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Childhood cancer patients, survivors and their families need access
to comprehensive psychosocial support. We therefore call for imple-
mentation of a Europe-wide Standards for Psychosocial Support

in Paediatric Oncology
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The issue in a nutshell

Youth with cancer and their family members
should routinely receive systematic assessments
of their psychosocial support needs and have
access to respective support throughout it
throughout the cancer trajectory. In this
document, the wording “psychosocial support” is
deliberately used instead of “psychosocial care”
in order to emphasize the importance of the wide
range of support options - including formal
psychosocial care delivered by treatment centres,
but also support measures and care delivered by
e.g. patient organisations.

Collecting evidence and building the
case for psychosocial support

Youth with cancer and their family members
should routinely receive systematic assessments
of their psychosocial support needs and have
access to it throughout the cancer trajectory as
needed. This document deliberately uses the
wording psychosocial support instead of
psychosocial care. This was decided in order to
emphasise the importance of the wide range of
support options in this area and, above all, to
include them. We recognize not only the
importance of formal care delivered in treatment
centres, but also the importance of support
measures and care delivered by e.g. patient
organisations, support groups and other external
providers.

As a Europe-wide umbrella organisation,
As a Europe-wide umbrella organisation, CCI
Europe observed over the past decade that there
is still a great lack of adequate psychosocial
support in numerous European countries in the
field of childhood cancer. Therefore, CCI Europe
has worked towards inclusion of quality of life and
psychosocial support related topics on the
European level within numerous projects,
initiatives and campaigns. However, in order for
such project outcomes to be impactful on the
national, regional and local levels, the respective

health care systems need to have appropriate
frameworks in place to allow systematic
implementation of psychosocial support aspects.
In order to support future advocacy efforts to

1. improve and

2. ensure equal access to psychosocial support
and improve its provision in paediatric oncology
across Europe,

CCI Europe’s Psychosocial Care Pillar, consisting
of patient advocates and psychosocial health
professionals, conducted a Europe-wide survey
among CCI Europe member organisations to
assess the status quo of psychosocial support
provision'. The results gave important insight into
the rather fragmented situation across Europe:

While children, adolescents and young adults
with cancer require systematic comprehensive
psychosocial support, the provision thereof
seems to vary significantly not only across
European countries, but also within countries.
Moreover, in some countries there is a lack of
access to psychosocial support in general. CCI
Europe member organisations across Europe
reported significant gaps in public funding of
psychosocial support in paediatric oncology and
great challenges in advocating on their local and
national levels for implementation thereof (and
the necessary funding) in paediatric oncology
centers. Psychosocial support was also reported
to vary widely across age and target groups, with
younger patients receiving more support than
older ones, particularly young adults. Additionally,
siblings and survivors receive significantly less
support than patients and parents.

Despite the fact that there are psychosocial
support guidelines, standards and models
available 2 4 up to date, apparently no such
standards have been widely adopted and
implemented in paediatric cancer care in Europe.

Based on these findings we propose the following
set of actions to improve access to state of the art

psychosocial support across Europe:



Equal access to state of the art psychosocial support for those affected
by paediatric cancer.

Implementation of psychosocial support for those affected by child-
hood cancer in NCCPs (if applicable).

Specific Training / Education for psychosocial health professionals in
the field of paediatric oncology.

Europe-wide psychosocial care standard to ensure high-quality
psychosocial support throughout the whole paediatric oncological treat-
ment trajectory, and to eliminate inequalities in access to care.
This standard should:

Be co-created in a joint effort be-
tween childhood cancer organisa-
tions (who reportedly cover a big
part of psychosocial support) and
psychosocial health professionals
in the field of paediatric cancer.

Cover all phases of the paediatric
cancer treatment trajectory, in-
cluding diagnosis, treatment, palli-

Cover both the care provided by
the treatment centres and the sup-
port provided by childhood cancer
organisations.

Include a roadmap and a clear
structure on how treatment cen-
tres and childhood cancer organi-
sations should collaborate and to-
gether offer a continuous support

ative care, follow-up care, rehabili- network.
tation, bereavement counselling
- taking into account age appropri-
ateness and developmental ne-
cessities of infants, children, ado-
lescents and young adults.

Be translated in different languages:
Successful implementation of stan-
dards relies on broad dissemina-
tion to regional and local levels,
and the acceptance of the stand-
Ensure equal access and conti- ard as a useful tool.
nuity of care also for survivorship

throughout Europe. Should be based on evidence in

psychosocial research and be
translated to clinical practice.
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