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1. Target Readership
The target readership are all people, who are interested and involved into the establishment of a new
childhood cancer survivors group, or who are already part of an existing group and trying to keep it
going. It doesn’t matter if the readers are Long Term Survivors (LTS), parents, doctors, nurses, social
workers, friends of affected persons/families or someone else.
ICCCPO published a handbook “Your group is not alone” in 2008. The aim of the ICCCPO handbook
is to support parents and parent groups, especially in developing countries, to establish a new group
or to keep the already existing group going. These main objectives are the same as those of the survivors and survivor groups. Therefore, the handbook of the ICCCPO served as a model for this ICCSN
handbook ‘Establishing a survivor group and keep it going’.

2. About the childhood cancer survivors group handbook
The handbook doesn’t offer unique solutions for the establishment of survivors groups or for the leadership to keep a group going. It should be seen as a guide to draw your own conclusions and in consequence, to use this information to build your own model which fits best.
This guideline can be divided into two parts. The first part deals with the establishment of a group,
explaining the necessity of a survivor group, the different offers for survivors, how to raise awareness
for the group and how to keep it going. The second part illustrates already existing groups from all
over the world and there it can be seen that, for instance, the organizational structures or financial
situations vary between the groups. See this handbook to get ideas and an input for your specific local
or national situation. On the one hand it can be a good tool for a kick-off meeting if you start a group
and on the other hand a good tool if you are redefining the aims and structures of your group.

3. Introduction
The worldwide population is about 7 billion people and 2.2 billion are children (2011/2012). However,
80% of these children are living in developing countries.
More than 175.000 children are diagnosed with cancer each year worldwide. Therefore, cancer is the
second common cause of death in upper-middle income countries and the fourth common cause of
death in lower middle-income countries among five to 14-years old children.
Approximately 70% of childhood cancers are curable if they are diagnosed early enough and treated
with the appropriate protocols. But 85% of children diagnosed with cancer live in developing countries
and cannot benefit from the advanced medical treatment. As a result 100.000 out of the 175.000 diagnosed children die, because they do not receive curative care, only rare palliative care and no pain
relief.
Nevertheless, the survival rate has improved dramatically in developed countries (as Europe and the
USA), especially since the 1950s.
For many survivors the life after cancer is another challenge, because they may have to deal with late
effects, which can be medical and/or psychosocial, and additional topics, which are often not present
in the life of a ‘normal’ child or adolescent.
Therefore, survivors groups are important as an interest group for survivors of childhood cancer.
1
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4. Necessity of a survivors group
4.1. What does it mean for survivors themselves to have survived a childhood cancer
illness?
The treatment time has not failed to leave its mark on patients: The patient has to deal with fears, also
death and isolation of the social network. Additionally, it is also a time, which can influence family
members, friends and relationship and may have effects on that. Personnel changes should not to be
underestimated, because the treatment and life after cancer can have effects on the feeling of the own
body and also on the self-esteem.
The experiences show that the quality of life of former childhood cancer patients is characterized by a
diversity of differences. There are survivors who have not any physical late effects or psychosocial
difficulties; on contrary others have to deal with them.
Some late effects can lead to new dependences for the survivors towards parents or public institutions, because for instance it can be a problem for survivors to find a proper job and the survivor
themselves cannot earn his/her living, if they have to deal with physical handicaps (cognitive problems, less ability to concentrate, walking disabilities etc.).
In a lot of countries being a survivor is a future stigma for the person. Also for those who don’t have a
visible late effects just the fact of having cancer can have negative effect on the personal life. A childhood cancer illness can have effects on the future life, because, for instance, until now childhood cancer survivors are discriminated within insurance companies Not to forget are the personal effect of
dealing with late effects. For example infertility can come up as a future topic.
These different circumstances affect if survivors want to have more or less contact to other survivors.
For some of those it is a possibility to be integrated in a group and to have contact to other survivors,
and not to have the feeling of being different. The peer group is a very important tool for dealing with
the own experiences.

4.2. Why is a survivors group helpful and necessary?
In 2007 ICCCPO made a Survivors Groups Questionnaire with the focus on “What helps to sustain
Survivors Groups”. CLIC Sargent defined three main topics in the analysis of the questionnaire “why a
survivors group is necessary”:
a) “Social contact”: It is very important for childhood cancer survivors not to feel alone, because
being part of a group and having a social network of people, who have made similar experiences,
might have a positive effect on quality of life. The possibility to get in touch with other survivors,
personally or virtually, is necessary.
b) “Sharing”: This is referred to the different ways of exchanging experiences within a group. Share
information, share knowledge and get advice from those who had childhood cancer, because this
can strengthen childhood cancer survivors. Members of a survivors group feel understood, less
alone, and they can strengthen their self-esteem.
c) “Giving Back”: Giving hope to others who are living with cancer is very important for Survivors.
One good example is the mentoring program. In some countries former patients visit current patients during their therapy (More information about this project see xx page).
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There are strong differences in quality of life after suffering of a childhood cancer, because some survivors don’t have any physical or psychosocial late effect, but others have to deal with one or more
late effects. These physical late effects can range from walking disabilities, living with prosthesis, hormone status to cognitive impairment, less able-bodied and many others (it is not possible to name all
late effects, because it differs between illnesses and treatments). Psychosocial difficulties can appear
as social isolation, in finding friends, depressions, fatigue, less resilient or having problems finding a
job. Additionally, former childhood cancer patients can be confronted with societal barriers, like insurances (don`t get a live insurance, private health insurance etc.), driving licence or disability. These
fields show a discrimination of survivors in their future life.
Survivors, who are linked and integrated in a survivor network/group or organisations don`t feel alone
and find support in dealing with these existing difficulties and barriers. Survivor networks, groups and
organisations can be seen as an important and essential support group.

4.3. When is a survivors group helpful?
It is a very individual and personal approach for survivors if survivor groups and the contact to other
survivors are helpful. The possibility to get in touch with survivors should be available at any time,
when requested.
Some survivors want to have contact to other survivors directly after the end of therapy. For those
survivors special aftercare camps are offered in a lot of countries. Camps where they can recover,
enjoy time, have fun with other survivors and strengthen their self-esteem. Other survivors don’t want
to have contact to other survivors directly after the treatment, they don´t want to hear anything about
childhood cancer, children`s hospitals and other topics handling with cancer. They just want to go
back to their normal life. Years of experiences show that those who don’t want to have contact to survivors directly after the treatment want to get in touch with other survivors some years later. This could
be a point in time where the consequences of treatment or the view of his/her own life after cancer
becomes a topic in their life.
In every lifetime the contact to other survivors can be supportive for childhood cancer survivors. Having the possibility to get in touch and exchange experiences (personnel, knowledge, medical) is very
important.
Camps are a very common and an important support after the therapy. In some countries these
camps are only for survivors until a defined age, e.g. 17/18 years, and are only once a year. But for
those who are older aren’t any offers and being a survivor doesn’t end with a defined age. A lot of
survivors want to have a regular contact to other survivors during the year and especially those survivors, who have to deal with late effects, because they are sometimes confronted with social isolation
(very often brain tumour survivors). These circumstances (age, offer and quality of life) highlight that
there is a high necessity of survivor networks/groups and organisations within a region or country.
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5. Definition and structure of survivors groups
5.1. Definitions
5.1.1.

Survivors / Long Term Survivor (LTS)

A survivor/LTS is (i) a person, who suffered as a child / an adolescent (0-18 years) from a childhood
cancer, (ii) a person treated (as a child/adolescent) at a children’s oncological ward, (iii) a young adult,
who suffered from a childhood cancer.

5.1.2.

Group

A group is a number of individuals working together, because of a joint similarity, to achieve a common aim.

5.1.3.

Survivors group

A survivors group is a union of survivors, who have commonalities within their group. The group wants
to achieve specific defined aims and therefore, it provides different offers. An own structure within a
group is needed and has to be defined precisely to enable an efficient working relationship.
A group can be an own organization, which means being a legal entity (e.g. CanTeen New Zealand)
or can be a part of another organization. There are different possibilities for being part of an organization: (i) parent organization, e.g. Germany, Austria and Japan; (ii) hospital (e.g. Germany Prima Klima). Moreover, groups may also develop, for instance, from being part of an organisation to an legal
entity, as the Greece survivors group did.

5.1.4.

Network

A network is an interconnection of people. It has a loose structure, but with a common aim and regular
meetings. A group is a part of a network and the people belong to a group, because of a joint specific
reason.

5.1.5.

Survivors network

The survivors network consists many survivors and most of them belong to a specific group within the
network, like being from the same country. The ICCSN is such a network and there it can be seen that
it includes people with different nationalities and a lot of different groups, but all have one common aim
and also regular meetings, which can be attended by all network members. The aims of the ICCSN
might be similar to the aims of regional groups, but they might also differ.
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5.2. Different levels of collaboration
The collaboration of survivors can be obtained at three different levels: regional, national, and international.

5.2.1.

Regional level

Regional survivors groups have in many cases an own structure, with defined leaders. These groups
offer meetings and activities for survivors on a regional level. Moreover, these groups may also have
mentors, who visit children in the hospital and other small projects, maybe in collaboration with the
national level.

5.2.2.

National level

The survivors group, which is working at the national level is different from the regional level. This
group tries to enable a working relationship between the regional groups and offers the regional
groups different kinds of resources, such as posters, folders, or a common webpage. Therefore, the
aims are also different.
The objectives of the national level are more organizational ones, such as:
−
−
−
−
−
−

Raising public awareness
Raising public advocacy
Organize projects, workshops, training courses, …
Offer resources, like knowledge, experiences, posters, folders, …
Share ideas, between regional groups
Support interaction between groups

Don’t forget the importance of the interaction of regional survivors groups, because this can save time,
resources and helps each group!

5.2.3.

International level

The third level is the international one. This level has basically the same aims as the national survivors
groups. The international meetings should encourage survivors of different countries to work together
to exchange ideas, experiences, knowledge, and many other resources. Examples for international
meetings are: ICCCPO (continental and international meetings), ICCSN, and PanCare Europe.

5.3. Who might start a survivors group
The funding of a survivors group may be initiated by everyone who is interested into this topic. It’s
unimportant if it is one person, who is a survivor, parent, doctor, nurse, etc. or if it is a group of people.
But it is necessary to know the current situation of the survivors and to know how to get in contact with
them. The last very important fact is that funding a group is team effort!

5
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5.4. Build up a management / leader / group
Building a management team within a group allows a more professional and efficient work. Therefore,
an organizational structure has to be introduced. This means to define for instance leaders, board
members and/or regional structures. Each person has to know his/her role within the group and
his/her responsibilities. The next step is the definition of the aims of the group, because these objectives give the group a specific identity and point out the way for future. Moreover, the creation of
guidelines and rules is necessary to have a good working relationship. To enable a good communication between all members, each member should be within easy reach. It should be also arranged,
which information is only for group members and which one is also for third parties. Also the definition
of a working plan is an important step to reach defined aims.
Currently there are a lot of different organizational structures within survivors groups and some of
these are explained in the appendix. Look at these structures and maybe you will find or adapt and
already existing one for your group. Using this information may help you to save some time and personal effort and gives you new ideas.

5.4.1.

Definition Leadership

Leadership is the art of motivating a group of people to act towards achieving a common goal. The
leader is the inspiration and director of the action. She/He is the person in the group that possesses
the combination of personality and skills that make others want to follow her/his direction.
A successful leadership – among other things – involves communicating, inspiring and supervising.
There are many different ways of leaders and of leading a group (e.g. the authoritarian leader, the
democratic leader, the laissez-fair leader etc.).

5.4.2.

Structure of a group

Find three or four others who are willing and interested in building a new group or re-building a past
group. This group will be your core group. Members of the core group should have similar interests,
but should also have different skills and experiences. Talking to a wide range of individuals is one of
the best way to recruit group members. Your enthusiasm will be contagious!

all survivors
peripheral
members
attending
members
core group

leader

Figure 1: The figure illustrates the structure of a group.
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5.4.3.

Organizer

An organizer is a person of vision, who organizes, is reliable and dependable, open to hard work but
still open to learning, listens carefully to others, accountable, studies other organizations, remains
grounded in the community, is patient and persistent, speaks in a language that others understand,
knows that change can`t be made by loners, takes care of themselves and all group members and
teaches others to become organizers.
Some rules for organizers: listen carefully (to music & words, to heart & mind), speak your own truth
truthfully, from your own experience, your own knowledge, your own heart (don`t try to be all-wise)
and try to get feedback.

5.4.4.

Delegation

Delegation is one of the most important leadership skills! Good delegation saves you time, develops
you people, grooms a successor and motivates. Poor delegation will cause you frustration, demotivates and confuses the other person.

Delegation tasks should be SMART or SMARTER:
S: Specific
M: Measurable
A: Agreed
R: Realistic
T: Time bound (time limit)
E: Ethical
R. Recorded

9 steps to a successful delegation:
1.
2.
3.
4.
5.
6.
7.
8.
9.

Define the task
Select the individual or team
Access the ability (& training needs)
Explain the reasons for delegating
State the required results
Consider the resources required
Agree on deadlines
Support and communicate
Feedback on results
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5.5. Check-list: Starting a survivors group
All starts with a good idea and it needs people, who are inspired and willing to work together and want
to develop a survivors group.
−
−
−
−
−
−
−
−
−

What is the purpose of the group? (aim, vision, mission)
Who should be included?
Define a group name!
How can the group grow?
Where, when and how often should we meet?
How will we make decisions?
How will we meet the needs of our members and the needs of the community?
What do we want to offer?
What are our resources?

8
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6. What can be the programmes/activities of survivors groups?
Childhood Cancer parents organisations offer a lot of programmes for families during therapy and after
treatment. The activities of a survivor group can be a part of this offer.
As a survivors group it is very important to define which activities should be offered. The activities/programmes should be guided by the needs of survivors in the region/country. But how can survivors perceive their needs? One possibility is a kick-off event, to organise a meeting with survivors,
where they can collect and define their wishes, needs and topics they are interested in.
Additionally, it is important to have a look on the resources within the survivors community to offer
comprehensive and sustainable programmes for survivors. Who would like to do something? Everybody can be integrated on this way and the interests of survivors can be taken into account. This step
can be a good (pre-) work and sustains a group for the future. Through sharing of duties, the individual
group members get a feeling of being important and being an essential part of the group. Furthermore,
this helps to take over responsibility.
The following chapters deal with concrete survivors activities, which cover the needs of long term survivors.

6.1. Survivors meetings
Survivors meetings can range from very informal meetings in a pub to meetings in the office of the
organisation (parents organisation or survivors). It is not recommended that such meetings take place
in a hospital, because the sphere of a hospital might have effects on individual members, especially if
negative experiences are connected with it or if the area induces bad feelings.
The needs of survivors attending survivors meetings can be as follows:
−
−
−
−
−
−

Exchange experiences
Get to know survivors
Having fun, feeling of easygoingness
Meeting “old” friends, getting to know new friends, don´t have the feeling of being social isolated
Information transfer (next activities, advise, support, …)
Attractive activities

The exchange of experiences and information can be only within survivors or also, as an additional
support, with a facilitator. Sometimes it makes sense to arrange a facilitator, who can arrange that
everybody is heard and is part of the group. These meetings can cover a special topic, like illness
related ones or topics, which are currently important for survivors. It is crucial that everybody has the
possibility to talk.
Additional issues which have to be considered when organising survivors meetings:
−

Budget of the group activities, where to get money from:
• Budget from the survivors
• Get a sponsoring from parents organisation
• Survivors organisation has an own budget or funds
9
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−

The location of the survivors meetings has to be considered, because where the meetings
take place is an essential question
• Has to be conveniently situated
• Accessible for everyone

Regular survivors meetings and activities within a region can be a good support for survivors, on the
one hand for those who want to take part at meetings occasionally and on the other hand for those
who haven´t got a lot of social contacts and therefore, the survivors are a special pillar. In both ways
survivors activities are a good assistance and support in the quality of life of survivors.

6.2. Mentoring project
In the last years one project has become more and more interesting and meaningful for survivors – the
so called mentoring project or peer support. Former childhood cancer patients become a mentor for
current patient in the paediatric oncological ward. They visit patients in the hospital and are a dialogue
partner for current patients.
The aim of this project is to exchange experiences about the treatment, social network, school, life
priorities, life after cancer and much more. The survivors want to give hope to the patient and support
him/her during the treatment. The visit or dialogue should be patient focussed, that means to recognize the needs and topics what for him/her is important.
The visits to the hospital should be in regularity as it is for the resources of the survivors possible. It
differs about the resources of the individuals (one a week, every two weeks, once a month’s), only
personal or also via sms or email etc. It is very important to create a concept at the beginning and also
to integrate people, who are helpful in the implementation of the program (childhood cancer parents’
organisations, psychologist in the hospital, physicians, nursing staff …). One proposal is to make a
kick-off meeting, with survivors who are interested in, to start the discussion process how to do it. Additionally, it is very helpful to make this with a facilitator or if there are survivors who have special skills
within the survivors groups.
Currently known mentoring programs are offered in Austria, Finland, Germany, Greece, Sweden and
The Netherlands. The offer, which procedure, how often, how to get in contact etc, differs between the
countries, but the aim is the same.
It exists a special preparation for the survivors in all of these countries, which is based on the needs of
the survivors, which means that the survivors themselves are very strong involved in the definition of
how this preparation courses should be. A training course can give a lot of support and self-esteem for
the survivor if he/she is going back to the hospital.
The main focus of such a training course lies on self-reflection, communication training and information about cancer in childhood and adolescents, hospital structure and what has to be considered to
go to the hospital, e.g. hygiene. The duration of a training course differs between the countries and
range from one/two weekends to eight weekends.
An overview of existing mentoring programmes you find on the ICCCPO website, under following link
http://cms.onlinebase.nl/userfiles/c1icccpo/file/Comparison_Mentoring_Programm_FINAL.pdf.

10
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6.3. Other activities
Survivors meetings can also include activities like going to the cinema, playing games, bowling, go to
a Christmas market, visit a museum or exhibition, painting or sport events. The wishes, needs should
be in the centre and the group should be open for new ideas of survivors.
It is very important to request what are the concrete needs and wishes.
The attendance of survivors at international congresses, conferences or meetings is also a special
possibility to support the exchange of survivors. The annual SIOP congress, which is held by professionals of the paediatric oncology, is one of these possibilities. During this congress ICCCPO and
ICCSN has its own conference program, where survivors can meet and get latest information about
interesting topics within the paediatric oncology.

11
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7. How to take notice of survivors activities
It is very important for a survivors network/group or organisation that other survivors and professionals
within the paediatric oncology take notice of existing offers for patients and survivors. The communication and public relation shouldn`t be underestimated, below some tips which need to be considered.

7.1. Define your aim
After you have finished the process, with other motivated survivors (a group), of defining your aim and
needs of a survivors network/group/organisation, you have done a lot of work. Because from that date
you know what you can communicate and so that others get interested. Keep in mind, when you decide to communicate to the public, first you have to think what you will do with the people/survivors
who will get in touch with you. What do you offer to them!

7.2. Public relation tools
Here you find some public relation tools, which help you to communicate to survivors and the public
and others to get aware of survivors activities and the offer.
−
−
−

−
−
−

Website: First you have to think about the structure and how you will present the group and
the activities and other information to the public.
Folder and poster: Design a folder and poster and disseminate it at hospitals, parent organisations, out-patients ambulances or long-term follow-up clinics.
Writing a letter: When you are at the beginning and you want to address new survivors, who
should be aware of survivors activities and should get in touch, a good possibility is to organize a kick-off event. One possibility is to write a welcome letter to survivors and invite them to
a meeting or keep them updated. Additionally, name a contact person, so that people can get
in touch immediately or later.
Newsletter: This is a good tool to give regular news to the survivors and also to the public
what is going on within the survivors group.
You can write articles in newspapers of a regional or national childhood cancer organisation
or maybe your group has an own newspaper.
Social networks: Nowadays social networks, like facebook and twitter are an easy possibility
to get in touch with other survivors. It needs only a few clicks to establish a group on facebook, this gives the possibility to exchange and get in touch with other survivors.
Attention: please, keep in mind which data and information you reveal, because you don´t
know what will happen with the data and who else is reading it. The aim and the decision using facebook as a communication tool for survivors has to be considered carefully.

12
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7.3. Work with other stakeholders
It is very important to get in touch with people who are working within this field and are able to support
and communicate your offer. These are representatives of parent organisations, psychologists, doctors or nursing staff. Your stakeholders are others who may have an interest in what you are doing.
Create positive relationship with them. The best way is to arrange a meeting with those people. The
personal contact is so important and can help a lot to build up a good relationship. After this step keep
the people informed as much as it is necessary, but do not overload them. If they get the information
about activities etc. they can communicate the offer to others.
Gaining the support of stakeholders provides validation that the intended purpose is important. Their
support will come once you have demonstrated that the group is necessary.

13
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8. How to keep a survivors group going
It is not always easy to keep a survivors group going, because it depends on a lot of different factors
and some of them cannot be influenced by the group, the leaders of a group, or the board members of
a group. One common problem is that the groups are very small, especially regional groups. So the
possibility that a meeting does not take place is much higher as it is for a huge group. Another impact
is the regional structure, as public transport. So if people are dependent of a bad public transport the
group is influenced. The last important factor is the number and age of children/adolescent who are
treated in the regional hospital, because this influences the number of survivors and therefore, also
the number of survivors in a group. Nevertheless, the following two chapters should give you some
advices and might help you.

8.1. Practical advices
The most important fact is that a survivors group involves all survivors, independently of any late effect
or not. If the group is huge enough it is sometimes also proven as good to offer two kinds of meetings,
one with facilitator and one without. A survivors group should never exclude a survivor!
The meetings/activities of the group should always be within reach for most survivors and at an adequate time. It is also advantageous if the meetings are regularly, because otherwise survivors might
lose their interest in the group. A defined room, pub, coffee house, et cetera for meetings allows an
easier access for new survivors. However, it should be prevented to meet in the hospital, because
some survivors do not feel convenient there, and maybe do not want to attend the group because of
this reason. Another important component of such meetings is ‘trust’. The participants have to trust
each other, because this is an essential reason for attending a meeting and therefore, it keeps a group
going.
The topic and kind of offered meetings should vary throughout the year and the dates should be announced as early as possible. Therefore, it is also very useful to ask survivors themselves, which kind
of topic/meeting they prefer and consequently there is an offer for nearly everyone. Sometimes it is
necessary to offer different kinds of meetings, because survivors have various needs and reasons for
motivation and this implies the importance of varying the offers.

From the organizational point of view it is always important that a group establishes contact to other
groups. The leaders should also try to communicate information between the own group and other
groups. Workshops are a good tool to promote the interaction between groups, for instance within a
country to meet all representatives of the regional survivors groups (once or twice a year). As mentioned in the chapters before, a good interaction and communication is a very fruitful tool to achieve
the aims of a survivors group!
Another objective fact is that ongoing public relation (use any kind of media) and the contact to parents organizations, doctors, nurses, psychologists, et cetera, is very important. The group should be
always visible for third parties. This helps the group, for instance, to be taken seriously, to get a budget from donations or the parents organization, et cetera and of course also to catch new survivors. If
you are part of an organization it is always very helpful of you have one contact person and of course
if the relationship is a good one, because you should not hesitate to ask this person.
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APPENDIX I

Survivors Austria
Written by Sabine Karner, Michaela Willi

AUSTRIA
History of development
In 2003 survivors
urvivors from Austria participated in an ICCCPO congress for the first time. The exchange
with survivors
vors from other countries was very fruitful and motivated all to create similar offers for survisurv
vors. This experience encouraged the Austrian survivors and so they started
d to be active and estabesta
lished the Austrian survivors
urvivors network with help of the “Austrian
an Childhood Cancer Organisation”.
Organisation” The
first meetings were held in Vienna and afterwards also in Linz and Innsbruck.
During the first years of the network the main focus was on offering regular survivors meetings for the
exchange of personal experiences. By and by the number of survivors, attending the meetings,
meetings increased and at the same time also the variety of activities and programmes. The small network quickly
developed into a group with an organisational
organis
structure.
Meanwhile the Austrian survivors
urvivors have
hav a range of activities to offer like different kinds of meetings in
many Austrian cities, mentoring programs
program and workshops. Moreover, there are survivors
urvivors groups in five
Austrian cities (six Austrian cities have paediatric oncology wards), Vienna, Innsbruck,
Innsbruc Linz, Klagenfurt
and Graz (Figure 1).

Figure 1: The Austrian childhood cancer organisations
organisations are illustrated by different colors and the regional
locations of survivors groups are marked by flowers.

www.survivors.at
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Organisational structure of the Austrian survivors group
roup
a)

Separate organisation or part of an organisation (e.g. parent organisation)

The Austrian survivors group does not run an organisation of its own, it is a group within the “Austrian
Childhood Cancer Organisation” (parents organisation).
For better understanding here is some background information about the structure of the parent
par
organisations in Austria (Figure 2)):: The structure is federal and similar to the official structure of the
state. It consists of the “Austrian
Austrian Childhood Cancer Organisation”
Organisation and
d six regional organisations which
are named by the region for which they are responsible. All childhood cancer organisations
o
are coequal and independent.
rganisations are located beside paediatric oncological
oncolog
wards and they
The regional childhood cancer organisations
are responsible for the area from which the patients come (Figure 1).. Their main work is the support of
families whose children are in treatment.
treatment
The “Austrian
Austrian Childhood Cancer Organisation”
Organisation is the only one which is not directly linked to an oncological ward. The focus of its work is on psychosocial
psyc
aftercare of children and adolescents
adoles
and their
families on providing information material for concerned families as well as raising awareness, exe
change on an international level and political lobbying.
This organisational
ational structure influences the situation and location of survivors groups especially
espe
the
hierarchy.

Figure 2: The organizational structure of the Austrian survivors and the Austrian childhood cancer orgao
nisations and their interactions.

www.survivors.at
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b)

Leadership of survivors

The Austrian survivors group has one “umbrella group” and five regional survivors
ivors groups (two groups
of these are very new and still in development). Each regional survivor group fits to a regional childchil
hood cancer organisation and the umbrella
umbr
survivors group belongs to the “Austrian
trian Childhood Cancer
Organisation” (Figure 2).
The umbrella survivors group has two leaders and each regional survivors group has one or two leadlea
ers.
From the beginning of the Austrian survivors group a workshop for
or the leaders of survivors groups is
organized annually. It iss a very important occasion for sharing activities, ideas, reflection and future
plans of survivors work, motivation for group leaders, communication, discussion of problems etc. It is
a weekend workshop
op supported by a facilitator.
The regional groups have a strong interaction with the umbrella survivors group to share experiences
e
and work. This means that the umbrella survivors group supports the regional groups with public relation material like
e website, leaflets and posters and regional survivors groups exchange mainly ideas,
like finding new survivors or offering activities.

c)

Target group

rian survivors are young adults who have had cancer in childhood or adoThe target group of the Austrian
lescence.

d)

Aims and principles of the survivors group
−
−

−
−

−

We take care of children and adolescents who have been diagnosed with cancer and give
support in handling their situation in treatment as well as after therapy.
Nobody suffering from cancer should feel alone. To be a survivor means to be a part
p
of a
group and everybody should have the possibility to get in contact/get in touch with other survisurv
vors.
We are focusing on the needs of children and adolescents with cancer. Uncertainty shall be
reduced by meetings, talks
alks and exchanging of experiences.
experiences
In our meetings we try to create a friendly, understanding and appreciative atmosphere.
atmosphere Survivors can exchange their thoughts and feelings with others who have made similar experiences.
We are an interest group for survivors
surv
of childhood cancer. Survivors often have to handle late
effects – medical and psychosocial – and they have a lot of questions (e.g. to find a job, disdi
ability etc.).

www.survivors.at
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Ressources und infrastruc
nfrastructure
a)

Activities of survivors
ivors groups – what do we offer

Survivors
urvivors meetings take place in Vienna, Linz and Innsbruck. The monthly meetings
meetings are very different
and depend on the needs of the survivors and the regional structure. Some survivors meetings take
ta
place in a pub and others in the office rooms of the childhood cancer organisation
sation with or without a
facilitator. There
here are also meetings with different activities, like going to the cinema, painting, visiting
museums,
s, having picnics, carnival parties,
parties beating drums or sportive activities.
Once a year, a summer party for all Austrian survivors takes
takes place. This meeting is organised each
year by a different regional group.
There are also seminars moderated by a facilitator. The aim of these seminars is personal developdevelo
ment, strengthening of personality and self-confidence
nfidence and support of the individual social network.
Since 2004 Austrian survivors visit patients in paediatric oncological wards (Vienna, Innsbruck,
Inns
Linz
and Graz). As a preparation for this task a special mentoring program is offered which consists
c
of several modules: Introduction module (one
(
weekend, 20 hours), self–awareness
eness and psychosocial traintrai
ing (four weekends, 80 hours) and communication training (three
three weekends, 60 hours).
hours All courses
are held by professionals.

b)

Communication
−
−
−
−
−
−

c)

Website – www.survivors.at
Leaflet
Poster
Survivors newsletter
Facebook group
Newspaper of childhood cancer organisation

Funding and support

The financial situation of each group depends on its local childhood cancer organisation. This
Thi means
that each group has different
nt financial resources for its survivors activities.

www.survivors.at
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APPENDIX II

Survivors Greece
Written by Aimilia Tsirou

survivors
GREECE

Kyttaro*: Greek Survivors Association
*‘Kyttaro’ in Greek means ‘cell’.

History of development of survivors group
The roots of Kyttaro go back to the ‘90s. There was a small group of young and adolescent survivors very active and energetic ’under the wings’ of the Greek parents
association ‘Floga’. We met each other during activities and celebrations organized by
‘Floga’ parents, our parents. Gradually we formed a group, that started setting aims
and goals –one of them: a survivors newsletter. Year by year new survivors were joining the group and when, 10 years ago, the ‘House of Floga’ was founded (hostel that
provides accommodation for patients and their families who are not citizens of
Athens), we started weekly evening visits to the House while we were playing, discussing and spending time with children and adolescents under treatment. Apart
from ‘House of Floga’, we were also visiting the Paediatric Oncology Department,
mainly on doctors or nurses’ request, in order to support a patient and his/her family
(usually the patient and the survivor-visitor had the same diagnosis)

Meanwhile, we (the majority of the survivors) became adults (18+ in Greece). We had
developed a life philosophy and cultivated a significant approach as ‘cancer winners’.
We started forming new directions for our goals and activities, and wanted to try
some ‘new steps’, independently from our parents.
At the same time, ‘Floga’ (parents association) decided to be member of a national

constitution allowed as members both parents and survivors –in 1982 survival rates
were too low- and this was not legally accepted. We were in front of a crucial deci-
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confederation of parents’ associations when an obstacle emerged The association’s

sion: the separation of parents and survivors. The logical decision to create a new
association, a survivors’ association, emerged. ‘Floga’ promised to support the new
survivors association and survivors promised to support ‘Floga’.

In 2007, three survivors managed to gather signatures of 21 survivors who agreed in
establishing a survivors association, compose a constitution and make the fundamental statement of establishing a national survivors’ association (within 9 months)! The
‘newborn’ named Kyttaro, a name which - apart from its literal meaning (cell) represents also the dawn of something new. The inspiration for choosing this name
for our association is our common belief that “A cell is to be blamed for everything
that happened!”

Organizational structure of survivors group
o Separate Organization
As we referred above, Kyttaro is an independent organization
that has strong bonds with ‘Floga’ (parents organization). We
support each other’s activities and programmes and share offices
and secretariat.

o Leadership of Survivors
Kyttaro has its own constitution which forms the organization’s rules and structure.
According to it, we have 2 categories of members: one category includes only the survivors and the other includes any person who wants to support and participate in the
organization (siblings, friends, parents, organizations etc). The only difference between the members of these two categories is that survivors ONLY can elect and be
elected to the Board. We have an Annual Assembly that examines last year programmes and activities, sets new goals for the next year, programmes and activities,
and (every 2 years) elects the organization Board. This Board consists of 5 members

same Assembly we also elect regional representatives.
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and only survivors can be elected. Kyttaro is a national association. So during the

o Target Group
The target group of Kyttaro is young adults who have had cancer in childhood or
adolescence.

o Aims and principles of the survivors group
Kyttaro aims to:
•

support patients of childhood and adolescence cancer and their families

•

inform the society about childhood and adolescence cancer

•

take care of survivors (considering medical, psychosocial and any other possible
aspect) and assure that they enjoy a healthy life

Means of achieving aims:
Lobby at the government in assistance with scientific, social and any other
corporation that can support us in achieving our aims
Contact, communication and collaboration with other associations (national &
international level)
Organization and implementation of congresses, lectures, publications, exhibitions, gatherings and happenings beneficial for the group
Providing support of survivors and their families
Sub-committees working on specific matters & problems, developing new ‘approaches’ and offering solutions
Creation and development of conditions that allow our aims to come true

Resources and infrastructure
o Activities of survivors groups –what we offer
Survivors meetings take place in Athens, in the office rooms of Kyttaro which is shared
with the parents organization. We meet at least once a month and we mainly discuss
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present matters, actions and plans.

Our activities include:
SUPPORT SECTION
•

Visits at ‘House of Floga’”” on a weekly basis

•

Visits at Oncology Units in paediatric hospitals (under request)

INFORMATION SECTION
•

Organising and implementing a congress for the National Day against Childhood
Cancer (20.2.2010) with participation of doctors, nurses, psychologists, survivors
and families

•

Participating in congresses and informative events/ interviews

•

(i.e. 8-9/11/012, 8th Seminar for Psychosocial Support of Childhood Cancer Patients
and the Family)

•

Supporting programmes and activities of the parents’ association (i.e. BarretsTown
Camp, seasonal celebrations, special occasions, bazaars)

•

Publishing a newsletter

FUND RAISING SECTION
•

Organizing and holding bazaars (Easter Bazaar in 2011 & plan for Christmas Bazaar
in 2012)

•

Selling logo products (i.e. pens)

SURVIVORS’ SECTION
•

Participating in ICCCPO & PanCare meetings

•

Participating in Late Effects Clinic (presently paused)

new INFORMATION & FUND RAISING SECTION
Promoting and selling Kyttaro bracelet which ‘represents’
all people who are involved in childhood and adolescence
cancer ‘journey’
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•

Future plans:
•

RE-START a Late Effects Clinic

•

ESTABLISH a physicians’ network for survivors

•

SUPPORT & INFORM about Survivor’s Passport

o Communication
-

Website – www.tokyttaro.gr

-

Leaflet

-

Facebook group

o Funding and Support
(Check Activities)

Kyttaro has been acknowledged by the Greek Society of Pediatric Hematology/ Oncology and AKOS Society.

our MAJOR CONCERN:

Adult survivors should not to be isolated or stigmatized
but should become both strong and resilient,
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being able to cultivate a positive attitude!

APPENDIX III

Survivors Japan
Written by Erie Yamashita

Survivors Group in Japan
Japan
1- About” Fellow Tomorrow”
“Fellow Tomorrow” was established 1993.
The group’s name “Fellow Tomorrow” has a wishful meaning of “Let’s make TOMORROW together with FELLOW friends who have the same experiences.”
About 20 survivors are now in our group. We get together every three months
and have meetings to share about our problems or do some activities.
Our survivor’s group is under working and has support from the CCAJ.
(Children’s Cancer Association of Japan)
And we also have financial resources and supports from CCAJ.

2-Condition for Participation in FT
There are some conditions in order to participate in FT.
Our group is target for survivors. They must know their condition of the health,
and name of his/her diseases and understand the objectives of FT’s activities and
also have need to have own intention to participate to our group.
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3-We do activities based on the following three points.
- Make

Friends

We offer chances to meet friends with those who have been having similar experiences.

- Exchange

Information

We share experiences of sufferings and concerns.

- Approach to

Society

We work collaboratively to inform correct knowledge and understandings of
children’s cancer.

4-Annual Events of FT
We have 4 periodic meetings per a year. We hold the general meeting in June
every year when CCAJ has the annual meeting.
At the meeting, we discuss what kind of events we’ll have and the members who
are going to be in charge of activities.
In September, December and February we have a regular meeting.
By sharing experience we can exchange our own feelings by sharing experiences
about disease, and come up with ideas. We think this means “Exchange Information”.

5- Approach to Society
One of our activities is FT members are trying to approach to the society.
For example we participate the meeting of ICCCPO. Or to participate the events
of companies and talk about our experiences and our activities.
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6-Survivors group in Japan
There are 13 survivors’ groups in Japan and each group does their original
ori
activities.
One group does survivors’ Camp, the other group does volunteer works at childchil
ren’s hospital.
Or other groups have discussion meetings on various subjects.
Wee try to work hard to communicate other survivors by individually and by as a
group.

OUR SURVIVOR’S GROUPS IN JAPAN
Marimo
MAKTY

Smile Days

e’cossa

Maido

Oak-Tree
Tree
Cookies

Tokyo
Fellow
Tomorrow

Purtiy

Four – leaved clover

WISH
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Peer

Tokyo
Graduate Club

7-Leader’s Meeting
Leader’s meeting is one of the most important events of survivors group in Japan.
This meeting is supported by CCAJ.
Once a year each group leaders get together. It was started from 2003,
Each year regional group takes charge of the leaders meeting.
The group in charge of meeting decides and plans the program of meeting.
Each group dose different activities. So we need to talk and exchange information
about what we are doing. This is a great help to learn what actives works well
and what doesn’t work.
At the meetings we discuss “how to invite new members and how to keep them”
etc. Often the new comer comes to the group only come once or twice and stops
coming. We have to think about that situation seriously.
We want to have warm and happy atmosphere which attract both new comers
and the current members.
We also discuss the difficulty the transition of the leader to the next generation.

8-Our intention
- We hope to approach the general public and to inform about Children’s Cancer.
- We are trying to support the survivors who have difficulty to join our group.
- To meet other survivors’ groups is so precious and happy occasion for us.
- We hope we have more chances and spend more time to be together.
- Since each survivor’s group has different information, ideas and hopes, we want
to exchange those more frequently.
- We want to support each other and hope to create mutual understandings about
surrounding of survivors.
- We work collaboratively to tell correct knowledge and understanding about
children’s cancer.

9-For future
We are very happy to have wider views by attending the international conferences.
We are trying to operate our survivors’ network effectively and hope to produce
good and fruitful results. We try to exchange more information with international
survivor’s networks and bring back and pass them to survivors in Japan. As the Japanese survivors, we want to convey our thoughts and
to communicate sincerely and actively with survivors of other countries.
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APPENDIX IV

Survivors New Zealand
Written by Helena Chan

CanTeen New Zealand

History of development
CanTeen was founded in 1988 by Michael Carr Greeg, who is a childhood cancer survivor from New
Zealand, while studing in Sydney.
A youth-oriented cancer patient support group emerged from the personal and professional experiences of Michael Carr-Gregg (pictured above- courtesy of Lawrence Smith/Fairfax Media) who, in
1978 at the age of 20, was diagnosed with a malignant tumour in his neck.
It was his experience of being treated at Wellington Hospital that inspired Michael to form CanTeen
Australia while studying there.
Michael's passion was embraced and developed by a group of six young cancer patients and was
supported by a number of health professionals.
Not only did young cancer patients need support in their struggle to survive, they needed to escape
the pressures of the hospital to simply 'be young people'.
Phillip Townsend, a New Zealand teenage cancer survivor, was visiting Australia when he met Michael Carr-Gregg. After sharing their experiences and learning about the teenage cancer patient support group in Australia, Phillip and Michael decided to bring the concept back home and established
CanTeen in New Zealand.

In 1988, CanTeen New Zealand was created to ensure that no young person living in NZ ever
has to deal with cancer alone.
The organisation was launched with 'Miles for Smiles', a walk from one end of the country to another
to raise funds and awareness of adolescent cancer. Then in 1996 CanTeen was incorporated as a
society, and registered as a New Zealand charity.
With the support of health professionals, an endorsement from the Child Cancer Foundation, and the
commitment of many volunteers, CanTeen was successful in establishing a national peer support
network in New Zealand.
Today, CanTeen NZ operates in 13 branches, North and South Island.
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Organisational structure of survivors group
Auckland
sists of:

branch

con-

National office of CanTeen
and team
Committee
Member Advisory Committee

Members
are: Survivors
Sibilings
Breaved
members

Across NZ
Other branches 13
Committee in each branch
Staff spread across branbra
ches

Leadership of survivors: who
ho represent survivors
• President/Auckland and Northland Rep
Vice President/Northern South Island Rep
• Southland Rep
• Central Rep
• Otago Rep
• Members in divisionary committees’
• Member advisory committee

Target groups:
CanTeen New Zealand is for supporting survivors
sur
13-24,
24, survivors’ siblings (brothers and sisters) 1324 and bereaved siblings’13-24.. Members are supported up to 25 years of age and leave at this age
because members are now fully developed adults.

Aims and principles of survivors groups: any defined
defi
goals of the group?
We all have one goal - to represent the members and keep CanTeen doing its job by upholding the six
values (Live Life, Keep it Real, One Team, Own It, Respect, Do it Right) and mission statement.
Our Mission is to Support, Develop and
and Empower young people living with cancer. One of the ways
we do this is with our recreational and educational National Programmes.

Resources and infrastructure. Activities of survivors groups – what do we offer
CanTeen provides Summer, Winter and National
N
camps.
National Programmes are generally run over one week at a different city each year around New ZealZea
and. National camp happens once a year and brings together members from all branches.
There have been new weekly activities that have started recently
recently at the start of this year (2012), e.g.
DJ school.
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Monthly activities to do something out side of CanTeen e.g. Movies, Laser Strike, Paint the Earth
(painting of allsorts).
Programmes that run over usually three days into the weekend are art, REAL (Rejuvenated, feel Empowered, gain Awareness and Let Go), Teen Link, leadership, empowering relationships, president
and vice president training.

Communication
•
•
•
•

Facebook group
Website: www.canteen.org.nz
Members 3 monthly newsletter
National magazine

Funding and support
CanTeen New Zealand does not receive any government funding and we are therefore totally reliant
on the generosity of individuals, the community and our partners (donations). Donations received help
to provide:
programmes and activities nationally and regionally
educational and artistic scholarships
peer support activities on a local level
counselling programmes
hospital and community support
select research projects to understand factors and increase survival rates and quality of care
for all young people in New Zealand
• most importantly fun activities
• The sale of CanTeen Christmas cards, CanTeen’s online shop and CanTeen bandanna’s also help CanTeen and their members financially.
•
•
•
•
•
•
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APPENDIX V

Survivors Alberta
(Canada)
Written by Leon Lau

Survivor Group Alberta (Canada)

The survivors group in Alberta, Canada is currently not active, although
there are plans to revive it or start a new one. The original group was
started about 5 years ago by former campers (clients) of Kids Cancer Care
Foundation of Alberta (KCCFA).
The survivors group was organized with the help of KCCFA staff and seed
money. All members are young-adult survivors of childhood-cancer. The
executive is voted in by the members. Our primary aim is to remain in
touch with other and to offer help and support when a traumatic event
happens. We have dealt with the deaths (both cancer related, and other
causes), celebrations, and life milestones. We aimed to have semi-annual
gatherings to strengthen bonds. However, as the members aged, other
life priorities grew more important and that led to the less activities. However, other (younger) members are trying to restart the group.
Besides seed money, there is minimal funding from KCCFA. KCCFA does
offer scholarships for which our members have won. Our main methods of
communication are email and social media.
Just for information, there are other regional survivors groups in Canada.
For more information, please email the author at leon.lau@gmail.com
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APPENDIX VI

Comparison of mentoring
programs
Written by Sabine Karner, Michaela Willi

Comparison of Mentoring
Programs
Sabine Karner, Michaela Willi

October 1, 2012

Introduction


Aim: to show the differences in already existing mentoring
programs



Six questions were sent to 39 persons from 15 different
countries, which were all over the world:



1)

Austria

7)

United Kingdom

13)

Hong Kong

2)

Germany

8)

Ireland

14)

Indonesia

3)

Switzerland

9)

Greece

15)

Brazil

4)

The Netherlands

10)

Italy

5)

Finland

11)

Canada

6)

Sweden

12)

Japan

After a two week time limit we received answers from people
of nine different countries

Sabine Karner, Michaela Willi

October 1, 2012
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Results I


Five organisations of those countries have a kind of
mentoring program



Not all Survivors have the possibility to attend a training
before getting in contact with patients



There are big differences in preparing the Survivors for
meeting with patients



Some countries have a short introduction
Others offer a special mentoring program

Sabine Karner, Michaela Willi

October 1, 2012
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Results II
Evaluation of the answers

First Question:


Does an offer exist in your country/
region/hospital, where Survivors visit
patients in the children`s hospital or is
there any possibility for patients to get in
contact with Survivors?

Sabine Karner, Michaela Willi

October 1, 2012

39
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Results III
Evaluation of the answers
Countries where Survivors visit patients in the children’s
hospital


Austria






Mentoring patients
takes place in three
Austrian hospitals
(from six hospitals)

Greece





Visit patients in a
weekly basis
At the oncological
departments of
pediatric hospitals
and at the House of
Children (in one city
only)

Finland





In four of five university
hospitals peer supporting
takes place on a regular
basis



5th one in case of need

Germany


Have mentors at 16
hospitals in Germany

The Netherlands


Mentoring patients
takes place in Dutch
hospitals

Sabine Karner, Michaela Willi

October 1, 2012
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Results IV
Evaluation of the answers
Countries where Survivors don’t visit patients in the
children’s hospital




Canada



Japan



Summer camps





No official way to meet a Survivor
during treatment

It’s not easy to get in contact with
patients





The hospital fears that the patients
are not ready

But some Survivors groups which
core with hospitals have the chance
to visit patients and do some arts and
crafts or chatting with them

Sweden





They don’t have this kind of offer in
the hospitals yet



But it is in development and hopefully
starts 2012

Sabine Karner, Michaela Willi

United Kingdom


Not known, if a mentoring program
exists at hospitals in UK

October 1, 2012
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Results V
Evaluation of the answers

Second Question:


If yes, do the Survivors get a special
preparation/training/course for this activity?
Does a special mentoring program exist?

Sabine Karner, Michaela Willi

October 1, 2012

7

Results VI
Evaluation of the answers



Austria








Greece







Have a special
mentoring program
since 2005
Everyone who wants
to visit patients in the
hospital has to attend
this
Obligatory
Supervision

No special mentoring
program
If requested will
arrange group
meetings
In addition, a young
Survivor is
accompanied by a
more experienced

Sabine Karner, Michaela Willi



Finland



Germany



In Finland there is a
training for peer
supporters since
2001



Workshop for one
weekend as a basis
training at the
beginning



Follow up meetings
are twice a year



Since 2006



A second workshop
for mentors will be
offered 2012

The Netherlands





Have a mentor
program since 2006
Have procedures to
recruit, select, train and
coach Survivors who
want to become mentor
Besides annual training
is mandatory for every
mentor
October 1, 2012
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Results VII
Evaluation of the answers

Third Question:


If yes, how does this preparation/training/
course look like?

Sabine Karner, Michaela Willi

October 1, 2012
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Results VIII
Evaluation of the answers

AUSTRIA




Structure of the program



Requirements of participation



Consists of eight weekends within
one year



18 years old and 2 years after the end
of the treatment  Preliminary talk



Introduction module





Self–awareness and psychosocial
training

Mandatory to participate at all
weekends



Communication training

Costs



More Information



Mostly financed by the Austrian
Childhood Cancer Organisation



Two Mentoring Programs were held
so far



Local Childhood Cancer
Organisations pay a fee for
participating and the travel costs ect.
for the Survivors who come from
their district



The third one for 10 participants has
started in January 2011



20 mentors finished the program
already

Sabine Karner, Michaela Willi

October 1, 2012
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Results IX
Evaluation of the answers

FINLAND


Structure of the program


The training takes two weekends



Psychological lectures



Doctor lectures



Follow up meetings twice a year

Requirements



More Information




Costs


The finish organization Sylva takes
care of all the costs of the training
weekends, including the travel costs
of the participants

Sabine Karner, Michaela Willi

18 years old





Leaders are professionals: They have
two leaders, one is a psychologist
and the other one is a rehabilitation
counselor



Around 200 Survivors participated the
training and 2/3 still work actively as
peer supporters.

October 1, 2012
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Results X
Evaluation of the answers

GERMANY


Structure of the program
Program exists of one weekend workshop



Former cancer patient



Since this year a second workshop for
active mentors in



18 years old



At least 2 years after the end of the
treatment





Requirements





Workshop includes the following topics:


Communication training



Self-awareness



Organisational questions



Costs


The costs for the mentoring weekends
are accepted by the German Childhood
Cancer Foundation



But as soon as they are mentors the
costs for getting to the hospital are
payed by the local parent organisations

Sabine Karner, Michaela Willi

More Information


Coordinated by the German Childhood
Cancer Foundation



One employee of the German
Childhood Cancer Foundation and two
experienced Survivors are leading the
program



35 – 40 Survivors attended those
workshops

October 1, 2012
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Results XI
Evaluation of the answers

THE NETHERLANDS


Structure of the program




The Survivors get a training of two
days. Subjects are:
 Family systems
 Role-playing
 Individually evaluation of the
training
 Evaluate their perception of
becoming a mentor




Requirements


Age of the Survivors is between 16
and 25



They had cancer between the age of
8 and 18

More Information


Leader of the program: Meike Naafs
(Survivor), one of the office workers.
There is a second trainer, Marian
Potters



About 27 Survivors have already
attended the program

Costs


Payed by the Dutch Childhood
Cancer Organisation



That’s about € 22.000 a year
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Results XII
Evaluation of the answers

Fourth Question:


If not, why doesn`t such a preparation or
mentoring program exist?



If not, why isn’t there any offer, that
Survivors visit patients in the children`s
hospital or that patients get in contact with
Survivors?
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Results XIII
Evaluation of the answers

If not, why doesn`t such a preparation or
mentoring program exist?


Greece




The main reason seems to be that they never had
so many "candidates".
They would have the resources and the time
Maybe the next step is to organise it better

Sabine Karner, Michaela Willi
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Results XIV
Evaluation of the answers
If not, why isn’t there any offer, that Survivors visit patients
in the children`s hospital or that patients get in contact with
Survivors?


Japan





One thing is that it is not easy for
Survivors to contact or visit
patients in hospitals



Japan has some problems of
telling the truth of cancer.

Sweden




Sabine Karner, Michaela Willi

Since last year Cecilia (Survivor),
a person from the Swedish
childhood cancer association
and a nurse have been doing
research of the needs of a
program like that
Have been visiting the Finnish
program twice to see how they
have built up their courses and
how it is working



Start a pilot course to try it in
2012



Swedish childhood cancer
association will also finance it

October 1, 2012
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Results XV
Evaluation of the answers

Fifth Question:


How and in what form Survivors get in
contact with patients?



How is the communication of this offer?

Sabine Karner, Michaela Willi
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Results XVI
Evaluation of the answers




Austria


Staff in hospital



Representatives of
local Childhood Cancer
Organisations

Greece


Mainly get in contact


in the hospitals'



House of Children.



Meetings at
association's offices
/ happenings

Sabine Karner, Michaela Willi





Finland


The patient contacts
the association



Different ways to get
stay in contact with
the patients



Germany


Staff in hospital



Representatives of
local Childhood
Cancer Foundation

The Netherlands


Different ways to get
in contact with the
patients
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Results XVII
Evaluation of the answers

Sixth Question:
Are there any other things, which you
would like to tell us concerning your
mentoring program?
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October 1, 2012

19

Results XVIII
Evaluation of the answers


Austria









Now the Survivors are very
welcome at the hospital



Have Survivors, who might not be
able to mentor

Germany




Dealing with difficult situations is
not always easy

Sabine Karner, Michaela Willi

Finland
Have a Guide Book for Peer Support
Program


Role of peer supporter



Facts on cancer



Cooperation between the hospital
and the family

The Netherlands


But it’s really worth all the effort and
money



All the existing and ‘closed’ contacts
have been a great success!
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Conclusion


Only in a few countries exists the possibility for patients to meet Survivors



In most of those countries exists a mentoring program



The practical experience shows the importance of such a preparation program
It is very useful for the individual growth/development of the Survivor



Mentoring programs are very different



It is visible that the support for the patients is regionally different, this
depends e.g. on following factors:







How far the hospitals are
How many patients are there and at which age
Is the hospital willing to offer this for the patients
How many mentors are active

This presentation should help other organisations, who want to establish a
mentoring program to give an overview of already existing mentoring
programs
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