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‘I’Tt’]”OAUC'tiOI’]

This book provides parents, grandparents, other family members,
babysitters, and friends with some ideas and examples of how to
talk to and respond to children throughout a parent’s serious ill-
ness. Some of the ideas and examples have come from experts
who have written books (see the selected titles in chapters 8 and
12). Other explanations and suggestions are my interpretations of
what I have learned from these experts and as a registered nurse
caring for cancer patients and their families. The examples in
this book describe a parent who has cancer but certainly the
principles or ideas apply to any type of serious illness. A mother
is used in the examples to describe the parent who is sick.

At a time when so much is happening in a family’s life, you
may not have the time, energy and concentration to find the
words to explain a diagnosis of a serious illness to your children.
If you don’t have the time now to read this entire book, the
Quick Overview (pages 8-16) will give you the main points to
consider as you talk to your children.

How children respond or react to what is happening in their
lives varies a great deal. If a parent has concerns or feels that a
child is having problems, that a child is struggling with things in

a way that just doesn’t seem right — seek out help. If there is a
children’s hospital in your area, see if it has a Child and Adoles-
cent Mental Health program. Professionals there should be able
to direct you to someone. Others who may be able to assist you
include someone like a school counsellor, a family doctor, a
health care professional (e.g. social worker, psychologist, nurse)
who is caring for the sick parent, or someone from the Cancer
Society or similar organizations.

The information in this book can help families faced with seri-
ous illness in two important ways — for some it will confirm
or validate that they are on the right track with how they are
handling things with their children, and for others it will help
guide them through unknown territory.

Joan Hamilton
March 2001



QuicLL overview

WI‘uat should you do?

. Tell your children what is happening as soon as possible.
They will sense that something is wrong. It is far better
for them to hear it from you than find out another way.

. Tell all your children at the same time, even if there is an
age gap. The younger ones may not understand at the level
of the older ones, but they will feel included. When the
children know there are no secrets, they will be better able
to support each other.

. Be open and honest. Children need your trust more than
ever right now. Don’t risk losing it.

. Children tend to cope best when they are well informed
and there are no surprises about what is happening. Keep
children up to date.

. You may want to practice or write down what and how to
say things. This may not be your usual way to talk with
your children, but explain that what you have to say is

Quic[( overview

really important and you want to make sure you explain it
correctly.

Let other people caring for the children know how you
have explained things and give them some direction on
how to respond to children’s questions, fears and behav-
iours. Some parents write down explanations or answers to

questions so that others will know how to respond to the
children. '

Sometimes, different generations have different ideas of
how or when to include children when something like this
happens. Some believe you shouldn’t tell or involve chil-
dren because you don’t want to upset them. Some believe
children should be protected from the pain. Experts now
believe we should not protect children from what is hap-
pening in their own family and that children will have a
smoother adjustment to change if they feel included and if
they know, to their level of understanding, what is going
on. Children then have the opportunity to work at, and to
work through, their feelings at the same time as everyone
else. It is important for parents to take the lead and in-
struct others on how to respond and what to say to the
children.

A check to gauge that you are open and honest with chil-
dren is if you can talk freely with other adults on the
phone or face to face, and not have to be too careful about
what you are saying because the kids are around. Although
they may not understand all of what you are saying, they
have heard the words (e.g. chemotherapy and radiotherapy)
in previous explanations to them. What they are hearing is
not new, just being described a bit differently.

8




Quic!-i overview

(;}uick overview

w}mt gkou[&l you Jca“<L aL)och?
Tl'we olisease

Tell children as soon as you can that their parent is sick.

Use the word “cancer.” Soon, and sooner than you would be-
lieve, your children will hear the word cancer connected with
the illness. Let them hear it from you first.

Name the specific cancer (use the words they will hear) and
then explain, in words they will understand, what it means.

“I am very sick.”
“I may look (seem) okay, but I am very sick.”

“I have a sickness (disease) called cancer.”
“There are many different types of cancer.”

“I have a type of cancer called leukemia. Leukemia means
that there is cancer in my blood.” (“I have cancer in one of
my breasts.”) (“I have cancer that started in my and
has spread to 7))

—ﬂwe plans over the next while
(what Is going to kappen)

Explain the treatment(s) planned for the near future — or as
much as you know. Will the parent be in hospital/at home? Will
their appearance change? What will be the likely side effects of
the disease or treatment?

Explain how things will change for the children, and who will
be looking after them. Will they be staying in their own home?

Will they still be going to their usual activities? If plans are still
uncertain/unknown, tell them you will let them know as soon as
you know. Try to give your children even a rough idea of the
length of time the treatment and recovery may take: months; by
the season (“maybe after the end of the summer”); by a certain
holiday or celebration; or, “We just don’t know how long Mom-
my is going to be sick.” “I am going to be sick for a long time
before I can get better.”

|n|CormaJcion ]Erom other sources

It is amazing what children can hear in the neighbourhood, at
school, or at a friend’s house. Explain how information can get
mixed up and what they should do if they hear something that
conflicts with what you’ve told them.

“If you hear something different from someone else, come
ask me about it.”

“Daddy and I know best what is happening. If you hear
something from someone else, come and talk to us.”

Oﬂgoing communication

Tell the children that you will keep them up to date and that if
anything changes, you will let them know. Encourage them to
ask questions and talk about what they are feeling.

“Do you have any questions?”

“Do you feel you understand what is happening?”

“We want to make sure that you understand what is going
on, so could you tell me in your own words what you
think is happening?”

“What are the kinds of things you are worried about?”

“Do you feel like talking about anything?”

1O




Quick overview

Qzufcli overview

A&Iolwessing the ]Euture

. Tell your children that you will keep them up to date
about the illness, treatment and planned hospital stays. Talk
to them about any change of plans that may happen to
their usual activities over the next few weeks or months
and who will be taking care of them.

. For many parents, the hardest thing about explaining seri-
ous illness to their children is talking about the dying is-
sue. Because of Terry Fox Day at school and/or because of
the experiences of family, friends, and famous people, many
school age children link cancer with dying. For most chil-
dren, the question “Are you going to die?” quickly forms
in their minds. As uncomfortable as it may be, this issue
needs to be addressed in one of your early conversations. If
you don’t address it, children will think it is off limits to
discuss, and it becomes a barrier to completely open com-
munication. Important pieces of what children need to
know to help them understand the whole picture are left
out, and they are left with unanswered questions.

e You can bring it up in an indirect way: “Right now the
doctors feel I am going to do fine and that I will get bet-
ter, but if anything changes I will let you know.” You can
explain it in a direct way: “We don’t know right now how
I am going to do. If it looks like I am getting sicker, and
that I might die, I will tell you.” Or you can have an an-
swer ready for when your child asks. Make sure you keep
your promise if you tell them you will keep them in-
formed.

. Your children may think about but never come right out
and ask you, “Are you going to die?” They may want to

protect you, or they may want to protect themselves. As
painful as it may be, it is a piece of information they need.

. If you believe that your child will not link cancer with
anything serious, remember that they will hear things from
others who don’t necessarily have the whole or the correct

story.

Examples OF ways to address the ]Eutu'ne
(olepenoling on your situation)

“Right now the doctors expect that I will be fine. With the type
of cancer I have, the medicine usually kills all of the cancer.”

“Right now everyone expects that I will do fine, and that the
medicine will kill all the cancer. If things change and it looks
like the cancer isn’t going away, we will tell you.”

“Some people do die from certain kinds of cancer, but with the
type of cancer I have, we are all expecting that I will do just
fine.”

“Nobody is sure right now if they can make the cancer go away.
We all need to hope (pray) very much that what they are trying
to do will work.”

“We will tell you if it looks like Mommy isn’t going to get
better™

“The doctors don’t think that I am going to get better. I am go-
ing to get some treatment that will hopefully slow the cancer
down so that I can live for a few months longer.”

“When it looks like Mommy is not going to live much longer,
we will tell you.”

12




Q uicl{ overview

(;)UIC"{ OVeT'ViEW

How should you 'rvesponA?

When you tell your children, get a reading from them as
to how much to tell them at a time. A child may only be
able to hear so much, and then need to move on to some-
thing that is normal and familiar to them. If they return to
play immediately after you have talked to them, they are
returning to an activity they know, and to feelings that
provide security in their world. Quickly changing the sub-
ject is normal.

Children are normally self-centered — a crisis doesn’t usu-
ally change this.

The disruption that the illness causes in the child’s life can
be just as upsetting and be just as much of a blow as the
illness itself. Children think the world revolves around
them most of the time. This thinking does not usually
change when there are difficulties in the family. Don’t ex-
pect complete understanding. Try to be patient and not
make children feel guilty for wanting to go on with their
normal routine.

Experts believe that children cope best when there are no
surprises with what i1s happening. Keep children up to date.

Don’t try to predict how your child is going to deal with
this. With a child, as with an adult, distress comes out in
many different forms: anger, crying, pretending everything
is alright, acting out, temper tantrums, regression (wetting
the bed, no longer toilet trained, needing a bottle), intense
physical activity, needing to be physically close to the sick
parent, etc. Children don’t have the advantage of always

being able to talk about what and how they are feeling.
They show their feelings in ways that they know.

Distress may come out in childish ways — because they
are children. Be patient and don’t expect them to act more
maturely than they behaved before the parent’s illness.

Don’t expect a child to cope in a certain way. Don’t force
them to face an issue when they have given you a strong
message that they are not ready to address it.

Give children the opportunity to explore feelings, fears, and
ideas so that you have a better understanding of how they
are viewing things. “Have you been thinking about some-
thing that is going on that you want to talk to me about?”
“Sometimes I feel scared (sad) about all this and wish that
everything was the same as before. Do you ever feel this
way?”

Showing your feelings is usually more powerful than
words. You can tell your children it’s alright to cry or be
sad, but it probably isn’t as effective as showing them. Ex-
press your feelings but don’t completely unload in front of
your kids. They always need to feel that you are in control
and that you can look after them. If you need to let loose
with your emotions, get someone else to look after the
kids while you have some time to let your guard down.

Although a child may need a bit of slack now and then,
for the most part, try to maintain their usual routine, rules
and boundaries. Children are not ready to deal with
choices at this time. More than ever they now need the
security, stability and structure of knowing that some things
haven’t changed. Try to be consistent with normal rules.




QUiCL{ overview

|<eq points to consider

. As soon as you can, be open and honest with your
children.

. Cover the dying issue right from the start. Probably the
hardest thing for everyone will then be in the open and no
one will have to be on their guard.

. Involve your children in what is happening so they feel
included.
. Keep children informed about plans over the next while for

them, their sick parent and their healthy parent.

. Avoid surprises whenever possible. Tell your children you
will keep them up to date with what is going on with
their parent. “If anything changes, we will let you know.”
If you tell them this, be sure and keep your promise.

. Tell them that if they hear things that are different from
what you have told them, to come and ask you. You know
best what 1s happening.

. Tkings to consider as you
talk to your children

Explaining serious illness to a child is one of the hardest things
a parent could ever do. No one ever really feels completely
prepared, comfortable or good at it. Most feel awkward and
inadequate.

Talk to your children about what 1s happening as soon as possi-
ble. Children of all ages seem to have a built-in “something is
wrong” detector. Although they may not realize what is wrong,
they very quickly pick up that something is not right. If children
are not soon told by a parent, another family member or a close
family friend, they will hear about a parent’s illness from some-
one else, often with wrong or incomplete information. Or they
may interpret family disruption in their own way, blaming them-
selves and letting their imagination work overtime.

Not telling the truth, or not giving them all the information (at
their level of understanding), can make things worse. If you are
usually open and honest with your children, they need to hear
what is going on from you first or you risk breaking the trust
you have established with them over the years. Tell your chil-

17



Things to consider as you talk to your children

dren as soon as you are able — they are part of the family and
part of this experience.

Children tend to cope best when they are well-informed and
there are no surprises with what is happening. Keep children up
to date. Being open and honest with them (on their level) en-
sures that they will continue to come to you if they have ques-
tions or hear something different from somebody else.

Children’s friends, parents of friends, neighbours, teachers —
everyone has their own version of what is taking place and what
is going to happen. It is important to reinforce with your child
that if they hear things from others that differ from what they
have been told, they should discuss it with you. When a child
learns that you are open and honest, he/she will soon realize
that others outside the immediate family do not necessarily have
reliable up-to-date information.

If possible, both parents should talk to the child. If the sick par-
ent is able, decide together what to explain and how. If the sick
parent is unable and the healthy parent just can’t bring him/her-
self to do it, be selective in who does talk to the children. One
or both parents should be present so that everyone knows what
has been said.

When discussing things with your children, talk to all of them at
the same time, even if there is an age gap. The younger ones
may not understand at the level of the older ones, but they will
feel a part of what is going on. You don’t want “secrets” in the
family. The children may be more likely to look to each other
for support if they all know that nothing is being kept from an-
yone.

The way in which a parent explains the illness, its significance,
treatment and changes in family life, will depend on the child’s

Is}

—ﬂmings to consider as you talk to your childven

maturity level, past experience with sickness, and developmental
stage. If you have children at different levels of understanding,
you may have to explain the same thing in different ways so
that each one has an explanation at their own level. The young-
er ones will pick up bits and pieces of the explanations you give
to the older children. They will hear words that you will use in
adult conversations and know that things have been discussed
with them, even if they don’t really understand what they are.

Explanations to your child should be in simple terms, at their
level of understanding, but don’t oversimplify by making light of
the situation. All of a child’s questions should be answered. If
you are unsure why they are asking a question, try to find out
where they are coming from with it. This may provide you with
an opportunity to clear up misconceptions. If you can’t answer a
question, assure the child you will find out and get back with
an answer. Clarify with a child that they understand the words
you are using. To determine what a child understands, ask them
to explain it back to you.

How you talk about things to your children is probably just as
important as what you tell them. Lead into things gently. Don’t
overload them with information. Give them time to let things
sink in. Keep answers short and to the point, and keep explana-
tions simple. Be physically close to give them love and security.
Children may not understand all the words, and what things
mean for the present or future, but an open, honest and caring
approach can help them feel secure and a part of what is hap-
pening. They can handle the news, and they will deal with it in
their own way.

You may want to practice or write down what is to be said.
This may not be the usual way you talk with your children, but
you may feel more comfortable knowing what words you want
to use. Anticipate questions and prepare answers. Having said

I



Tlﬁngs to consiAer as you l:a“f. to your cl-niuren

that, try to be spontaneous in your discussion. Once you know
how you want to explain certain things, try to let the conversa-
tion go its own way. If a child does ask a question and you are
not prepared, answer it as best you can. Your child is looking
for honesty, not a well-formed response.

Often, different generations have different ideas of how or when
to include children when something like this happens. Some be-
lieve you shouldn’t tell or involve children because you don’t
want to upset them. Some think children should be protected
from the pain. Nowadays, experts say we should not protect
children from what is happening in their own family. They be-
lieve that children will have a smoother adjustment to change if
they feel they are included — if they know, to their level of un-
derstanding, what is going on. Children then have the opportu-
nity to work at, and to work through, their feelings at the same
time as everyone else. It is important that parents take the lead
and instruct others on how to respond, and what to say to chil-
dren about the situation.

Because it is important for children to hear the same explana-
tions from all significant people in their lives (e.g. grandparents,
babysitters, family, friends, and teachers), these adults should be
kept informed of what and how things have been discussed. You
may want to give these adults some direction on how to re-
spond to children’s questions, fears and behaviours. Make sure
everyone who is explaining or reinforcing what is going on is
saying the same thing. Some parents write down explanations to
give to other significant adults in the child’s life, so that they
have a guide and can be consistent with the parents.

Don’t present children with a lot of uncertainties in your expla-
nations of what is happening. They need a sense of security.

20
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A check to gauge that you are open and honest with your chil-
dren is if you can talk freely with other adults on the phone or
in person, and not have to be too careful about what you say
because the children are within earshot. Although they may not
understand all of what you are saying, they have heard the
words before (e.g. chemotherapy and radiotherapy) in your ex-
planation to them. What they are hearing is not new — just be-
ing described a bit differently.

Don’t whisper. It implies secrets.

Sometime, somewhere (and usually sooner than you expect),
children will hear from somebody that their parent is going to
die “because they have cancer.” Children do not necessarily real-
ize that the information they hear from others can often be sec-
ond, third and fourth hand, and therefore not reliable. If the
“dying concern” has not been addressed at home and they hear
about it elsewhere, it can obviously be very scary. Children may
not want to explore what they have heard with you because they
are scared, and because they want to protect you, just like you
want to protect them. It is important that the “dying concern”
be discussed, at some level, so that children feel fully informed
and they recognize fiction from fact (see “Addressing the Future”
in the Quick Overview on page 12).

Dealing with the disruptions the illness causes within family life
is as hard for many children as dealing with the concerns of
having a parent who is sick. Children are children. They think
that the world revolves around them most of the time. This
thinking does not usually change when there are difficulties in
the family. Don’t expect complete understanding. Try to be pa-
tient and not make children feel guilty for wanting to go on
with their normal routine.

21



Tj-uings to consider as you talk to your children

Dealing with feelings is hard work for children, just as it is for
adults. Most experts believe that the more children express and
explore a full range of feelings, the better able they are to cope
with the present and the future. Children who receive a lot of
emotional support seem to be able to adjust more easily.

Probably the most effective way to get children to talk about
their feelings is for a parent to express their own (e.g. talk about
fears, show sadness, cry, be angry). Although a parent may tell a
child to let their feelings out, actually communicating your own
feelings can demonstrate to a child that it is okay to do. If an
adult never expresses feelings, the child may begin to wonder if
things are as serious as people are saying, because no one seems
upset. Having said all that, remember a person’s coping doesn’t
suddenly change when a crisis occurs. If a child has been private
with feelings and thoughts in the past, chances are she isn’t go-
ing to suddenly open up and pour out her thoughts. Give her
the opportunity to share her feelings, but don’t force it.

Communicate your feelings as well as the information, (e.g.
Daddy is sad because Mommy is sick. I miss her).

It takes time for children to learn what the illness means to
them. As they learn, they will develop ideas and feelings, many
of which may be new to them. These ideas and feelings need to
be acknowledged and respected by parents and other adults. Let-
ting children know that most of these feelings are experienced

by other children in similar situations — that the feelings are
normal — can be very reassuring.
272

—ﬂ'nings to consider as you talk to your children

Throughout an illness, information and feelings change. Children
should be kept up to date without surprises. Parents should ex-
plore children’s ideas on a regular basis, to ensure that facts are
correct and expectations are realistic.

Children deal with serious illness in bits and pieces, at their
own pace. Returning to their world of play and activities helps
them regroup, feel secure, and act like nothing is wrong. When
they feel ready again, they can face hearing more and maybe let
themselves feel the feelings that go along with it. Normal rou-
tine and play should be encouraged as much as possible.

Children, at this time more than ever, need the security of
knowing that their normal limits haven’t changed when so many
other things have. Try to keep a balance between normal routine
and bending the rules when life is disrupted.

In your discussions with your children, never make promises
you can’t keep.

Ask children regularly, though not too often, if they have any- -

thing they would like to talk about, or if anything is bothering
them.

23



Things to consider as you talk to your children

Ongoing checLLs to asla qom”se!]t

. Does your child have a correct understanding of what is
happening? Is your child up to date with information?
Does your child feel included?

. Does your child have a general understanding of what is
going to be happening over the next while with the sick
parent?

. Have you addressed the future with your child?

. Do your children know how their day will change while
their parent is sick?

. Have you left the channels of communication open?

. Do you regularly ask your children how they are doing, if
they have any concerns they would like to talk about?

Exampleg OF ongoing CI’W@CI{S to asla

your child

. I've told you a lot of things today. Do you have any wor-
ries or questions about what I've said?

. I want to make sure I've explained things to you in the
right way. Can you explain it back to me?

. Sometimes you hear things about (cancer, leukemia). They
may or may not have to do with your mother. Instead of
keeping them inside, it is important that you ask me about
them.

. What’s on your mind?

24

2. :xamp‘es O]E what to say

The explanations have not been grouped according to age level
as each child is different and each parent talks to their children
differently. You might use bits and pieces of different explana-
tions to arrive at your own way of explaining something.

Exp‘aining Sewious i”ness

I want to explain what's wrong with your mother and what’s
going to happen, so you will know what is going on.

You know your mother has not been feeling too well for a
while now. Well, we found out today what is wrong.

Mommy 1is sick. It’s not like a cold or measles or like feeling
bad for a few days — she is very sick. She will be sick for a
long time.

Mommy will have to stay in the hospital for a long time to get

better. She doesn’t want to be there but she is so sick she can’t
be home.
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Mommy is very sick. It doesn’t hurt, but the kind of sick she
has means that she probably won’t feel like herself for a long
time.

The doctors aren’t exactly sure what is going on with Mommy.
She is sick, probably very sick, but the doctors aren’t sure what
is wrong.

There is something in Mommy’s body that isn’t supposed to be
there. It can make Mommy very sick. It’s not like when you fall
or hurt your knee, or when you get a cold. It’s something that
makes your body get hurt on the inside.

Your mother is very sick but the doctors are almost sure they
can make her better.

What I have told you is what I know and understand about
what is wrong with your mother right now.

I will tell you if things change.

Right now Mommy is so sick she doesn’t really care what’s hap-
pening to her. When she feels better, she’ll stop feeling that way.

I have to take the medicine for a long time. When the summer
comes, I hope that things will be back to normal.

The cancer is different in everybody’s body and we don’t know
what will happen. Sometimes the medication works very well to
get rid of the cancer, sometimes it doesn’t. Everyone is doing
the best they can to make me better.

It may be a long time before I can do things with you that I

usually do. Although my hair will grow back and I will look the
same, | will probably still feel tired for a long time.
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The doctors say I have an excellent chance of getting better.

If you have any questions at all, please ask me. I don’t want you
to worry about this all by yourself. We need to talk about things
and be open with each other.

Exp'aining Disease and treatment
Disease — Cance*p

I’'m sick. I have a sickness called cancer. I am going to have to
stay in the hospital so the doctors can give me some medicine
(treatment/care) to help me get well. It takes a long time to get
well when you have this kind of sickness.

There is something inside my body called cancer. The doctors
are giving me medicine (treatment) so that it will go away.

There are many types of cancers. They are all different. Some
cancers are cured quickly and easily by treatment, others are not.
Sometimes you die because you have cancer, sometimes you
don’t.

Uncle Joe had a very different kind of cancer than I have. With
the kind of cancer he had, people don’t usually get better. I have
a different kind of cancer than Uncle Joe had.

There are many types of cancers, more than 100. Some cancers
grow very slowly, others grow fast. Some cancers can be cured,
some can be greatly slowed down and with some, people do die
after awhile because treatment does not work. There may be a
period of time that the doctors don’t know if treatment is going
to work, and everyone has to wait and see.
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Leukemia is a type of cancer.

Cancer is the name of a whole group of different diseases. Some
are more serious than others. Some cancers make people die,
some don’t. Many cancers can be treated so that the person gets
well again. In your mother’s case . . .

Sometimes you hear scary things about cancer. There are differ-
ent types of cancer. I'll tell you what I know about the kind of
cancer your mother has.

Ca ncer treatment
Ckem othera Py

Mommy 1is getting some medicine to help her get well. The
medicine is called chemotherapy. It kills the cancer little by little.

Surge"r'q ‘
I have cancer in one of my breasts. I have to go to the hospital
to have an operation. That means that the doctor will take my

breast off.

anliotl’we‘r’apq

You know the special camera that takes pictures of the inside of
you (your bones) at the hospital. It’s called an x-ray. There’s also
a special kind of machine like an x-ray machine that helps the
cancer go away. It’s like medicine, and it’s called radiation. The
radiation goes into the body and kills the cancer cells. Mommy
will have some purple marks on her skin to show where to
point the machine so that the radiation kills the cancer.
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—Fr*eatment — (;ene"r‘al

The nurses and doctors are looking after Mommy and giving
her things to get her better. She can’t come home right now al-
though she wishes she could.

The doctors think the medicine will work. We hope it will.

The doctors are giving me medicine to help me get well.
Mommy can’t take the medicine by drinking or eating it, so she
has a tube (like a long straw) that goes into her body and the

medicine goes in that way.

Doctors know a lot about taking care of people when this
happens.

Treatment is what makes you get better. It is also called therapy.

Chemotherapy is when the cancer is treated with very strong
medicines (drugs) that kill the cancer.

The treatment sometimes makes people look and feel even sicker
than they did before starting the treatment, but that’s what has
to happen so I can get better in the long run. I will feel better
again after all the treatment has stopped.

Side effects are uncomfortable reactions — like feeling sick, your
hair falling out or feeling really tired.

Your mom’s mouth is very sore. It hurts when she talks so she
won’t be able to talk very much.
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E;xpkﬁmng . \&V%q a parent is sick

Nobody really knows why I got sick. It just happened. I didn’t
want to get sick and nobody made me get sick.

It’s not something you can get (catch) from me. I can’t give my
sickness to anyone.

Although you are in the same family you are your own person.
You are different from me. You are very healthy and will proba-

bly live for a long time.

You had nothing to do with your mommy getting sick. Nothing
you said, did or thought made your mommy sick.

We don’t know why your mother got sick. Nobody can answer
that. It’s one of those questions that can’t be answered.

One of the hardest things we have to learn and accept is that
some questions do not have answers.

Mommy is not sick because you were bad.
I don’t have all the answers. I don’t understand some things.

Mommy isn’t sick because God is mad at her. God wants every-
one to be well and happy.

God didn’t want Mommy to get sick. We don’t know why this
happened.

30

Examp|es oF what to say

E;xdahﬂng ”.\$0%at may happenin
the Futuve

Your mom is very sick. Right now the doctors feel she is doing
well and there is no reason to think she won’t get better. If
there comes a time when it looks like your mom isn’t doing
well, I will tell you. Right now, though, no one is thinking that.

Some people do die of cancer but a lot of people get better and
live to be old.

We think the treatment will work. We hope 1t will work.

The doctor thinks I will be fine. Lots of people who get the
kind of cancer I have live for a long time, as long as anyone
else. We will tell you if anything changes.

Right now, the doctors say that Mommy is doing fine, the med-
icine is working and is making her better. If things change, and
the medicine stops working, or it looks like she may die, I will
tell you.

Many people who have cancer live for a long time, as long as
anyone else.

I may not live as long as other people. Nobody can say right
now.

[ am probably only going to live for a few more months. No-

body knows exactly when I will stop living. When it looks like I
am not going to live much longer, we will tell you.
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If anything changes, we will tell you.

Right now everyone expects that I will do fine, and that the
medicine will kill all the cancer. If things change and it looks
like the cancer isn’t going away, we will tell you.

Nobody is sure right now if they can make the cancer go away.
We all need to hope (pray) very much that what they are trying
to do will work.

We’ll tell you if it looks like Mommy isn’t going to get better.
Most people get better when they have the sickness that your
mother has. Sometimes, though, someone does get more and
more sick until they can no longer live, and they die. We hope
very much that your mother is going to do just fine, and get all

better.

Sometimes things happen to people that keep them from getting
better.

I will tell you if things change.

Your mother may not live as long as most people do.

It’s okay to worry that your mother may not get better — eve-
rybody does. Try not to worry about it all the time though. Your
mother also wants you to carry on with your life.

Your mother is not getting better — she’s getting sicker.

If Mommy gets really sick and we are worried about her dying,
we will tell you.
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Your mom is very sick. The medication (treatment) she is get-
ting is working to try and make her better (kill all the cancer
cells). The doctors feel that she will do very well and that she
will get better. Every once in awhile the treatment doesn’t do
everything that it should, or other things happen and people
don’t get better — they die. We expect your mom will do just
fine. I just wanted you to know that there is a small chance that
the treatment won’t work. We will let you know if anything
changes.

Eprining Change In appedarance
and activity

It may be a long time before your mother is like she used to
be. She is going to be tired for a long time.

The medicine is very strong. It helps me to get better but while
it does that it makes me

I know I look different on the outside but on the inside I'm the
same and I love you very much. Maybe you could put a picture
of me by your bed so you remember how I usually look.

Sometimes the chemotherapy will make your mom tired, lose
her appetite and make her lose weight.

Mommy’s hair may fall out but it will grow back in after she
finishes treatment.

I want to do the things that we used to do, but I just don’t

have the energy right now. Let’s think of some things we could
do with you sitting on the bed with me.
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Exp|aining Having some norma
times

Sometimes we have to pretend that everything is okay and not
think about the cancer. It’s okay to do that because we know
what’s really happening.

You can play and be with your friends and do what you usually
do. Your mother doesn’t want you to be sad and sit around all
day.

There will be times that you will forget what is happening with
your mother and you’ll just act normally. That's fine. We can’t
think about this all the time.

Explaining —'7e“ing their ]E‘rienols

Some friends and kids at school may act differently towards you.
This is usually because they feel uncomfortable and they don’t
know what to do or say.

It may be good to tell (close friend) what is happening
to Mom so he knows what’s going on. Then he’ll understand
why things are a bit different and why you may be acting a bit
differently.

Your mom being sick is not a secret, but you may not want to
tell everyone. If you tell your close friends, then they will know

why things may be a little different around here.

Sometimes kids make fun of things they don’t understand or
they say things because they feel uneasy. Although it takes a lot
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of nerve, if you explain things to them one at a time, in a quiet
way, it would help them understand and they would probably
stop being weird around you.

Sometimes friends are afraid they will upset you if they ask
questions or talk to you about your mom. It’s important to let
them know what you are comfortable (or not comfortable) talk-
ing about.

X |ainin
Explaining

Sometimes she will feel so sick and tired that she won’t be able
to talk. When this happens, you can make a card or picture and
send it to her because you won’t be able to go visit her. Some-
times she’ll feel okay. When she feels okay, you can go and visit.

\/isiting the sic|<L parent

When Mommy is feeling very tired and sick, I will be looking
after her. She won’t feel good enough to have you come and see
her but as soon as she feels okay she will want you to come
and see her.

Your mom will not be as strong to fight off colds and a lot of
the things that kids get. When there is a big chance that she
could get sick from other people, you won’t be allowed to go
into her room to see her. Your mom needs to save all her ener-
gy right now to get well. As soon as things are better, she wants
you to Visit.

Exp}aining Eeehngs

Even if you don’t think it does, sometimes your mom being sick
can affect all kinds of things. Some kids find it hard at school,
some kids can’t concentrate on anything. Some kids can’t sleep,
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some kids can’t help but behave badly. Usually this is because
they are worried and because everything is mixed up — their
feelings and their life. If you are feeling any of this, let’s talk to
see if we can work at making things better.

Different people feel different things about what is happening.
Try to let your feelings out in some way, so they don’t get all
bottled up inside you.

You may feel things that you’ve never felt before.

Many children and adults feel very mixed up about all this.
Sometimes it helps if you talk about it.

Maybe you would like to talk about it so we can try to under-
stand what you’re feeling.

This must feel like more hurt than you can stand.

When you tell me what is wrong, I can try and understand your
feelings.

Sometimes you have to try things to find out what makes you
feel better. I'll try and help you.

Sharing your problems and worries with people who care about
you can sometimes help.

Worrying about things can take up a lot of energy. Talking about
them usually helps.

Everybody shows their worries differently.

We can’t make our feelings go away just because we want them
to.
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Everyone will find their own way of dealing with what is hap-
pening.

For many people, they feel better if they talk about what they
are feeling. You may want to talk to me, but sometimes you
may want to talk to someone else.

We are all going to have trouble dealing with this. We will prob-
ably feel many of the same things, so I may want to let some
feelings out — or you may want to talk to me.

I am going to have bad days when I won’t cope with things
very well and you may have bad days too.

This will take time to get used to.

We are all going to have to prepare ourselves for some difficult
times ahead.

I want you to ask me any questions you have. I may get upset
when I answer them — not upset with you, but because I'm
sad. It’s important that we talk about them even if it hurts
sometimes.

Sometimes you may not want to ask a question because you are
afraid to hear the answer — don’t think about it too much be-
fore asking.

The nurse told me that sometimes people in a family are afraid
to show each other how scared or worried they are, so nobody
ever lets each other know what they are feeling. If this happens,
everybody keeps everything bottled up inside and you can feel
very lonely and scared. I hope that we can show and talk about
our feelings.
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You may not feel that 'm spending enough time with you, or
paying enough attention. If this happens, tell me — we can talk
about 1it.

A lot of people think they should always be bright and cheery
around your mom, and protect her from the sadness and things
they are feeling. I think probably she would like to talk about
some of these feelings, but doesn’t want to upset you either. It’s
okay to tell her that you are sad or worried. You may find you
are both feeling the same kind of things.

Sometimes you can’t say or put into words what you are feeling.
Don’t worry, your mom knows how much you love her.

We all have our own way of showing Mom that we love her.

You don’t need to act any differently around your mom. In fact,
it would be strange if you changed how you are with her.

Your mom wants to hear about you and what’s happening in
your life. She doesn’t want to always talk about being sick. Talk
to her about normal things (your friends, school, activities).

I may seem very sad and upset, but I'm still able to take good
care of you. I just need to let some sadness out sometimes. I'm
still in control of our lives and can take care of you.

When something upsetting happens in a family, different people
in your family can feel and act differently. Sometimes you can
feel a certain way some of the time, and then you feel a differ-
ent way another time. Then there are times when you forget
that anything is wrong. Sometimes feelings get all mixed up and
you can’t tell how you are feeling.
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Some people may feel mad, some sad, and some may not know
quite what they are feeling. Some don’t want to talk about
things, others may want to talk about it a lot. The important
thing is that everybody in the family needs to remember there is
no right or wrong way to feel. We all have to be patient and
understanding about how others are feeling and acting.

ExpLﬂining J:eehng sad

I’'m so sad Mommy is sick that you will probably see me crying
now and then. When you are thinking about Mommy and feel-
ing sad, you can cry too. Maybe sometimes we will cry together.
Maybe it will make us feel better.

One of the ways people show how upset they are is by crying.
One of the ways people show how worried they are or how
much they miss someone is by crying and being sad some of

the time.

Mommy being sick makes me sad and scared. It's okay if you
feel that way.

Crying helps let out sad feelings. Maybe you will feel better.
Sometimes crying helps us feel better.

I feel so sad that I have to cry. It’s hard to see Mommy so sick,
but holding and loving you helps . . . it makes me feel better.

Letting your feelings out can make you sad and make you start

crying, but it is important to let these feelings out so they don’t
build up inside you.
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X |ainin Bein \X/O'r"r’ieol
Explaining g

Many kids, when they find out a parent is very sick and going
to be in the hospital for a long time, wonder about a lot of
things. What have you been wondering about?

It’s normal for you to think about these kinds of things. Let’s
talk about

I will be spending time looking after Mom in the hospital, but I
will also be at home sometimes to be with you. When I’'m not
going to be home, will come and stay with you.

You can’t catch cancer. You can’t get it from someone else.
You may worry that you have, or will get, cancer. Many kids do
when a parent gets cancer. This is usually because of everything

that is going on and because you are worried. If you are con-
cerned, please talk to me.

Exp’aining Eee’ing angry

Sometimes kids feel mad when a parent gets sick. It changes a
lot of things for a long time. It is normal to be mad at times.

Sometimes it helps to get some of that anger out. Some kids
find it helpful to

Sometimes we may get mad at each other, but we all know that
even though we do, we still always love each other.

It is normal to feel angry that this has happened. You can show
your anger by . You may not show your anger by
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I feel angry sometimes — angry at a whole bunch of things. I'm
angry that everything has changed and things seem all mixed up.
I’'m angry because I can’t do fun things anymore, and I’'m angry
because I can’t spend time with you like I want to. You may
feel like this too . . . .

Exp|aining Eeehng gui!tq

Sometimes kids think back to when they were bad or thought
bad things about their mother and wish it had never happened.
Your mother loves you very much, and she forgave you for
those things a long time ago. She knows that you love her.

Don’t feel bad if you aren’t sad or thinking about your mother
all the time. She wouldn’t want that. She still wants you to car-
ry on with your normal life — and play and be with your
friends.

We can always think of things we could have done differently,
but we can’t go back and change things. We do the best we can
at the time.

It’s okay to laugh and play and take your mind off your worries
for awhile.

[ feel guilty sometimes because I feel mad that your mom’s can-

cer has changed everything. Then I remind myself that I'm not
mad at your mom, I’'m mad at the cancer.
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