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Foreword

Dear reader,

For many people, cancer remains a frightening disease even at the start of this third mil-
lennium despite of all the medical progresses. It is often quoted as being the illness that
people fear the most. Nevertheless, cancer is always on our mind as it occurs frequently
and affects everyone. Only how close we are affected by it differs. In the worst case
scenario, it is yourself or your loved one who needs to deal with it.

Many questions come to mind after a cancer diagnosis, not only of a medical nature,
but also issues on how to adapt psychologically to a life with the disease. The purpose
of this brochure is to address these concerns, be it after diagnosis, during treatment or
on returning to everyday life and offers possible answers based on psycho-oncological
practice. It is therefore aimed at people who are personally affected and their social
environment as well at those who would like to tackle this “subject of fear” and want to
find out more about facing cancer.

We hope that this brochure will show patients ways of coping with cancer and living a
successful life in spite of everything. For those who are not directly affected, this brochure
is to provide insight and understanding of what patients are experiencing, and to show
ways of helping them.

The Fondation Cancer team
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The first weeks after...

“The diagnosis”

For many the cancer diagnosis comes as a surprise, followed by a
period full of uncertainty, anxiety and questions. Here are some

of the most common topics and frequent questions patients ask

the psychologists of the Fondation Cancer following diagnosis.

Yesterday I learned that I
had cancer. Now I’'m very
frightened about what comes
next. You read and hear such
terrible things about cancer.
How do other people deal
with this?

Being diagnosed with cancer is often the
most painful news the patient can receive
throughout the course of his cancer. Many
are in a state of shock after already some
difficult weeks of uncertainty, suspicion
and extensive medical examinations.

“When the doctor told me yesterday that
I had colorectal cancer, it was like a slap
in the face. I immediately thought of my
neighbour who died of lung cancer last
year”, explains Marie (55 years old).

Many patients report that immediately
after the diagnosis, they remember
friends, family members or colleagues
who have died of cancer. Indeed, cancer

remains a life-threatening disease. But

it is also true that in recent decades, the
prognosis of many cancers has improved
dramatically thanks to progress made in
early detection and research, as well as a
result of improved and targeted therapies.
Yes, there are still those who die of cancer,
but there are also many patients who
overcome their illness, who are cured or
who learn to live with their illness on a
long-term basis much like other patients
with chronic diseases. Nevertheless, at
the moment of diagnosis, cancer is often
associated with rather painful experiences.
This is mainly due to the fact that the
most dramatic examples are those which
stay in our memory. We remember the
neighbour who “died at a young age after
a long suffering” rather than the work
colleague who returned to full health after
breast cancer, or a club teammate who is
again clocking up very good performances
following his testicular cancer.



Two weeks ago, the doctor
told me I had cancer. Since
then, nothing’s been the
same. I’'m completely

in disarray, sometimes
optimistic and at other times
pessimistic. I don’t recognise
myself any more. Is this
normal?

We know that many patients experience
an emotional rollercoaster ride the first
weeks after diagnosis. First there are
intense emotions and feelings of incom-
prehension, anxiety, despair and anger,
than come hope and optimism, which in
turn give way to confusion and feelings
of powerlessness. Even after several days,
some are still unable to realize that they
themselves are suffering from cancer.
Others feel a sensation of bewilderment
for some time afterwards. It takes time to
understand and accept the diagnosis, and
with that often comes a feeling of calm
and reassurance.
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This already strong emotional burden

is exacerbated by the fact that patients
must take a lot of decisions at the begin-
ning: “Is this treatment the right one for
me? Do I give my consent?” or “How will
I organise my children’s everyday routine
when I'm at the hospital?” “Should I take
sick leave during chemotherapy or should
I continue to work?” and “What will hap-
pen to my job?”

It is often not possible to draw on one’s
own experiences when dealing with can-
cer, which can make the problem worse:
“How will I tolerate the chemotherapy?”
or “How will T cope psychologically with
losing my breast?” as well as “Will my
marriage stand up to all of this?”

It quickly becomes obvious that it is pref-
erable not to face cancer alone: it is better
to look for “allies” right from the start who
can help deal with the situation.




“During the first days after my diagnosis,
I felt paralysed and powerless. I was
drowning and I was afraid that I wouldn’t
make it. I wanted to stuck my head in the
sand. It’s thanks to my husband and my
sister who helped me get out of this hole.
With them I was able to speak freely, to
think it all through and put some order in
my thoughts. We then planned everything
together, step by step. What is the most
important thing, which is the least impor-
tant? What information do I need? Where
do I get it from?” (Annette, 51 years, lung
cancer)

In addition to doctors and care teams,
patients can also turn for support and
guidance to specialist psychological
services either at the hospital or with

the psycho-oncologists at the Fondation
Cancer. It can also be useful to exchange
ideas with others who have experienced a
similar situation. There are, for example,
supporting groups for patients (led by a
psychologist) at the Fondation Cancer (an
overview of the various groups is available
on request).

I don’t dare ask my doctor
all my questions, nor do

I tell him when I haven’t
understood something. What
can I do?

It would be best if the patients think
beforehand about the topics they wish to

discuss with their doctor. It is extremely
helpful to make notes on a sheet of paper

and bring it to the appointment as a re-
minder. Often patients are so nervous at a
consultation that they forget most of their
questions. Some patients feel relieved and
comforted when a trusted family member
or friend comes along. This person can
make sure that all the questions written
down actually get asked, as well as being
on hand afterwards to talk about what
has been discussed. On the other hand,
some patients feel somewhat constrained
if they are accompanied by their partner,
their children or their friends.

It can be useful to tell the doctor that
you are nervous as this can be a way of
reducing the level of stress and boosting
confidence.

“It was very important to me to tell

my doctor that I don’t want too much
information about my illness! Currently,
I simply don’t want to know everything
that could happen to me!l And I certainly
don’t want to hear any statistics about
my chances of recovery.” (Yvonne,

65 years, recurring breast cancer)

People have widely differing needs when
it comes to medical information. Some
patients need a wealth of information,
others just want to know the absolute
minimum and this very gradually. It can
be useful for the doctor to know the
amount of information which the patient
requires.



I’m constantly wondering
“Why me?” Is it because
of my character or my
personality that I have
cancer?

The question of whether certain character
or personality traits can cause cancer has
worried many generations of patients and
continues to do so.

“I have swallowed so much anger in my
life, no wonder that I got stomach can-
cer”, says Nadine (49 years).

Known by the term “cancer-prone
personality” or “type C personality”,
different personality traits have long been
suspected of being a contributing factor
to cancer. According to the theory of a
“cancer-prone personality”, some of the
characteristics of a person most at risk
for developing cancer include “a friendly,
warm-hearted facade, socially over-ad-
justed, diligent and conscientious, who
doesn’t know his limits, who is inhibited
when expressing emotions, unable facing

conflict, and possesses low stress manage-

ment techniques”.

Certain studies appeared to support the
link between these personality traits and
cancer; however, they were incorrectly car-
ried out from a methodological perspec-
tive. So, from a scientific point of view, the
concept of the cancer-prone personality is
not proven, and is not taken into account
in psycho-oncology. Yet, individual char-
acteristics are considered significant when
they lead to certain behaviours known to
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be a cancer risk factor (e.g. smoking or

alcohol consumption). For example, a per-

son using alcohol and cigarettes because
of his depression will have an increased
risk of cancer. But the cancer risk is higher
as a result of his lifestyle and not of his
personality.

Here another example: “As so often in my
life, I don’t dare stand up for my rights and
point out to my employer that our com-
pany is not compliant with the protective
measures against carcinogenic substances.”
(Jean, 49 years)

Again, it is not the lack of assertiveness
which increases the cancer risk, but expo-
sure to the hazardous substances per se.

I’ve had a lot of stress in my
life in recent years, both at
work and in my private life.
Could this have caused my
illness?

“Three years ago, I was the victim of bul-
lying at work. In my opinion, I developed
leukaemia at that time because my body
could not handle the continuous stress.”
(Yves, 60 years, leukaemia)

Like Yves, many patients think that stress
will have played a role in the development
of their cancer. The hypothesis that stress
weakens the immune system and that a
weakened immune system is more likely to
develop cancer is still very widespread. But
are there any scientific proofs? It has been
proven that stress can influence both the



hormonal and immune systems. But the
hypothesis that stress itself causes cancer
is currently not confirmed by scientific evi-
dence. However, if stress leads to harmful
behaviour (e.g. smoking, alcohol consump-
tion or an unbalanced diet) then the risk of
developing cancer is increased.

The field of research known as “psycho-
neuro-immunology” will in future examine
the complex interactions between the
nervous, hormonal and immune systems
and will bring about new discoveries. Until
then, one cannot come to a simple “cause
and effect” conclusion. However, a balance
between stress and relaxation in one’s own
life is definitely worth it. Stress manage-
ment will lead to overall health promotion.

My husband died five years
ago. The following year I got
breast cancer. Surely that
cannot be a coincidence?

Patients often associate their own cancer
with previous experiences of loss like

the death of a loved one or a divorce.
Here again, as with stress, some patients
assume that a weakened immune system
must have triggered the illness. However,
the fact that many people do not get
cancer after loss or divorce is often not
acknowledged when making this connec-
tion. Numerous international studies have
proved that there is no direct link between
cancer and emotional problems.



But for some patients, the hypothesis of a
concrete cause for the cancer is more tol-
erable from a psychological point of view
than the absence of one. Once again, if a
person in the wake of grief or depression
numbs his feelings by consuming alcohol,
having an unhealthy diet, being physical
inactive or smoking cigarettes, his cancer
risk increases due to his behaviour.

“You just have to have a
positive attitude in order to
beat cancer.” This was my
best friend’s advice. Is she
right?

Whether on the Internet, in newspapers or
books and even in the form of well-mean-
ing advice, patients are called upon to
“positive thinking” with the argument that
faith and confidence in a positive outcome
are the necessary conditions for a cure.
Apparent proof for this connection are the
many testimonials from patients, such as
the following: “I did it, I'm cured! I never
doubted that I would defeat cancer as I
never allowed myself any negative feelings
or thoughts!”

How much pressure such a statement can
put on patients shows the following:

“My best friend goes on at me endlessly
about the importance of positive thinking,
even when I only feel like crying and would
much rather be hugged.” (Danielle, 35
years, malignant melanoma)
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Jimmie Holland, one of the founders of
psycho-oncology, spoke about the “tyranny”
of positive thinking. From the perspective of
experienced psycho-onco-

logists, the concept of positive thinking is
extremely questionable, because it suggests
to the patient that he alone is responsible
for the outcome and his chances of healing.
Psychological factors are considered to be
more essential to the cure than biological
factors or ways of treatment. What does
psycho-oncological research say about this
subject?

Intense emotions such as fear, anger,
sadness, despair and discouragement are
quite normal reactions to a serious illness
like cancer. Virtually prohibiting “normal”
emotions caused by a threatening situation
can therefore increase the burden on
patients. Many experience these emotions
and describe them like stages in their
journey leading to an improved dealing
with the disease. According to the present
state of research, we cannot blame these
intense emotions for reducing the chances
of recovery. Fear does not affect a tumour’s
ability to grow, sadness does not open up
the way for cancer to spread (metastasize),
the different phases of anger as well as the
search for meaning are not the causes of a
negative outcome for cancer.

However, it is important to keep the con-
sequences of a depressive or an anxious
behaviour in mind. If the depression leads a
patient to interrupt his medical treatment,
as he cannot see any reason to continue

his treatment, his prognosis will probably
deteriorate. If a patient with stomach cancer



tries to anaesthetise his fear through heavy
alcohol consumption, he will also probably
reduce his chances. It is therefore rather
the behavioural risk rather than the state of
mind which will influence the outcome of
the illness.

I don’t know whether I should
tell people about my cancer
outside my family circle. How
do other patients handle this
situation?

Some patients try to hide their illness from
their neighbours, members of their choir or
other people in their wider circle. The danger
here is that this behaviour is open to all sorts
of fantasies and rumours, because people
will always try to interpret the changes in
someone (e.g. his appearance or behaviour).
An open approach to one’s diagnosis can be
an advantage:

“I've thought a lot about what I'm going to
say or not to my neighbours. I'm going to
tell them honestly that I have colorectal can-
cer but I won’t give them any details. And
I'll let them know that I would like to talk
about something else rather than about my
illness.” (Eliane, 65 years, colorectal cancer)

Patients often have good experiences open
up to others while respecting their own lim-
its. They feel that their new-found frankness
protect their need for limits whilst at the
same time giving others the possibility of
compassion and offering practical help.

We wish so much to have
another child. Will I be able
to fall pregnant after the
treatment?

Cancer can also affect young adults before
they become parents. “Can I start a family or
have more children?” This question will lead
to a difficult confrontation with the cancer
treatment and its consequences. Cancer
treatment can affect fertility. Different treat-
ments hold different risks, chemotherapy
and radiotherapy can damage normal cells.
That’s why it is important to deal with this
topic before treatment starts, even when
time is of the essence.

“How long after the end of the treatment do
I have to wait before I can get pregnant?”
“Will my body recover from the treatment
and, if so, how long will it take?” There is

no universal answer to the question of the
perfect time to get pregnant. Each individual
is different and timing varies according to
many different factors such as the course of
the disease, the type of cancer treatment as
well as the risk of recurrence, prognosis and
the age of the patient.

Talking with one’s doctor can clarify to what
extent the chosen treatment can affect
fertility and what methods could be used to
preserve fertility. Many women and men can
have children quite naturally after cancer
treatment on condition that their hormonal
cycle and reproductive organs are fully func-
tioning. Depending on the treatment and
the patient’s age, the body needs a shorter
or longer recovery time.



The desire to have children should be
discussed with the doctor and, if possible,
become part of the treatment. There are
nowadays methods for couples who can
no longer have children after treatment.
These measures, which include for exam-
ple freezing of eggs, sperm or ovarian tis-
sue, must be done before any treatment.

“I always knew that I would like to have
two children. My husband and I wanted
to wait another year or two before be-
coming parents. Since I was diagnosed
with breast cancer in June, our plans were
completely overturned. Now I'm afraid
that I'll never have kids.” (Julie, 31 years,
breast cancer)

The first weeks after...



Living with cancer

“The treatment”

With the start of medical treatment, surgery, chemotherapy
and/or radiotherapy, the cancer patient will face new challenges.
Unfortunately, there is no ready-made solution to cope with
cancer. Every person is unique and brings his own way of dealing
with the illness. Therefore, there is no “right” or “wrong” way of
tackling cancer. However, some suggestions as to how limit psy-

chological distress can be useful.

I’'m afraid of chemotherapy
and its side-effects. What if

I can’t tolerate it and I feel
ill all the time? Will I still

be able to carry on with my
everyday life?

Anxiety is one emotion which most
patients experience during the treatment

and which worries them a lot: fear of inva-

sive procedures or fear of the treatment
and its side-effects. Many cancer patients
dread chemotherapy, because everyone
has read or heard about the unpleasant
side-effects that this treatment can have.
But chemotherapy is a very important
element in modern cancer treatment
and can help numerous patients in a
significant way. Thanks to appropriate

concomitant medication, e.g. against nau-

seaq, side-effects can often be relatively
well alleviated. Today, fewer patients suffer

from side-effects than some years ago.
Likewise, not all cytotoxic drugs have side-
effects like nausea or hair loss. In order to
be an active participant in the treatment
and successfully cope with the cancer, it is
essential to speak openly with the doctor
about any worries and reservations you
may have towards the treatment and to
empower yourself with information. In
some cases, it is the fear of chemotherapy
and its side-effects, like nausea, which
causes a patient to be “sick with worry”.
Then it’s not the chemotherapy in itself
which triggers the nausea, but fear of the
chemotherapy. Often, just thinking about
the next chemo or even setting foot in the
hospital, its typical smell or even certain
foods is enough to trigger it. In this case
the fear and anticipation of the nausea
can make it worse.



“I'm most afraid of the side-effects of
chemotherapy. I can still remember the
photos of my grandmother when she suf-
fered from cancer when I was eleven. Dur-
ing chemotherapy she just stayed in bed
and had to vomit all the time. It would be
awful if the same thing happened to me.”
(Etienne, 56 years, lymphoma)

The best prevention against “anticipa-
tory nausea” is to treat acute nausea
with medication. It can also be treated
efficiently with the help of psychology in
reducing tension and anxiety using relax-
ation techniques and clinical hypnosis.
Qualified psycho-oncologists at the
Fondation Cancer can help you learn
useful techniques.

I have just finished my third
chemotherapy. When my
children are at school and my
partner at work, I have a lot
of time to think. I have all
sorts of dark thoughts and
I’m scared. In the evening,

I try to hide my fear so as
not to affect my loved ones.
What can I do to help myself?
Fear is a natural reaction to a threatening
situation. It is normal to be concerned
about upsetting questions, and that is all

part of actively managing cancer and its
treatment.

Living with cancer

“Since I am on sick leave, I've too much
time to think. I often wonder: “Is the
treatment going to be effective?” “What
will be the outcome of all this?” “Will I
get well again?” “What will happen if the
chemotherapy doesn’t have any effect?”
(Carlo, 48 years, liver cancer)

It is impossible to find an answer to every
question, but it can be a relief to voice
these questions and give them space. All
emotions have their right to exist, even

if they are negative or the one we would
“rather not have”. If a cancer patient
repeatedly tries to suppress worries and
anxieties, he will maintain and reinforce
those troubles. One strategy is to find a
person of trust who will listen to these
fears. But, when fear restricts the ability
to think and act to too great a degree
and significantly impairs the quality of
life because it dominates everyday life,
then it may be helpful to consult a psy-
cho-oncologist in order to find a solution
to the problem together. In the absence
of someone to talk to, it can be useful to
write down one’s thoughts and concerns.
Often fear is non-specific and intangible;
writing it down helps make it understand-
able and more real.

When fear is born from uncertainty and

a lack of information, it is beneficial to
actively seek out information. The first
step would be to ask the patient’s doctor,
who would certainly be the most appro-
priate source of information. Be careful
when researching information on the
internet, as the quality of information is
not immediately obvious. When searching



the web, one has to be absolutely sure
whether the source is reliable, because
unchecked statements made on the Net
can sometimes increase anxiety. The
Fondation Cancer supplies information on
this subject and gives advice on how and
where to find appropriate information.

It can also be helpful to exchange ideas
with other people affected by cancer, to
learn together (maybe in a sophrology or
a yoga group) how to regulate one’s
own emotions or how to stay calm. The
Fondation Cancer informs about the
current groups.

Since my diagnosis, I'm
watching my body very
closely. Every change that I
become aware of, makes me
panic. Each time that I cough,
I’m thinking about lung
metastases. What can I do?

Many patients have this problem. Often

a cancer diagnosis comes as a complete
surprise. You felt healthy and yet a
“malignant tumour” has been detected

at a routine check-up. In most patients a
cancer diagnosis initially triggers fear and
a feeling of losing control. They are no
longer “in charge” of their own life, others
are determining what needs to be done.
Excessive worrying about one’s own body
is a way of taking back control in the short
term. Often there is a belief at the bottom
of this, along the lines of: “If I check my
body closely enough, I will be prepared
and can intervene in time.”

“Whenever I feel something unpleasant,
for example a pain in my neck or pressure
in my chest, I think about metastasis
immediately and I can’t calm down. So
I'm tempted to run to my doctor straight
away to get another blood test or PET
scan done. I just don’t trust my body any
longer.” (Sven, 25 years, testicular cancer)

Due to this careful observation and exces-
sive cautiousness, every “normal” physical
reaction will be transformed into an alarm
signal. The patient forgets that the body
is always in motion and it can be quite
normal to feel an occasional twinge, a pull
or a creaking sound. Fear often leads us to
misinterpret these “normal” physical sen-
sations as a sign of tumour progression.
Talking to the doctor about these fears
may be sufficient to calm down. But if the
patient is listening to his body too closely
and it starts to take over his everyday life,
he should not be left to deal with it on his
own. Anxiety and panic itself can trigger
physical reactions such as trembling,
sweating, dyspnoea, tachycardia, fainting
and digestive problems. These reactions
are quite uncomfortable but generally
harmless.

If every time you cough you are afraid
that it could be lung metastases, and that
worrying about your own body and your
illness becomes so bad that your quality
of life suffers, then outside help may be
useful. Psycho-oncologists can help you
learn coping strategies to handle your fear.



Are there any ways to

reduce the side-effects of
chemotherapy? Can a psycho-
oncologist help me?

Unfortunately cancer therapies often
have side-effects. However, these side-
effects do not occur in every patient and
not in the same way either. Amongst the
most frequent side-effects which affect
quality of life are nauseaq, fatigue and
pain. In addition to medical methods,
there are ways which patients themselves
can use to increase their wellbeing and
thus indirectly influence favourably the
side-effects. Adapting diet and behaviour
can significantly reduce nausea and
vomiting. Nutrition tips are best discussed
with the patient’s doctor or an oncology-
dietitian (ask at the hospital). Contrary to
common belief, there is no such thing as a
cancer diet which can simply “starve” the
cancer.

Together with the patient, a psycho-onco-
logist can work out relaxation and breath-
ing techniques as well as coping strategies
for nausea and vomiting.

Intense fatigue can also be a very stress-
ful side-effect affecting quality of life.
Persistent fatigue can have a number of
triggers. On the one hand being diag-
nosed with cancer and worrying about the
outcome can of course weigh heavily on
mood and lead to a lack of energy. But
the cause can also be the cancer itself, the
treatment, the drugs, anaemia, weight
loss as well as changes in the metabolism.
Whereas previously the patient would
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have been told to rest as much as possible,
nowadays we know that a balance
between activity and rest is very impor-
tant. On the one hand it has been found
that sufficient night-time sleep with fixed
times for going to bed and getting up is
beneficial for the patient and, on the other
hand, the daytime nap should be reduced
to short rest and relaxation breaks, as too
much sleep can make fatigue worse.







“I have always been a very active and
sporty person. That’s why I was deter-
mined to continue like that during my
treatment. Even my doctor thought it was
a good idea. Looking back I have the im-
pression that it was above all this physical
activity which helped me manage the
changes in my life.” (Patrick, 52 years, skin
cancer)

Many studies have shown that adequate
physical activity, even a light programme
of sport (after consulting one’s doctor)
can be an appropriate remedy for reduc-
ing fatigue. However, it is recommended
that, rather than putting too much
pressure on himself, the patient should fix
attainable goals, adapted to his state of
health. It may be useful to watch the time
of day at which an activity seems easier.
Another alternative could be to look for
entertainment or a pastime to counteract
the fatigue. Contact and conversation
with friendly people can break the vicious
circle of one’s own fatigue and at the
same time create stimulation.

Living with cancer

I often feel completely
demoralized and can hardly
motivate myself to continue
my radiotherapy sessions.

I wonder if it’s all worth it.
Am I suffering from “real”
depression?

Cancer and its treatment are physically
draining for a lot of patients. Brief phases
of sadness, as well as feeling low and
isolated are considered to be completely
normal reactions to a serious diagnosis
and are not automatically defined as
clinical depression. These symptoms,
which can be extremely intense, are often
closely related to certain events such as
the announcement of bad news. They
stay not the same throughout the day
and they also fluctuate from day to day:
there are better and worse days.

“Sometimes I wonder why I'm putting
myself through all this. On other days I
know that I will get through the treat-
ment because I still want to spend a lot of
time with my family.” (Sandra, 42 years,
brain tumour)

Affection, sympathy and support can
improve the mood. In clinical practice, we
talk about “normal grief” or a so-called
adjustment disorder. This expresses the
fact that a person after being diagnosed
with a serious illness must first adapt to
it. Life changes can go hand in hand with
violent emotions.

We talk about clinical depression when



symptoms persist without interruption for
a prolonged period and that they are so
intense that the person’s life is noticeably
impaired. There are certain core symptoms
such as despair, apathy and a lack of
interest, as well as inertia and increased
fatigue, of which at least two must

be fulfilled. In addition, depending on
severity, there can be at least two more
symptoms such as reduced concentration
and attention, loss of self-esteem and
self-confidence, feelings of guilt and infe-
riority, a negative outlook for the future,
inner restlessness or a slower psychomotor
response. There can also be vegetative
symptoms such as sleep disorders or loss
of appetite. Depending on severity, the
patient can also have suicidal ideation or
intent. It is important to know that some
symptoms of depression such as fatigue,
apathy, loss of appetite or concentration
problems can also be caused by the can-
cer and its treatment. Therefore a precise
determination of the cause is always
mandatory.

Estimates show that about 15 % of all
cancer patients are affected by a depres-
sive episode. The risk is increased if there
were one or several depressive episodes
before diagnosis.

Should a patient or a relative notice

that several of these symptoms apply,

he should contact his doctor to find out
what help is available. The psychological
service of the Fondation Cancer can also
be a source of information. Psychotherapy
or a combination of antidepressant
medication and psychotherapy can be an

appropriate remedy to reduce symptoms
and to provide relief in the case of de-
pression. Especially, if a person’s state of
mind makes him reluctant to continue the
treatment or even leads him to consider
stopping it altogether. At this point a
psycho-oncologist should be consulted

in order to stabilise the patient’s mental
health.

Sometimes when “everything becomes
too much and it would be preferable to
stop treatment altogether”, apathy can
be partially relieved by simple self-help
strategies. The recommended method
to cope with cancer “day by day” is to
focus on just one day at a time. This way
of dealing with the illness makes it more
bearable for many patients.

My colleague thinks that I can
do something myself to feel
better. But the chemotherapy
is so bad for me! Can I really
do something to improve my
mood?

Patients wondering whether they can
positively influence their mood and their
emotions on their own should first reflect
on solutions and strategies which had been
useful to them in dealing with problems
and crises in their life so far. If someone
likes speaking openly about his problems
with other people, then this should also
be the way he should approach things
after a cancer diagnosis in order to obtain
relief and experience positive feelings like
solidarity and empathy. Joint discussion
groups with others patients could be an



option. Some patients less keen on talking
could turn to other sources of relaxation
such as leisure activities, contact with
animals, yoga, meditation, spirituality or a
creative activity. Experts thus recommend
taking one’s own needs and wishes into
consideration and to use proven strategies
to improve one’s mood.

“I feel so weak physically that I can’t even
imagine what would help to improve my
mood!” (Christiane, 62 years, breast cancer)

What else can a sick person do to “unlock”
positive emotions? Taking time during

the treatment to engage in regular
pleasurable activities such as a walk in
the afternoon, reading an exciting book
or listening to an audiobook can have a
positive influence on mood. Contact with
people who “do you good” should defi-
nitely be kept up during the treatment as
social isolation can affect mood and lead
to a downward spiral. The positive effect
on mood of a physical activity and sport
(in agreement with the doctor) is also
scientifically proven and can influence not
only mood and wellbeing, but can also
reduce side-effects of the treatment.

Living with cancer

I constantly feel really low
and sad. You read so much
about the fact that it’s
enough to “think positively”
to get well. Does this have
an influence whether the
treatment has any effect at
all?

The time of treatment from the initial
disorientation after the diagnosis through
to a gradual self-adjustment to a changed
life situation is for many a process of
intense and often contradictory feelings.
Confidence, courage and determination
as well as “not letting it get you down”
alternate with phases of depression, griev-
ing, anger, despair and sadness. Patience
and understanding for one’s own emo-
tional roller coaster is needed because
experiencing this changes are challenging
for the morale. But every type of emotion,
whether positive or negative, is legitimate
and comprehensible. Expressing these
feelings, for example by talking, crying,
moving around, making or listening to
music, painting, writing or taking up a
sport, can bring a sense of relief and
liberation.

“My partner keeps saying that all that’s
needed is to think positive thoughts and
all will be well. As if it is that simple! I
feel under pressure because I can’t bring
myself to have positive thoughts. Instead
I feel even worse. I don’t want to listen to
that anymore!” (Michel, 58 years, stom-
ach cancer)



Patients often hear advice such as “You
need to think positive and everything will
be alright”. Most of the time, they haven’t
asked for this “well-meaning” advice which
usually reflects the anxiety or helplessness
of loved ones who are trying to make
themselves feel better. This kind of advice,
also very present in the media, can build
up additional pressure. They tend to make
the patient responsible for the outcome
of his illness. Some patients are fearful
that their negative thoughts or feelings
can be harmful to the course of the dis-
ease. This fear is without foundation. It is
scientifically proven that a cure cannot be
enforced by positive thinking or a fighting
spirit. Emotions such as fear, sadness and
despair do not cause cancer and have

no negative influence on the recovery
process. They do not let the cancer grow
or spread.

No one can think positively all of the time.
One can only find inner balance by ac-
cepting every emotion, because they are
part of life. However, an active attitude
can at least give the feeling of contrib-
uting in some degree towards one’s own
wellbeing. If fear and despair come to the
fore and overtake daily life, maybe even
to the point of depression, professional
help should be sought.

My husband thinks that I’'m
depressed, and that it has
been caused by the illness.
Can depression in cancer be
treated by anti-depressants?
Does it make sense to take
medication to reduce my fear
of cancer progression?

The symptoms of depression with tiredness,
listlessness and exhaustion are often similar
to the side-effects and consequences of the
cancer treatment, such as fatigue. Cancer
related fatigue is a state of chronic physical,
emotional and mental exhaustion which is
very common and hardly ever improves with
rest. Fatigue is usually caused by the cancer
treatment. Whether one has a depression
or whether one suffers tiredness and ex-
haustion from fatigue is therefore important
to clarify as treatment will be different. To
make the distinction between tiredness

and exhaustion due to depression or due to
fatigue is mandatory in order to decide the
best treatment. Treatment of symptoms
always depends on the cause.

Cancer patients often have to take a whole
series of medication. Each additional med-
ication, including plant-based preparations
with antidepressant activity (e.g. St John’s
wort) available in pharmacies without
prescription, must be discussed in detail
with the doctor to prevent interactions and
complications.

Whether a drug treatment is necessary
at all depends also on the duration and
severity of the symptoms. Patients who
suffer from long-term depressive conditions



often benefit the most from a combination
of psychotherapeutic treatment and
psychotropic medication. For other patients,
psychotherapeutic counselling or advice

will be sufficient. For the cancer patient it

is important that the psychologist or psy-
chotherapist has an in-depth knowledge of
psycho-oncology.

Good to know: antidepressants are not
addictive, but only take effect after a certain
length of time (two to three weeks) and
have a number of side-effects.

In the short term, the doctor may also plan
to treat anxiety and sleeping problems with
tranquillizers or sleeping pills. These medi-
cations have a mood-stabilising, relaxing as
well as a sleep-inducing effect. In the long
run however, these drugs are not a solution
as they often lead to drug dependency. The
intake of preparations belonging to the ben-
zodiazepine group for example can cause

a patient suffering from withdrawal symp-
toms when he stops taking them. Anxieties
and sleep problems can also be alleviated
long-term with an anti-depressant.

It is good to know that relaxation tech-
niques and other coping strategies, so-
called sleep hygiene measures often can
help to restore a restful sleep. Psycho-
oncology knows a wide range of measures
to treat different states of agitation and
to positively regulate emotions.

Living with cancer

My partner and I actually
love each other a lot, but
since I started chemotherapy
I get the impression that he
doesn’t understand me very
well any more. Is it true that
a lot of couples separate
when one of the partners has
cancer?

Cancer means stress on many levels for
the relationship and can put it to a tough
test. As a result, a partnership can grow
and intensify or break up. The lack of
expressing one’s feelings after a cancer
diagnosis is one of the most frequent
problems for couples.

“Since I got diagnosed with cancer, I'm
scared of losing my partner. Even though
I love her very much, I'm often so irritable
and take it out on her, whereupon she
withdraws. I often get the feeling that she
doesn’t understand me. Sometimes I even
don’t understand myself anymore”, says
Joao (51 years old, oesophageal cancer).

While facing cancer, partners often feel as
helpless as those affected, and they don’t
always know how to handle it. For fear of
saying something stupid and intensifying
the pain even more, they sometimes
entirely avoid talking about feelings such
as fear, sadness and despair. Sometimes
their own fears and previous experiences
with cancer coupled with their attempts
to suppress these, lead to withdrawal

and distance in the relationship. If, for



example, a man’s mother died young

of breast cancer, this life experience will
again come to the fore when his own wife
is also suffering from breast cancer. He
can have the same old reaction pattern
he had before, such as withdrawal. The
cancer patient will then have the impres-
sion of being “left to his own devices” or
“misunderstood”.

Often, in retrospect, couples considered
showing affection, listening, sharing one
another’s fears and worries as well as
hugging as the most valuable and helpful
things while coping with cancer.

Even normal problem-solving strategies
are frequently affected when partners
face a cancer diagnosis. Many tasks and
roles have to be redistributed and that
causes stress: who is going to drive the
children to school when mum is in chemo-
therapy? Who takes care of the tax return,
if other worries press? What will happen

if the husband loses his job? Looking
back, couples say that they have found

it useful to create a climate where they
could speak openly about their emotions,
their thoughts and the tasks to be shared
by each member of the family. Respect
for the partner’s specific needs and a
conciliatory attitude are always quoted

as being important factors in resolving
problems together. Having pleasant and
shared rituals as a couple such as dining
out or taking walks together plays an im-
portant role in protecting the relationship.

Dealing with cancer can also bring about
positive developments for the couple.

When it is handled well, a deep feeling

of intimacy occurs and brings the couple
even closer together. Having endured
hard time together can enhance the qual-
ity of the relationship. The ability to speak
frankly and without reproach, managing
conflicts respectfully, showing each other
mutual support and consideration as well
as organising the future together can
have a favourable impact on the couple’s
happiness.

Statistically, we do not know how many
couples separate during or after cancer.
However, in general the cancer is not

the primary reason, but only the trigger
for a separation in an already difficult
partnership. Sometimes it can be helpful
to request psycho-oncological support in
the form of couple’s counselling in order
to help overcome the challenges posed by
the cancer.



Chemotherapy has made

me lose my hair and I can

no longer hide my cancer.
Anyway, I hesitate telling my
aging parents. Isn’t it better
to make something up to
spare them from the truth?

At the end of the day, there is actually

no right or wrong way to handle a cancer
diagnosis. The decision of who you are
going to confide in and who is going to be
openly involved in your journey remains

a personal one. If the diagnosis is con-
firmed, there are good reasons to tell close
family and friends. “False consideration”
for them is not a good advice.

Living with cancer

Elisabeth (62 years, uterine cancer)
worries about telling her parents: “I can’t
tell my parents, it would break their
hearts. Both are old and in frail health. I
don’t think they would survive knowing
about my diagnosis. But it is strange that
for a while now they keep asking me if
everything’s alright.”

The burden is always greater for the
patient if he decides to keep his cancer a
secret, since family and friends will never-
theless notice changes in behaviour and
emotions and will try to interpret them.
This can lead to misunderstandings. When
“keeping up appearances”, it becomes
more and more difficult and exhausting
to maintain open and intimate relation-



ships with friends and family. Even aging
parents will most likely notice that “some-
thing” is wrong. It can put enormous pres-
sure on a patient for inventing pretexts
and excuses all the time, or even lying to
parents. This leads to a bad conscience

or even a feeling of guilt. In the long run,
confidence will suffer and the relationship
with one’s parents will get worse. De-
pending on the circumstances, the patient
may risk missing out on an important and
useful resource in coping with his cancer,
as parents can play a supportive role in it.

In the worst case scenario, parents may
accidentally find out that their child has
cancer, leading to a significant loss of trust
which may undermine their relationship
for some time. In principle, it is better to
face up to the sad reality of the diagnosis
rather than keep it secret and mysterious.
Openness creates trust and security.
Suitably preparing to announce bad news
to parents, who may also be suffering
from serious health problems, is possible.
In fact, the choice of words has a big influ-
ence on how people cope with the news of
a serious illness or an imminent operation.

Everyone can see that I have
cancer - I feel so ashamed
that I’ve lost my hair. Since
the operation and the physical
changes, I no longer feel
attractive and I don’t want

to go out. Do others feel the
same?

Some people affected by cancer undergo
temporary or permanent physical changes.
Sometimes these changes are visible such as
a facial scar after surgery, sometimes they
are inconspicuous and only the person affect-
ed attaches importance to them. He wrongly
thinks that other people are always looking
at that bit of the body.

“Since the operation, it seems to me that
everyone would just stare at my scar. I've the
impression that no one looks at my face any
longer, but only at my neck. I feel so awk-
ward because of it and I think that the scar is
awful.” (Caroline, 33 years, thyroid cancer)

Quite a few patients think that they have
become less attractive and that makes

them lose confidence in themselves. Some
measure their self-esteem by their outward
appearance and therefore feel ashamed

by their new appearance, even to the point
of worthlessness. Grieving for their former
look and their raving about the changes

can seriously affect mood and, possibly,
affect other areas of life. Sometimes loss of
self-esteem can lead to social withdrawal for
fear of rejection or judgement. This is why it is
important to openly address these problems,
worries and fears.



Most women and also men regard the loss
of one’s own hair during chemotherapy
as a very visible sign of the illness. Loss of
hair may only be temporary and in the
meantime there are some very good wigs,
but still, this offers little comfort. First of
all, what is needed is simply space and
understanding for feelings of grief over the
loss (albeit temporary) of one’s hair.
Adapting to permanent physical changes
in particular requires a lot of time and
patience with oneself. It is sometimes dif-
ficult to accept the loss of one body part
or a physical function you could always
relay on. During this time, emotions such
as sadness, anger or disappointment can
occur. This is completely normal and pa-
tients should bring a lot of understanding
for themselves and their emotions. It may
be useful to unravel these sometimes
strong emotions with a trusted friend or
family member. Many people also find
comfort by participating in a supporting
group discussion. They learn that they are
not alone and that others are having the
same experience.

To restore self-confidence and wellbeing,
it is sensible to stay active and to continue
to engage in activities or find new ones.
Relaxation and physical activity in par-
ticular have a positive effect on physical
wellbeing and thus boost self-confidence.
Some patients report that, by asking good
friends, they have discovered what makes
them so valuable and lovable in someone
else’s eyes. Knowing it is their own helpful-
ness, their loving listening or their kindness
that others value can widen the patient’s
own perspective and increase self-esteem.

Living with cancer

The promotion of self-esteem during treat-
ment is a key issue in psycho-oncology.
Constantly bemoaning one’s look or a de-
pressive reaction after losing a body part
or body function can be an opportunity to
make contact with a specialist trained in
psycho-oncology.

Since I got cancer, others are
avoiding me. Good friends
have turned their back on me.
Does that only happen to me?

One’s social environment can offer
support and help. However, additional
problems may arise under the strain of
the illness. It can be painful when friends
act differently than expected, or in the
worst case turn their backs on you and no
longer contact you. Many patients have
the impression that their social environ-
ment changed with the cancer. There can
be multiple reasons why good friends or
loved ones suddenly distance themselves.
Often it is related to their own experiences
and fears about cancer; many people
don’t know how to handle it or what to
say. They therefore withdraw, often un-
consciously. But other patients report that
brand new friendships have been made
or that relationships have been formed
which were completely unexpected.
Psycho-oncologists often recommend that
patients take the initiative themselves
when they have the impression that a
person who is important to them slips
away. If so, openly expressing one’s emo-
tions and impressions without reproach
can strengthen a relationship or at least
provide an explanation.



Since the people around

me know that I have

cancer, everyone “walks

on eggshells”. Everyone
constantly tries to take
everything off me and I have
the impression that they all
think that I can’t do anything
anymore. Is it written on

my forehead that I can’t do
anything anymore?

Close family and friends often feel the need
to comfort and help the person affected by
cancer. Helpfulness is often synonymous
with practical support; the person who is
helping is happy to be able to do some-
thing. But sometimes this goes too far,

so that the patient feels too “managed”,
and has the impression that people think
him incapable of doing anything at all. On
the long run, this can lead to a feeling of
dependence, powerlessness and at worst
depression. People need autonomy and a
feeling of control, the satisfaction of being
still able to master certain aspects of their
life, despite the illness. When a patient gets
the feeling that his family spares him too
much, he should speak calmly and openly
about it. Because it is a new situation for all
involved, it is only natural and understand-
able that new rules must be established as
far as mutual relationships are concerned.
The patient should set out which tasks he
would like to continue to do himself and
which activities he would like to delegate.
To offer help and to accept it is sometimes
difficult and requires discussion.

Since chemotherapy, I feel
constantly overwhelmed. I can
no longer do my housework
and feel bad that I’'m no
longer managing my everyday
life. Am I just a burden for my
family?

Cancer is a burden for the patient, as well

as for the caregivers. There are times during
the illness where you feel overwhelmed. At
those moments loved ones can also feel
swamped. Difficulties in managing everyday
life and the changes involved in the distri-
bution of roles and tasks for the family (the
partner and children often undertaking the
housework and other everyday duties) can
give the patient a bad conscience leading to
a strong feeling of long-lasting quilt.

“Since I'm sick, it’s all bad. My husband

is totally overwhelmed by the additional
tasks and the children have to give up lots
of things because of me. It’s my fault that
we can’t go on holiday this year. I'm only

a burden for my family and without me life
would be easier for them.” (Carine, 44 years,
breast cancer)

But it doesn’t help to suffer or blame one-
self in silence. In the first instance, it can be
useful for the patient to recognise that it’s
the situation and not her who is the burden.
It is better to see the cancer as an uninvited
guest who upsets all normal routine and
requires new arrangements to be made.
Secondly, the patient should speak openly
to his family about upcoming changes and
the manner in which tasks should be redis-



tributed successfully on a temporary basis.
This is about bringing up difficult subjects
such as “offering help” and “accepting help”
and choosing the model which will best suit
the couple or the family.

Support can be provided by a psycho-
oncologist who will perhaps invite the

couple or the whole family to a consultation.

In particular, when the patient continues to
have strong feelings of guilt, it can be useful
to speak with the psycho-oncologist as this
could be due to a depressive episode.

Living with cancer




I have been on sick leave for
four months now. When I
occasionally feel better, I feel
guilty towards my colleagues
and I worry that they are
overworked because of my
absence. On one hand I feel
that, as my chemotherapy

is only every three weeks, I
could work in between, but on
the other hand, I don’t want
to feel under pressure. Is my
uncertainty normal?

At a time when workload is steadily
growing, many employees on sick leave

feel guilty towards their employer or their
colleagues. This is the reason why despite
the sick leave, they go to work, even though
they are not up to it. As absence can be
fairly long depending on the treatment, it
can lead patients to have a bad conscience.
Often a guilty conscience is only temporary,
but if it persists this can be an opportunity
to question it: Where does this guilty con-
science come from? What is the cause of it?
Is it because of the working conditions? Or
maybe of one’s own (excessive) demands?
Or perhaps too great a work ethic? An
outsider can help uncover and question the
triggers behind this.

“My colleagues often ask when I'm coming
back to work full-time, as I look really well. I
find it difficult to justify myself, but actually
I am very relieved at working half-time

at the moment. This allows me getting
back into professional life step by step.
Anything else would be too much for me
for the moment”, explains Marco (52 years,
lymphoma).

Some people may miss work; they long to
return to “normality” and a well-structured
daily routine. Other patients like to continue
working during the treatment because they
think of work as a means of helping them. If
the body allows it (and with the agreement
of their employer), there are various options,
such as the so-called progressive return to
work for therapeutic reasons, as work can be
an important source of self-esteem.

Others use their time-out to completely
concentrate on themselves and their treat-
ment. They use those phases of treatment
when they feel better to focus on self-care,
in order to regain strength in the long term.
The decision to continue to work during
the treatment is a personal one and should
always be taken together with the doctor.
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Returning to everyday life

“After treatment”

Basically everything should now be over, shouldn’t it? So why
can’t I just turn the page? Many patients eagerly await the last
chemo or radiotherapy to then find that they are disappointed
by the return to daily life, to life before cancer, when it doesn’t
turn out as easily as expected. Even the experts know that the
phase of life after successful completion of cancer treatment can
present real challenges as well as moments of crisis.

Here some topics that patients have to deal with during the

remission phase.

The chemo and radiotherapy
are over and the doctors are
very satisfied with the results.
There is no more trace of a
tumour, but I feel so weak and
tired. How is this possible?

Usually fatigue is a mechanism which
protects one from overload, a warning signal
so to speak. In the context of cancer and its
treatment, there can be severe fatigue which
can become an additional major problem.
This fatigue is a state of chronic physical,
emotional and mental exhaustion which is
very common and can last a long time, even
beyond the end of treatment. As opposed
to normal tiredness, fatigue in the context
of cancer is described by patients as being
much more intense:

“I have never been so tired in my life; it’s
like nothing I've felt before. The fatigue is
flooring me during simple household tasks
or even when I'm resting.” (Elisabeth,

49 years, breast cancer)

For some patients this state of exhaustion
can persist for months after the treatment
finishes. The reasons are many. On the
one hand, extreme exhaustion can be
attributable to the cancer itself and the
side-effects of the treatment. On the
other hand, in addition to physical causes,
psychological factors play a role. Usually,
it is only at the completion of the medical
treatment that the psychological process
surrounding the patient’s experience can
begin. It’s actually when everyone thinks
“now it’s over, it’s back to normal” that
this process really starts.



Pierre, suffering from colorectal cancer
at the age of 58, reports: “When all the
treatments were over and both the doc-
tors and my family were optimistic about
my future, I felt like falling into a huge
black hole. Only then started I to realize
what has actually happened to me over
the last few months.”

Experience shows that to build a “new
normalcy”, you need up to two years after
the end of the treatment. A lot of pa-
tience is needed to deal with the fatigue
but the good news is that this troubling
symptom, though usually very intense, is
mostly a temporary one.

I would so love to get back
to my routine again after
my long illness, but I feel so
exhausted. What can I do
about this?

At this phase, it’s important to look at
your own goals and everyday routine and
avoid making comparisons with what you
were capable of before the cancer.

“It’s incredibly frustrating, I was always

a well organised person and had loads of
energy, but all of a sudden the smallest
trifle looks like an invincible mountain.

I didn’t recognise myself anymore and

I felt like I had become dependent on
others” explains Roger (55 years, prostate
cancer), on his return to work.

Returning to everyday life

It is highly recommended to repeatedly
schedule short breaks during the day. It is
also very useful to learn a targeted relaxa-
tion technique, such as autogenic training
or progressive muscle relaxation. However,
sleeping during the day should be avoided
as this can disturb the day-night rhythm
and lead to insomnia at night. Overall, a
good night’s sleep is important. Too much
brooding over traumatic situations as well
as fears or depression can affect a good
night’s sleep. If this happens, it is best to
get professional help.

With the doctor’s permission, a regular
physical activity can be very beneficial.
Physical activity (preferably outdoors)
has a direct effect on mood, sensitivity to
pain and quality of life. Moreover, there
is a direct link between muscle mass and
fatigue.

Having a healthy and varied diet can be
an added way of feeling better as can
being more active. For many patients the
completion of treatment is an opportunity
to re-evaluate their diet.



Is it normal to feel so

little relief at the end of
treatment? Do other patients
also have a problem being
really happy when their
treatment is successful?

The psychological processing and coping
with the emotional burdens since the
diagnosis usually start towards the end
of the treatment. This kind of work is
extremely complex and consumes a lot
of energy. It can be accompanied by
multiple, often contradictory, emotions.
Feelings of shock, insecurity, anger, fear,
sadness, injustice, unreality, shame, guilt,
joy, loss, gratitude, despair and hope can
all come to the fore, each one playing an
important role in the process of assimilat-
ing the experience. This somewhat hard
process nevertheless helps the patient to
realise what has happened to him. They
mark the process of giving the patient’s
experience a place in his own biography
and adapting to the changed situation
over time. Anyone who runs a marathon
knows why he is tired at the end of the
day. Understanding and categorising
events since the moment of diagnosis

is just as tiring a process, but it is an
invisible one. It is like a computer software
programme needing a lot of memory

but which runs in the background. Being
aware of how many emotions play a role,
it is unrealistic to expect that joy alone
will be at the forefront of these.

“After my treatment, I was exhausted and
at first felt nothing at all. It was only grad-
ually that my joy for living came back.”
(Mike, 30 years, testicular cancer)

The end of treatment represents a new
stage which requires a lot of energy on a
practical and organisational level. During
the period of painful and time-consuming
treatments, daily tasks and routines often
had to be adapted. There are a lot of hos-
pital appointments and the side-effects of
the treatment call for more rest than usu-
al. These challenges often result in roles
being split differently within the family or
even organised with external help. All this
needs a lot of energy. After treatment,
roles may have to change again. Maybe

it will be a return to work. In addition to
psychological aspects, a whole series of
practical daily necessities needs to be
mastered. This can of course curb the
sense of joy at the beginning until, step
by step, the new challenges are overcome.
One of the biggest challenges is obviously
dealing with the uncertainty of whether or
not the cancer will come back.

Paula (55 years, lymphoma) describes this
situation:

“At first I didn’t dare be happy about the
end of treatment. The fear of a recurrence
and having to start all over again was
simply too great.”



My cancer treatment was
successful, but I’m afraid

it’ll come back. What will my
future be like? How can I deal
with these fears?

Through their cancer experience, survivors
feel the uncertainty and unpredictability
of life more vividly. According to many
patients, the idea of their own mortality
and death often preoccupies them for the
first time in their life. This can be fright-
ening. Even after successful treatment,

a feeling of insecurity and shock often
linger. For example, they are no longer
able to make long-term plans in a devil-
may-care attitude. Fear of a recurrence is
a permanent companion, at least for the
first few years. Life no longer seems to be
as predictable and controllable as before.

Fear of a recurrence is therefore complete-

ly understandable.
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Communication with an oncologist is
essential. The doctor obviously cannot
give a hundred percent guarantee, but

he can help to guide the patient and give
him advice about his fears. Instead of
endlessly focusing on dark thoughts, alone
at his home, it is recommended that the
patient should talk to the doctor. Many
patients find it useful to write down their
questions in advance and to have this
piece of paper at hand when they see the
doctor so that they don’t forget anything
important. Some patients bring someone
they trust with them to help out.

“When I felt anxious about the cancer
coming back, it was very helpful to know
that, no matter what, I wouldn’t be alone.
I’ve always tried to keep up contact with
friends and to tell them how I was getting
on. Even today that still gives me a feeling
of support.” (Marianne, 65 years, breast
cancer)




Franz (51 years old and suffering from
leukaemia) relies on a network of pro-
fessional help: “At the start of my illness,

I began to create my “own” multidis-
ciplinary support team. Depending on
what was worrying me at any particular
moment, I always had access to someone
I could speak to.”

Cancer is a complex disease which has
an effect on numerous areas of one’s life
and thus can perhaps be best managed
by a multidisciplinary team. This team
may, for example, include a specialist, a
general practitioner, a nurse, a psycholo-
gist, a physiotherapist, an occupational
therapist, a social worker, a chaplain, and
a dietician.

A cancer diagnosis not only pulls the rug
out from under the patient, it can also
undermine confidence in one’s own body.
Seeking positive body experiences may be
a new source of energy and strength and
will help to alleviate fear.

Overall, when one feels that life is out

of control, it is useful to look for ways of
bringing back that sense of control, e.g. by
a change of diet, the reduction of alcohol
consumption or attaining important per-
sonal goals. It takes time to develop new
attitudes and “positive” experiences to
help face the diagnosis, regain confidence
and make sense of it all. Psycho-oncologi-
cal support can be very beneficial in help-
ing to handle uncertainty and improve
emotional wellbeing.

I do not sleep for weeks
before a check-up and I
hardly think of anything

else except to hope that the
cancer hasn’t returned. What
can I do?

Just like the fear of a recurrence, stress
prior to a check-up is not pathological
but a perfectly normal reaction to an
exceptional and potentially life threaten-
ing situation. Fear and tension indicate
that the check-up is important and much
depends on its outcome. It is significant
for your one life.

However, if fear of a recurrence, or tension
and pressure before a check-up is too
overwhelming, consulting a psycho-
oncologist may bring help and relief. The
nervousness will probably not disappear
entirely but thanks to targeted techniques
and strategies, a sense of control can
gradually be reinstated.

“When, on the recommendation of my
doctor, I got in touch with the psychoso-
cial department of the Fondation Cancer,
I had little hope that it would be of any
use to me. But after a couple of sessions, I
was feeling better. Even though I still feel
somewhat tense, I now have tools I can
use to deal with my fear as well as getting
a grip on my sleep disorder.” (Michel,

64 years, prostate cancer)

Everyday distractions such as sport, music
and relaxation exercises can also help.
The pop singer Anastacia, 48 years old,
had her first breast cancer in 2003. In



2013, her cancer returned and Anastacia
opted for a mastectomy: “At the very

time I got my second cancer diagnosis, I
was at the studio just about to write new

songs. And you know what? I kept on writ-
ing them. Of course it was a difficult time,

but I tried to put some of this energy into
my music. And I think that that comes

over in certain songs on the album. To be
honest, the second time, I was much bet-

Returning to everyday life @ a

ter prepared. I knew that a cure was going
to take longer and that I was putting my
career on the line. But I also knew that

it was the only option possible for me. I
respect the fact that each person must
make his own decision. I don’t regret any-
thing and I feel more passion and love for
my music and for the shows than before”.




The illness has made me into
a different person. I’'m no
longer able to reach some of
my goals. What can help me
to find new goals in life?

Inspiration is something very individual.
Some find it in reading, others prefer di-
rect and personal exchanges with persons
in the same situation, for example, as
part of a discussion group for patients.
Yet others find inspiration in music, faith,
sports or art.

The Austrian neurologist and psychiatrist
Viktor Frankl (1905-1997) wrote a paper
based on research showing that the
people we admire most are not great

politicians or athletes but ordinary people,

just like everyone else, who've overcome
a difficult destiny in a positive way. He
demonstrated three methods as sources
of inspiration in the search for meaning

in life. First, dedication to a work, a good
deed or a project; secondly, devotion to

a loved one or the admiration of beauty;
thirdly, according to Frankl, is to transform

suffering into a human strength. However,

this last option can only be considered if
the suffering is actually unavoidable. If
suffering can be reduced or subsides, this
is obviously a priority. But, according to
Frankl, if a difficult situation cannot be
changed, one always has the option to
determine one’s own attitude towards
the situation. He describes it as the “last
human freedom — to choose one’s own
path”. By this he means the very personal
choice to choose one’s own way of
facing up to a situation which cannot be

changed. For Viktor Frankl, each person
has to find his own meaning of life, it
cannot be given. In the course of this pro-
cess, it can also be useful to take up old
hobbies or try out new activities. One’s
own intuition can be a sensible guide.
“The proof of the pudding is in the eating”
being the motto. It is not uncommon for
patients to retrain after their illness and
change profession:

“After my treatment I could no longer pic-
ture going back to my old job. It suddenly
became meaningless to me. In my new
job, I'll have more contact with people,
which I'm very pleased about. In the
evening I come home happy.”

(Noriane, 44 years, cervical cancer)

However, before being able to set out new
goals, it is normal to need time for oneself
as well as time to mourn the fact of
having to let go of old plans for one’s life.
This opens up the way to the future.



My priorities have
fundamentally changed. My
family, my friends and my
colleagues all say that I have
changed a lot and are not
always happy about these
changes. Is it the same for
other patients after their
cancer?

The answer is a clear yes. By confronting
a potentially life-threatening disease,
perceptions change. New values become
important and priorities will shift.

“The first time back in the office was
very difficult for me. Suddenly I felt like

a stranger in an once so familiar envi-
ronment. Relationships and interactions
with my colleagues also changed. Today I
have zero understanding with colleagues
who get upset because the machine’s
out of coffee, even though I know that I
would have reacted just like that before.
But, compared to life, how important is
coffee?” (Jos, 57 years, colorectal cancer)

At times, a feeling of alienation from
others may happen, as circumstances and
experiences have suddenly become too
divergent. This carries a risk for friendships
and relationships in general. Is there a
way to bridge the gap between these two
different worlds, to find some common
ground? Will both worlds align with one
another after some time? It can happen
that some relationships reach a point of
no-return, as the differences have become

so great that they simply cannot continue.
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“Some of my old friends are as important
for me as before, but there are also peo-
ple who are no longer part of my life. Our
attitudes and interests are just too differ-
ent. I'm now looking for friendships within
groups of patients, people who have had
the same experience as me and where I
feel understood.”(Marie-France, 73 years,
bladder cancer)

Some changes in priorities are temporary,
others may be permanent. A few patients
even speak about a change of personality
after their cancer experience.

During chemotherapy sex
was not a topic. Now I notice
that my partner is getting
interested in sex again, but
I’m still not in the mood. Is
this normal? What can we
do? Before all this, we were
both very interested.

During treatment body and soul are
focused on survival. It’s therefore under-
standable that other areas of life such

as sexuality are often pushed into the
background. After treatment, it is not
always easy to find the way back to a
fulfilling sexlife. There are some obstacles
to overcome and sometimes it is quite
simply a matter of time in adapting to the
new situation.



The biggest enemy of a fulfilling sexlife is
pressure. The more the couple wants it to
finally “work again” or attempt too hard to
strive for pleasure, the greater chance there
is that it will fail. It would be more helpful to
have an attitude of curiosity, to rediscover
one’s partner during a new stage in one’s
life, taking into account and accepting the
various changes rather than trying to fight
them. Interest, affection and devotion
instead of stressing about performance are
the keys.

Consequently it could be useful to talk
about and define a new “sexual framework”
which suits both partners. What did we do
before that is still possible and important
to both of us and should be maintained no
matter what? What familiar habits from be-
fore are no longer possible because of the
cancer or its effects? What new behaviour
could replace those habits? Are there any
new methods to try out in mutual respect
for one another?

It is essential not to reduce sex to the sole
sexual act, whether successful or not. A love
life does not just consist of the sexual act;
cuddles, familiarity and physical contact
are at least as important. These are what
give a sense of security and strengthen the
relationship.

Sometimes difficulties in a couple’s sexual
life are due to other problems. An emotion-
al issue for one or both partners or a conflict
in the relationship often reveals itself as an
absence of desire. If so, it might be worth it
to take a closer look -as a couple or with the
help of a couples counselling.

Last but not least: couples do not always
want to bring this subject up at a medical
consultation and there is not always a
medical solution to every problem but

it could be worth talking about it. The
doctor may have other recommendations
which could help the couple. It’s always
worth a try.

I certainly feel healthy again,
but my body is completely
different from before the
treatment. I don’t feel very
attractive. My self-confidence
is at rock bottom. Is there
anything I can do to feel
better?

The list of possible physical changes after
cancer and its treatment can be long:
altered hair structure, loss of body parts by
amputation, scars, weight loss or gain, co-
lostomy, changes in skin structure, sweating,
movement restrictions, concentration diffi-
culties, water retention, rotten teeth, lesions
in nerve endings in the extremities (modified
sensation either in the hands or the feet),
pain, loss of muscle mass and fitness. Some
changes are temporary, others permanent.

They can all have a negative effect on

body image and the way a person views

his body. Negative changes in body image
can jeopardize self-esteem. Self-esteem or
self-confidence, together with a positive
body image and satisfaction with one’s
own attractiveness, is directly linked to one’s
overall sense of wellbeing.






Josiane (46 years, breast cancer) confirms
this: “The hot flushes and weight gain
have greatly affected my self-esteem. This
often puts me in a very bad mood and I
am angry and irritable”.

“When my own negative self-image
started to burden our partnership and I
realised that I risked losing my husband, I
dared to consult a psychologist. She made
me draw my body. On her instruction, I
drew all the painful and negative physical
changes. But the psychologist also asked
me what was still working well in my
body. This question took me by surprise! I
had been concentrating so hard on what
I had lost that I had not even noticed

the other healthy parts of my body. The
simple fact of realising this helped me

a lot and I started to feel a bit better
straight away”, reports Andree. (51 years,
lymphoma)

Consciously taking note of healthy

body parts and maybe even looking at
healthy and reliable “body functions” with
gratitude, as Josiane has experienced,
gives a more holistic picture and can give
strength to handle negative changes in

a constructive manner: “It’s marvellous
to be able to go jogging again after the
breast cancer and to note just how far my
legs take mel”

Regarding perception, it is important

to see to whom the patients compare
themselves. The beauty ideals of the
twenty-first-century as seen in the glossy
magazines are unattainable for most
people, even the healthy ones. After

successfully completing a treatment, it
can be beneficial to patients to compare
themselves to how they were doing
during the treatment, and to consider the
improvements since finishing the chemo-
therapy.

Patients can also listen to their inner voice
and reflect on how they handle their own
thoughts and what judgements they are
making about themselves. What is the
result of these inner monologues and

are they useful or actually rather painful?
What is crucial, apart from handling

one’s own perception and thoughts, are
personal choices in, for example, diet,
physical activity, sport, a relaxation course
or meditation. For other patients, a course
teaching make-up techniques can be
useful or getting advice on colours when
buying clothes.

After a tiring time full of changes and
marked by uncertainty, it is important
to be able to get new positive physical
experiences once more.

“When the doctor prescribed physiother-
apy at the end of chemotherapy, at first

I had no desire to drag myself along to
even more appointments. I was so tired
and I have already had so many medical
appointments. However, after some
sessions, I started to develop new physical
sensations. The massages did me good
and for the first time for a long time I had
a positive body experience. It was won-
derful. My body felt much better.” (Mario,
71 years, lung cancer)



But what we have already pointed out
when talking about life goals, applies here
too. There is a period of grieving, of ex-
haustion, of disbelief and/or anger which
is perfectly normal and even useful before
being able to rebuild one’s life.
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My partner says “Now it’s
over. Look towards the
future!” But for me, it’s not
over yet, at least not in my
head. If we don’t talk about
it, won’t that harm our
relationship?

Yes, definitely. If partners cannot commu-
nicate openly, there is always a risk that
both are going to live in “parallel worlds®.
There is a growing danger that the couple
will become estranged and end up sooner
or later by having nothing more to say

to each other because their worlds have
drifted apart. Not being honest with each
other or not calling things by their name
increases the probability that both sides
will feel misunderstood and left alone, an
ideal breeding ground for misconceptions
which probably wouldn’t have existed
before. Considerations such as “I want to
protect my partner by sparing her from
negative feelings or from violent and
difficult thoughts” are actually counter-
productive. They prevent both partners
from thinking about solutions together
and making joint decision for the future,
whatever those may be. The result: less
togetherness and more loneliness on both
sides. It is in fact a sham protection which
weakens the whole family and implicates
that they are not fulfilling their potential.

So what should be done? It would be
better to define cancer as a common
challenge which should be faced with
frankness, honesty and courage. It is
important to be able to confide in one’s

partner and to be confident that they

will be able to handle their emotions and
thoughts. By speaking to a partner in a
respectful tone of voice about how they
are experiencing the problems in the
present situation, they will learn getting
to know each other and each other’s re-
actions better. Thus they will in time learn
to support each other instead of isolating
one another. The reward for this courage
is often an improvement in the quality of
the partnership with more satisfaction,
intimacy and a stronger bond.

“It was difficult for me to witness that

my wife’s worries really started once

the chemotherapy was over. During

the chemo she carried on courageously
without complaining. For me, the time

of her depression came as a surprise,

and I would have preferred to ignore her
problems. I was frightened of her reaction
but, to be honest, even more frightened
about my own reaction. A friend of mine
who had experienced something similar
encouraged me to try to talk openly with
Lisa. Looking back, it was the best advice
I have received in a long time. Today

we are even stronger than before. Our
marriage has acquired a depth which I
would never have dared to have imagined
before.” (Jean-Luc, 34 years)

Psycho-oncological practice shows that
many patients and some couples
experience a crisis just after the end of
chemo or radiotherapy. The timing is

not surprising. Sometimes, during the
treatment, there is little time to exchange
thoughts and emotions; it is more about



concentrating on everyday life and
survival. Not only that, but the protective
surroundings of the hospital are no longer
there after the last chemo appointment
and that can give the feeling of no longer
being “looked after”. In addition one must
confront the reality of returning to every-
day life, which can be difficult. Psycho-
oncological help can be very useful, also
in the form of couple’s counselling. If the
couple wasn’t already in a crisis before
the cancer diagnosis, this crisis could be
turned into an opportunity to make things
better and avoid any future threat hanging
over the partnership.
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My treatment was successful
and finished a few weeks

ago but I’'m sleeping very
badly and am often irritable.
I’ve got constant negative
images and thoughts running
through my head which are
difficult to control. Is this a
normal reaction?

Irritability, difficulty sleeping, nightmares,
stressful thoughts or pictures, unpleasant
physical experiences, memory loss, ap-
athy, indifference, being emotional and
overreacting as well as avoiding activities,
people or places can all be part of a nor-
mal reaction to the difficult and extreme

life situation, insofar as these symptoms
subside fairly quickly. But if they continue



for a prolonged period of time, it is in any
case recommended that the patient seeks
professional help in order to avoid the
chronicity of the symptoms.

Post-traumatic stress disorder (PTSD),
which is characterised by one or several
of the abovementioned symptoms, can
be a possible follow-up reaction to one or
several traumatic events. According to the
World Health Organisation’s International
Classification of Diseases (ICD-10) this
disorder “arises as a delayed or protracted
response to a stressful event or situation
(either short or long lasting) of an ex-
ceptionally threatening or catastrophic
nature, which is likely to cause pervasive
distress in almost anyone”. By threat it is
meant an exposure to danger of one’s
physical and mental integrity, or threat

to one’s own life or that of someone else.
The vast majority of cancer patients ex-
perience the diagnosis and/or treatment
as traumatic. The frequency of post-trau-
matic stress disorder in the course of a

serious illness is about 10 %. Patients can
be affected but their loved ones can also
develop this disorder.

There are effective psychotherapy treat-
ments to help reduce these symptoms or
to eliminate them.

“For a long time I suffered from haunting
nightmares which left me drenched with
sweat when I woke up. During the day

I was obsessed with thoughts about
what had happened and sometimes
even about dying. I wasn’t interested in
my family, often felt overwhelmed and
reacted aggressively. Until my doctor
sent me to the Fondation Cancer where,
with the help of a therapist specialised in
trauma and with EMDR (Eye movement
desensitization and reprocessing), I was
able to free myself relatively quickly from
the troubling symptoms.” (Tom, 60 years,
pancreatic cancer)
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The psychosocial department

A cancer diagnosis often strikes unexpect-
edly and disrupts everyone’s daily life.

The disease can be a long and unsettling
journey, both physically and psychologically.
Frequent exams, waiting for results, the
treatments and their side effects and the
unknown future can trigger a lot of fears
and anxiety. All the daily changes stemming
from the disease can be difficult to cope
with.

To help you cope with the disease, the Can-
cer Foundation’s psychosocial department
offers you psycho-oncological and social
support, as well as practical help to get
through the illness. Certified psychologists,
trained in psycho-oncology and psychother-
apy, and a social worker, compose the team.
A range of supportive care completes the
offer. It is free of charge for cancer patients
and their relatives.

The psychosocial service
offers:

¢ Psycho-oncological counselling during
and after cancer

» Social assistance

o Family aid

e Support in returning to work

o Cognitive rehabilitation

¢ Counselling in onco-nutrition

¢ Counselling in onco-sexology

o Care and workshops in onco-aesthetics

¢ Patient support groups

¢ Relaxation groups

e Sports groups

o Self-help group for men with prostate
cancer

To schedule an appointment with our

psycho-oncologists or our social worker,

contact the Cancer Foundation’s secre-

tariat by phone T 45 30 33 1 or by mail

patients@cancer.lu
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What is psycho-oncology?

Psycho-oncology is a relatively new field,
which aims to identify and support the
emotional, psychological, family and
social impact of the disease on people
with cancer and those around them.
Nearly half of all people with cancer
experience anxiety, depressive symptoms
or difficulties adapting to the diagnosis
and treatment. Over the course of their
illness, psycho-oncologists can help cancer
patients to deal with the difficulties
associated with the disease and its treat-
ment. The main aim of psycho-oncology
is to improve the quality of life of those
affected, so that they can cope better
with cancer.

This may include support in coming to
terms with the diagnosis, managing
emotions, coping with side effects of the
treatment and adapting to the changes
stemming from cancer. This support can
be provided during or after the illness.



The Fondation Cancer

For you, with you, thanks to you.

Fondation Cancer was founded in 1994. Many years of involvement and a proud record of
achievement have earned Fondation Cancer widespread recognition as a prime leader in the

fight against cancer. Fondation Cancer aims to reduce cancer mortality and morbidity rates by
waging an encompassing fight - by promoting research, prevention and early detection, improved
methods of treatment and rehabilitation and quality of life. Fondation Cancer supports cancer pa-
tients and their family throughout their journey and strives to ensure their rights. Fondation Cancer
works in collaboration with the health authorities but is financially independent.

Most of Fondation Cancer’s funding comes from private donations, with only 8 % of its budget
contributed by government.
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donors. If you wish you can support the Fondation’s actions by making a tax-deductible donation to:
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The Foundation Cancer is a founding member of the association ,Don en Confiance Luxembourg'.
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