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1 Executive Summary 

The overall objective of D6.3 ‘Policy Recommendations for Survivorship Care’ was to develop policy 

recommendations to increase understanding and knowledge of the importance of person-centred 

Survivorship Care for survivors of children, adolescents and young adults (CAYA) cancer across Europe 

and to promote equitable access to survivorship care across Member States, through 

recommendations for implementation of the PanCareFollowUp Care intervention across Europe.  

The Policy Recommendations presented in this report include overarching recommendations 

developed by the PanCareFollowUp consortium, which set the scene and provide guidance for an 

enabling policy environment for CAYA cancer control and survivorship. These overarching policy 

proposals are followed by five key recommendations from the PanCareFollowUp project, which 

provide stakeholders with specific actions needed to improve Survivorship Care through effective 

implementation of the PanCareFollowUp Care intervention across Europe. The recommendations 

developed are based on project outputs, including implementation of the PanCareFollowUp Care 

intervention in four European countries as part of a multi-country cohort study, the Replication Manual 

developed for the Care intervention following the study, and feedback from meetings with survivors 

and healthcare professionals (HCPs). The recommendations and policy proposals are relevant to both 

Member States and EU institutions. 

2 Introduction & Background 

Today, more than 80% of CAYA treated for cancer become long-term survivors. There are currently at 

least 300,000 CAYA cancer survivors across Europe, and this number is growing by 12,000 survivors 

every year.  

Although the importance of dedicated lifelong survivorship care for CAYA cancer survivors is widely 

recognised, most CAYA cancer survivors in Europe do not have access to such care. The 

PanCareFollowUp Policy Recommendations aim to advocate for a better quality of life and health 

status of CAYA cancer survivors based on their individual needs, by offering examples of actions that 

can be taken at national and international levels, and by promoting best practices and tools that can 

be adapted and implemented according to the different healthcare settings in Europe. 

3 Approach 

The SIOP Europe Policy Team led the work on D6.3 ‘Policy Recommendations for Survivorship Care’ of 

the PanCareFollowUp project, which consisted of the development of policy recommendations for 

Survivorship Care. 

The work on this deliverable started in May 2023, when a representative of the SIOP Europe policy 

team was invited to the PanCareFollowUp plenary meeting in Amsterdam to present how policy 

recommendations fit into the overall strategy of the association's policy activities, and to present SIOP 

Europe's proposed approach to developing the PanCareFollowUp Policy Recommendations. Members 

of the consortium were given the opportunity to provide feedback at the plenary meeting and it was 

agreed to set up a dedicated working group for this task, consisting of representatives from PanCare, 

CCI Europe (representing patient advocates and survivors), and HCPs from the PanCare and SIOP 

Europe communities. 
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Following the Amsterdam meeting, SIOP Europe developed a first draft of the Policy 

Recommendations, which were discussed in regular meetings of the working group over the following 

months. When a final draft of the recommendations was ready, it was circulated to the consortium for 

review and feedback via an online shared document. Discussions continued during the monthly 

meetings of the consortium until November 2023. After three rounds of revisions, the final document 

was approved by the consortium and finalised by the SIOP Europe Policy Team. 

The Policy Recommendations presented in this report include overarching policy recommendations 

developed by the PanCareFollowUp consortium, which set the scene and provide guidance for an 

enabling policy environment for CAYA cancer control and survivorship. These overarching policy 

proposals are followed by five key recommendations from the PanCareFollowUp project. 

4 Results 

Below is the policy recommendations document developed by the PanCareFollowUp consortium. 
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5 Impact & Conclusion 

The PanCareFollowUp Policy Recommendations will be widely disseminated by PanCare, SIOP Europe 

and CCI Europe towards policymakers at the European level, as well as by all project partners at 

national levels, to foster relevant actions to implement the PanCareFollowUp Care intervention. 

Specifically:  

• CCI Europe will disseminate the policy recommendations to their 63 member organisations in 

34 countries across Europe to support advocacy for better Survivorship Care through 

implementation of the Care intervention. 

• CCI Europe, PanCare and SIOP Europe will disseminate the policy recommendations for 

publication as a resource on the Platform of the European Network of Youth Cancer Survivors 

(www.beatcancer.eu). 

• PanCare will disseminate the policy recommendations to their large network across Europe to 

encourage and amplify awareness-raising on the PanCareFollowUp Care intervention in 

different contexts at national level. 

• SIOP Europe will use the policy recommendations as reference to inform advocacy messages 

in the area of childhood cancer Survivorship Care. 

The expected impact of this dissemination is a greater awareness about Survivorship Care at EU and 

national levels, leading to policy-related activities that will promote an enabling policy environment 

for CAYA cancer Survivorship Care. Adoption of the five key recommendations should enable the roll-

out the PanCareFollowUp Care intervention in new clinics across Europe, resulting in improvements to 

care and quality of life of CAYA cancer survivors directly derived from the results of EU-funded 

research. 

http://www.beatcancer.eu/
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