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Abstract
Purpose The number of persons who have successfully completed treatment for a cancer diagnosed during childhood and who
have entered adulthood is increasing over time, and former patients will become aging citizens.
Methods Ten years ago, an expert panel met in Erice, Italy, to produce a set of principles concerning the cure and care of
survivors of childhood and adolescent cancer. The result was the Erice Statement (Haupt et al. Eur J Cancer 43(12):1778–80,
2007) that was translated into nine languages. Ten years on, it was timely to review, and possibly revise, the Erice Statement in
view of the changes in paediatric oncology and the number and results of international follow-up studies conducted during the
intervening years.
Results The long-term goal of the cure and care of a child with cancer is that he/she becomes a resilient and autonomous adult
with optimal health-related quality of life, accepted in society at the same level as his/her age peers. “Cure” refers to cure from the
original cancer, regardless of any potential for, or presence of, remaining disabilities or side effects of treatment. The care of a
child with cancer should include complete and honest information for parents and the child.
Conclusions and implication for cancer survivors Somemembers of the previous expert panel, as well as new invited experts, met
again in Erice to review the Erice Statement, producing a revised version including update and integration of each of the ten
points. In addition, a declaration has been prepared, by the Childhood Cancer International Survivors Network in Dublin on
October 2016 (see Annex 1).
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Introduction

The number of persons who have successfully completed
treatment for a cancer diagnosed during childhood and who
have entered adulthood is increasing over time, and former
patients will become aging citizens.

Ten years ago, an expert panel met in Erice, Italy, to pro-
duce a set of principles concerning the cure and care of survi-
vors of childhood and adolescent cancer. The result was the
Erice Statement [1]. The Erice Statement was translated into
nine languages and can be found in the PanCare website
(ht tps: / /www.pancare.eu/en/erice/) . PanCare is a
multidisciplinary pan-European network of professionals, sur-
vivors and their families that aims to reduce the frequency,
severity and impact of late side effects of the treatment of
children and adolescents with cancer.

Ten years on, it was timely to review, and possibly revise,
the Erice Statement in view of the changes in paediatric on-
cology and the number and results of international follow-up
studies conducted during the intervening years. Some
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members of the previous expert panel, as well as new invited
experts, met again in Erice to review the Erice Statement,
producing a revised version including update and integration
of each of the ten points.

Methods

Sixty-five paediatric cancer experts (representing paediatric on-
cologists, psychologists, nurses, epidemiologists and survivors)
from 17 European countries (with four additional experts from
North America) met again in Erice, Sicily, from November 1 to
3, 2016, as part of the semi-annual PanCare meeting (www.
pancare.eu). The ten points reflect what the group considers
essential in childhood cancer survivors’ cure and care.

Over a single session, ten experts addressed each of the ten
points of the statement, followed by a question and answer
session with the audience. Though there are some changes in
the ten points, their number remains unchanged. Also, the
“goal” included in the original statement is unchanged.

Results

The goal of the cure and care of childhood
cancer—the statement

The long-term goal of the cure and care of a child with cancer
is that he/she becomes a resilient and autonomous adult with
optimal health-related quality of life, accepted in society at the
same level as his/her age peers.

1. “Cure” refers to cure from the original cancer (see
“Note” below), regardless of any potential for, or pres-
ence of, remaining disabilities or side effects of treat-
ment. The term “cured” can be used when discussing
the survivors’ status with them and in the larger society
whereas the term “long-term survivor” should continue
to be used in scientific research and related literature to
alert physicians to potential sequelae that may require
care and attention.

2. The care of a child with cancer should include complete
and honest information for parents and the child (in an
age- and culturally appropriate manner) regarding the
diagnosis of the disease, its management and its curabil-
ity. The communication of “cure” for an individual child
or adolescent and his/her family should occur in the con-
text of an agreed-upon decision made by the paediatric
oncologist in charge, together with all persons involved,
taking individual circumstances into consideration.

3. Communication of risk is difficult and challenging.
Information about risk should be delivered to survivors
and families in a language that is easily understood and

in a positive light. Effective communication requires a
high level of interpersonal skill. Survivors and families
have the right to be fully informed in person and in
writing about being cured, as well as about the remain-
ing risks of non-cancer late effects, recurrence of the
primary cancer or second primary cancers where appli-
cable. After completion of treatment for the original can-
cer, it is the responsibility of the paediatric cancer unit
(PCU) to provide the survivor and his/her parents with a
summary of the characteristics of the cancer, of treat-
ments received and of complications that may develop
in the longer term as a result of the cancer or its treat-
ment. The summary must be combined with suggestions
on the type and timing of the follow-up evaluations to
monitor the original cancer as well as possible late ef-
fects of the disease and its treatment. The survivorship
passport (SurPass) provides access to personal clinical
history and comprises (a) a database for safe storage of
all the clinical data of European survivors, (b) a self-
generated document connected to the database, which
contains all details of the survivors’ disease and treat-
ment, (c) a website and a mobile app linked to the data-
base, and (d) a brochure with recommendations for a
personalized/tailored follow-up program.

4. There is an additional need for continuing systematic
follow-up after cure for surveillance of potential long-
term effects of the cancer or its treatment. To this end,
every PCU should have a well-structured “long-term
follow-up clinic” (LTFU) with care plans based on risk
stratification and evidence-based guidelines and a mul-
tidisciplinary team including a key worker (coordinator)
and other specialists, e.g. cardiologist, endocrinologist,
medical (young adult) oncologist, radiotherapist, occu-
pational adviser, plus other relevant specialists based on
individual patient needs and risks.

5. In order to provide appropriate and definitive advice and
support to long-term survivors, the PCU needs to have a
LTFU database to support clinical care, as well as re-
search initiatives and administrative needs. In prioritiz-
ing a research agenda, health care professionals should
collaborate with survivors and their families and the
study commissions responsible for the oncological front-
line therapy. Potential research topics include (a) late
effects evaluation and prevention, outcomes, risk factors
(including genetics), surveillance, management and in-
terventions; and (b) models of care (including
transition).

6. Systematic efforts should be made during and after can-
cer treatment to empower the survivors and their families
by making available age-appropriate information and
strengthening their coping skills and strategies in dealing
with their current and future concerns. Many survivors
and their families face difficulties in coping with the
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consequences of cure. By reinforcing their adjustment
skills and strengthening their coping strategies, they
can develop resilience that will help them to face and
overcome, even more forcefully and confidently, future
life challenges not only during transitions in the health
care system but also in all aspects of life: in education, in
work and in family life. We should not forget the socio-
economic aspects of the psychosocial spectrum of out-
comes. The coordinator, or case manager, of the LTFU
clinic should be available for support not only during
transition but throughout the survivor’s journey.

7. The majority of survivors are relatively well adjusted,
and many show extraordinary resilience. Compared to
the general population, some survivors are at increased
risk of developing conditionsmany years after treatment
that need medical, psychological intervention or social
services support. In addition, a subgroup of survivors is
particularly vulnerable early in the course of survivor-
ship and needs ongoing clinical and psychosocial sup-
port. The health care system must address these groups.

8. Parents, survivors, siblings, partners and other close
family members should always be encouraged to play
an active role in the discussion of plans for the future and
in the design and implementation of psychosocial inter-
ventions. In addition, survivors and parents have an es-
sential role to play in sharing information and life skills,
helping to empower other survivors and parents, and in
the design and implementation of future survivorship
services. Parents, survivors and advocacy groups should
be actively involved in the multidisciplinary health care
team and research networks relating to late effects and
childhood cancer in general.

9. The general public needs to be made aware that signif-
icant progress has been made over the past 40 years in
the treatment of childhood cancers. This has resulted in
many hundreds of thousands of survivors who are cured.
This population increases every year. They also need to
be more aware about the medical and psychosocial

challenges experienced by survivors. In order to enable
survivors to reach their full potential as active members
of society, survivors must have full and equal access to
education, jobs, insurance and health care.

10. Inequalities of current treatment, long-term cure rates
and quality of life after treatment, both within and be-
tween nations, based largely on differences in socioeco-
nomic status, resource allocation and knowledge remain
a challenge for the (inter)national community to address.

Note

Identifying certain cure in an individual survivor is very dif-
ficult, but a practical population-based definition of cure that
applies to any cancer is the time from diagnosis at which the
risk of death from recurrence or metastatic spread of the orig-
inal cancer becomes very small or negligible.

Acknowledgments The Erice workshop was organized thanks to the sup-
port of the G. Gaslini Foundation, FoundationMBBM,AIEOP, FIAGOP,
and the M. Letizia Verga Committee. We thank Ms. Carla Manganini for
her excellent secretarial and editorial assistance.

Compliance with ethical standards

Conflict of interest The authors declare that they have no conflict of
interest.

Ethical approval This article does not contain any studies with human
participants or animals performed by any of the authors.

Reference

1. Haupt R, Spinetta JJ, Ban I, et al. Long term survivors of childhood
cancer: cure and care. The Erice Statement. Eur J Cancer.
2007;43(12):1778–80.

Affiliations

Momcilo Jankovic1 & Riccardo Haupt2 & John J. Spinetta3 & Joern D. Beck4,5 & Julianne Byrne6
& Gabriele Calaminus7 &

Herwig Lackner8 & Andrea Biondi1 & Kevin Oeffinger9 &Melissa Hudson10
& Roderick Skinner11 & Gregory Reaman12

&

Helena van der Pal13 & Leontien Kremer13,14 & Jaap den Hartogh15
& Gisela Michel16 & Eva Frey17 & Edit Bardi18,19 &

Michael Hawkins20 & Katie Rizvi21 &Monica Terenziani22 &Maria Grazia Valsecchi23 & Gerlind Bode24 & Meriel Jenney25 &

Florent de Vathaire26
& Stanislaw Garwicz27 & Gill A. Levitt28 & Desiree Grabow29

& Claudia E. Kuehni30 &

Martin Schrappe31
& Lars Hjorth27

1 Department of Pediatrics, University of Milano-Bicocca/Foundation

MBBM, Hospital San Gerardo, Via Pergolesi 33,

20900 Monza, Monza and Brianza, Italy

2 Epidemiology and Biostatistics Section, IRCCS Institute Giannina

Gaslini, Genoa, Italy

J Cancer Surviv



3 Department of Psychology, San Diego State University, San

Diego, CA, USA

4 Hospital for Children and Adolescents, University of Erlangen-

Nürnberg, Erlangen, Germany

5 LESS Group, Hospital for Children and Adolescents, University of

Lübeck, Lübeck, Germany

6 Boyne Research Institute, Drogheda, Ireland

7 Department of Pediatric Hematology and Oncology, University

Children’s Hospital, Bonn, Germany

8 Department of Pediatrics and Adolescent Medicine, Division of

Pediatric Haematology/Oncology, Medical University of Graz,

Graz, Austria

9 Department of Medicine, Duke Cancer Institute, Durham, NC, USA

10 St. Jude Children’s Research Hospital, Memphis, TN, USA

11 Department of Paediatric and Adolescent Haematology and

Oncology, and Children’s BMT Unit, Great North Children’s

Hospital, Royal Victoria Infirmary, and Northern Institute of Cancer

Research, Newcastle University, Newcastle upon Tyne, UK

12 Center for Cancer and Blood Disorders, Children’s National

Medical Center, The George Washington University School of

Medicine and Health Sciences, Washington, D.C., USA

13 Department of Pediatric Oncology, Academic Medical

Center—Emma Children’s Hospital, Amsterdam, The Netherlands

14 The Princess Maxima Center for Pediatric Oncology in Utrecht,

Utrecht, The Netherlands

15 Dutch Childhood Cancer Parent Organisation (VOKK),

Nieuwegein, The Netherlands

16 Department of Health Sciences and Health Policy, Universität

Luzern, Luzern, Switzerland

17 St. Anna Kinderspital, Wien, Austria

18 2nd Department of Pediatrics, Semmelweis University,

Budapest, Hungary

19 Kepler Universitätsklinikum, Linz, Austria

20 Centre for Childhood Cancer Survivor Studies, Institute of Applied

Health Research, University of Birmingham, Birmingham, UK

21 Youth Cancer Europe, Vilnius, Lithuania

22 Pediatric Oncology Unit, Fondazione IRCCS Istituto Nazionale dei

Tumori, Milan, Italy

23 School of Medicine and Surgery, University of Milano-Bicocca,

Monza, Italy

24 Childhood Cancer International (CCI),

Nieuwegein, The Netherlands

25 Department of Paediatric Oncology, Children’s Hospital for Wales,

Heath Park, Cardiff, UK

26 Cancer and Radiation, Unit 1018 INSERM, University of Paris-

Saclay, Gustave Roussy, 39, rue Camille Desmoulins,

94805 Villejuif CEDEX, France

27 Department of Clinical Sciences, Pediatrics, Skane University

Hospital, Lund University, Lund, Sweden

28 Department of Paediatric Oncology, Great Ormond Street Hospital

for Children, NHS Foundation Trust, London, UK

29 German Childhood Cancer Registry (GCCR), Institute of Medical

Biostatistics, Epidemiology and Informatics, University Medical

Center, Mainz, Germany

30 Swiss Childhood Cancer Registry, Institute of Social and Preventive

Medicine, University of Bern, Finkenhubelweg 11,

3012 Bern, Switzerland

31 Klinik für Kinder und Jugendmedizin, Universitätsklinikum

Schleswig-Holstein, Campus Kiel, Kiel, Germany

J Cancer Surviv


	Long-term survivors of childhood cancer: cure and care—the Erice Statement (2006) revised after 10&newnbsp;years (2016)
	Abstract
	Abstract
	Abstract
	Abstract
	Abstract
	Introduction
	Methods
	Results
	The goal of the cure and care of childhood cancer—the statement

	Note
	Reference


