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Your newborn
child is finally
here, but when
you discover that
all is not as it
should be, what
do you do?




Guide for parents after
diagnosis

You have a child with a (rare) di-
sease and you do not yet have a
(correct) medical diagnosis. But
then, you finally get the medical
diagnosis. And then ...

What rages through you as parents?
"What does the future look like for
our child and us? What can or can't
our child do later? What is the life
expectancy of our child? What is
the impact of this on our family?
Will our child be able to live inde-
pendently and have a nice life?”
And so on.

This series of articles provides prac-
tical support to anyone who is dea-
ling with a child who has a

(rare / chronic) disorder.

The following main topics are des-
cribed in this series:

1. Introduction.

2. A roller coaster of
emotions.

3. The impact on the entire
family.

4. What you can do
yourself.

5. All therapies in a row.
6. How others can help.

7. Additional information.

This series of articles was developed
on the basis of ‘guide for parents
after diagnosis' by author Johannes
Verheijden and with his permission.
Johannes is one of our regular spea-
kers and he is our workshop leader
during our global member confe-
rence in the Netherlands.

The content of the articles is based
on Dutch culture and social securi-
ty. We realise that these may be dif-
ferent in other countries. However,
we believe that most of the c{ontent
can be applied in other countrigs
andxcultures. /



1. Introduction

This guide is for parents who have
just heard that their child has been
diagnosed with a handicap or
chronic illness.

After the initial shock

- What does this diagnosis mean?
- What can | expect?

- Is it okay to feel the way | feel?

- How do | deal with it?

After hearing the diagnosis of your
child, you will have a lot of ques-
tions and / or you will go looking
for help, understanding and sup-
port. That is very normal.

In this series of articles you can
read what you need to know, what
you can do and most importantly:
that you, as a parent, are not alone.
If you have just heard that your
child has a disability or chronic
illness, you embark on a long, of-
ten emotional, journey. You enter
a completely new world, full of
doctors, therapists and rules that
you have probably never heard of.
To ensure that you find your way in
this, it is good to find out as much
as possible about the condition
that makes your child — and there-
fore your life — special.



Some parents don't remember
anything about the first time after
the diagnosis. Others describe it
as "a black bag" that was pulled
over their head or a knife that was
inserted into the heart.

But there are also parents who
experience relief because, after
years of diagnostic searching,
they finally receive an answer to
their question. Some parents do
not experience any of the above.
They are not sad, their world is not
collapsing, but they have received
confirmation of something they
have had an (indefinable) feeling
about for a long time.

In short, how you experience
hearing the diagnosis is very
personal. Fortunately, there are
plenty of resources that can

help you get through this period
properly, should you need it. The
realisation that you are not the
first and certainly not the only one
to experience this, for example,

is hopefully a consolation. That is
why we describe how parents can
react differently and give practical
tips and advice, so you don’t have
to reinvent the wheel.

Every child is different and every
parent is different, so what you

read here may not exactly refer to
your situation. Nevertheless, we
hope that this article answers ques-
tions that you may have and that

it offers enough tools to help you
lead a normal, happy life with your
child. Though it may be hard to im-
agine, there will come a time when
the first thing you notice when you
look at your child, is the amazing
and unique individual, and not the
disease or disability.



When your child
is diagnosed with
a rare condition,
there are so many
things that go
| through your head.




2. Rollercoaster of emotions

There you are, in the hospital
corridor, with the diagnosis still
echoing in your head. Maybe you
already expected it, maybe you

are in shock, but the big question
is: how do you deal with this and
how do you tell your family such as
grandfathers and grandmothers? In
this article, we try to answer those
very first, sometimes overwhelming
questions.

So many feelings ...

You may feel enormously protec-
tive and loving towards your child
but you are extremely angry be-
cause your child has this condition
or chronic illness. You may contin-
ue as if nothing is wrong, or actas a
“stand-by" zombie. All these feel-
ings are very normal. It could take a
month to give your child’s disability
or chronic illness a place in your
life, but also years. Yet parents say
that the intensity of grief diminishes
over the years. You will have good
days and bad days, but most will be
normal, just like in any other family.
Itis very normal to have feelings of:
Denial.

Confusion.

Powerlessness.

Disappointment.

Rejection.

Denial
"The doctor must be wrong.”

Confusion

You do not understand what has
happened and what is going to
happen. You may not understand
what the doctor or specialist is talk-
ing about, worry a lot, sleep poorly
and therefore have trouble making
decisions during the day. In short,
you are confused and that is very
understandable.

Powerlessness

Your child has this condition or
chronic illness and you cannot do
anything about it except incor-
porate this fact into your life and
adjust your life accordingly. How-
ever, you would like to know what
you can do and in your opinion,
you do not get enough tips from
professionals.

Disappointment

Of course you are disappointed
because this has to happen to your
child, or because your child got this
diagnosis and that hurts. ya
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only reject your child, but also your
family, friends or specialists.

How do you deal with your
emotions?

Everyone has their own way of
handling violent or emotional situ-
ations. We call that ‘coping’ strate-
gies. You will find that some ways
of handling things work better than
others. If you notice that a prob-
lem or worry is diminishing instead
of getting worse, you know that
something works.

Talk

Cry

Rea

Pray

Contact with other parents

Talk

For many people, talking and shar-
ing helps to process the diagnosis.
This can be with your partner, but
also with family, friends, or a social
worker. Talking to other parents
who have just heard the diagnosis
can also help.

Cry

Many parents suppress their feel-
ings because they see it as a sign
of weakness. However, even the
strongest parents of children with a
disability or chronic illness should
not be afraid to show their emo-

tions. So don't be afraid to cry if
you feel like it. Learn to deal with
natural feelings of bitterness and
anger. It is normal to feel this when
you have to let go of your wishes
and dreams that you had for your
child. Recognize that anger and try
to let it go. If this does not work,
seek help. Even though you cannot
imagine it now, life will get better
and you will feel more positive
again!

Read

Some parents read everything
about what is wrong with their
child. They Google around a bit,
visit a Mytylschool and ask pro-
fessionals thousands of questions.
Collecting information about the
condition or illness and preparing
yourself for the future is a great
way to deal with the diagnosis. But
some parents also choose to limit
the flow of information to what
they can handle. So don't feel cow-
ardly or weak if you don't want to
confront the future.

Pray

In addition to praying or meditat-
ing, actively talking to a spiritual
supporter can also help. Call, write
or visit the person you trust or get
along with well. It is nice to share
your pain with someone who is
positive about life. Do not feel bad



that you “normally” do not active-
ly practise your religion and now
suddenly ask for help. A minister,
pastor, rabbi, imam, or pandit is
there for you unconditionally and
can give you the support you need.

Contact with other parents
Sometimes it is nice to talk to par-
ents who have an older child with
the same disorder or illness as your
child. They can tell you what they
encountered in the beginning and
how they solved practical or emo-
tional issues. Select someone as a
“mentor” to help you through the
most difficult periods. Blowing off
steam or receiving a pep talk over
a cup of coffee or over the phone
can make the difference.

This can also be a parent of a child
who has a different disability /
illness, because care, processing
and practical problems are often
the same. They understand you in a
way that your best friend, parents,
brother or sister can never do. After
all, they have been in the same
position once ... And of course,

you can always contact a patient
interest group that can get you in
contact with other parents.

How do you tell your environment?
When you hear the diagnosis, first
of all you will feel sad about it. But

the people who love you usually feel
the same pain, fear, confusion and
disappointment. They worry even
more than you sometimes. Therefore
it is not always easy to inform family
and friends and to take them with
you in the process. Your own par-
ents, brother, sister or close friends
can disappoint you. For example,
because they are afraid to pick up or
babysit your child.

That's a shame, but remember that
this happens in all families. Part of
that disappointment is also in the
grieving process of these family
members, such as the difficult denial
and anger. The best thing you can
dois clearly tell what is wrong with
your child and how you want to deal
with it yourself. For example: “He is
likely to develop slowly and may not
be able to do everything, but we love
him and treat him exactly like our
other children.”

Send photos just like you would with
a "healthy” child. Make it clear to
everyone that you have a nice child
that you are happy with.
Then your environment will behave
azfc/jrdingly. Do you have a lot of
trouble with the limitations of your
child in the beginning? Indicate/tﬁis
hohestly and explain that you still
ave to processit yourself. Ahyway:
send a clear siga;l of how you want
people to deal With tf/\é situatior].
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Professional support

Are you deeply troubled by the
diagnosis or do you notice that you
can hardly complete any daily tasks
like working or looking after your
family? Then you probably need
more than extra support of another
parent, friend or family member.
Fortunately, a lot of professional
help is available. In the article about
how others can help, we discuss
who you can turn to if you can't
handle it anymore. From the gener-
al practitioner and psychologist to
special bodies.

Allow yourself some time

Crying, laughing, talking, praying ...
everyone chooses their own way of
coping. For example, your partner
may respond in a completely dif-
ferent way than you do. Remember
one thing: there is no right or wrong
way to handle your child’s diagnosis
and sometimes it takes years before
you can come to terms with it. Allow
yourself some peace and the time to
find out what works best for you.
How do you deal with the environ-
ment?

The people who love you and sym-
pathize with you, feel many of the
same emotions that you feel: pain,
fear, confusion, disappointment

or worry. Finding a way to provide
information to family and friends

without being overwhelming, is not
always easy.

Creating expectations

It is useful to teach family mem-
bers how to see change / progress
in your child. Because he/she may
respond, but not always, unlike the
other children they raised. Only
when they understand — and learn
to wait for — reactions that might
come slower or differently than with
other children, and learn to see your
child’s subtle signals, will they be-
come less frustrated. Communicate
clearly what the diagnosis will cause
for your child and include them in
your child’s development.

Ask family for help ...

Remember that family members are
also “extra” eyes, ears and hands.
They might surprise you with their
ingenuity as your baby or child
grows and needs certain things,
such as toys that you can operate
with one hand. These may come
from the shed of that handy uncle
or from the sewing machine of

that sweet aunt! But also think of a
babysitter if your child cannot go to
school again.

... and ask people you don't know
for help too

As soon as your child develops
differently or looks different, you



will also have to “raise” strangers.

A simple question like “What's the
matter with your child?” can be
very annoying on some days. You
may receive even more confronta-
tional are comments such as: “Oh
well, it could have been worse,” or
“You get the child you can handle.”
Always remember: people mean
well, but they just don't understand.
They do not understand that even
though it could have been worse,
you must deal with what could
have been better at this time. They
do not understand that you do not
know at all whether you can handle
it and they don't understand that
sometimes you want to scream or
flee from them. And what do you
say when they ask ‘What does your
child have?’' That depends on the
moment, whether you have time
to answer and whether you want
to answer. Because you don't really
have to be a saint, you can choose
not to answer and walk away.

Decide how to deal with others
Perhaps it deeply touches you how
people respond to you or your
child. But many people's reactions
to serious problems are caused by
a lack of understanding or fear of
the unknown. Many people do not
know how to behave when they
see a child with a (visible or audible)
disability or visible aids. Sometimes

they say something strange be-
cause they're nervous. Although you
cannot determine how people react,
you can determine how you deal
with looks or questions. Try not to
worry about people who are unable
to respond in ways you might prefer.
As a parent of your child there are
better ways to use your energy.

You don't have to explain anything
No matter how you decide to re-
spond in a certain moment, remem-
ber that nobody wants to teach the
rest of the world. The condition or
illness is a part of your child, just
like the color of their eyes or hair.
However, it says nothing about who
your child is.



Tips for dealing with your
feelings

- Live day to day. Don't let the fear
of the future paralyse you. Live
day by day and try to enjoy what
is going well today. Worries about
the future can exhaust you, and
you already have less energy than
other parents. Moreover, it is a
waste of time, it is impossible to
predict the future.

Keep talking to each other. Over
the years it appears that many
parents do not talk about their
feelings. Sometimes they make
themselves appear stronger than
they are (especially towards each
other). But the better couples (and
their other children) can com-
municate in more difficult times
like this, the greater their joint
strength.

Be realistic. Try to accept life as

it is. Recognise that there are a
number of things that you can
change and some things that you
cannot change. The trick is to
learn which things you can chan-
ge and then only do something
about these things. You can let go
of the rest.

- Avoid pity. Self-pity, pity from
others, or pity for your child is

actually always a hindrance. Pity
always points out the negative.
If you notice that someone (or
yourself) is constantly emphasi-
sing how sad you or your child
are, say something or do some-
thing about it. Sympathy for the
nasty and the fun moments is, of
course, nice, but make sure that
those feelings are balanced.

“Stupid” questions you can expect

What's wrong with him? Children
in particular will often ask this on
the street if the restriction of your
child is (becoming) clearly visible.
For example if your child is going
to use an aid. It is handy to have
a standard simple answer ready.
For example: “His muscles do not
work well, but he just understands
everything.” Or: "He understands
less than other children. But he

is very happy. “Or:"He gets tired a
little faster, but he is very happy!”

Isn't it great, all the things they
come up with nowadays? Of cour-
se you are also happy that there
are all kinds of technical possibi-
lities for your child, if necessary.
But many bystanders think that
everything will be fine thanks to
the technology. Don't feel like
nodding “yes"? Then let it be un-
derstood that you really don't have
to be extra thankful for effective



technology: “Well, we couldn't
live without our laptop or Google
Maps anymore, could we?”

Did you not know that in advan-
ce? Many people think that you
“should prevent” getting a child
with disabilities. You can still
perform all kinds of tests during
your pregnancy, right? Before
you know it, youend up in a
complex discussion after such a
question. Fortunately, it is easy
with various diseases / disorders,
which you cannot detect at all in
the belly. So "no” (and just keep
walking).

Will you be reimbursed for
everything? It might sound stu-
pid, but with such a question it
seems a bit like they are asking
about your salary slip. Although
it is often asked out of concern,
you do not have to explain your
financial situation. You can
answer honestly: “That depends
on the Social Support Act civil
servant or the municipality.”

Is that YOUR child? If you walk on
the street with your other child or
children, nobody will ask if they
are yours.

- That would be an absurd question
to just ask a father or mother.

As soon as you push a wheelchair
or walk with a child who is “dif-
ferent”, it is apparently permitted.
The best way to answer is to ask a
question, like “Yes, why?” Or “Why
do you ask that?” You make peo-
ple think about what they actually
asked about.

- Do you get paid for it? If people
know that you receive a Personal
Bound Budget you can get this
question thrown at your feet.
Unfortunately, we know from
experience that if you answer this
question with yes, you can quickly
get a skewed relationship with
the person asking the question.
What bystanders can also express
are comments such as “You get a
lot of tools for free.” Some people
unfortunately only see the “bene-
fits” of a disability or chronic ill-
ness. For convenience’s sake, the
disadvantages are sometimes for-
gotten. However, you do not have
to be ashamed or accountable in
any way if you receive financial
support for the many hours you
spend on your child. Just lik u

© not have to account for(:eyo

edical or paramedical aids that
your child needs to be able t
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N.B. The answers above are just
examples. Find answers for yourself
that are close to your situation and
that suit you. And always remember
that you do not have to answer if
you do not want to and that it is
also fine if you sometimes do not
answer so “politically correct”.

Tips for getting over the
initial shock

- Time is on your side. Fortunately,
the cliché is true: time heals many
wounds. Of course, it may not
be the case that your child’s life
will go without its challenges, but
over the years you will discover
different ways to deal with these
challenges.

- Take care of yourself. In times of
stress, everyone reacts in different
ways. However you respond, the
most important thing is to keep
taking care of yourself.

Get plenty of rest, eat well and
take time for yourself. It is equally
important to create a good net-
work of people you can rely on.
This can be a good friend, family
member or a fellow parent to talk
to.

Stay positive. Staying positive in
spite of everything is your best
“weapon” against the challenges
you will face. By focussing on the
positives rather than the negati-
ves, you will find that you will far
more easily cope with any difficul-
ties that come your way.




- Enjoy your child. The fact that
your child is different from other
children does not make your child
less special. Your child is a unique
individual, so enjoy the love you
share for each other as well as
spending quality time together.

www.schouders.nl: Experience
Center for parents is an umbrella
foundation with a cross-disor-
der platform for and by parents
of care children (children with a
physical disability, mental disabili-
ty, chronic illness and/or develop-
mental disorder). Many questions
within these families are not limi-
ted to disease-specific themes.
Disorder-transcending themes
that these parents struggle with

— and have found solutions for —
often relate to the family situation,
relationships, finances, relaxation
and education, Within the Parents
Experience Knowledge Center, pa-
rents can benefit from each other's
experience and the group can
target group needs.




Your child’s
illness affects
not only your
child but the
whole family.
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3. Impact on the family

"You are never alone when you
have a disability or illness,” people
sometimes say. Your child’s diag-
nosis also has an impact on every-
one in the house. When it comes
to youir first child, you will need
to find a new balance as husband
and wife. If you already have chil-
dren, the whole family will have
to get used to the new situation.
Fortunately, most families quickly
find a nice balance again.

You want to help your child de-
velop fully. You may give 100% of
yourself for that, but if you focus
all your energy on one person in
the family, nothing else remains.
Therefore, make sure that you cre-
ate a harmonious home in which
everyone receives the love, atten-
tion and support that he or she
needs, including you!

How do you deal with it together?
If you react differently to the
diagnosis than your partner does,
it can cause tension. If one of you
reacts more emotionally and the
other prefers to be more practical,
give each other plenty of room
and keep telling each other how
you feel and whether you want to
talk about it.

It is also very important to accept

each other's way of processing
the diagnosis. Don't get angry

if your partner just cries or if he
or she just can't stop ‘Googling’.
Decide together how best to care
for your child and family. Make
sure that you are clear about your
expectations of each other, and
keep doing fun things together,
even without children. That way
you will become a strong team.

How do you explain it to your
other children?

When you come home with your
new child, the other children

may sense from you that there

is something wrong and may
become a little alarmed to hear
that their new baby brother/sister
has a disability or is unwell. How
do you explain this to them? Of
course, everyone parent must find
their own way to do this, however,
here are a few tips that may be of
help:

Be honest
Be clear
Toddlers Vs
Szzh/ool-aged children (
Siblings

Youyset the tone /

/
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Don't know the answer?

Then just say that. Children pick
up everything that happens
around them, so shielding them
is not a good idea. If you do not
explain why you are sad, children
will become more concerned,
think they have done something
wrong or think something terrible
is going to happen.

Be clear

Don't know where to start ex-

plaining? Then keep the following

set-up:

1. A "this is it" statement: "Your
brother's kidneys are not work-
ing so well and that is why | feel
sad and worried.”

2. Explanation of what is going to
happen: “She is not sick and will
not die, but she does need help
to learn things and that is why
we go to the doctor so often.”

Toddlers

How children react to a brother

or sister depends on their age. For
toddlers the whole world revolves
around them. It may be that they
are more involved with their toys
than their brother or sister. At the
same time, they may feel that it is
their fault that the baby is “sick.” As
a parent, you often feel when you
have to leave your toddler alone or
explain at his level what it is like.

School-aged children

Older children can react a little
differently. Of course, it depends
on the sensitivity of your child,
but often you see that an older
brother or sister is very protective.
Incidentally, this concern can just
as easily turn to shame about their
brother or sister.

Sometimes even on the same
day, children are simply erratic.
The following also applies here:
keep talking about what's going
on. Your “that’s it" sentences help
your child accept the situation
and accept their brother or sister.

Siblings

Your other children are “brusjes”,
or brothers and sisters of a child
with a disability or chronic illness.
This group of children, who of
course are a bit special them-
selves, receives more and more
attention and all kinds of fun ini-
tiatives are created for them, such
as the Facebook group on
www.facebook.com/brusjes.
Especially when your children
grow up, it can be instructive to
read a book about it which con-
tains advice from psychologists,
brusjes or other parents.

You set the tone
Both with your “normal” children



and with your “special” child, the
following applies: you set the
tone when it comes to emotion-
al behaviour. How you deal with
your child’s disability / illness is a
statement and inspiration for the
people in your household. The
more normal you deal with the
situation, the less traumatic or
dramatic it will be for them. It is
understandable that you cannot
always be cheerful, you are only
human. And you certainly don't
have to pretend. Just try to stay
positive and help your children
to live the most pleasant life they
can.

What now?

The world does not stop turning
and you are not a terribly insen-
sitive parent if you adjust the
rhythm of your child to the needs
of the rest of the family, including
yourself! Make sure your child
participates in daily life as much as
possible. Sometimes he/she will
have to adjust to (the speed of)
his/her brother(s) and / or sister(s),
and sometimes the other children
will have to wait a little longer

for their turn. But don’t worry,

the happiest and most successful
adults with disabilities or chronic
illness say that their parents treat-
ed them just like all other children
in the family.

Practical tips

Personal attention

Spend time with every child, even
if it is only ten minutes a day.
Every child needs undivided love
and attention to feel special. Give
them your undivided attention
and show that you listen and un-
derstand your child, by repeating
what they tell you.

Be flexible

Balance the needs and wishes

of your child with those of oth-
er family members. Can you not
swim with the disability or illness
(because of the cold water or
anything else)? Then look for

an alternative family outing that
everyone can join.

Let your children help

Involve your children in the care
of your child who has special
needs. This reinforces your chil-
dren’s empathy and will strength-
en the relationship. Let them think
along to help your child and give
them time to try out their own

at(empts. (

Involve other adults /
Share your unique family situafion
ith all adults inyour &ildrpﬁ's*,lives
and explain what influe/nce”youﬁ
child has on your other children.
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This will make others understand
your child better.

Arrange good childcare
Sometimes you cannot have your
child taken care of by your normal
babysitter. In this case, make sure
you have various childcare op-
tions. You can get special babysit-
ters via organizations such as MEE,
the national help guide or Per
Saldo. Also think of a call among
students of physiotherapy, occu-
pational therapy, nurse education
or orthopedagogics. Another
possibility is to investigate wheth-
er you can solve this through the

Personal Budget, such as babysit-
ting by nurses.

This may be pricey, but it can be
an enormous reassurance and you
don't have to arrange anything.
Through the interest group, you
can get in touch with other par-
ents, who may have tips on how
to handle special childcare. Links
of the relevant organisations are
listed in this series of articles.







Thankfully,
there is plenty
that you can do
to help you and
your child.




4. What can you do yourself?

For the most part, life continues
"as usual” after hearing the diag-
nosis. Your child needs attention,
love and care, perhaps more care
than other children of their age.
What is the best way to provide
this care? You will learn this over
the coming months and years
with the help of counsellors, doc-
tors and / or therapists.

Your child is more than the
condition

The best thing to do is to treat
your child in the most normal way
possible. Your child can be sweet,
mischievous, happy and curious,
but sometimes angry, grumpy and
rebellious. In short, they have the
same range of emotions other
children their age has. Be careful
not to only see your child’s medical
condition, your child is so much
more than that. They are unique
little people with their very own
personality, gifts and interests.

Playing is learning

Interact with your child as nor-
mally as possible. Challenge them
to move, play and explore with-
out focussing too much on their
medical conditions. Play with
your child as you would with any
other. Small daily activities, such
as brushing your teeth, washing

the dishes, cooking or walking
the dog can also be fun learning
moments.

How do you deal with doctors and
therapists?

There will be times when you feel
that your child is being surround-
ed by different professionals all
wanting to help and it can feel
overwhelming at the beginning.
There may be times when you
feel that you are not in control of
the situation but remember that
this is not the case. It is important
that you feel happy with whatever
is happening around your child,
make sure that you have the infor-
mation that you need to take care
of your child at home.

Sometimes communication be-
tween professionals themselves
can be unclear, so it is vitally
important when communicating
with a large group that everyone
is clear about their own responsi-
bilities and communicate clearly
how to support you and your
child. It might be an idea to keep
a communication logbook. (Re-
ember you also have the right
to access your child’s files at/ﬁany
hospitals.



Keep control yourself

Stay informed

Ask for clear communication
Educate yourself

Let doctors and therapists help
you

Keep control yourself

It may be that the professionals
more or less ‘take’ your child. You
may feel that they suddenly have
everything to say about your child.
Of course, nothing could be further
from the truth! Therefore, make
sure that you are in control and dis-
cuss how you can take care of your
child at home.

Stay informed

Sometimes communication be-
tween the professionals and to-
wards you is not always clear. While
that is very important, with such a
large group of people who have to
work together. Here too, keep in
control. Some people do this, for
example, by keeping a communica-
tion log. You can also access your
child’s file at many hospitals.

Ask for clear communication

The language used in reports can
contain terms that you do not
understand. This is very normal,
but not useful if you want to know
exactly what treatment your child
is receiving. Do make sure that you

are included in all discussions and
decisions about your child. When
speaking and writing to you, ask
doctors to communicate with you
in simple language and without the
use of medical jargon.

Educate yourself

To be well prepared in the consul-
tation room, do as much as you can
to learn everything about the disa-
bility/condition of your child. Learn
about the challenges they will face
and rights they have.

Government websites are a great
source of reliable information. In
addition, you can also visit the
website of the patient organization
for information about the condition
or illness and / or get in contact
with other parents for educational
experience stories.

Let doctors and therapists help you
Nowadays it is no longer the case
that doctors and therapists just
decide everything for you and your
child. Professionals and parents
work together as much as possible.
There are various ways for profes-
sionals to support you:

Handing over your child

There may be occasions when you
need to be more of an observer
than a participator, allowing the
medical experts to take the lead.



Let them coach you.

Ask the professionals to explain
clearly to you how you can support
your child in their development. Not
all professionals may have the skills
to be a good coach, but this will help
you to stay in control more easily
and allow you to manage your own
child with more confidence. Know-
ing how to stimulate and to manage
your child’s needs will mean not hav-
ing to leave your child with outsiders
as often. It will also make you feel
closer to your child.

As a parent of a child with a disorder
or chronic illness, it is natural to feel
over-protective of them. However,
it is very important to encourage
your child to be as independent as
possible. Allow your child to make
their own mistakes and to learn from
these experiences.

Give your child the opportunity to
reach their full potential. On the site
www. opeigenbenen.nu you will
find a growth guide (click on toolkit /
young people / growth guide).

On the parent’s website there

is also a handy tool: Take Care,
which can be a very useful re-
sources for parents.

Don't forget to raise your child

As a parent of a child with a disor-
der or chronic illness, you proba-
bly tend to do too much for your

child and demand too little, while
you should really do everything
you can to make your child as
independent as possible. From an
early age, try not to protect your
child more than is necessary. Chil-
dren should be allowed to have
their own experiences so that they
can learn from their mistakes. On
the site www. opeigenbenen.nu,

a growth guide is available (click
“toolkit/jongeren/groeiwijzer”)
that can help you work with your
child on his/her independence
and identity. Also, on the website
of (Sch)parents, there is a handy
tool “Take Care”, which discuss-
es various topics of importance,
some of which may require more
of your attention.

You can translate these Dutch
websites by means of Google
Translate.

Tips to take action yourself

Practical tips:

Organise yourself Ve
Oé@amise your house (
Sét realistic goals

Write down your questions /
Mzke a booklet



Organise yourself

Knowledge is power. Collect and
use information so that you can
be a strong advocate for your
child. Use a ring folder with tabs
to store information about your
child’s condition / illness, chal-
lenges, legal rights, and treatment
plans. Having this information at
hand can reduce stress, help in
daily and longer-term planning
and improve communication with
care providers.

Ideas for topics / tabs in
your folder:

- Types of medication and dos-
age.

- Medical materials such as
brands and types of catheters,
Mic-Key

- Your child’s doctors / therapists.

- Results of laboratory tests, tests
and letters.

- Diseases, operations and hospi-
tal admissions.

- Vaccinations and allergies.

- Appointment schedules.

- Treatment calendar.

- Learning material.

- Legislation and regulations con-
cerning children with a disability
/ chronic illness.

- Contact information of special
services and support.

Organise your house

If a lot of materials and / or med-
icines are needed for your child,
it is useful to keep them together
in one cupboard. Maybe you even
need small or large adjustments
at home. You can think of bobbins
under a normal bed so that the
hospital atmosphere disappears,
or a kitchenette, so that care can
be made easier.

Set realistic goals

Every parent wants their child

to achieve the highest possible
goals. That is no different for you
as a parent of a child who has a
chronic illness or disability. Always
remember that your child will

go through the various stages of
development at their own speed,
depending on the severity of the
disability / illness. Consult with
doctors, therapists and teachers
to see how they can help you
achieve your goals. Also, remem-
ber not to talk down to your child.
Fatigue can also result in your
child not getting the right cogni-
tive challenge.

Remember that you know your
child best and that your child’s
abilities may change over time.
Be flexible, set challenging goals,
but not so challenging that it
becomes frustrating. Offer, as



soon as somewhat possible,
choices that are in line with your
child’s experience. The freedom to
choose will give your child confi-
dence and help you feel as inde-
pendent as possible. Cheer on all
your child’s attempts to develop!
Write down your questions

Doctors and therapists are eager
to help you and generally do so
on the basis of a request for help,
so that they allow you as a par-
ent to regain control and not to
come up with things yourself. But,
certainly in the beginning, you are
not at all concerned with that, or
do you not realise that you can
request help at all. In any case,
start by continuously recording
questions that arise. After a while,
you see a line in the things you
encounter. A specific request for
help in collaboration with profes-
sionals can be realised then.

Make a booklet

It's perfectly fine to mourn the
loss of a dream. This is discussed
in more detail in the "Profits Ver-
liesspiegel” which you can find
on the shoulders/parents website.
Yet you can try to celebrate every
special moment of your child with
gratitude and pleasure. Therefore,
try to keep a booklet with your
child’s photos and crafts. Their

performance may be different
than in a “normal” baby book,
but the result remains a beautiful
memory that radiates parental
love and pride. It will be nice to
show to others and read again
later.



‘ There are a
| whole arsenal
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5. Possible therapies

This article discusses the various
possible therapies and instances
that you may encounter. The situa-
tion in the Netherlands is discussed
here so that the situation in other
countries may be different.

In the field of therapies, the fol-
lowing are discussed:

Physiotherapy
Occupational therapy
Speech therapy
Pre-verbal speech therapy
Complementary therapies
Possible therapies

Physiotherapy

Physiotherapy (for children) is
primarily focused on motor devel-
opment. Your child is supported in
learning motor skills. The empha-
sis is mainly on gross motor skills.

Furthermore, the exercises are
aimed at reducing underlying
disorders by improving muscle
tension, for example, keeping the
muscles at the right height and
improving strength, coordina-
tion and condition. In addition,
the physiotherapist can help you
request the necessary aids, such
as a walking aid, special chair or
wheelchair.

Occupational therapy

Playing is very important for your
child. However, this will always

be just a little, or even completely
different, than for children without
a disability / illness.

The occupational therapist helps
your child with this. They spe-
cialize in improving independent
behaviour at school, at home
and in leisure time. Occupational
therapy exercises are focused on
daily (fine motor) activities such
as dressing and playing, but also
writing at school for example.

Just like the physical therapist, the
occupational therapist can help
you request the necessary aids.
This usually happens in consulta-
tion with the other therapists.

Speech therapy
The speech and language thera-
pist offers help with swallowing,
eating and / or drinking, or exces-
sive saliva loss.
The speech and language ther-
apist also helps with practising
gZ/d and clear-talking and ex-
nding vocabulary. If talking is
(too) difficult, the therapist te/a/ch-
es/your child to communicate
rough gestures or 5ymbdls and /
or the speech compu}er ogéther

withyou. ° £ |

[\ )/\ [



Pre-verbal speech therapy

If a child has problems drinking from
the breast or bottle, eating from

a spoon, drinking from a cup or
learning to chew, pre-verbal speech
therapy can be given.

This is always done through a
referral from a doctor (for example,
a general practitioner or a paedi-
atrician). The latter is important
because it must first be checked
whether there are any underlying
medical problems causing diffi-
culties in the mouth area. Starting
communicative development is also
important in early development.

Complementary therapies

From dolphin therapy to thera-
peutic horse riding to ... There are
a lot of (international) therapies
that can benefit a child. Some-
times they are reimbursed by your
health insurance company, but
often they are not. Usually, these
types of therapies consist of short
(very) intensive treaments or train-
ing sessions.

In general, the effect of these
training is short-lived and in many
cases, the adventure is costly -
especially the treatments that are
only given abroad.

Of course, you want the best
for your child, and you have to
try out what feels right for you.

Just remember that traveling

with your child abroad means

that your child is taken out of the
social structure, misses school
and cannot play. We, therefore,
recommend that you consider any
therapy outside the regular circuit
in close consultation with your
doctor.

Which authorities do you have to
deal with?

In addition to the various doctors
and therapists, you may be con-
fronted with (some of them are
specific for the Netherlands):
Consultation agencies
Integrated early aid

Hospitals

Rehabilitation centers

Further professional help

Your doctor (general
practitioner)

Social worker

Family therapist

Psychologist

Remedial educationalist
Foundation MEE

Center for Youth and Family
Respite care

Family support

Consultation agencies

The consultation office is a prac-
tice, with a doctor and one or
more district nurses. They ensure
that infants and toddlers are invit-



ed to participate in periodic check-
ups and vaccinations. The purpose
of the control examinations at the
consultation center is to identify dis-
eases and developmental disorders
as early as possible so that they can
be treated on time. In addition, the
youth doctor or nurse can support
you with tasks that fall outside the
scope of the hospital, such as up-
bringing, support of sibling, choice
of school, daycare (nursing). In ad-
dition, they are connoisseurs of the
social map in the neighbourhood
and can offer support in familiariz-
ing your child with this.

Integrated Early Aid

A number of organizations (such as
MEE, child rehabilitation and daycare
centers) work together at Integrale
Vroeghulp. It is precisely this collab-
oration that makes Integral Early Aid
very valuable. Everyone brings his
or her own expertise; your child will
be looked at from all perspectives.
Here you can ask all the questions
you have about your child. In some
municipalities, the Center for Youth
and Family, for example, is responsi-
ble for this. The consultation office
can help you with this.

Hospitals

Some appointments and exami-
nations, such as having a pediat-
ric neurologist make an MR, or

appointments at a paediatrician,
pediatric urologist, a pediatric
nephrologist and the like can only
be done in a hospital. Your doctor
will be informed of all procedures
and examinations.

Rehabilitation centers

Depending on the diagnosis, you
will go to a rehabilitation center
with your child for the first years
of therapy or daycare. Physiother-
apists, occupational therapists,
speech therapists, rehabilitation
doctors, remedial educationalists,
social workers and psychologists
work together under one roof and
often in a team.

The rehabilitation centers work
closely with hospitals, nursing
homes, general practitioners,
primary care and home care. If
your child goes to special primary
education, they usually receive
therapy at school and you no
longer need to go to the rehabili-
tation center.

Further professional help

If you hear the diagnosis, youmay
hate a lot to process in one/fell
swoop, emotional and / or prac-
tical. Is it all too much for yoy/or
cah you no longer see the férest
for the trees"fhen it’is goéd to
know that you can go to,dlf'ferent
places for professmnal support.
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Your doctor

Your doctor is primarily there for
health problems, but an important
task of the doctor is also to moni-
tor the entire situation of patients.
They know more about you and
your family than other profession-
als and therefore they can help to
coordinate all care around your
child. It may be that you need to
“remind your doctor” about this.
Your doctor can also tell you ex-
actly when he should refer you to
a specialist.

Social worker

At the hospital, the rehabilitation
center or possibly later at the spe-
cial school of your child, you will
be assigned a social worker. If not,
ask for this! This is a permanent
person who can help you with
everything that you encounter re-
garding your child, both practical
and emotional. The social worker
knows all about healthcare and
your personal situation and can
advise, mediate or refer you to the
right body.

Family therapist

Do you notice that your relation-
ship or the entire family suffers
from the new situation with your
child? Then do not hesitate to
engage in a relationship or family
therapy. Such a therapist offers

therapy where both partners or
all family members are present
together. Everyone's problems are
central to therapy. That way you
work together on a new balance.

Psychologist

A psychologist helps people with
psychological challenges. This
can be uncertainty, worries about
the future, feelings of guilt about
the past, relationship problems
or problems at work. A psycholo-
gist first explores the problem
and then proceeds to handle the
complaints. This often happens in
a very practical way, such as with
writing assignments, role-play-
ing games, practical exercises or
relaxation techniques. After all,
improvement does not occur au-
tomatically and requires time and
practice. Going to a psychologist
certainly does not mean that you
are “crazy” or "weak”. By doing so,
you demonstrate that you take
responsibility for solving your
problems. A psychologist can also
be very supportive.

Remedial educationalist

Every parent of a child who has
a chronic illness or disability will
sooner or later have to deal with
a remedial educationalist. This is
a therapist who deals with more
difficult learning and upbringing



situations of children and with the
education of a child with a disability
or chronic illness. If you run into
parenting problems (for example if
your child is extra demanding, or if
they are constantly bored by their
disability), the remedial education-
alist can advise you well. There is
usually an orthopedagogue in your
child’s treatment team. Feel free

to address them with additional
questions.

MEE Foundation (Netherlands)
You can contact the MEE Founda-
tion for advice on practical mat-
ters concerning your child. How
do you arrange help? What budg-
ets are there for financial sup-
port? And where do you request
it? Together with you, MEE maps
out what is possible and they can,
if necessary, help with filling in
forms and other paperwork.

Center for Youth and Family

The Center for Youth and Family
(CJQ) is for all parents and educa-
tors who have questions about the
upbringing, growing up or health
of their child. For information,
help, advice and support you can
contact the CJG in your area. You
can also go here for tasks in which
Stichting MEE was previously
involved, but which can no longer
be offered due to budget cuts.

Respite care

Everyone needs a break when
caring for a child who has a
disability or chronic illness and
that is exactly what respite care
offers. In another location or at
your home, respite care staff take
care of your child while you have
the time to do something else. Or
just nothing at all! Being alone to
charge your battery, do something
with your other child or children,
do some jobs around the house

... Thanks to respite care, this is all
possible.

Family support

Do you have questions about your
child’s development? Or would
you like to talk to people who are
experts in the field of disability

or chronic diseases? Then family
support might be something for
you. This home help is intended
for children and young people
with intellectual or multiple dis-
abilities. The guidance, including
the number of guidance hours per
week, differs per family and works
closely with the parents.

( (



Tips for good collaboration
with professionals

Request and find information

It is not about how much informa-
tion you collect, but how accurate
itis. Do not be afraid to ask ques-
tions, because that is the first step
in understanding your child’s disa-
bility or illness. Learn to formulate
your questions so that you get the
information you want. And keep
asking until you have received the
information and understand it.
Remain friendly, but bold.

Learn the terminology

If someone uses a word that you
don't understand, stop the con-
versation for a moment and ask
that person to explain it. Especial-
ly in conversations with doctors
you can, may and must do this.
Above all, don't feel “stupid” be-
cause professionals are often hard
to understand for everyone.

Ask for copies

Ask for copies of all documents
from doctors, teachers and thera-
pists related to your child and




collect them in a folder. Are you
not that organised? Then buy a
box where you store all the paper-
work. If you need something later,
at least it is all in one place.

Don't feel intimidated

Many parents feel insecure around
doctors and / or therapists due to
all their diplomas and, sometimes,
because of their professional way
of doing things. But it is not nec-
essary at all to feel intimidated by
the knowledge or background of
anyone who treats your child.

Like you, professionals want you
to go home with a good feeling
and clear answers. And ... you

are your child’s expert in the

end! Although you can get a lot
of information from books and
from professionals, that does not
mean that all information applies
to your child. No two children are
the same, so it is important to see
what happens to your child.
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6. Help by others

This section is for friends and family.
Many close friends feel uncomfort-
able asking questions about the de-
velopment or course of your child’s
illness. They also often feel pow-
erless because they do not know
how to help you. Do you notice that
someone who is close to you and
cares about you finds it difficult to
talk to you or offer help? Then have
them read this special article.

The most important advice for the
environment of a family with a child
who requires more care is: do not

be afraid to ask questions about the
child’s disability or illness. Openly tell
them that you want to know more.
Follow the development of the child
together with the parents. Remem-
ber that they have less time to do fun
things than before. Do not compare
your own children with the child
who has a disability / illness. Provide
emotional and practical support
where possible and make it a habit to
regularly call just to say “hello”.

How can you respond better?
Parents of children who have disa-
bilities or chronic illness expect that
they will be supported by people
who are close to them, both emo-
tionally and practically. How can you
help?

Emotional support

Listening is important. Be available,
take the time and listen actively (so
ask open questions, reflect and sum-
marise) and be attentive. Make more
time than usual to do something
with the child. The limitation / illness
can mean that tasks take more time
and / or can go slower. For example,
it may take longer to get in and out
of the car or the house. Offer to go
to a doctor, therapist or care provider
once to get a better understand-

ing of the child and the condition /
illness.

Practical support

You can provide reliable help to par-

ents on a regular basis, such as:

- Shopping.

- Taking care of the other children or
do household chores.

- "Being there” to take care of the
children during an emergency
situation.

- A weekly visit at a certain time and
doing the laundry, tidying up or
helping out in the garden to reduce
stress. =

(
E\e(ry family needs a different kind
of help depending on the situa;ién.
If you don't know what the parents
df just ask them. |
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Empathy

Parents don't want sympathy! What
they want is empathy and it takes
quite some effort from you to
understand how they feel and what
they go through. Therefore try to
“walk in the parents’ or the child's
shoes” for a while. Perhaps the

list below can help you to under-
stand the stress, on top of the daily
hassle, as described by parents of a
child that requires extra care:

- Frustration due to uncertainty
about what will happen to the
child in the longer term and diffi-
culties in finding clear answers.

- Feelings of guilt because you have
to divide attention between the
child who has extra needs and the
rest of the family.

- The continuous question why the
child has the disability / illness
and whether it could have been
prevented.

- Dealing with the chronic sadness
and loss of the 'normal’ child that
the parent does not have.

- Worries about whether the child
will be accepted by the environ-

ment.

- Worries about future plans for

adulthood (education, work,
family life).

- Worries about the severity of the
condition.

- The fatigue associated with the
continuous giving and arranging
of daily care, which goes beyond
the normal expectation pattern
for the child for the coming years.
Families may have difficulty feed-
ing, dressing, toileting, bathing,
heavy lifting, playing, therapy,
putting on splints, eating, playing,
etc. In addition, arrangements and
"battles” with municipalities over
facilities, transportation, etc.

- The pressure of attending many
therapy sessions per week, plus
the appointments with specialists,
hospital, results and tests.

- The infinity of it all ...

- Less freedom of choice and free-
dom of movement because you
always have to think about the
special needs of the child.

- Sadness and frustration because
the child is not going to roll,
crawl, sit or walk, or because it is
not talking, cannot do everything
it wants.



- Possible marital problems because
your partner does not accept the
child, does not understand you or
does not help you plus extra stress
such as lack of sleep.

Dealing with the effects on broth-
ers and sisters. How do they feel
and how do they deal with the
difficulties?

Other children cannot understand
why mom and dad spend more
time on the child with ... Feelings
of guilt, rebellion or rivalry.

Uncertainty about a new pregnan-
cy. Can it happen again with the
next child?

The feeling of being “trapped” due
to physical exertion and the extra
organisation needed for outings
(from simple picnics to longer
planned vacations). There are con-
cerns about sufficient space in the
car, finding a place with good facil-
ities, accessibility, toilets; accom-
modation; problems with eating
out and specially prepared food.
All of these factors make it difficult
to plan in the long term and make
it less likely for the family to make
a spontaneous decision to go out.

- Always putting one's own needs
aside to meet the extra needs of

the child.

- Financial problems (home modi-
fications, special cars, medicines,
facilities, special toys).

- The doubt or inability to return
to work due to the treatment and
special needs of the child.

What can | do for you?

“What can | do for you?”

In her book “What can | do for you.
Support during mourning”, writer
Karin Kuiper has collected some
wonderful ideas that are very easy
to realise and that we would like to
share with you:

- You can help by “being there”. Call,

stop by, go out or a coffee, send a
card.

- Take parents with you for walking,
cycling, dancing.

- Help out during birthday parties.
This way the real hostess / host
can catch up with the guests.

- Gs/kabout the interview wit%@a

irector / doctor.

- $top by on special days or s¢nd a
card / call to letthe know you
afe thmng
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- Secretly plant flower bulbs in the
parents’ garden.

- Take the children to buy a surprise
for their father or mother or make

a beautiful “work of art” with them.

- Offer to go to the recital at music
school, the competition at the
gym club, the cup competition
at the football club or the school
musical.

- Offer practical assistance in the
form of cheques that can be ex-
changed at the issuer.

- Send a card with ten self-written
compliments.

- Itis easy to maintain intensive
contact with one person. But for
someone with a child with a disa-
bility / chronic illness, it is not easy
to keep a whole circle of friends /
environment happy. Be generous
in maintaining the friendship.

- Reach out on wedding days and
the children’s birthdays.

- Make sure that you are just pleas-
ant company.

- Take a freshly pressed smoothie
with you when you come over.
Tasty and healthy!

- Talk about the fun and less fun
sides of your own life. The world
keeps turning and in the end
everyone wants to move on with
their life. It's nice to stay involved
in the lives of others. That way you
prevent loneliness.

Call in the first few weeks after
hearing the diagnosis.

If a parent cries, don't pacify them,
but touch them gently to show
your support.

Do not break the friendship with-
out explanation. The children will
not understand where everyone
went. This will cause confusion.

Take the dog out for a walk (or
take the parent out for a walk).

Give / borrow the book that you
recently enjoyed so much yourself.

"Being there” means listening with-
out judgment. Listening is paying
attention with your mouth shut.
Let them cry or get angry. It can be
nice to let the emotions go. Listen
and offer a shoulder and some
recognition.

- Eat together regularly.



- Send a regular message to let
them know what's happening in
your life. Send photos of holidays,
children and grandchildren or
places of interest, nice videos or
websites.

- Give a medium with your favorite
music. Go to a concert together.
Give a medium with your Top Ten
of tear-jerkers. Forward links to
YouTube videos, videos and inter-
net sites to share the music of your
favorite artist.

- Ask again how the reports were,
whether the exam was passed and
whether everyone was “over”.

- Spontaneously ask parents for
a picnic in the woods or on the
beach. Go fly a kite with them.

- Offer long-term disaster relief
assistance with leaking gutters,
flooding washing machines and
defective dishwashers and such.
Give a voucher that can also be
redeemed in five years' time — then
parents will know that they may
also ask for help in a while.

- Offer to go to the swimming pool
or amusement park — the expedi-
tion will really be a trip!

- Arrange an evening of film — and
also arrange the babysitter!

- Call on the parents’ help every
now and then.

- Take over the daily life of the par-
ents for three days and send them
out to recover.

- Give something beautiful. A bou-
quet of flowers, a special photo
in a frame, a beautiful plant, a
separate postcard, a tea cup with
hearts.

- Help with the preparations for
birthdays and holidays.

- When visiting a hospital, send a
“goodnight” text message, or “a
success today in the morning!” —
message.

- Mourning and processing are not a
bleeding finger that needs a patch,
not a wound that is quickly closed
or leftover. Take the sadness and
the process seriously. Accept that it

will take a while before it gef#‘bet—

r" and the other person bdcomes
osy and cheerful again.

- When parents come to visit,/pour
the juice into inefléss nd set
t etabl&est e for asimple lunch.
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- Tell an inspiring story about your
“hero” or your hobby.

- Wash their car (unsolicited) for
them.

- Offer specific assistance. “Next
week / time / holiday I'll be care-
ful” “Shall | cook for you tomor-
row?” “Can | help you with the

garden?”

- Provide a warm house and a
bunch of flowers, or a Welcome
Home card, when you return from
the hospital.

- Find a ridiculous photo of the
parents or yourself, and show that
it can always be worse!

- Give parents the chance to sit on
a couch all day long with a book,
film, magazine or laptop and a pot
of tea. No shopping, cleaning up
or care obligation for them.

- Organize an egg hunt at Easter.

How should you not
respond?

Of course every comment from a
good heart is welcome. Certainly, if
you know each other well and know
what it means to you.

Yet it is better not to respond in the

following ways:

- Deny the disability or illness

- Show anger

- Express fears aloud

- Criticize the chosen therapy /
treatment

Deny the disability or illness

A reaction such as “Don’t worry,
there’s nothing wrong” or "He'll
grow over it" can hurt parents. No
matter how well-intended, you
are thereby denying the severity
of the diagnosis they have just
received. Even "Nowadays there
is as much as possible” is a form
of denial. Not everything can be
solved with medical treatment. It
is possible that you deny the seri-
ousness yourself, which is a sign
of compassion. First, try to deal
with your own sorrow. Or look for
“fellow sufferers” in the form of
other family members or friends
of a family with a disabled child /
child with a chronic illness.

Show anger

It is sweet and understandable

to get angry about the diagnosis
that your friends or family have
received. But venting your anger
towards the child’s parents, even if
it is aimed at a doctor or hospital,
for example, has a negative ef-
fect. Anger is not an emotion that



parents can use, so try to keep this
to yourself.

Express fears aloud

After the diagnosis, there is often
one fear that dominates: how
should it go later? “What will hap-
pen to this child when he is five
years old, or twelve, or 21? And
what if | am no longer there my-
self? "Then other questions arise:”
Will he ever learn? Will he be able
to go to school? Will he be able to
love, live and laugh and do all the
things we had planned? “"Other
unknown things also cause fear.
The parents fear that the diagnosis
of their child might be the worst.
Fear can paralyze them. Therefore,
make sure that you do not feed
the parents in their fear. Listen to
it, say you understand, but do not
participate in predicting or dis-
cussing doom scenarios.

Criticize the chosen therapy /
treatment

Because parents often come
across “unknown” due to their
child’s disability / illness, the
advice of professionals is very
important to them. They can also
opt for a not yet known or alter-
native therapy, or treatment. As
a family member or friend, it is
important that you support the
advice and efforts of profession-

als — trusted and respected by
parents — even if you disagree
with what they do. Your accept-
ance and support is necessary and
valuable for families with special
needs.

Finally

It may be clear: a child with a
chronic illness or disability brings
stress, sadness and fatigue with it.
Fortunately, parents do not al-
ways feel this stress continuously
or equally. As in any other family,
feelings of happiness, achieve-
ment, pleasure and satisfaction
are certainly also experienced.
The most important message for
friends and relatives is to con-
sciously see how life can be for
the family. And how you can help
by continuing to talk, by offering
practical help and by showing the
same love or friendship as before.
Do's and don'ts for friends and
family

What you have to do

- Ve
Be'yourself (

You do not suddenly have to

behave differently because tk)é

child of your friends / family has
disorder orjchromc |llnéss Are
you the friend that make/s har%h

jokes?
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Then you do not suddenly have
to be more responsible. Are you
the sweet overprotective mother?
Then do not suddenly become
tough or strong. Try to find your
own way in helping the parents.
Don't think: "How should | re-
spond, how should | handle this?”
But rather: “How do | want to
respond?”

Show how you feel

Real love and friendship mean:
being happy when the other is
happy and being in pain when the
other is suffering. By showing your
own emotions about the diag-
nosis or the problems with their
child, the parents can feel moved
and strengthened. It is not the
intention to “saddle them” with
your sorrow, (and that they should
comfort you instead of the other
way around), but you certainly do
not have to hold back your tears.
This way you show that you un-
derstand somewhat what they are
experiencing and that you have a
lot of sympathy.

Sound the alarm on time

Parents with a child with a chron-
ic illness or disability can feel so
much stress that they go beyond
their limits without realising it. As
a good friend or family member,
you can see how things are go-

ing from a distance. Keep in mind
that the situation can be ten times
more difficult than the parents
would have you believe. Do you
see that they keep too many balls
in the air, are exhausted or almost
never smile again? Take them
apart to talk about extra help.
Whether that is more babysitting
or a conversation with a psy-
chologist or family therapist.

What you shouldn’t do

Avoid the subject

The child in question can become
an "“elephant in the room"”. They
can be that subject that is not
being discussed, in order not to
ruin the atmosphere or because
you think it will make the parents
unhappy. Sometimes parents ac-
tually find it nice not to talk about
it for a while, but often talking can
be a relief. Just ask: “Do you want
to talk about it?”

Think that everything stays the same
Busy parties, joint meals or va-
cations ... For parents of a child
with a disability or chronic illness,
those are the moments they often
don't like. They are usually more
concerned with their child than
enjoying the company and social-
ising, or there are too many in-



centives for the child. Don't blame
them if more and more often one
of them doesn’t come along or if
they just stay at home. Try to find
other moments to have a good
time together.

Thinking for the parents

“I won't invite them to my child’s
third birthday, because that's too
confronting for them.” ‘Parents
of a child with a chronic illness
or disability can end up in social
isolation. Therefore, always keep
communicating openly and do
not be afraid to get “no” for an
answer. At least you have invited
them in any case.

Not give a baby shower gift if there
is a danger that a baby might not
live

No matter how serious the sit-
uation is, it hurts when people
assume the worst, while parents
themselves hope for the best.

So, nevertheless give a gift, go

on a maternity visit and stay in
touch!
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Additional information like websites (use Google Translate)

www.centrumvoorjeugdengezin.nl

www.integralekindzorgmetmks.nl

www.integralevroeghulp.nl

WWW.COSis.nu

www.mantelzorg.nl

www.mee.nl

www.nationalehulpgids.nl

www.nvn.nl/activiteiten/projecten-lobby-en-meer/empouder

www.pgb.nl/hulp-en-advies/per-saldo-hulpgids
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