will very much invelve the
young person himself or her-
self. It may not them be pos-
sible to stagger the fact-
giving, and the reaction is
likely to be stronger, showing
in'some cases as distress,
anger or withdrawal. What is
rezlly important is that there
is an atmosphere at home and/
or outside where a child or
young person can safely discuss
their feelings, negative and



positive, knowing they will be
accepted and understood.
‘gome need help with this -
adolescence can be a time of
mood swings; rebellion or
depression anyway, and parents
may have a teenager who
réfuses to discuss anything or
allow that HD is a factor in
their lives. Commuaication
cannot be forced but chamnmnels
need to be kept open so that
when the time comes, he/she
can express fears and anxieties
without loss of face or causing
harm to the family.

Anyone doing the telling
needs to be aware of their
own attitudes towards HD.
These will be coloured by their
own experiences and their par-
ticular situation — an HD suf-
ferer in the family who has
‘been lovingly cared for will
obviously create a very dif-
ferent reaction from where
there has been Family break-
down. Again the situation is
different where it is a grand-
parent rather than a parent
who is affected. The teller's
own fears, guilt, or denial of
the problem can prevent com-
munication and may need to be
worked through beforehand.
Trying to give the facts with~
out falling into the trap of
being over-optimistic or over-
pessimistic is difficult, but I
think now, as never before,
parents are justified in refer—
ring positively to the pos—
sibilities involved in research.

From what I have already
said, it seems clear that the
younger the child is, the easler
it is to tell them something
about BD. Experience from
work with children in other
ateas, such as adoptiom, has
shown that any facts regarding
a child's life are better given
earlier than later. They can
then be absorbed. over a length
of time and the shock element
is avoided, There is no 'right'
time to tell - I have met many
parents who have put off
telling because of their own
feelings and fears - "They're
too young to understand", "L
don't want to spoil their

childhood", but them it can
become a real problem with
the strasses of identity, edu~
cation and relationships that
teenagers have and it
becomes more difficult:
"adolescence 1s enough tO
cope with", "She's preparing

“for exams", "He's got a really

nice girlfriend who wmight
leave him", "I can't tell now,
she's pregnant and will be so
upset and angry'.

1t is claimed that some
children never do ask, and so
don't give anyome the opening
to tell. This can happen,
particularly if the child has
been put off at some time, or
senses that there is a .
'secret’, and the opportunity
may have to be a planned
one. There are various ways
of doing this - telling about
an affected person, discussing
and drawing a family tree,
looking at photographs, etc.
Children often cope with bad
news much better than adults,
and many parents have been
surprised at the matter—-of-
fact reaction they receive
after gearing themselves up
to talk about HD. Often,
too, it turns out that the
information only confirms
what the child already sus—
pected. In some cases it camn
be a relief as a child may
have beea coanvinced that it
was inevitable that he was
going to get it, or was in-
deed already showing symp~
toms. Knowledge about the
late omset and the 50/30
chance of inheritance can be
a distinct improvement on his
secret fears. However, teen-
agers, and some children, may
find it helpful to talk to
someone outside the imme-
diate family circle, This
could be a relative, family
friend, family doctor or a
genetic counsellor. It is pro-
bably not a good idea for a
young person to get the very
first- facts about RD from an

‘ynknown professional - this

can indicate that the condi~
tion is too frightening for the
family to cope with, bur it
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can be reassuring to have the
information verified by some-
one knowledgeable, sensitive
and calm. I have known a few
families who take the children
with them on a follow-up ap~
pointment at their genetic
clinic, so that it becomes a
familiar and trusted place to
go.

Who Can Help?

Having read this some
parents will think that it all
sounds easy eunough but that
telling in practice would be
very difficulr. Others may
still have honest doubts that it
is the right thing to do. Some
may think that after my com-
ments ou telling as early as
possible that they have left it
too late - I do not believe it
is ever too late as future
generations have to be coo-
sidered, In any of these cir-
cumstances people may like to
get some help by approaching
a genetic counsellor (a referral
can be made by their family
doctor), the HD association, or
a local professional such as a
family doctor or social worker,
who could talk it over with
them -and then offer support.
There may be members of the
Association who have already
dealt with this problem and
who could be helpful. I
believe that the best person to
‘tell' is someone close to the
child who is around enough to
pick up further questions and
give reassurance, but other
people can also be imvolved.
Grandparents can be good at
this, or perhaps the school may
be very caring ~ it is a good
idea anyway for them to know
that someone in the family is
i,

However difficult it all
may seem, I am quite sure that
the whole fawmily will benefit
in the long term by sharing
information and facing the
problem together,
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