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PanCareLIFE consortium - Mainz General Assembly

Introducing PanCareLIFE

The number of survivors of childhood cancer in Europe has steadily increased as therapies and supportive
care have improved in recent years. Survival rates after childhood cancer now reach and exceed 80% in most
European countries. However, childhood cancer treatments are harsh and frequently cause serious late effects
that can greatly reduce the long-term quality of life of survivors, including poor quality of life, inner ear problems
(ototoxicity), reduced fertility and depression. It is estimated that as many as 80% of survivors have experienced
at least one serious late effect by their middle years. As the number of survivors increases, their care needs will
place an additional burden on health care systems.
Research is needed to prevent or alleviate the impact of late effects by developing models that match individual
patients with effective treatments with fewer late effects, and by providing adequate counselling and education
over the longer term to survivors and their families about how they can minimise the occurence and impact of
late effects.
PanCareLIFE is a European research project with the goal that survivors of cancer diagnosed before age 25
should enjoy the same quality of life and opportunities as their peers who have not had cancer. We will study:

Fertility

Inner Ear Problems

Quality of Life

How will PanCareLIFE advance cancer research?
•
•
•

By identifying both genetic and non-genetic risk factors for late effects so researchers and clinicians can promote cancer therapies with fewer late effects, tailored to particular risk profiles.
By supporting pan-European knowledge-sharing and encourage the translation of research results to the
clinic, bring together cohorts of childhood cancer survivors from across Europe to enable rigorous analysis.
By integrating therapy and long-term follow-up to improve health care, develop a harmonized approach to
integrated data management so that the value of data is maximized.
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Call for Data
PanCareLIFE is working with survivors and their families, doctors, hospitals, universities and cancer registries
across Europe to collect information about survivors that will help us learn about fertility impairment, inner ear
problems and quality of life after cancer treatment. During the project, information from over 12,000 survivors of
childhood and adolescent cancer will be collected and sent to our central Data Centre in Mainz.
Over the first two years of the project, PanCareLIFE researchers worked together with data providers across
Europe to decide what information is needed and to agree the processes for data collection and transfer.
Detailed plans for each PanCareLIFE study, called Study Protocols, were developed and data providers applied
for ethical approvals to carry out their work. Based on these Study Protocols, the Call for Data was created - the
Call for Data tells each data provider in detail what information they need to send to the Data Centre.
Data providers are now hard at work collecting and sending information to the Data Centre. The general Call for
Data will close in Oct 2016 and analysis of the collected information will begin.
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DNA Quality Control Checks
Our planned studies include examining genetic risk factors for fertility impairment and inner ear problems. This
work involves collecting and analysing DNA from blood and saliva samples from survivors. The samples have
to be shipped from across Europe to the DNA analysis centres in the Erasmus Medical Centre, Rotterdam and
the University of Ulm. It is important to test the samples after shipping to make sure that the DNA quality is high
enough for our planned testing. Some samples have already been collected and we have completed initial
quality checks. The results look good!

Anne-Lotte van der Kooi (left) and Eva Clemens (right) testing DNA quality at the Erasmus Medical Centre, Rotterdam

Audiogram Assessment
As part of our research into inner ear problems in survivors, we are collecting and analysing thousands of hearing
tests (audiograms). The audiograms are being collected by data providers and sent to the Audiogram Centre in at
Münster University, where a team of experts are assessing the quality of the tests. So far, we have looked at over
7,600 audiograms from over 1,500 participants. Data from the audiogram analysis will be sent to the Data Centre
in Mainz, alongside other survivor information sent directly from the data providers.

Management Team visits Audiogram Centre (left), audiogram collection demonstration (centre and right),

Fertility Guidelines
A key part of our work is making sure that research evidence makes it’s way into the clinic. International clinical
guidelines are an important tool that doctors can use to make sure that the treatment and care that they give
to their patients is based on the best evidence available. We are working with international experts to develop
clinical guidelines for fertility preservation in survivors of childhood and adolescent cancer. We have assembled
six Working Groups with experts from Netherlands, Germany, United States, Switzerland, Turkey, Italy, Belgium,
United Kingdom, Sweden, Australia, New Zealand, France, Czech Republic. The groups have agreed on how
they will develop the guidelines, worked to identify existing guidelines and started to decide what clinical questions they will focus on.
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Publications
Clinical Guidelines: We’ve already published our first paper on our Clinical Guideline work ‘Fertility Preservation
in Children, Adolescents, and Young Adults With Cancer: Quality of Clinical Practice Guidelines and Variations in
Recommendations’ in the scientific journal Cancer (A. Font-Gonzalez et al. Volume 122, Issue 14, pp. 2216–2223).
Survivorship: PanCareLIFE and the PanCare network were highlighted in a recent article in Cancer World, ‘Rerouted, not derailed: resuming a young life after cancer’. The article included interviews with PanCareLIFE Coordinator Dr. Peter Kaatsch (University Medical Centre, Mainz) and quality of life study leader Dr. Gabriele Calaminus
(Bonn University Clinic).
European Cohorts: Along with researchers from our sister project PanCareSurFup (http://www.pancaresurfup.
eu/), PanCareLIFE researchers have also contributed to a paper presenting an overview of the current large,
national and pan-European studies of late effects after childhood cancer. ‘Childhood cancer survivor cohorts in
Europe’ was published in Acta Oncologica (Jeanette F. Winther et al. Volume 54, Issue 5, pp. 655-668).

Conferences and Awards
Although data collection and analysis are still on-going, the consortium has been busy presenting the concept for
PanCareLIFE at a number of conferences. Most recently:
•

•

Annette Weiss (University of Bern) gave a presentation entitled ‘Auditory complications after
childhood cancer in Switzerland’ at the Swiss Peadiatric Oncology Group (SPOG) Symposium
on the 3rd of June 2016. She won third place in the ‘SPOG lecture prize award’.
Anna Font-Gonzalez (Academic Medical Center, Amsterdam) presented ’Fertility preservation in children with cancer: quality of clinical practice guidelines and variations in recommendations’ at the Amsterdam Kindersymposium (18 Feb 2016). Her abstract was selected
as one of the 8 best abstracts submitted so she was invited to give an oral presentation
during the masterclass session.

All our conference presentations can be found at: http://www.pancarelife.eu/news-events/

What Next?
The coming months will see data collection and transfer to the Data Centre come to a close, with the last
audiograms being sent to the Audiogram Centre in Münster and the biosamples needed for hormone and DNA
analysis also being shipped to the analysis laboratories in Rotterdam and Ulm.
•
•
•
•
•

01 Nov 2016 - general Call for Data closes
01 May 2017 - extensive treatment, quality of life, audiogram and laboratory data Call for Data closes
01 Nov 2016 - 01 Nov 2017 - Data Centre cleans data (plausibility, duplication checks)
01 June 2017 - 01 November 2017 - Data Centre sends data files to Study Teams
01 Nov 2017 - 30 Nov 2018 - Study Teams analyse data, prepare reports/publications

At the close of the project in Autumn 2018, we’ll host a Closing Conference for survivors and their families, doctors, cancer researchers, health policymakers and anyone else interested in hearing more about what we learned
during the project. If you are interested in joining us, please send us an email (info@pancarelife.eu).
Want to learn more about the project? Check out our website (www.pancarelife.eu) and our promotional
materials, available in English, Czech and French in the Media Centre (http://www.pancarelife.eu/media-centre/).
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