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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.

D6.3 Policy Recommendations for Survivorship Care 3
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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.

D6.3 Policy Recommendations for Survivorship Care 4
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Policy Recommendations from the PanCareFollowUp project

Executive Summary

Nowadays, more than 80% of children, adolescents and young adults (CAYA) treated for cancer will
become survive to 5 years after diagnosis. Currently, there are at least 300,000 CAYA cancer
survivors across Europe, and this number is growing by 12,000 survivors each year. But survivorship
may come at a price: up to 75% of survivors must deal with long-term medical and psychosocial
challenges arising from their prior cancer and/or its treatment, requiring life-long Survivorship Care
for the prevention, early detection and treatment of health issues. Survivorship care is important not
only for survivors, but society as a whole. The possibility of being able to cure such a serious illness
also brings the responsibility to minimise the burden on those who may be affected by the
consequences of the therapy and the illness itself, both on an individual and societal level. It is
imperative that each survivor has access to care according to their needs and issues. While the
importance of dedicated life-long Survivorship Care for CAYA cancer survivors is widely recognised,
such care is still unavailable in many settings across Europe.

The EU-funded PanCareFollowUp project (https://pancarefollowup.eu/)! aimed to advance person-
centred, life-long Survivorship Care for CAYA cancer survivors across Europe by developing and
piloting the PanCareFollowUp Care Intervention in Belgium, the Czech Republic, Italy, and Sweden.
The PanCareFollowUp Care Intervention includes all necessary components for life-long Survivorship
Care of CAYA cancer survivors, including a detailed Treatment Summary, personalised Survivorship
Care Plan based on the PanCareFollowUp guidelines, and PLAIN language information. With the
aspiration of seeing the PanCareFollowUp Care Intervention widely implemented across Europe, the
consortium has five key policy recommendations on Survivorship Care for CAYA survivors, as well
as a set of overarching policy proposals.

1 Van Kalsbeek et al. 2021 Eur J. Cancer 153: 74-85 https://doi.org/10.1016/j.ejca.2021.05.030

PanCareFollowUp Policy Recommendations for Person-centred Survivorship Care lofi11
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All survivors of CAYA cancer should have life-long access to person-centred, evidence-based
Survivorship Care.

Such care can be achieved via implementation of the PanCareFollowUp Care Intervention through
the following policy recommendations:

Recommendation 1: Integrate the PanCareFollowUp Care Intervention for person-centred,
evidence-based Survivorship Care in national health policies (e.g. National Cancer Control Plans)
and healthcare systems and practices across Europe (including a governance plan and financial
allocations to underpin implementation).

Recommendation 2: Facilitate development and integration of education on person-centred
Survivorship Care for CAYA cancer survivors in healthcare education for all healthcare providers
and promote mutual recognition of these competencies across Europe.

Recommendation 3: Empower all CAYA cancer survivors by making available their personalised
PanCareFollowUp Survivorship Care Plan, which enables them to engage in and manage their own
Survivorship Care.

Recommendation 4: Ensure European and national level multi-stakeholder collaboration in the
implementation of life-long, person-centred Survivorship Care.

Recommendation 5: Allocate financial support and foster sustainability of Survivorship Care at the
patient access level.

Below, more information is provided about the PanCareFollowUp Care Intervention, followed by
more detailed policy-related information.

What is the PanCareFollowUp Care Intervention?

The PanCareFollowUp Care Intervention? is a guideline-based, person-centred approach to
Survivorship Care, which can be flexibly adapted to local healthcare settings. The Care Intervention
includes: (1) completion of a pre-visit Survivor Questionnaire (by the survivor) and Treatment
Summary (by the healthcare provider), (2) a clinic visit including shared decision-making and delivery
of a preliminary version of the Survivorship Care Plan, based on the PanCareFollowUp guidelines, and
(3) a follow-up communication to finalise the individualised Survivorship Care Plan.

During the project, the Care intervention was piloted in a multi-country study in one clinic in Belgium,
the Czech Republic, and Sweden, using paper-based materials, and digitally via the PanCare
Survivorship Passport in Italy.>* As a final output of the PanCareFollowUp project, a Replication

2 Van Kalsbeek et al. 2022 Eur J. Cancer 162: 34 - 44 https://doi.org/10.1016/].ejca.2021.10.035

2 Van Kalsbeek et al. 2022 BMJ Open 12:e063134 http://dx.doi.org/10.1136/ bmjopen-2022-063134

41n Italy, the Survivorship Passport (v1.2) is currently used in all Italian Association for Pediatric Hematology-Oncology
(AIEOP) clinics, as reported in Terenziani et al. 2023 Tumori
https://journals.sagepub.com/doi/10.1177/03008916231185981.

PanCareFollowUp Policy Recommendations for Person-centred Survivorship Care 20f11
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Manual has been developed to provide a suite of tools that can be used to implement the Care
Intervention in national contexts. The Replication Manual (available on the PanCare website from
2024, www.pancare.eu) includes intervention materials that can be freely re-used, including:

e International Guideline Harmonisation Group (https://www.ighg.org/) evidence-based and
PanCareFollowUp consensus-based Survivorship Care guidelines,®

e PanCareFollowUp Survivor Questionnaire, used to gather health information from survivors
before survivorship clinic visits,

e PanCareFollowUp Treatment Summary template, used to generate personalised Treatment
Summaries for individual patients, including all relevant medical treatment information in a
standardised way to facilitate use of the Survivorship Care guidelines,

e PanCareFollowUp Survivorship Care Plan template, used to generate personalised care
recommendations for individual patients based on the Survivorship Care guidelines, and

e PLAIN language information for survivors and healthcare providers, where accessible
language is used to explain potential treatment-related health issues and required
Survivorship Care.

The Replication Manual also includes a user manual for the intervention materials, helpful
information about how to set up a Survivorship Care clinic and implement the Care intervention, and
practical information from clinics that have implemented the PancareFollowUp Care intervention.

The PanCare Survivorship Passport, used to digitally deliver the Care intervention in ltaly, is currently
being developed in further EU-funded projects, such as the PanCareSurPass project
(https://www.pancaresurpass.eu/) implementing a further updated version of the Survivorship
Passport in Austria, Belgium, Germany, Italy, Lithuania and Spain, and the SmartCARE project
(https://www.smart-care.org/) developing an EU-level Cancer Survivor Smart Card.

5 Key Recommendations for Survivorship Care for CAYA Cancer Survivors

Health policy and healthcare delivery are primarily a national Member State competence. However,
health initiatives are often coordinated at the EU level in areas necessitating cross-border action,
such as rare and complex diseases. In addition, the European Health Union® has been an increasingly
prominent policy orientation, fostering Member State cooperation since the COVID-19 pandemic.

As rare and complex conditions, CAYA cancers and CAYA cancer sequelae affecting survivors
necessitate targeted approaches supported by both national and EU stakeholders.

The rarity of CAYA cancers and their large burden in Europe call for both EU level coordination and
contextualised Member State action. Reflecting this, there are a number of previous and current EU
and Member State supported initiatives, such as the:

5 Van Kalsbeek et al. 2021 Eur J. Cancer 154: 316 - 328 https://doi.org/10.1016/j.ejca.2021.06.004
6 https://commission.europa.eu/strategy-and-policy/priorities-2019-2024/promoting-our-european-way-life/european-
health-union _en (accessed 14 November 2023)
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e FEuropean Reference Network on Paediatric Cancer (ERN PaedCan, https://paedcan.ern-
net.eu/), which aims to share expertise and provide the best possible treatment and care to
CAYA cancer patients no matter where they may live in Europe,

e Joint Action on Rare Cancers (JARC, https://siope.eu/activities/eu-projects/eu-joint-action-
rare-cancers-jarc/) which presented specific recommendations in the Rare Cancer Agenda
2030, including childhood cancer survivorship,” ® and

e Joint Action on European Networks of Expertise (JANE, https://jane-project.eu/), which
includes a Network of Expertise on survivorship.

Survivorship is a critical stage in the CAYA cancer journey, and as such deserves targeted measures.
There are a number of policy mechanisms for addressing survivorship:

e Atnational level, National Cancer Control Plans are a primary policy instrument guiding cancer
control.

e At the European level, the landmark Europe’s Beating Cancer Plan® is a flagship initiative of
the European Health Union; it dedicates a spotlight section to childhood cancer and
specifically recognises the importance of “comprehensive care, treatment and survivorship”
to help young patients recover and have optimal quality of life.

e Another prominent initiative of the EU, the Cancer Mission, focuses on improving survival
and survivorship through research-based actions. The Mission includes quality of life as a
distinct objective and childhood cancer as a cross-cutting priority.'! Close linkages are in place
between Europe’s Beating Cancer Plan and the Cancer Mission.

Notably, Europe’s Beating Cancer Plan, with the EU Cancer Mission and ambitious funding
programmes (such as Horizon Europe and EU4Health), provides a vision and means to enhance CAYA
cancer control, including survivorship, in the years to come. This outlook is enhanced by the European
Parliament resolution on strengthening Europe in the fight against cancer, which supports the roll-
out of the EU-level Cancer Survivor Smart Card (which uses the Survivorship Passport model as a
basis), guidelines on long-term surveillance and transition from paediatric to adult care for CAYA
cancer survivors.’ EU health data and cross-border patient right provisions also represent promising
avenues to enhance CAYA cancer Survivorship Care in Europe.

7 RARE CANCER AGENDA 2030 Ten Recommendations from the EU Joint Action on Rare Cancers, ISBN 978-88-31642-
71-2 LINK

8 JARC Guidelines and recommendations on models of healthcare to assure adequate follow-up of children surviving
cancer, transition to adult medicine, and the use of the Survivorship Passport LINK

% Europe's Beating Cancer Plan - Communication from the commission to the European Parliament and the Council LINK
10 EU Mission: Cancer - https://research-and-innovation.ec.europa.eu/funding/funding-opportunities/funding-
programmes-and-open-calls/horizon-europe/eu-missions-horizon-europe/eu-mission-cancer_en (accessed 14
November 2023)

1 European Missions — Cancer, Implementation Plan LINK

12 European Parliament resolution of 16 February 2022 on strengthening Europe in the fight against cancer — towards a
comprehensive and coordinated strategy (2020/2267(INI)) — Point 124-140 LINK

PanCareFollowUp Policy Recommendations for Person-centred Survivorship Care 4of11
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The present recommendations and policy proposals are relevant for both Member State and EU
institutions and categorised accordingly.

o The ‘EU’ refers to three European institutions — the European Commission, Council of the EU,
and the European Parliament, acting together to shape the EU policy agenda.

e ‘Member States’ refers to the national governments including their appropriate branch(es)
such as Ministries of Health.

The PanCareFollowUp consortium has first developed overarching policy proposals to set the scene
and provide orientations for a favourable policy environment for CAYA cancer control and
survivorship. These overarching policy proposals are followed by five key recommendations from the
PanCareFollowUp project that delineate the specific actions needed to enhance Survivorship Care by
effectively implementing the PanCareFollowUp Care Intervention across Europe.

Overarching policy proposals

EU:

e Build on the coordinated implementation of Europe’s Beating Cancer Plan, particularly its
spotlight on Childhood Cancer, and the EU Cancer Mission as well as on the European
Parliament resolution on strengthening Europe in the fight against cancer, particularly Area
of action V: Challenges in cancer among children, adolescents and young adults, to deliver on
the commitments on CAYA cancer survivorship using an integrated approach including, but
not limited to, the following actions.

o Enable the continuity and the sustainability of the European Network of Youth Cancer
Survivors, which complements the actions under the ‘Helping Children with Cancer
Initiative’ in Europe’s Beating Cancer Plan and is intended to “help strengthen long-
term Survivorship Care in cancer care plans at national and regional levels”.”’

O Foster the dissemination and Member State buy-in of the EU-level ‘Cancer Survivor
Smart Card’ stemming from the EU-funded SmartCARE project and the Survivorship
Passport model®'° as an integral component of healthcare systems for CAYA cancer
survivors and multi-disciplinary healthcare providers working with them over
survivors’ entire lifetimes.

o Foster implementation programmes, governance mechanisms, and funding streams
that are dedicated to CAYA cancer as a distinct area of oncology and systematically
address CAYA cancer survivorship along with other phases of the patient journey
therein, including adaptation and implementation of the PanCareFollowUp Care
intervention by adopting the 5 key recommendations outlined below, as well as
further funding to support updates of the PanCareFollowUp guidelines for
Survivorship Care.

e Adopt European Health Data Space provisions that facilitate secure health data sharing to
underpin the delivery of CAYA cancer Survivorship Care.

PanCareFollowUp Policy Recommendations for Person-centred Survivorship Care 50f11
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Member States:

e Adapt and integrate the EU-level ‘Cancer Survivor Smart Card’ stemming from the EU-funded
SmartCARE project and Survivorship Passport model into local healthcare systems for
childhood cancer survivors and multidisciplinary healthcare providers working with them
across the life course.

e Make use of EU eHealth, secure data sharing, and cross-border patient rights provisions
where relevant, such as for CAYA cancer survivors moving between EU Member States.

EU and Member States:

® Adapt and implement the PanCareFollowUp Care intervention by adopting the 5 key
recommendations outlined below.

e Further invest in the expertise and the functionality of established European networks on
paediatric oncology - including PanCare (the European network fully dedicated to childhood
cancer survivorship, https://www.pancare.eu/), SIOP Europe and its Clinical Research Council
(https://siope.eu/), the ERN PaedCan (https://paedcan.ern-net.eu/), and CCl Europe (the
European network unifying parents, patients and survivors (https://ccieurope.euy/).

e Systematically involve healthcare providers, academia, and parent, patient and survivor
representatives in the planning, implementation and evaluation of CAYA cancer and CAYA
cancer survivorship initiatives.

Recommendation 1: Integrate the PanCareFollowUp Care Intervention for person-centred,
evidence-based Survivorship Care in national health policies (e.g. National Cancer Plans)
and healthcare systems and practices across Europe (including a governance plan and
financial allocations to underpin implementation).

EU:

e Support the dissemination of the PanCareFollowUp Care Intervention to decision-makers at
the Member State level, leveraging the capacity and knowledge of relevant stakeholder
organisations (such as patient organisations and professional organisations).

Member States:

e Include elements of the PanCareFollowUp Care Intervention (such as Treatment Summaries,
Survivorship Care Plans) in national cancer control plans or equivalent policy instruments
governing cancer control at the national level.

e Ensure follow through on formulated policies and foster implementation of the
PanCareFollowUp Care Intervention components through a comprehensive program defining
operational, infrastructural and adequate budgetary resources, roles and responsibilities,
timelines, and standard operating procedures, based on local health system organisation and
capacity (including the allocation of adequate budgetary resources).

e Put forward national objectives for person-centred, long-term Survivorship Care taking into
consideration different individual factors.

PanCareFollowUp Policy Recommendations for Person-centred Survivorship Care 60f11
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PanCareFollowUp Outputs to Support Recommendation 1

A Replication Manual has been developed to provide a suite of tools that can be used to implement
the published PanCareFollowUp Care Intervention? in national contexts. The Replication Manual
(available on the PanCare website from 2024, www.pancare.eu) includes intervention materials in
English, Czech, Dutch, Italian and Swedish that can be freely re-used, including: Survivorship Care
guidelines,’ a Survivor Questionnaire, a Treatment Summary template and a Survivorship Care Plan
template. Clinics interested in developing local language translations are welcome to contact

PanCare (info@pancare.eu).

PLAIN language information for survivors and healthcare providers will also be available in English
on the PanCare website (www.pancare.eu), where accessible language is used to explain potential
treatment-related health issues and required Survivorship Care. Translations to additional
languages will be added as they become available.

The Replication Manual also includes a manual on how to use the intervention materials, helpful
information about how to set up a Survivorship Care clinic, and more. Clinics with experience
implementing the PanCareFollowUp Care Intervention in Belgium, the Czech Republic, Italy and
Sweden can also be reached via the PanCare network (info@pancare.eu).

Recommendation 2: Facilitate development and integration of education on person-
centred Survivorship Care for childhood and adolescent cancer survivors in health care
education for all healthcare providers and promote mutual recognition of these
competencies across Europe.

EU

e Building on the actions outlined in Europe’s Beating Cancer Plan on professional training,
include specific initiatives on paediatric oncology and life-long childhood cancer Survivorship
Care across programmes addressing the European healthcare workforce.

EU and Member States:

e Provide funding to professional knowledge-sharing initiatives such as twinning between
centres/Member States, in-person educational meetings, e-learning modules.

® Foster the integration of late health and psychosocial effects and the necessity for lifelong
long-term follow up care needs into education for all healthcare providers.

e Foster the integration of Survivorship Care for CAYA survivors into pediatric and adult
medicine residency and fellowship curricula,®? as well as lifelong learning requirements.

e Throughout, include specifications for these educational programmes to emphasise person-
centred Survivorship Care / transition from doctor- to patient-driven care and shared
decision-making.

3 Tonorezos et al. 2022 ). Cancer Educ. 36(4): 689 - 692
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PanCareFollowUp Outputs to Support Recommendation 2

The PanCareFollowUp website includes basic information for healthcare providers
(https://pancarefollowup.eu/for-healthcare-professionals/),  including information  about
Survivorship Care guidelines.

Training for healthcare providers on how to deliver person-centred care was developed during
PanCareFollowUp and will be available on the PanCare website (once published). PanCare and SIOP
Europe also joined forces to deliver a virtual course on Late Effects in Childhood and Adolescent
Cancer Survivors, which was accredited by the European Accreditation Council for Continuing
Medical Education (EACCME®). Selected videos are available (https://siope.eu/Lafe-Effects-
Course) and similar courses are planned for the future.

Clinics interested in twinning or other knowledge-sharing activities related to implementation of
the Care intervention can contact the PanCare network (info@pancare.eu) and become a member
of the PanCare network to join the yearly PanCare meetings.

Other relevant membership networks are:
® SIOP Europe (office@siope.eu), the single united European organisation representing
childhood cancer healthcare providers and academia, for more information on initiatives
spanning multi-disciplinary care, research, EU advocacy, education and training, and
® CCl Europe (office@ccieurope.eu), the largest European patient organisation in paediatric
cancer, for more information about national and EU-level advocacy initiatives for
Survivorship Care and public-patient involvement.

Recommendation 3: Empower all CAYA cancer survivors by making available their
personalised PanCareFollowUp Survivorship Care Plan, which enables them to engage and
manage their own Survivorship Care.

EU and Member States:

® Support the set-up and delivery of quality cancer Survivorship Care at the national level
according to mutually agreed European standards to ensure equal access to Survivorship Care
- including personalised Survivorship Care Plan - for survivors across Europe.

® Support the development of educational resources for patients, parents and survivors to
enhance understanding of the importance and practical implications of Survivorship Care and
shared decision-making with their healthcare providers.

e Build on existing EU projects on childhood and adolescent cancer survivorship, in particular
the European Network of Youth Cancer Survivors project (EU-CAYAS-NET,
https://beatcancer.eu/), to work collaboratively with patients, survivors, and parents towards
the development and optimisation of survivorship care organisation and delivery.

PanCareFollowUp Policy Recommendations for Person-centred Survivorship Care 8of11
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PanCareFollowUp Outputs to Support Recommendation 3

The PanCareFollowUp website includes basic information for survivors
(https://pancarefollowup.eu/for-survivors/), including why Survivorship Care is so important.

PLAIN language information for survivors and healthcare providers developed during the project
will also be available in English on the PanCare website (www.pancare.eu), where accessible
language is used to explain potential treatment-related health issues and required Survivorship
Care. Translations to additional languages will be added as they become available.

In countries where Survivorship Care is not yet well developed, survivor advocacy organisations
can use the Replication Manual (available on the PanCare website from 2024, www.pancare.eu) to
lobby for care. Advocacy organisations interested in developing local language translations of the
materials or to develop advocacy materials to introduce or improve Survivorship Care in their
country are welcome to contact PanCare (info@pancare.eu) or CCl Europe (office@ccieurope.eu).

PanCareFollowUp partners have contributed to initiatives of Europe’s Beating Cancer Plan,
including the:

e European Network of Youth Cancer Survivors project, which includes an interactive
Platform  where  survivors and carers can access useful resources
(https://beatcancer.eu/resources/), learn about EU projects, find out about relevant events
(https://beatcancer.eu/events/) and network with others in the community
(https://beatcancer.eu/community/), and

o SmartCARE project, which will develop an EU-level Cancer Survivor Smart Card to empower
survivors in their communication with healthcare providers, provide tools for self-
management and provide survivors with access to their personal medical data.

Recommendation 4: Ensure European and national level multi-stakeholder collaboration in
the implementation of life-long, person-centred Survivorship Care

EU and Member States:

e Use PanCare and CCl Europe, as well as relevant SIOP Europe network resources and
initiatives to foster context-specific Survivorship Care organisation and delivery in
collaboration with primary care settings, general practitioners, multidisciplinary healthcare
professionals, survivors and their carers, and/or their representative organisations.

PanCareFollowUp Policy Recommendations for Person-centred Survivorship Care 9o0f11
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PanCareFollowUp Outputs to Support Recommendation 4

PanCareFollowUp has brought together a collaborative network of researchers, healthcare
providers and survivors to develop, implement and evaluate the PanCareFollowUp Care
Intervention. The network of stakeholders will continue to collaborate on Survivorship Care into
the future and would welcome new collaborators!

To learn more about how to become involved, researchers and healthcare providers can contact
PanCare (info@pancare.eu) or SIOP Europe (info@siopeurope.eu); survivors and carers can
contact CCl Europe (office@ccieurope.eu).

Recommendation 5: Allocate financial support and foster sustainability of Survivorship
Care at the patient access level

EU and Member States:

e Based on national and EU provisions (such as cross-border healthcare), provide
reimbursement options and support mechanisms for patients facing financial difficulties in
adhering to Survivorship Care.

Member States:

e Involve health insurers and other financial stakeholders, as well as local management, as early
as possible in the process of designing Survivorship Care interventions.

PanCareFollowUp Outputs to Support Recommendation 5

The prospective cohort study of the PanCareFollowUp Care Intervention® collected information not
only about the costs to health systems for delivering the intervention but also costs for survivors
and carers to receive care, such as travel costs, time loss from work or in education and other costs.
Data related to these patient level costs will be made available in peer-reviewed publications,
shared on the PanCare website when they are available (www.pancare.eu), to support the
development of reimbursement and support mechanisms.

Experiences from implementing the intervention in the cohort study, such as barriers and
facilitators for survivors collected through focus group discussions, will also be made available in
the Replication Manual (available on the PanCare website from 2024, www.pancare.eu).

PanCareFollowUp Policy Recommendations for Person-centred Survivorship Care 100f 11
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The PanCareFollowUp Project. Link

Pan-European Network for Care of Survivors after Childhood and Adolescent Cancer
(PanCare). Link

3. PanCare Guidelines: Link

4. PanCare PLAIN information: Link

5. The European Society for Paediatric Oncology - SIOPE. Link

6. SIOPE Clinical Research Council (CRC). Link

7. Childhood Cancer International Europe (CCI Europe). Link

8. The European Reference Network on Paediatric Cancer (ERN PaedCan). Link
9. International Guideline Harmonization Group (IGHG). Link

10. SmartCARE Project. Link

11. Survivorship Passport. Link

12. PanCareSurPass Project. Link

13. European Network of Youth Cancer Survivors (EU-CAYAS-NET) Project. Link
14. JARC Project. Link

15. JANE Project. Link
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5 Impact & Conclusion

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

e CCl 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.

e CCl 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).

e 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.

e 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.
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