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PanCareSurFup Bulletin, Issue nr. 12

Dear Friends,

As we move into late autumn and winter, you now have the 12th issue of 
the PanCareSurFup Bulletin to enjoy. In it you can read about work done 
in several EU-projects such as ENCCA, PanCareSurFup and PanCareLIFE 
as Riccardo Haupt from Genova in Italy describes the combined efforts 
for guidelines and ultimately the Survivorship Passport. This is one of 
the key outcomes for all of the efforts in all of the projects on childhood 
cancer so we hope you enjoy reading about it.

I take this opportunity to wish all of you and your families a happy 
ending to 2015 and a prosperous 2016. Don’t forget to book the 
European Conference that PanCareSurFup is arranging in Brussels May 
23-24, 2016 in your calendars.

All the best
Lars Hjorth
Coordinator PanCareSurFup

PanCare Childhood and Adolescent Cancer Survivor Care and Follow-Up Studies

More information on the project 

More information on project partners

http://www.pancaresurfup.eu/
http://www.pancaresurfup.eu/project-partners/


Latest developments in PanCareSurFup

Short story on outcome of GA Vienna
Congratulations are in order : Lars Hjorth and Helena Linge congratulate the 
consortium on receiving the 12 month no-cost extension from the Commission. 
Lieke Feijen (AMC) was congratulated on completing her thesis!

News from the different WPs
Leontien Kremer on behalf of WP3: All 7 data providers have delivered their 
cardiac cohorts. 

Mike Hawkins on behalf of WP4:  Tables showing data provider’s contributions 
to radiotherapy and chemotherapy abstraction (including percent finished) are 
now shown at the regular TC’s of WP2-4. WP8 will continue to support and assist 
in the monitoring of work progress. 

Stanislaw Garwicz on behalf of WP5: The majority of deaths in childhood cancer 
5 year survivors are accounted for by neoplasms. An algorithm to group cancer 
diagnosis and mortality causes is now being developed by ULUND in collaboration 
with UBHAM. PCSF has the largest cohort of 5-year survivors to date.

Florent de Vathaire on behalf of WP2: WP2 has received 1,089 radiotherapy records; 
including the French data. 

Peter Kaatsch on behalf of WP1: The Virtual Pan-European database is being 
established: a description, a catalog, of the content rather than actual data. This will 
be important for the future possible uses of the collected PCSF data. 

Rod Skinner on behalf of WP6: Work is progressing on guidelines for female and male 
gonadal toxicity. The guidelines are constructed in collaboration with International 
Guideline and Harmonization group (IGHG). When the results from PCSF (e.g. case-
control studies in WP3-4) are available they will be used for guideline development, 
and certainly for updates of the guidelines.

Momcilo Jankovic on behalf of WP7: WP7 will put effort into organizing the 
European conference to be held in Brussels May 23-24, 2016.

Lars Hjorth on behalf of WP8: Major achievements include no-cost extension 
granted, financial and scientific part of the third report monitored, assembled and 
submitted. WP8 will now help monitor progress in WP2-4, identify obstacles and put 
in measures to achieve common goals, help plan, fund and arrange the European 
conference, maintain visibility in other groups and situations.
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In the Late mortality cohort # of cases

# of 5 year survivors 79,442 
# of dead 5 year survivors 9,250 (11%)
Cause of death known 8,800 cases (95.1%)
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PanCareSurFup Partners
In this edition of the Bulletin, the PanCareSurFup dissemination team interviews Dr Riccardo Haupt, from the Istituto 
Giannina Gaslini of Genoa (Italy). Dr Haupt is the coordinator of the ‘Survivorship Passport’ initiative, a key and 
useful tool for survivors which is currently supported by three EU-funded projects: ENCCA, the European Network 
for Cancer Research in Children and Adolescents; EXPO-r-NeT, the European Expert Paediatric Oncology Reference 
Network for Diagnostics and Treatment; and – of course – PanCareSurfUp.

What are in your opinion the main achievements of PanCareSurFup?
RH: I think that with PanCareSurFup we have been able to show the great potentialities 
of working together at European level, in particular when rare events – as childhood 
cancers and late complications following treatment – have to be studied.

We have shown that by joining forces of some (and not yet all!) European countries 
we could analyze the largest cohort ever of childhood cancer survivors. I’m sure that 
the information we will provide will be a worldwide landmark for the identification of 
the possible factors affecting the risk of premature death, second cancers or cardiac 
events among childhood cancer survivors.

Another very important achievement was obtained thanks to the Work Package 
currently working on guidelines for long-term follow-up. In fact, together with our 
North American and other international colleagues it was decided to join forces 
and have guidelines and recommendations for risk adapted follow-up agreed 
at worldwide level. The goal of addressing almost all possible late effects is quite 
challenging, but the group we set up with our colleagues of the International 
Guidelines Harmonization Group (IGHG) is quite active and stimulating both at the 
professional and personal level. Through the dissemination of our results, I’m sure that 
this will lead to a greater awareness about issues related to long-term survivorship.

What still needs to be done, to ensure a better and safer future to long-term 
survivors of childhood and adolescent cancer?
RH: First of all, as said before, we need to have follow-up guidelines internationally 
approved, and based on extensive literature review. Then, we need to disseminate 
them among survivors, health care providers and policy makers. It has been quite 

Dr Riccardo Haupt

Additional topics addressed
The Ethical and Scientific Advisory Board acknowledges and applauds the progress 
that has been made in the project and the communication that is demonstrated 
between work package leaders and data providers since the last GA in Dublin. 
Eva Steliarova Foucher (IARC) presented a benchmarking report of the status of 
childhood cancer registries in Europe.

The PCSF European Conference to be held in May 23-24, 2016 was addressed by 
Julie Byrne and the budget is now covered thanks to funding provided by four Italian 
charities and The Swedish Childhood Cancer foundation. Program and details are 
being worked out along with discussion of having a patron. 

The next PanCareSurFup GA will be held in Lisbon, Portugal: April 19 (whole day) 
-20 (half day) 2016.
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interesting to work on this international and multicultural enterprise. You understand 
how many differences exist among and even within different countries, and thus 
how much work needs to be done in Europe in order to ensure that every cancer 
survivor will receive appropriate health care. It is very important that stakeholders as 
Childhood Cancer International (CCI, formerly ICCCPO) continue to coordinate their 
work together with PanCare, as we aim to achieve the same goal. 

I am also involved in the development of the Survivorship Passport (SP) that was 
funded under the ENCCA (European Network for Research on Cancer in Children and 
Adolescents) project, and that is developing concurrently with the PanCareSurFup 
project. The objective of the Survivorship Passport project is to develop a common 
template for the cancer history summary of each survivor, that can be available both 
on paper and in electronic format - accessible via internet from any computer via 
a secure password protected portal. The passport can be automatically translated 
in any European language, and this is currently very important as cross-border 
movement of young people is quite common.

How many guidelines have been produced within the project, and how many 
more will be needed? 
RH: So far, two guidelines for screening are already officially out: one for secondary 
breast cancer, and one for cardiomyopathy. Both were published in Lancet Oncology, 
a very high impact journal underlying the interest of these problems within the 
medical community. Guidelines for male and female gonadal toxicity screening will 
be the next to come out. Both manuscripts are ready and we are now in the phase 
of their fine-tuning and review by external independent experts (also including 
survivors representatives). The thyroid dysfunction guideline should then be 
published, followed by the one on CNS second malignant tumours. Other groups 
are already working on other guidelines. Because of the many different approaches 
and backgrounds we have in Europe, one of the most difficult guidelines is the one 
describing how to best manage the critical transition from the paediatric to the adult 
world. Our goal is to address almost all the possible late complications following 
cancer treatment, and in particular those for which the role of early screening and 
diagnosis can allow an early intervention that should lead to a better outcome, in 
terms of quality of life and life expectancy. For the “big ones” as those mentioned 
before we will set up dedicated working groups, while for those with less impact or 
for which almost homogeneous agreement already exists among other guidelines 
developed by national groups, we will pool them in few “miscellanea” topics. 

Do you think these achievements and research results will be made accessible 
in the long-term, so that future experts and researchers could further deepen 
the knowledge of the causes and solutions of late effects?
RH: This is what we are here for! As mentioned before, we are studying today 
survivors to better understand causes of late effects and in particular to understand 
why following the same treatment some survivors develop late effects and other not. 
If we will understand the mechanisms behind this (and both in the PanCareSurFup 
project as in the sister one PanCareLIFE we have designed genetic studies in order 
to identify possible genetic determined differences in the ability of metabolizing 
drugs), we will eventually be able to tailor treatment regimens based on the genetic 
background of each cancer patient in order to allow equal probability of cure but 
with lower side effects among those at risk.



How can survivors be empowered, in order to make completely aware choices 
in their future life after cancer?
RH: The Survivorship Passport (SP) project is meant mainly to empower survivors 
in order to have a more active role in the care of their own health. The survivors 
experience I learnt following my involvement in the PanCare network is that 
great differences exist between and within the European countries. The medical 
community has now collected a lot of information about who is at risk of what, but 
still we have the feeling and feed-back from survivors that this knowledge is not 
widespread as it should among health care providers. This reflects on the difficulties 
survivors may encounter. I hope that the tool provided by the SP and its link to 
evidence based recommendations for follow-up will help in empowering survivors. 

Do you think that the Survivorship Passport initiative could be extended 
outside the European borders?
RH: Absolutely yes! I have already presented the SP project at some international 
meetings like the I-BFM-SG or the SIOP annual meeting, and several colleagues, 
in particular from countries with less economic resources or from small countries 
with a limited number of survivors, expressed their interest in the SP project. The 
technology is there thanks to the infrastructure set up by the Italian IT company 
CINECA. Colleagues from CINECA (partners in the ENCCA project) have invested 
a lot in this and I think that it would be great if the system developed under the 
European network could become available also in other countries (we have received 
requests from Chile, Lebanon, Israel and even Japan!).

Do you think survivors’ groups and researchers should better cooperate in 
the future?
RH: There is always space for improvement! However, I think that within PanCare 
we did something unique! To my knowledge, PanCare is the first network in which 
researchers (physicians, nurses, epidemiologists, radiotherapists) and survivors 
work together for the common goal that every European survivor from childhood 
and adolescent cancer receives optimal long-term follow up care. Our semi-
annual PanCare meetings are an important opportunity for sharing experiences, 
understanding each other and make common projects and strategic plans. I hope 
that PanCare will become the common ground for the alliance between paediatric 
oncologists, survivors and their families. 

From an historical point of view, did you see any improvement in the condition 
of European survivors of pediatric cancer?
RH: I had the privilege of working at the G. Gaslini Institute that was the first 
paediatric cancer centre in Italy. When I joined the Gaslini Institute (more than 30 
years ago, already) we started to get interested in late effects of those treated during 
the “pioneering” years who were fortunate enough to have survived cancer. We 
saw clinical conditions that today would be considered unacceptable (e.g. severe 
scoliosis, soft tissue and bone hypoplasia, severe cardiac problems, neurologic 
deficits). At that time we had only scarce experience on late effects, and on top of 
this machinery and surgical approaches were not as advanced as today. Thus, yes, 
there was a terrific improvement over the last years, and I’m sure that quality of 
survivorship will further improve. Research on late effects is an evolving process: I 
believe that the conditions we are observing in these days among e.g. 30-40 year 
old survivors (treated thus at least 20-30 years ago) will be different and possibly 
lower 30 years ahead among children treated in these days with modern strategies.
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This publication has received funding from the European Union’s Seventh Framework Programme (FP7/2007-2013),  
project call HEALTH.2010.2.4.1-7, Predicting long-term side effects to cancer therapy, grant agreement n° 257505.
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For more information, please contact:
PanCareSurFup, Work Package 7 ‘Dissemination’ 
c/o Lars Hjorth, Coordinator, PanCareSurFup, lars.hjorth@skane.se 
Project Manager, Helena Linge, Project Manager, helena.linge@med.lu.se
Momcilo Jankovic, WP Leader, m.jankovic@hsgerardo.org

How do you think PanCare’s activities and future projects will be funded in 
the future?
RH: As we became a Society (under the Dutch law), we begun also a fundraising 
programme in order to guarantee economic support to our activities (e.g. providing 
economic support to survivors who wish to attend our annual meetings). At local 
level each of us is organizing something: the first idea was to produce a CD of a 
violin and cello concert that was held few month ago for PanCare. The CD is being 
distributed among all European countries and all the “voluntary donations” linked 
to its receipt will be given to PanCare. Our Czech colleagues are organizing another 
concert next October and all the donations will be given to PanCare. Of course, 
all these activities will allow only small projects. Research on survivorship issues is 
expensive also because it often needs to be conducted at multicenter, international 
level. I hope we will be able to generate new and appealing ideas that will fit into the 
European research agenda of Horizon 2020, and will then be funded by European 
grants as was PanCareSurFup under the EU 7th Framework Programme.

What is your best wish that you would like to express to all the other partners 
and, in general, to the community?
RH: Keep doing the good job we have done in these years! I think that since its 
foundation PanCare as a network of scientists and survivors has slowly but steadily 
become the European reference for those interested in this. Now it is clear that 
“cure is not enough”: we aim to new treatment strategies that will maintain or even 
increase the already quite high probability of cure after childhood cancer, but that 
on the other side will reduce the burden of long term side effects. Collaboration 
with colleagues involved in the design of the new clinical trials is very much hoped 
and I’m sure that this will be the future in the next years. 


