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children the disease of their parents”
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chure "What is important for you to know—a guide
by and for young people whose parents have
cancer”, published by the Association Help for
Children whose Parents have Cancer, Frankfurt.



PREFACE

Dear parents,

your diagnosis was probably a big shock for you and your loved
ones. Apart from the worries and fears about your own future,
you are probably concerned about your family as well—espe-
cially your children.

Perhaps you have questions, and they weigh heavily on your mind—

What is going to happen next?
How am | going to tell my children?
What am | going to say to them?
How will they cope?

Your children may not dare to ask questions because they don’t want to add
to your burden. They themselves are dealing with fear, and might even feel
guilty. A normal response could be to either withdraw or behave irrationally.

In a situation like this, it is very important for you to openly and calmly address
any questions they might have.

This brochure will give you inspiration and tips on how to talk with your child-
ren about hospital stays, surgery, chemotherapy, and the hope for a cure—but
also heavy topics such as death and dying.

We would like to support and help you find the right words so that you and your
family can go through this difficult time together, hand in hand.

Yours,
Ulrika Gebhardt, Director
Krebsverband Baden-Wiirttemberg e.V.






Do you know where to find help for you
and your children in this crossroads of life?

It is important to seek competent and

trustworthy support, and perhaps even speak

with others in similar circumstances.

In Baden-Wirttemberg, you can find such support,
as well as professional psycho-oncological help at
cancer-counseling centers. Social workers, as well
as psycho-oncologists, are there to support you

in a practical as well as warm and caring way.

Your children are also welcome. You can find

addresses starting on page 33.







INTRODUCTION

Every year in Germany, 150,000 to 200,000 children under 18 are for the

first time confronted with the situation that their mother or father has been

diagnosed with cancer, according to estimates of the Robert Koch Institute.

This means that there are underage children living in every third family where

one parent becomes ill with cancer.

The disease affects the lives of all members
of the family. Children too are affected and
also carry the burden that cancer becomes
for the family—often for years. Unfortunate-
ly, the hardships experienced by the children
are often underestimated, or they go unnoti-
ced, even by their own parents. But such a
dramatic experience has lasting effects on
children—both on their experience of child-
hood and on their development.

Often, parents are unsure about whether to
tell their children about cancer and how, and
about what support the children may need
during the illness.

This booklet provides answers by

 encouraging parents to tell their children
about the disease.

« providing practical hints for talking
to children about the disease.

 opening a window into the emotional
world of children whose parents have
cancer, and by making them aware
of their needs.

» suggesting ideas about how children
can be supported.

« giving people the courage to also talk
about dying.

 providing addresses that can offer
professional help.
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2,

DIAGNOSIS

2.1 How children and young people see things

Everyone is shocked by a cancer diagnosis: those affected, their spouse, family

and friends. Many patients feel like losing the ground beneath their feet.

They feel at the mercy of rising feelings of
fear, sadness, anger and despair. In addition,
parents are often uncertain about whether
and how to inform their children about the
diagnosis. For many, the desire to protect
their children and leave their world intact is
at the forefront. They therefore hesitate—
often encouraged by family and friends—to
tell their children about the disease. But this

Natalie * (10 years) suddenly began

to have nightmares. She knew that her
mother had been to see the doctor but she
did not know what about exactly. The girl
only felt that her parents had somehow
changed, and that the mood at home was
low. Natalie responded to her parents’
changed emotional state with nightmares
and she sensed that there was something
wrong with them. Natalie did not know
that her mother had been diagnosed with

breast cancer a few days earlier.
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is not helpful for children because they can
tell that something is wrong in the family. For
this reason, tell your child as soon as possi-
ble that you have cancer.

Even toddlers can detect a change in their pa-
rents’ mood. They sense it if parents are frigh-
tened by the diagnosis, sad or desperate, and
may have problems sleeping, eating disorders
or react with anxiety or increased crying.

Older children, too, register the tense emo-
tional state of their parents much more strong-
ly than adults suspect. If they don’t know
the reason, they often blame themselves for
their parent’s changed behaviour. They may
ask themselves questions like: "Is mum ac-
ting weird because | haven't tidied my room
again?” Children are reassured when they
learn from their parents that they are not
the cause of their stress. Confirm your child’s
impression that something is different from
the usual and state clearly that the cancer
diagnosis is the reason.



”You have to cope—whether you want to
or not. It’s a daily battle. | learned a lot
through this silent battle. Neither a book
nor a teacher can teach you this stuff.
You learn to fall down, but also learn

to get up again and stay up as you keep
going through life.”

Leonie, 17 years **

Children who don’t know what is going on
often develop inflated, frightening fantasies
and suffer from generalised fears to which
they respond with aggressive behaviour. Ol-
der children may become increasingly quiet
and more and more withdrawn.

When parents shy away from telling their
children about the cancer, there is a danger
that the child will find out from others—often
unprepared and in a blunt fashion. When this
occurs, children may feel marginalized and
betrayed—and in many cases react with an-
ger. They have a sense that they can no longer
trust their parents. This loss of trust is under-
estimated by most parents. Children have a
fundamental need to be able to rely on their

2) Diagnosis

parents. But to tell a child the painful truth is
not just a big ask, it also conveys the message
that 'You are important to me and | want to
be open and honest with you. | know that you
are strong enough to cope!’

Despite all the stress, many a child emerges

a stronger person from the difficult life event
that the illness of a parent represents.

n
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2.2 Suggestions for a conversation

In general, the illness of a parent causes many changes in daily family life. It is
inevitable that hospital stays, treatments and frequent doctor visits also affect
the lives of the children. At this stage it really is high time to tell the children

about the cancer.

As a parent, do not put yourself under pres-
sure to explain everything fully in this first
conversation. There will be further opportu-
nities later. The important thing is to make a
start. State clearly that mum or dad has can-
cer. For small children it is enough to explain
that mum or dad goes "ouch” and needs to
go to the hospital. From kindergarten age on-
ward, parents should specifically name it as
cancer. Avoid vague descriptions such as "a
bad disease” or the term "tumour”. This often
leads to misunderstandings because children
cannot fully understand these terms.

"I would have liked a conversation

where we had talked more about

the fear. | always had the feeling that

all of us in the family were scared, but
everyone was alone with his fear because
we didn’t talk to each other.”

Viola, 13 years *
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Young children often suspect cancer means
that an animal (a crab, translator’s note: Krebs
in German means both cancer and crab) now
lives in mum’s tummy. The parents should set
the record straight. It is often helpful to visua-
lize where the cancer is located in the body
by drawing or looking at a picture book of the
body. Parents can also easily demonstrate this
on adoll.

Explain that cancer is not a contagious di-
sease. This is important because many child-
ren avoid close contact to the patient for fear
of infection. Say that the sick mum or sick dad
can still be cuddled—this is equally beneficial
for the child and for the parent.

It is a good idea if parents talk to their child
about the illness together. There is no stan-
dard "right” moment for this conversation. It
is most important that you are honest and al-
low enough time for the emotions and ques-
tions that arise.



It's perfectly normal to cry during this talk—
that goes for the parents, too. If parents try
to protect their children by concealing their
own concerns, the message they convey is:
"We must be strong and brave”—even with-
out any words. If parents show their feelings
however, it serves as an invitation for children
to express their own emotions. Children are
best able to talk about their feelings if parents
show them by example. Reassure your child
that it is fine to have all kinds of feelings at
this time and that it's okay to express them.
Ask neither yourself nor your child to be brave
right now. But be careful not to swamp your
child with your own fears; expressing emotions
must remain within a range that the child can
deal with.

All of the children’s questions must be taken
seriously and responded to. You will probably
not find answers to some of the questions for
some time. But the statement "I don’t know
yet exactly” helps a child and is better than
a well-intentioned lie. Children returning to
their game or changing the subject are gi-
ving a clear sign that it has been enough for
one day and these signals should be taken
seriously. Encourage your child to ask you
again if he or she would like to know more.

9 Diagnosis

"My father explained to me what a brain
tumour was and what it was doing to my
mother, and also that she would proba-
bly die before her time. That was very
important for me. Many people think that
children don’t get it or don’t understand,
but it is very important to talk about it,
even if it means a huge effort, because

1 just knew that there was something
wrong.”

Alexander, 13 years *

Some children want to know whether mum or
dad is now definitely going to die of cancer.
Such a question is often difficult for parents
to hear. But please resist the temptation to
assert that this could not happen under any
circumstances. An honest answer is better,
for example: "Yes, some people who have
cancer also die from it. We do not know yet
whether dad will get well again, but the doc-
tors are doing everything they can.”

Right from the beginning, young people also
think a lot about what the diagnosis means
for the patient and the family. The more ho-
nest information they get, the less they need
to search on the Internet themselves and
come across unfiltered and often frightening
information and statistics. Young people do
not want to be living with false hope; they ap-
preciate honest answers from their parents.

13



THERAPY

3.1 Hospitalization and surgery

As a next step, children need to have the different kinds of treatment explained

to them. Inform your child about an upcoming hospital stay and tell her how

long mum or dad will probably have to be in hospital for.

It is also important to explain that the patient
will still need rest once back at home. Children
assume that everything s fine again as soon as
the hospital stay is over and are disappointed
when they notice that mum or dad is still not
well.

Talk to your child about upcoming surgery
as well. Explain what happens during the

14

surgery, how the body can change in appea-
rance as a result and what impact that could
have on the child. One explanation could be,
for example: "You know how mum has cancer
in one breast. It will now be cut out by the
doctors during surgery. Afterwards, there will
be a scar on the chest, which must heal first.
That’s why mum won't be able to lift you up
for a while, but we can still cuddle.” If you



are sensitive to pain, give your child specific
guidance about what kinds of physical con-
tact are possible and where to be cautious.

Patients have to decide for themselves how
soon after surgery they show their child the
scar. First and foremost it has to be the right
moment for them. But the more openly all tho-
se affected deal with the disease, and also with
the changing body, the easier it will be for all
members of the family.

Let your child decide for herself whether she
wants to visit a sick parent in hospital or not.

3.2 Side effects of chemotherapy
With many types of chemotherapy, hair loss
is to be expected: tell your child in time. If the
child is unprepared, seeing mum or dad bald
can be a shock and often triggers feelings of
panic. Explain to him that the chemotherapy
is so strong that the hair will fall out, but that
it will grow back again after the treatment is
finished.

Many patients decide to shave their heads be-
forehand if hair loss is to be expected. If the
patient agrees, children can be asked if they
want to be there when the hair disappears at
the hairdresser’s. It is also possible to involve

o Therapy

If your child decides in favour of the visit, de-
scribe in advance what she will get to see at
the bedside, such as the intravenous drip and
breathing tubes. Then she will be prepared and
the unusual sight won't be such a shock. If a
child does not want to go to the hospital with
you, do not pressure him or even make him
feel guilty. Children often refuse a visit out of
fear. In this case it is helpful for the child if you
suggest painting a picture for mum or dad, or
writing a letter. The healthy parent can then
take that with him and present it on the child’s
behalf. It is also easy to maintain contact by
phone.

the children in choosing a wig. When mothers
decide against a wig and show their baldness
confidently, children often feel embarrassed
and ashamed in front of their peers. They fear
stupid comments, a fear that is unfortunately
quite often justified. Maybe in this case you
can agree on a compromise with your child:
you wear a wig or scarf when other children
are present.

15
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It is especially difficult to convey to younger
children that severe fatigue is also a result of
chemotherapy and that there is not enough
energy for many activities. Children quickly
misinterpret a lack of energy as disinterest:
"Dad doesn’t want to play football with me!”
is how they see it. In this case, parents need
to disagree and explain very clearly that the
patient’s lack of energy has nothing to do
with the child, but is a result of the medica-
tion.

"When my mother comes home from her
chemotherapy, | feel strangely uncertain
because I'd love to know how she‘s doing
every second. But this isn’t possible because
she usually sleeps twenty hours a day. There
is also helplessness in me, because | would
like to help her. Mostly | would like to know
whether she is in pain or if she is not feeling
well when she’s sleeping. My mother always
tells me, though, whether she‘s in pain or
not, but when she sleeps it‘s very difficult.”

Luke, 12 years*
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If possible, give your child a time frame of
how long the treatment is expected to last.
For example: "I hope that | will have finished
with the therapy by Easter. Then my hair will
grow back and we’ll be able to do more things
together again.” This will allow your child to
adapt to the situation. During the various
therapies, parents should also inform their
children about medical appointments and
test results.



4

EVERYDAY LIFE

4.1 In kindergarten and at school

Unfortunately, in most cases, the illness determines the daily lives of
affected families over a longer period of time. Inform carers and teachers in
kindergarten, at the day care centre and at school about the family situation.
Often they are the first to notice a change in a child’s behaviour.
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Adequate support can only be provided if
they know about the stresses the child is sub-
ject to. Itis best if children and young people
decide for themselves whether friends and
classmates should be informed about the
cancer.

In some families, the subject is taboo. As few
people as possible are supposed to know
about it. Unfortunately, some people expe-
rience shame when they talk about the ill-
ness. Many patients want neither pity nor un-
solicited advice, and they fear other people’s
curiosity. But it is precisely this silence that
puts a heavy burden on children.

"Sometimes | met up with friends

but it was no longer the same. | had the
feeling of being misunderstood more often.
They were not considerate of me and | had
the feeling they wanted to keep away from
the whole situation. They did not understand
the way | was acting anymore (...).

Only very few offered help and asked me
how I was really doing. Of course it is
difficult to understand for outsiders, but

| just wished sometimes that they

had said they were there for me.”

Melissa, 17 years *
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Older children and young people choose care-
fully whom they tell about the disease. Often
it is only a few friends who are in their confi-
dence. The desire not to stick out at school is
much more important. Under no circumstan-
ces do young people want pity from teachers
or classmates. One should also never under-
estimate how important it is to have a place
like school, where everything continues as
usual. This way, kindergarten, day care or
school can develop into "cancer-free zones”
that can create some distance to the stressful
situation at home.

Unfortunately, many young people find that
friends are unable to cope when they tell
them about their mother or father’s cancer
and the resulting stress. Instead of the encou-
ragement they’d hoped for, they get the fee-
ling of not being understood by anyone. They
feel left alone by their friends in this emer-
gency situation. Some react by withdrawing,
others put on a brave face for their classma-
tes and friends. They pretend that everything
is okay and that they’re fine. No one gets to
see the sadness and fear behind the mask.



In the family

4.2

When a parent is diagnosed with cancer, stress levels rise for all family

members. Tell your child about changes that affect her daily routine,

especially because they create uncertainty.

For example, it is important for young child-
ren to know who will take them to kindergar-
ten and who will pick them up when mummy
is sick. Structure and fixed rituals in everyday
life—e.g. at bedtime in the evening—help to
create a bit of normality. In this difficult fami-
ly situation, older children almost invariably
need to take on more responsibilities and
duties at home. Some do this without com-
plaining, others only under protest. In this
case it may be helpful to indicate the period
for which the additional tasks will have to be
taken on. Above all, children must still have

enough time for their own interests and hob-
bies. Particularly in case of young people it
is often overlooked that the amount of help
required of them and the level of responsibi-
lity that is imposed on them are sometimes
excessive. This way, children of parents with
cancer easily slip into the role of an adult, a
role that is beyond them in most cases.

Especially when the main breadwinner be-
comes ill, families quickly find themselves
facing financial problems. Children often
notice this. Avoid talking to your children in

19
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"Sometimes | forget that my parents have cancer, e.g. when

detail about your financial situation and your
fears for the future. Children worry, but they
cannot really change this situation and feel
helpless and powerless.

Children are always relieved when their pa-
rents get support from adults. Then they can
just be a child and do not have to worry about
the parents and their welfare. Have the cou-
rage to ask other adults to care for your child
if you lack the time and energy for it yourself.
For example, ask your friends to pick up your
child from kindergarten or to spend a comple-
tely normal, "cancer-free weekend” with him.
When children spend time with their peers, it
is an opportunity to let the stresses at home
fade into the background and recharge their
batteries.

20

I meet up with friends. I‘m busy with other things then. When
| forget all about the cancer, | feel great because then | can

simply let the whole load slip off my shoulders.”

Luke, 12 years *

Especially in times when the illness seems to
dominate all family life, "cancer-free times”
are important for everyone. Agree on certain
times to spend with your child where the di-
sease does for once not take centre stage.
For many patients, longer excursions are not
possible, but the main thing is that the family
spends time together and that the sick pa-
rent participates also. It's good for everyone
to play together and laugh and enjoy being
carefree for a little bit. When parents laugh
again, it has a positive and relaxing effect
on the children. Some carefree hours spent
together compensate everyone for the argu-
ments that are often unavoidable in this tense
situation that they all find themselves in.



o Everyday life

”In this time of my dad's illness, | was always struggling within
myself. The balancing act between day-to-day life and life
at home with a sick father was just too extreme. | often had
to think about whether or not I'd better stay at home to be
there for my family, or if | should rather do something with
my friends and distract myself. | still remember very well that |
usually chose the former. | just did not have the heart to leave my sick

father behind, even though | knew that my mum and my siblings were at

home, too. Adding to this was the constant fear. Fear that something would happen
if I weren’t at home at exactly that moment. But also fear that he wouldn’t be there

anymore when | got home.”

Melissa, 17 years *

"2 years ago it was found that my mother had breast cancer (...). Suddenly
nothing was like it was before. My entire family life changed. There
was a lot of fighting between my parents and also between me
and my parents (...). My mother kept saying, *You can do all

those things when I‘'m dead.’ This really made me scared.

I could hardly think about anything else at those moments.
My mother was not her usual self anymore. Suddenly she got
really annoyed by really trivial things. The stress just got worse
and worse. There was always stress (...). This stress also had an
impact on me (...). Today, it is much better already. My mother and
| are still afraid that the cancer might come back, but my mother has

already calmed down a little. But all of us are still stressed.”

Paul, 15 years *

21



Unfortunately, family conflicts that existed
prior to the disease do not simply disappear,
but often become heightened during times of
illness. Caused by the constant stress, many
parents’ nerves begin to fray. They no longer
have their usual patience and understanding
when dealing with their children. Often it is
arelief for parents when they realize that not
all their problems are associated with the
cancer. Puberty in particular is always a chal-
lenge for everyone—young people as well as
parents—and even cancer can’t change that.
At such times it may be generally advisable to
contact an experienced counsellor from one
of the psychosocial cancer counselling cen-
ters in Baden-Wirttemberg (see page 33) in
order to find some relief.

Puberty is a stage of life characterized by the
emotional separation from the parents and

22

by reorientation. When a parent suddenly
becomes ill with cancer, this separation is of-
ten interrupted and leads to paying increased
attention to the family again; worrying about
and caring for the sick parent become priori-
ties. For young people it is often difficult to
find a good balance between support for the
patient and the demands of school, training or
study and the pursuit of their own interests.

Young people appreciate it when parents al-
low them to pursue their own interests and
to be able to go their own way even during
the illness phase. Some children, older and
younger alike, feel that in the face of their
mother or father’s serious illness they are
not allowed to have fun any more and give
up things that they really enjoy. Reassure
your child that fun—despite everything—is
allowed.



"Everyone has to decide for themselves
whether or not they will show/express their
feelings, and how strongly. How one deals
with this also depends on one’s own per-
sonality. | personally like to push feelings
down rather than show them openly.

It is like I build a wall around my soul.

I can decide for myself when and to whom

I want to open up. That gives me a sense

of security.”

Viola, 16 years **

Many children put their own interests and
needs to one side during their mother or
father'sillness, and show great care and con-
cern. They are completely absorbed by doing
something for the sick parent. Through their
assistance, for example fetching a blanket,
they feel that they’re part of what is happe-
ning and no longer powerless in the situation.
It is important to ensure that children—re-
gardless of age—do not take on too much
responsibility. Even young people should not
be responsible for looking after or caring for
a parent on their own. If this is expected of
them and they take on the role, sometimes
to the point of physical exhaustion, they are
overstretched. Often, parents do not notice
this because they are too preoccupied with
themselves.

o Everyday life

The roles in the family must not become re-
versed for good. Children should not become
the comfort of their sick parents—and espe-
cially not replacements for a partner. If you
feel that it is all getting too much for you,
seek help from other adults. This also helps
your child.

During puberty, young people increasingly
discuss their problems with friends rather
than with their parents; this remains un-
changed for some, even when a parent beco-
mes ill with cancer. The expectations of many
parents that the young people will open up
to them and will be willing to talk, now that
there is this crisis situation, often remain
unfulfilled. The more pressure parents exert,
and the more they keep asking, the less young
people actually reveal about their feelings.
Some simply do not want to hear any more
about the illness. When your child refuses
to talk, make him an offer from time to time,
e.g.. "If you want to talk or want to know so-
mething, tell me, I'm always here for you.” In
principle, you should always inform your child
about upcoming tests and major changes to
your health.

23






43

o Everyday life

How children react physically and emotionally

Children‘s reactions to the cancer and the changed family situation will be

different and vary depending on age, level of development, personality, the

family and social environment, and they are affected not least by the nature

of their relationship to the sick parent.

Some changes in the behaviour of a child
are also completely normal for certain deve-
lopmental stages and should be regarded as
such. Infants and young children do not yet
have a real understanding of disease and can-
not judge the significance of a parent having
cancer. But they notice when their parents
are sad or irritable, and often react with cry-
ing, restlessness and problems with sleeping
or eating. Closeness to their parents, physi-
cal contact and a serene atmosphere help the
child to feel calm and safe again. Toddlers are
always frightened by the temporary separa-
tion from a parent.

Regular relationships with caregivers provide
a sense of security, for example with a grand-
mother who now looks after the child more
intensely. Allow your child to keep in touch
with the absent parent, too—for example
with the mother in rehab. Often enough,
mum’s voice on the phone is enough to over-
come the separation more easily.

Children of kindergarten age are very aware
of a parent being sick. They also suffer from
the separation from mum or dad as a result
of illness. Many are very clingy when the pa-
tient has returned home. After the separation
they seek closeness to the adult even more
strongly.

Some children react to the stressful family si-
tuation with setbacks in their development.
Their language becomes simpler or they
wet themselves again. Only understanding
is helpful here—pressure only aggravates
the situation. These occurrences are usually
only temporary and disappear once calm and
structure have returned to the everyday life
of the child. When backward steps in deve-
lopment persist for a longer period, a pae-
diatrician or a counselling service should be
consulted in order to get help for the child.

25
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Some children now get scared of becoming
sick, too. As a reaction to cancer, many child-
ren develop real physical complaints. Young
children often complain about stomach ache
when mum or dad is sick. Often, the paedia-
trician finds nothing. In this case, the symp-
toms should be interpreted as a sign of inner
tension and psychological insecurity. Here,
affection and physical closeness are most
helpful. Some children and young people also
suffer from disturbed sleep and nightmares.
Eating disorders can also occur.

Some children become increasingly quiet du-
ring the illness of a parent and withdraw more
and more. A few are also overly well-adjusted
and try to make it as easy as possible for their
parents. Children try to protect their parents
because they feel how strong the tension is,
and do not want to add to their troubles with

A mother whose husband has cancer says:
"Our daughter (8 years) is currently thin-
king a lot about death and also dreams
about it. She is also preoccupied with
cancer and other diseases and always asks
me: "How will | know if | have cancer too,

and how can | protect myself from it?’"*
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their own worries—this phenomenon occurs
throughout all age groups. Many children
think they can actually hide their sadness and
fear from their parents. When you notice your
child acts overly well-adjusted, talk to your
child about it directly. Ask him what it is really
like. Make sure that your child understands
that it is normal to be scared and sad in the
present situation. Reassure your child that
you will continue to be there for him and his
worries and troubles.

Other children become conspicuous on ac-
count of their loud and often aggressive
behaviour. They do this to seek attention. If
the behaviour is particularly pronounced, it
expresses an inner anguish that the children
often cannot otherwise show. Aggressive
behaviour therefore needs understanding as
well as limits. Together with your child, look
for a way for him to express his anger. Exer-
cise and physical activity often help.

Children and young people are in many cases
confused by the range of emotions they ex-
perience now and feel insecure and helpless-
ly subjected to their own changing moods.
Reassure your child that this rollercoaster of
emotions is normal and that she is reacting
appropriately to a threatening situation.



Many thoughts children have in relation to
cancer centre on the topic of guilt. They feel
guilty, they believe to be the cause of the
disease. "Mum got cancer because | fought
so much with my brother and she was upset
about it” is a typical assumption. Parents
must relieve these feelings of guilt in their
children. Tell your child very clearly that
there is no link between his behaviour and the
iliness. Conversely, this also means explaining
to a child that particularly good behaviour
does not lead to the desired cure.

A large proportion of the affected children
and young people aren’t able to concentrate
well at school. Instead of following the lesson,
their thoughts focus on the sick parent and,
quite often, the future of the family. Weaker
school performance is often the result. But
instead of pressure to perform, these stu-
dents need support and parents who now and
then let bad grades pass and accept them as
normal. Some children, though, perform very
well at school during the illness. They want to
make it as easy as possible for their parents.
Intensive study helps some to put their fears
and worries aside for a while.
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children of divorced parents

4.4

Children of divorced parents are under even more strain when a parent

is ill with cancer, emotionally and sometimes also physically. Often the

family is missing an additional adult to care for the patient and to be his

primary contact.

In these cases it is often the children who
carry the responsibility. Many children expe-
rience stress through the divorce itself, some-
times to the point of feeling burdened. Make
sure there are enough adult helpers in the fa-
mily so that your child is relieved of some of
the burden. For children of divorced parents
it is particularly difficult to pursue their own
interests and leave the patient home alone.

"Because my dad saw that | was getting
worse and | simply could not stand this pres-
sure anymore, he took me to his place.

But this decision was not easy for me at
first ... This whole situation was totally
beyond me ... | was scared to leave my
mother there on her own ... and also

afraid that | was hurting her feelings ...

| had such a bad conscience.”

Annabelle, 17 years *
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It becomes particularly difficult for all family
members when the disease has progressed so
far that it is no longer possible for the sick
person to care for the child, and it may be-
come necessary for the child to go and live
with the separated parent. Children feel torn
between the two in this situation, and have
the feeling they are leaving the sick parent
in the lurch.

Even if the children do not live with the ill
parent, they should still be informed about
the cancer. Give your child the opportunity
to visit the sick parent as often as she wants,
as long as it also works for the sick person.

Adopted children have already experienced
being left by their parents once, and usually
respond to the disease with severe fears of
loss. Fears of loss must always be taken se-
riously. It helps children when you decide to-
gether who else is there to provide for them
in an emergency situation.



5

SAYING GOODBYE

Children should not be left in the dark if the cancer is incurable. Many sense

it anyway when the death of a parent is to be expected. It is very stressful for

them if they notice the imminent death of the mother or father and this is not

spoken about.

Finding the right moment to inform children
about the impending death of a parent is dif-
ficult. Precious time is often wasted by he-
sitating for too long, quality time that could
be spent together, and time to say goodbye.
If it is clear that a parent is going to die soon,
this needs to be discussed with the child.
False hope does not help. Make no promises
about the course of the disease that you can-
not keep.

As in the conversation about the cancer dia-
gnosis, you should choose a calm environ-
ment and take plenty of time. State from
the beginning that you need to tell them
something sad. Then say outright that the
patient will die soon. You may show your sad-
ness and crying is fine—this makes it easier
for your child to express his feelings. Crying,
tantrums and denial are normal reactions
to this sad news. Try to remain calm in the
face of these emotional outbursts and to give
them space. Comfort your child as you do in
other situations.

Some children understand the information
about the expected death and learn to live
with that knowledge. Others deny the awful
truth for as long as possible—you have to res-
pect that. Everyone, children as well as adults,
need sufficient time to comprehend this uni-
maginable and painful reality.

It is almost impossible to inform children
about the impending death of a parent when
the patient himself is in denial, does not want
to talk about it and acts steadfastly optimis-
tic. Children should not become secret-kee-
pers in such situations—something you need
to consider in this situation.

Young children in particular wonder whose
fault it is that mum or dad has to die now. Em-
phasize that no one in the family is to blame
and that the doctors have done everything to
make mum or dad well again.
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Children also want to know where dead peo-
ple go. Parents should answer this according
to their own attitudes and beliefs and in a way
that makes sense to them. Children are most-
ly told that the dead go to heaven and con-
tinue their life there in a modified form. For
children, such explanations are comforting
and helpful.

Make it possible for your child to say good-
bye awarely. It will make the grieving process
easier later on. When a farewell is made im-
possible by silence, an opportunity is irretrie-
vably lost, and something will always remain
unresolved.
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If the dying parent manages to tell their child-
ren how much they love them and how proud
they are of them, it is an enormous gift that
can sustain a child his whole life.

Letting young children say goodbye means
to "fill up’ with as much closeness as possible
and to still do something for the person con-
cerned, e.g. to make an angel who will watch
over the mother or the father, or to paint a
pretty picture for them. Ask your child what
he still wants to do for the sick parent. Your
child then has the opportunity to determine
for himself what remains important to do.



o Saying goodbye

"I was tired of being miserable, | wanted to

be a normal person again, | wanted to laugh

again, to be happy and cheerful!”

Leonie, 14 years *

"Even if a parent has cancer or died from it—life
still goes on. Life is different than before, but still
good. No matter what has been, one can be happy
again. But it also depends on the individual. One has to
work towards that, have the right attitude, and never give up hope.”

Anonymous **

™
2

\. "When my mum was in a really bad way, | went to
hospital every day and stayed there for several hours.
One might think that this was the worst time of the
disease, ... but it was, | think, one of the best times.
We talked about everyday things, what it said in
the newspaper, played word games and slept, but we

also talked about dying. My mum was the only one who

was strong and did not cry; | burst into tears of course,
and when my father was there, there were tears rolling down

his cheeks as well.”

Leonie, 14 years *
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For older children and young people, a "good”
conversation with the dying parent often re-
mains an important thing to do. They sense
which questions they are looking to have
answered and what they still want to say.

After death, the sight of the dead father or of
the dead mother often makes it easier for the
family to comprehend death and its finality.
Children of kindergarten age live very much
in the here and now and see death as so-
mething reversible. They believe that people
who die will eventually come back. Therefo-
re the sight of a dead person is often help-
ful for them to understand what has really
happened. They can see that the deceased is
actually not moving anymore and is no lon-
ger breathing. Let your child decide for her-
self whether she wants to see the deceased
parent again, and accept it if your child does
not want to.

It is also helpful for children to be involved in
the funeral, for example by painting the coffin
or by participating in the decision about what
clothes the dead person should wear. Many
children place a picture they made or a letter
into the coffin for the dead parent.
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Ask your child if it would like to come to the
funeral. The ceremony should be explained
to children who have not yet experienced a
funeral. This helps to relieve anxiety. Wido-
wed parents are relieved if a close friend is by
their child’s side during the funeral, someone
whom the child knows well, but who is not
directly affected by the bereavement.

Children of a parent with cancer have an in-
creased risk of behavioural problems as many
studies have shown. The more openly the fa-
mily talks about the disease and the more
support children have, the easier it is for them
to survive this stressful family situation well.

Frequently, anirrepressible will not to let the
harsh blow that the family had to deal with
get them down can be observed in the affec-
ted children. Many children manage to do
this—despite everything.



Psychosocial Cancer Counselling Centres
in Baden-Wiirttemberg

 Freiburg « Karlsruhe

Psychosoziale Krebsberatung Freiburg
Tumorzentrum Freiburg — CCCF
HauptstraRe 5A - 79104 Freiburg

Tel. 0761270-77500
krebsberatungsstelle@uniklinik-freiburg.de
www.krebsberatungsstelle-freiburg.de

Heidelberg

Psychosoziale Krebsberatungsstelle
Nordbaden - Ernst-Moro-Haus

Im Neuenheimer Feld (INF) 155

69120 Heidelberg - Tel. 0622156-22722
kontakt@kbs-nordbaden.de
www.kbs-nordbaden.de

Heilbronn

Psychosoziale Krebsberatungsstelle
Heilbronn-Franken

MoltkestraRe 25 - 74072 Heilbronn
Tel. 07131932480
info@slk-krebsberatung.de
www.slk-kliniken.de

Psychosoziale Beratungsstelle fiir
Krebskranke und Angehorige
AWO gGmbH Karlsruhe
KronenstraRe 15 - 76133 Karlsruhe
Tel. 072135007-229
info@awo-karlsruhe.de
www.awo-karlsruhe.de

Leonberg/Boblingen/Herrenberg
Haus der Diakonie Leonberg
Agnes-Miegel-Strae 5 - 71229 Leonberg
Tel. 07152 332940-22 - www.edivbb.de

Mutlangen

Psychosoziale Krebsberatungsstelle
Ostwiirttemberg — Haus 6, Klinikgeldnde
Stauferklinikum

Wetzgauer Strale 85 - 73557 Mutlangen
Tel. 071714950230 - info@kbs-ow.de
www.kbs-ow.de

Pforzheim

Krebsberatungsstelle Pforzheim
KanzlerstraRe 2-6 - 75175 Pforzheim
Tel. 07231 969-8900
info@kbs-pforzheim.de
www.kbs-pforzheim.de
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Ravensburg

Krebsberatungsstelle Oberschwaben

St. Elisabethen-Klinikum
Elisabethenstralle 15 - 88212 Ravensburg
Tel. 0751 87-2593
krebsberatung@oberschwabenklinik.de
www.oberschwabenklinik.de

Schwabisch Hall

Krebsberatung Schwabisch Hall
Sparkassenplatz 6

74523 Schwabisch Hall - Tel. 0791 89402
beratung@krebsverein-sha.de
www.krebsverein-sha.de

Sigmaringen

Psychosoziale Krebsberatungsstelle
Sigmaringen

Laizer Stralle 1 - 72488 Sigmaringen
Tel. 075717296 450
info@krebsberatung-sigmaringen.de
www.krebsberatung-sigmaringen.de

Stuttgart

Krebsberatungsstelle Stuttgart
Wilhelmsplatz 11 - 70182 Stuttgart
Tel. 07115188-7276
info@kbs-stuttgart.de
www.kbs-stuttgart.de

Ortenaukreis

Emmendingen

Freiburg ——
im Breisgau

Lorrach

Heidelberg

Rastatt

Schwarzwald-
Baar-Kreis

Waldshut

 Tibingen

Psychosoziale Krebsberatungsstelle
Tubingen

Herrenberger StralRe 23

72070 Tiibingen - Tel. 070712987033
krebsberatung@med.uni-tuebingen.de
www.kbs.tumorzentrum-tuebingen.de

Ulm

Psychosoziale Krebsberatungsstelle UIm
Kornhausgasse 9 - 89073 Ulm

Tel. 073188016520
kbs.ulm@uniklinik-ulm.de
www.kbs-ulm.de

Main-Tauber-
Neckar- Kreis
Odenwald-Kreis

Hohenlohe-
Kreis

Ludwigsburg
Rems-Murr-
Kreis
Pforzheim
\_ Stuttgart

Calw Goppingen
Esslingen

Freudenstadt

Reutlingen ~— Ulm

Rottweil Zollernalbkreis

Biberach

Tuttlingen

Konstanz

Bodensee-
-Kreis

- Mutlangen



Further Reading

 Alder, J./Loschnigg-Barman, A. (2011):
Manchmal ist Mama miide: Ein Kinderbuch
zum Thema Brustkrebs. EMH -
Schweizerischer Arzteverlag.

« Brandes, S. (2001): Ein Baum fiir Mama.
Allitera Verlag, Miinchen.

* Broeckmann, S. (2002): Pl6tzlich ist alles
anders - wenn Eltern an Krebs erkranken.
Klett-Cotta, Stuttgart.

« Britting, S. (2011): Was macht der Krebs
mit uns? Kindern die Krankheit ihrer Eltern
erklaren. BALANCE, buch + medien verlag,
Bonn.

 Biintge, A. (2017): Tausche Gummibé&rchen
gegen Drachenmedizin. Eine Geschichte
Uber Krebs und Chemotherapie mit Erklar-
teil fur kleine und grolRe Leute, Herausgeber
Dr. Anna Biintge.

» Deutsche Kinderkrebsstiftung (o.).): Radio-
Robby und sein Kampf gegen die bosen
Krebszellen. Bezug tiber: Deutsche Kin-
derkrebsstiftung und Deutsche Leukdmie-
Forschungshilfe — Aktion fiir krebskranke
Kinder e.V., Adenauerstrale 134, 53113 Bonn.

o Fessel, K.-S. (2016): Ein Stern namens Mama.
F. Oetinger, Hamburg.

* Hermelink, K. (2005): Mein wunderschéner
Schutzengel. Als Nellys Mama Krebs bekam.
Verlag Diametric, Wiirzburg.

O Further information

Hilfe fur Kinder krebskranker Eltern e.V.:

Was jetzt fiir Dich wichtig ist - Ein Ratgeber
von und fur Jugendliche, deren Eltern an
Krebs erkrankt sind. Bezug tiber: Hilfe

fir Kinder krebskranker Eltern e.V.,
Miinchener StraRe 45, 60329 Frankfurt a.M.,
E-Mail: bestellung@hkke.org

Horn, S. (2014): Expedition Krebs. atp Verlag,
Koln.

Motzfeldt, H. (2010): Der Chemo-Kasper und
seine Jagd auf die bésen Krebszellen. Bezug
tber: Deutsche Kinderkrebsstiftung und
Deutsche Leukdmie-Forschungshilfe -
Aktion fiir krebskranke Kinder e.V.,
Adenauerstrale 134, 53113 Bonn.

Tulodetzki, E. (2011): Das ist Krebs: Ein Buch fiir
Kinder tiber die Krankheit Krebs. atp Verlag,
Koln.

Wehnelt, S./Grocki, I. (2013): Auch Schutz-
engel machen Urlaub: Mama hat Krebs.
Verlag Urban und Vogel, Miinchen.

White, S. (2011): Sparkys Geschichte.

Bezug tiber: MSD Sharp & Dohme GmbH
Lindenplatz 1, 85540 Haar.
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Professional associations and
working groups

 Arbeitsgemeinschaft Supportive MaRk-
nahmen in der Onkologie, Rehabilitation
und Sozialmedizin der Deutschen Krebs-
gesellschaft (ASORS). www.asors.de

 Arbeitsgemeinschaft fiir Psychoonkologie

in der Deutschen Krebsgesellschaft e.V.
(PSO). www.pso-ag.de

« Deutsche Arbeitsgemeinschaft fir
Psychosoziale Onkologie e.V. (dapo).
www.dapo-ev.de

« Bundesarbeitsgemeinschaft fir ambu-
lante psychosoziale Krebsberatung e.V.
(BAK). www.bak-ev.org

« Deutsche Krebsgesellschaft e.V.
www.krebsgesellschaft.de

e Deutsche Krebshilfe e.V.
www.krebshilfe.de

o Krebsinformationsdienst KID des Deut-

schen Krebsforschungszentrums DKFZ.
www.krebsinformation.de
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Websites

On the following web sites you can find ad-
ditional helpful hints and advice. We would
like to emphasize at this point that informa-
tion cannot replace a personal conversation,
and encourage you to actively speak to your
children about your illness.

» Hilfe fiir Kinder krebskranker Eltern e.V.
www.hilfe-fuer-kinder-krebskranker.de

 Belaju - ein Projekt der Medizinischen
Psychologie und Medizinischen Soziolo-
gie des Universitatsklinikums Carl Gustav
Carus Dresden — www.belaju.de

» Rexrodt von Fircks Stiftung - www.rvfs.de

» Verbundprojekt ,Hilfen fiir Kinder krebs-
kranker Eltern* - www.verbund-kinder-
krebskranker-eltern.de“

» Projekt Tigerherz -
www.uniklinik-freiburg.de/tumor-
zentrum/live/Patienten-Info/kinder-
krebskrankereltern.html

 Fllsterpost e.V. - www.kinder-
krebskranker-eltern.de/



Projects for children and young
people in Baden-Wiirttemberg

o KikE - Hilfe fiir Kinder Krebskranker

Eltern, Tibingen, Tel. 07071 29-87033

Tigerherz — wenn Eltern Krebs haben,
Freiburg, Tel. 076127072840

ANKKER - Angebot fiir Kinder Krebskran-
ker Eltern, Heidelberg, Tel. 06221564727

MOPS - mutig, optimistisch, positiv-
stark - ein Projekt fur Kinder und Jugend-
liche deren Eltern an Krebs erkrankt sind,
Sigmaringen, Tel. 07571729645-0

Chill Time - Kreative Entspannungsgrup-
pe fir Kinder Krebskranker Eltern, Ulm
Tel. 073188016520

O Further information

The Krebsverband
Baden-Wiirttemberge. V.

The Krebsverband Baden-Wiirttemberg was
founded in 1973 as a result of the merger
between the Baden Association (1926) and
the Wiirttemberg Association (1928). Itis a
member of the Deutsche Krebsgesellschaft.

Help, Inform, and Support

« Initiation and support of cancer self-help
groups

» Cancer prevention and early detection
projects

« Financial support for severe cases

» Patient-oriented research by initiating
pilot projects

» Connect tumor centers and oncological
specialist clinics

« Political efforts and cooperation

» Advanced training for specialized cancer
departments

» Networking

Find more information on our website
www.krebsverband-bw.de
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There are psycho-oncological counseling
centers and services available in all four ad-

ministrative regions of Baden-Wiirttemberg.

They are happy to connect you with one of
approximately 200 cancer self-help groups
in Baden-Wiirttemberg.

Our counseling is confidential and free of
charge.

Krebsverband Baden-Wiirttemberge. V.
Adalbert-Stifter-Strale 105

70437 Stuttgart

Tel. 0711 848-10770

Fax 0711 848-10779
info@krebsverband-bw.de
www.krebsverband-bw.de
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You can order more brochures on our
website concerning topics like Cancer Diet,
Physical Activity and Cancer, Complementary
Methods, etc.

Donate & Assist

Landesbank Baden-Wiirttemberg

BIC SOLADEST600

IBAN - DE97 6005 01010001 0139 00
Donations are tax-deductible.
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