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BACKGROUND NOTE ON PATIENTS AND CAREGIVERS 

 

I. Patients 

 

I.1. Cancer patients’ rights 

  

General framework of patients’ rights 

 

The origin of patients’ rights are the fundamental 

human rights of integrity and self-determination. 

These individual rights have been complemented by 

the “social” patients’ rights, i.e. the rights to become 

a patient which address issues of coverage, access and entitlements; and more recently, by 

“consumer” patients’ rights, which are more focused on issues of information, quality and 

choice. The broadening of patients’ rights is accompanied by the recognition of the importance 

of patient empowerment, including the trends of involving patients or patient organisations 

more closely in policy-making. 

 

Though patient empowerment 

is essentially determined at 

national level, the 

international legal framework 

enshrining human rights is 

equally important. The 

Charter of Fundamental 

Rights of the European Union 

brings together all the 

personal, civic, political, 

economic and social rights 

that people within the EU 

enjoy. It includes all rights 

found in the case law of the 

Court of Justice of the EU, the 

rights and freedoms protected by the European Convention on Human Rights, and other rights 

and principles originated in the common constitutional traditions of the Member States and 

other international instruments. These rights are inalienable and universal, rise above 

citizenship and are attached to a person as such. With the entry into force of the Treaty of 

Lisbon, in December 2009, the Charter became legally binding in the EU. It means that these 

fundamental rights, including patient’s rights are not only officially reaffirmed and recognised 

as part of the universal values shared by the Union and all Member States, but they must be 

observed in the development and application of EU law. 

 

Patients’ rights 
 

 
Source: Patients’ rights in the European Union. Mapping eXercise: final 
report; published in 2018; p. 21.  

 

In this note: 
Patients’ and cancer patients’ rights 
Patient empowerment  
Financial toxicity 
Return to work 
The right to be forgotten 
Caregivers 

https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX:12012P/TXT
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX:12012P/TXT
https://op.europa.eu/en/publication-detail/-/publication/8f187ea5-024b-11e8-b8f5-01aa75ed71a1/language-en
https://op.europa.eu/en/publication-detail/-/publication/8f187ea5-024b-11e8-b8f5-01aa75ed71a1/language-en
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The first calls for a more explicit endorsement of patient’s rights in the EU date back to the 

‘80s. Already in 1984, the European Parliament called on the Commission to submit a proposal 

for a European charter on the rights of patients1. In 2002, the Active Citizenship Network 

promoted the idea of a European charter of patients’ rights in the context of increasing citizen 

and patient mobility and the enlargement of the EU.  

 

Further developments in EU consumer policy, and the increased attention to patient safety and 

medical liability put patients’ rights into the focus again. Personalised medicine and other 

innovation in the fields of medicine, and the development and wider uptake of e-health have 

created new implications and challenges for patients’ rights, especially with regard to privacy 

issues.   

 

Directive 2011/24/EU on the application of patients’ rights in cross-border healthcare also 

represents an important milestone; however, it essentially focuses on the social and consumer 

patients’ rights in the context of cross-border health care. With the exception of the right to 

reimbursement of cross-border care, it does not specify particular rights for patients but rather 

ensures that procedures and structures are in place in Member States to guarantee common 

operating principles. 

 

Emerging common challenges across the EU, such as the growing complexity of healthcare 

interventions and the rise in ethical questions, ageing population, the rise of chronic conditions, 

the prioritisation of quality and safety of health care, the empowerment of citizens and the 

increased attention of cultural preferences require Member States to develop a coherent 

strategy around citizens’ and patients’ rights in health care. A comprehensive overview and a 

comparative analysis of the situation in the Member States can be found in “Patients’ rights in 

the European Union. Mapping eXercise: final report”. 

 

The rights of cancer patients 

 

Created in partnership between the European Cancer Concord (ECC) and the European Cancer 

Patient Coalition, launched on World Cancer Day at the European Parliament in 2014, and 

endorsed by the then Health Commissioner, Tonio Borg, the European Cancer Patient’s Bill of 

Rights rests on three key patient-centred initiative:  

 

 

 

 

 

 

 

 

 

 

 

 

Built on the Bill of Rights, and co-produced by a team of cancer patients, patient advocates and 

cancer professionals, the European Code of Cancer Practice is a citizen- and patient-centred 

                                                 
1 Resolution of the European Parliament of 19 January 1984 on a European Charter on the Rights of Patients. OJ 

C 46, 20 February 1984,  pp 107-108 

European Cancer Patient’s Bill of Rights 
 

Article 1: The right of every European citizen to receive the most accurate information and to be proactively 
involved in his/her care. 
 

Article 2: The right of every European citizen to optimal and timely access to diagnosis and to appropriate 
specialised care, underpinned by research and innovation. 
 

Article 3: The right of every European citizen to receive care in health systems that ensure the best possible 
cancer prevention, the earliest possible diagnosis of their cancer, improved outcomes, patient rehabilitation, 
best quality of life and affordable health care. 

 

https://ec.europa.eu/health/ph_overview/co_operation/mobility/docs/health_services_co108_en.pdf
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX%3A02011L0024-20140101
https://op.europa.eu/en/publication-detail/-/publication/8f187ea5-024b-11e8-b8f5-01aa75ed71a1/language-en
https://op.europa.eu/en/publication-detail/-/publication/8f187ea5-024b-11e8-b8f5-01aa75ed71a1/language-en
https://ecpc.org/wp-content/uploads/2020/07/English.pdf
https://ecpc.org/wp-content/uploads/2020/07/English.pdf
https://www.europeancancer.org/2-standard/66-european-code-of-cancer-practice
https://eur-lex.europa.eu/legal-content/EN/TXT/PDF/?uri=OJ:C:1984:046:FULL&from=DE
https://eur-lex.europa.eu/legal-content/EN/TXT/PDF/?uri=OJ:C:1984:046:FULL&from=DE
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declaration of the core requirements for good clinical cancer practice, which has the ambition 

to improve outcomes for all of Europe’s cancer patients.  

 

The Code sets out ten key overarching rights, and indicates what patients should expect from 

their healthcare system throughout their cancer journey. Each right links to three questions that 

a patient might want to ask their healthcare professionals; and each right is supported by a short 

explanation. The rights are based on the best available medical evidence, which is summarised 

in a supporting document, the Medical Literature and Evidence. Essentially, the Code is an 

empowerment tool, which aims to ensure the delivery of best available care for European 

citizens and patients.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

At Member State-level, National Cancer Control Programmes (NCCP) play a key role in the 

implementation of initiatives to improve cancer patients’ rights. The NCCPs are integrated 

plans, bringing together all efforts for cancer prevention and care at national level. With 

sufficient resources, and being conform to European guidelines and good international 

European Code of Cancer Practice 
Cancer patients have the right to 

 
equal access: 
equal access to 
affordable and optimal 
cancer care, including 
the right to a second 
opinion; 

 
information: 
information about their 
disease and treatment 
from their medical team 
and other reliable 
sources, including 
patient and professional 
organisations; 
 

 
quality, expertise and 
outcomes: 
information about the 
quality and safety of care, 
the level of expertise and 
the outcomes achieved for 
their type of cancer in the 
centre where they are 
being treated; 
 

 
specialised 
multidisciplinary care: 
receive care from a 
specialised 
multidisciplinary team, 
ideally as part of a cancer 
care network; 

shared decision-
making: 
participate in shared 
decision-making with 
their healthcare team 
about all aspects of 
their treatment and 
care; 

research and 
innovation: 
be informed about 
ongoing research 
relevant to them, and 
their ability and 
eligibility to participate 
in research; 
 

quality of life: 
discuss with their 
healthcare team their 
priorities and preferences 
to achieve the best 
possible quality of life; 

integrated support and 
palliative care: 
receive optimal supportive 
and palliative care, as 
relevant, during any part 
of their cancer journey; 

 survivorship and 
rehabilitation: 
receive and discuss with 
their care team a clear, 
managed and achievable 
plan for their 
survivorship and 
rehabilitation; 

reintegration: 
be fully reintegrated into 
society and protected from 
cancer-related stigma and 
discrimination, so that, in 
so far as is possible, they 
can return to a normal life. 

 

 

https://www.europeancancer.org/2-standard/69-medical-literature-and-evidence-european-code-of-cancer-practice
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practices, NCCPs ensure the quality of care. NCCPs should develop patient-centred cancer 

services, taking into consideration the views and needs of patients and their families. Through 

access to information about the disease and its treatment and the available cancer care services, 

good communication with healthcare professionals and shared decision-making, patients are 

empowered to seek the best available and suitable care. Furthermore, NCCPs should develop 

a model based on cancer centres, cancer networks or multidisciplinary teams, addressing the 

entire cancer care continuum through a comprehensive and holistic approach. Sharing of best 

practices across European cancer healthcare systems, promoting research and innovation and 

its translation to maximise its impact to improve outcomes, and improving access to new and 

established cancer care are also key in delivering on the Bill of Rights.2 

 

I.2. Patients’ involvement and empowerment: towards a patient centered cancer care? 

 

Service specifications and guidelines from international and national governmental and non-

governmental organisations define good practices in clinical cancer care. These are tested 

practices, with robust data supporting the link between the applied practice and the achieved 

good outcomes. 

 

The European Society for Medical Oncology produces comprehensive topic- and disease-

specific clinical guidelines. The European Cancer Organisation has set out the Essential 

Requirements for Quality Cancer Care (ERQCC) for a number of cancers and primary care, 

and work is underway to complete requirements for several other cancers; these are 

organisational requirements, not clinical guidelines.  

 

The EU has been supporting partnerships for more 

than a decade, and each project builds on the results 

of the previous ones. The European Partnership for 

Action against Cancer (EPAAC) delivered documents 

on a broad range of topics, including the European 

Guide for Quality National Cancer Control 

Programmes.  

The main deliverable of the Joint Action on 

Comprehensive Cancer Control (CANCON) was the 

European Guide on Quality Improvement in 

Comprehensive Cancer Control in 2017, the result of 

the work  of hundreds of cancer experts, in 25 

countries and 126 partner organisations. CANCON 

and it also published policy papers and briefs; please 

refer to the Annex of this note for a summary of the 

CANCON Guide chapter on policy recommendations 

for quality improvement in cancer survivorship and 

rehabilitation. 

The Innovative Partnership for Action against Cancer (iPAAC), the current Joint Action brings 

together 24 associated partners and 20 affiliated entities across Europe whose main objectives 

are to build upon deliverables of the CANCON Joint Action and to implement innovative 

approaches to cancer control. Its main product will be a Roadmap on Implementation and 

                                                 
2 M. Lawler, I. Banks, K. Law, et al: The European Cancer Patient’s Bill of Rights, update and implementation; 

ESMO Open. https://esmoopen.bmj.com/content/1/6/e000127 

 

 

Patient-centered cancer care 
 

 
 

Source: Medical Literature and Evidence for the 
European Code of Cancer Practice; European Cancer 
Organisation 

https://www.esmo.org/guidelines
https://www.europeancancer.org/2-uncategorised/8-erqcc.html
http://www.epaac.eu/home
http://www.epaac.eu/images/END/Final_Deliverables/Final_D_New_Nov15/European_Guide_for_Quality_National_Cancer_Control_Programmes_web.pdf
http://www.epaac.eu/images/END/Final_Deliverables/Final_D_New_Nov15/European_Guide_for_Quality_National_Cancer_Control_Programmes_web.pdf
http://www.epaac.eu/images/END/Final_Deliverables/Final_D_New_Nov15/European_Guide_for_Quality_National_Cancer_Control_Programmes_web.pdf
https://cancercontrol.eu/archived/index-2.html
https://cancercontrol.eu/archived/uploads/images/Guide/pdf/CanCon_Guide_FINAL_Web.pdf
https://cancercontrol.eu/archived/uploads/images/Guide/pdf/CanCon_Guide_FINAL_Web.pdf
https://cancercontrol.eu/archived/who-we-are/associated-partners.html
https://www.ipaac.eu/
https://esmoopen.bmj.com/content/1/6/e000127
https://www.europeancancer.org/2-standard/69-medical-literature-and-evidence-european-code-of-cancer-practice
https://www.europeancancer.org/2-standard/69-medical-literature-and-evidence-european-code-of-cancer-practice
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Sustainability of Cancer Control Actions; an impressive set of work package documents is 

already available.  

 
All international and national specifications and guidelines emphasise the importance of 

patient-centred cancer care, whose pivotal element is patient empowerment. Patient-centred 

cancer care rests on two pillars: (i) it requires a properly organised health care system and 

accessible and affordable cancer care, where various oncology healthcare professionals work 

together to provide seamless care; and (ii) it needs healthcare professionals who commit 

themselves to properly inform the patient about the diagnosis, treatment options and prognosis, 

and encourage patients and their families to take part in the discussion about the treatment plan. 

Clarity for the patients about what is happening to them during the treatment, why, how and 

when; and trust that they know whom to turn if they have questions, doubts or difficulties, are 

of key importance.  

Patient-centred cancer care and patient empowerment improve the quality of care and patient 

outcomes such as improved quality of life and well-being; helps to better adapt to the long-

term effects of treatments; and creates greater independence from healthcare providers and 

carers. As active patients may comply with, and manage care better, it may increase the efficacy 

of the treatment, which then contributes to making healthcare systems more effective and 

sustainable. 

 

The European Patients Forum launched the Patients’ Charter on Patient Empowerment in 2015. 

It defines the fundamental principles of patient empowerment from the patients' perspective. 
 

 

The Patients’ Charter on Patient Empowerment 
 

1. I am more than my health condition. 
2. I am empowered to the extent I wish to be. 
3. I am an equal partner in all decisions related to my health. 
4. I have the information I need in an easliy understandable format, including ny own health 

records. 
5. My health professionals and our health system actively promote health literacy for all. 
6. I have the ongping support I need to manage my own care. 
7. My experience is a vital measure of healthcare quality. 
8. I can participate in evaluating and co-designing healhtcare services so they work better for 

everyone. 
9. Through patient organisations, my voice becomes part of a bigger, united voice. 
10. Equity and empowerment go hand-in-hand - I want a fair deal for all patients. 
 

Source: Charter on Patient Empowerment; European Patients Forum 
 

 

I.3. Direct and indirect economic consequences of cancer: Financial toxicity 3,4 

 

Thanks to scientific advances in oncology, more treatment options are available to an expanded 

number of cancer patients; but healthcare systems clearly feel the impact of rising treatment 

costs and longer treatment duration, and economic side-effects also become obvious at the 

                                                 
3 A. Desaia and B. Gyawali: Financial toxicity of cancer treatment: Moving the discussion from 

acknowledgement of the problem to identifying solutions. EClinicalMedicine - The Lancet. 

https://www.thelancet.com/action/showPdf?pii=S2589-5370%2820%2930013-4 
4 J. Witte, K. Mehlis, B. Surmann, R. Lingnau, O. Damm, W. Greiner and E. C. Winkler: Methods for measuring 

financial toxicity after cancer diagnosis and treatment: a systematic review and its implications. Annals of 

Oncology. https://www.annalsofoncology.org/action/showPdf?pii=S0923-7534%2819%2931244-X 

https://www.ipaac.eu/en/work-packages/
https://www.eu-patient.eu/policy/campaign/PatientsprescribE/charter-on-patient-empowerment/
https://www.thelancet.com/action/showPdf?pii=S2589-5370%2820%2930013-4
https://www.annalsofoncology.org/action/showPdf?pii=S0923-7534%2819%2931244-X
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patient level. The individual financial effects include not only the quantifiable, objective 

financial burden such as out-of-pocket expenses; the subjective financial impact, i.e. the 

consequence of cost concerns on the individual patient, is also an important component, which 

came to the spotlight only in recent years. 

 

Research shows that anxiety and stress about cancer therapy costs are linked to adverse 

physical and mental health outcomes. It affects patients’ satisfaction of cancer care, leads to 

delay or give up cancer care, bankruptcy, poor quality of life and poor survival; in short, it 

becomes a clinical issue.  

 

There are various definitions of financial toxicity in the literature. One defines it as the 

damaging effects of the financial pressure caused by the diagnosis and treatment of cancer on 

the well-being of patients, their families and the society5. Another one describes it as the 

possible outcome of perceived ‘subjective financial distress’ resulting from ‘objective financial 

burden’6. Here ‘objective financial burden’ refers to direct and indirect cancer-related costs, a 

concept well established in health economic analysis. There are also opinions questioning the 

use of the word ‘toxicity’ and the analogy between the ‘financial toxicity’ and treatment-related 

side-effects, as financial difficulties are not always fateful but the consequence of social or 

private circumstances in the past. 

 

Framework of financial toxicity and related aspects of subjective financial distress 
 

 
 
Source: Footnote 4, Figure 1 
 

 
Financial toxicity is linked, on the one hand, to certain sociodemographic characteristics. 

Younger patients and those with lower household income will more likely face a greater 

financial burden; and the type of insurance, race, marital status, education, geographic location 

and comorbidity play a role, according to studies. On the other hand, cancer drug prices and 

rising cost of health insurance, as well as increased non-drug expenditure such as travel and 

lodging cost, hospital costs and supportive care also play a significant role. 

 

                                                 
5 See footnote 3 
6 See footnote 4 

https://www.annalsofoncology.org/action/showPdf?pii=S0923-7534%2819%2931244-X
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Financial toxicity has, until now, been studied most in the United States; studies from countries 

with social insurance-based health care systems are still rare, and indicate the need for further 

methodological research. There is no consensus yet about how to measure financial toxicity; 

and while different methods exist, the only validated tool so far is the “Comprehensive Score 

for Financial Toxicity (COST)”, assessing financial toxicity in US cancer patients. Due to 

different socio-political conditions, however, it might not fit for use in Europe, and currently 

there is no consensus on a standardised instrument in Europe. Authors of the study referred to 

in footnote 4 note that there is a need to join efforts to develop a common understanding of the 

concept of financial toxicity and related subjective financial distress.  They encourage using 

the following six domains to further develop survey instruments and adjust them to different 

health systems: (i) active financial spending, (ii) use of passive financial resources, (iii) 

psychosocial responses, (iv) support seeking, (v) coping with care or (vi) coping with ones’ 

lifestyle. They propose to have the discussion on item domains and taxonomy coordinated by 

the European Organisation for Research and Treatment of Cancer (EORTC) group. In addition, 

they suggest initiating discussions with the European Society of Medical Oncology on whether 

questions on the subjective financial distress should also be included in their Magnitude of 

Clinical Benefit Scale (ESMO- MCBS), to enable a better understanding of new treatment 

options and their relative financial implications to patients. 

 
 

Determinants, effects and barriers for financial toxicity 

 

 
Source: Footnote 3, Figure 1 
 

 

II. Survivors 

 

Cancer survivorship increases progressively, by 3 % on a yearly basis; in 2018 more than 12 

million cancer survivors were estimated in Europe. After successful treatment, social and 

professional reintegration is key in restoring “normality” in the patient’s life; it is so important 

that it even contributes to the patient’s remission. Returning to normal life has many 

components, but reintegration to work and access to financial services are central to that. 

 

II.1. Reintegration to work 

 

Though cancer management improved largely and the number of cancer survivors is increasing, 

many cancer survivors face long-term symptoms and deficiencies after their treatment ends, 

making it more difficult for them to remain in, or re-enter, the job market.  

https://www.facit.org/measures/FACIT-COST
https://www.esmo.org/guidelines/esmo-mcbs
https://www.thelancet.com/action/showPdf?pii=S2589-5370%2820%2930013-4
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These include fatigue, exhaustion and emotional strain; diminished mental health, including 

depression and anxiety; diminished physical functioning and symptoms such as pain; and 

diminished cognitive capacities, including attention and memory problems. In the world of 

work, these symptoms and impairments translate into diminished work productivity, work 

ability impairments and reduced functioning at work. Workers treated for cancer are likely to 

have to take sick leave, and they might no longer carry out their usual tasks. These implications 

can occur early in the treatment process or can last years after diagnosis. 

 

Not returning to work leads to financial loss for not only the worker but the employer and the 

society as well; little is reported though about the overall financial loss, and the results are no 

consistent. What is known is that the total economic loss to the EU, due to lost working days 

as a result of cancer, was estimated at EUR 9.5 billion in 2009, but this is not all related to 

unsuccessful return to work. The overall risk of unemployment among cancer survivors is 1.4 

times higher than the general population of similar age amongst cancer survivors with follow-

up times of 0–5 years post-diagnosis. Cancer survivors have an increased risk for long-term 

unemployment among very long-term survivors, mainly among patients diagnosed with CNS 

malignancies and lymphoma.7 Improving rehabilitation and return to work of workers affected 

by cancer is important to improve the well-being of this vulnerable group, and reduce the 

societal and financial impacts of the disease. 

 

At EU-level, given the lack of specific instruments for the 

reintegration into work of cancer patients and patients of 

other non-communicable diseases (NCDs), employment 

activation is implemented through non-discrimination 

policies and the policy framework for the employment of 

persons with disabilities. It includes 

 the Employment Equality Directive: Council 

Directive 2000/78/EC; 

 the European Disability Strategy 2010-2020 

(COM(2010)636); the post-2020 strategy is in 

preparation; 

 Council Recommendation on the integration of the 

long-term unemployed into the labour market 

(2016/C 67/01); and 

 Commission Recommendation on the active 

inclusion of people excluded from the labour market 

(2008/867/EC). 

 

Furthermore, policy provisions focusing on the professional (re-)integration of persons with 

NCDs are also often part of broader policy frameworks such as the Europe 2020 Strategy, and 

the EU Strategic Framework on Health and Safety at Work 2014-2020 (COM(2014)332) and 

2021-2027 (in preparation). This Health and Safety at Work Strategic Framework refers to 

supports in recruitment and return to work of people with, among others, a chronic or rare 

disease, and the use of integrated employment measures such as individualised support, 

counselling, guidance, access to general and vocational education and training.  

 

                                                 
7 Y. Rottenberg, A.G.E.M. de Boer: Risk for unemployment at 10 years following cancer diagnosis among very 

long-term survivors: a population based study; Journal of Cancer Survivorship 

 https://link.springer.com/article/10.1007/s11764-020-00858-y 

EU-level policies targeting 
reintegration to work 

 

 

Non-
discrimination 

legislation

Disability 
legislation

Broader 
strategic policy 

framework

Specific actions 
(non-

legislative)

https://eur-lex.europa.eu/legal-content/EN/TXT/HTML/?uri=CELEX:32000L0078&rid=2
https://eur-lex.europa.eu/legal-content/EN/TXT/HTML/?uri=CELEX:32000L0078&rid=2
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=celex%3A52010DC0636
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX%3A32016H0220%2801%29
https://eur-lex.europa.eu/legal-content/EN/TXT/PDF/?uri=CELEX:32008H0867&from=EN
https://eur-lex.europa.eu/legal-content/en/TXT/?uri=CELEX:52014DC0332
https://ec.europa.eu/info/law/better-regulation/have-your-say/initiatives/12673-EU-Strategic-Framework-on-Health-and-Safety-at-Work-2021-2027-
https://link.springer.com/article/10.1007/s11764-020-00858-y
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In addition, a number of EU actions specifically target chronic diseases or particularly cancer 

such as the ‘Reflection Process on Chronic diseases’ and its final report; the Joint Action on 

Chronic Diseases (CHRODIS); and the Joint Action on Cancer Control 2014-2017 (CANCON) 

and the Innovative Partnership for the Action Against Cancer 2018-2021 (iPAAC). 

 

CANCON as a joint action was co-funded by the past EU Health Programme. Its final 

deliverable is the comprehensive European Guide on Quality Improvement in Comprehensive 

Cancer Control, giving policy recommendations on cancer screening; comprehensive cancer 

control networks; community-level cancer care; and cancer survivorship and rehabilitation. 

Concerning rehabilitation and return to work, the guide calls for 

 

 integrating social and return-to-work issues early into the cancer care pathway. 

Adaptation of working conditions for any patient returning to his/her previous work 

should be assessed at early stages. 

 developing and implementing public policies to support cancer patients from diagnosis 

to return to work, including a) financial aspects such as access to loan, mortgages, life 

insurances; b) implementation of a pan-European strategy to tackle the differences 

between workers with cancer in different countries and to prevent discrimination; and 

c) generation of more evidence to better understand the living conditions of cancer 

survivors who return to work. 

 implementing a person-centred approach to a) access a multidimensional physical and 

psychosocial rehabilitation plan focusing on the skills of cancer survivors; b) safeguard 

cancer survivors’ working lives; their employability, competencies and capacity to 

work, as well as their motivation to work; offer new skills to self-employed workers to 

help them to achieve balance between health needs and work; c) involve peers, patient 

organizations and trade unions to help patients and survivors; and d) negotiate a 

patients’ bill of rights, including the right to work with special conditions (e.g. reduced 

hours of work or adapted working conditions). 

 implementing a work-centred approach with a better involvement of employers in 

survivors’ return-to-work process, to a) explore possibilities of changes in job function 

for cancer survivors and to encourage them to acquire new skills; b) facilitate the 

implementation of flexible working hours and options (remote working, part time 

work); and c) offer economic benefits to employers who agree to adapt the workplace 

to the needs of cancer survivors and to help self-employed workers to adapt their 

workplace and business to address health needs. 

 

Policy approaches at European level are reflected in national-level polices. Due to budgetary 

constraints and changing trends, integration-oriented policies are expanding and compensation-

oriented policies are less widely used in most of the Member States. Despite the similar general 

approach, divergences across the EU exist due to the different cultural, historical and economic 

backgrounds, differences in institutional and social settings, in approaches to chronic diseases 

and disabilities, etc.  

 

The PATHWAYS Project (Participation to Healthy Workplaces and Inclusive Strategies in the 

Work Sector) was a three-year project, funded by the previous EU Health Programme, which 

aimed to develop innovative approaches to promote the professional integration of people with 

chronic diseases, and improve their employability. Its final report, ‘Comparison of available 

strategies for professional integration and reintegration of persons with chronic diseases and 

mental health issues’, addressed this specific need. The project mapped the strategies for 

professional (re-)integration of persons with NCDs in ten selected countries, based on five 

https://ec.europa.eu/health/sites/health/files/major_chronic_diseases/docs/reflection_process_cd_final_report_en.pdf
http://chrodis.eu/
https://cancercontrol.eu/archived/guide-landing-page/index.html
https://www.ipaac.eu/
https://cancercontrol.eu/archived/uploads/images/Guide/pdf/CanCon_Guide_FINAL_Web.pdf
https://cancercontrol.eu/archived/uploads/images/Guide/pdf/CanCon_Guide_FINAL_Web.pdf
https://www.pathwaysproject.eu/
https://www.easpd.eu/sites/default/files/sites/default/files/wp4_full_report.pdf
https://www.easpd.eu/sites/default/files/sites/default/files/wp4_full_report.pdf
https://www.easpd.eu/sites/default/files/sites/default/files/wp4_full_report.pdf
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categories of social welfare models in Europe, and concluded that NCD patients are treated as 

part of a group of persons with disabilities, including persons with reduced work capacity due 

to illnesses. In many cases, persons with chronic health problems are eligible for specialised 

support in employment only when their condition is recognised as a disability (with a certain 

eligible degree of disability) or has a negative impact on their work ability, depending on 

national and regional regulations. 

 

The report by the European Agency for Safety and Health at Work on ‘Rehabilitation and return 

to work after cancer - instruments and practices’ identifies 78 instruments, practices, policies 

and interventions addressing rehabilitation and return to work of cancer survivors, collected 

from 13 Member States, the USA and Australia. It singles out seven innovative good practice 

examples. All of these good practices include a range of information resources, training 

materials and guidance for employers; employment advice in the form of information and 

helpline for employees affected by cancer, carers, and specific advice for the self-employed; 

and resources for health and social care professionals. Several programmes involve different 

stakeholders, such as the hospital, the employer, a job consultant and the employee. Some 

programmes start early, allowing occupational health physicians to be part of the in-hospital 

rehabilitation team.  

 

II.2. The right to be forgotten8 

 

Bankers and insurers have difficulties to assess the risks associated with cancer and the risk of 

relapse; therefore, they tend to take a precautionary approach for the protection of their business 

and require cancer survivors to meet additional conditions for accessing loans, mortgages and 

insurance policies. Moreover, risk assessments used by financial service providers are often 

based on outdated data or models and do not follow therapeutic progress and improvements in 

prognosis. All this falls back on the costumer, i.e. the cancer survivor, who faces various 

obstacles when applying for loans and mortgages, or taking out insurance policies. Hurdles 

range from direct denial by the bank to the need to contract a life insurance to ensure the 

loan/mortgage, and the charging of additional insurance premium or a warranty exclusion 

provision.  

 

Directive 2014/17/EU on credit agreements for consumers relating to residential immovable 

property (Mortgage Credit Directive) stipulates that before concluding a credit agreement, the 

creditor makes a thorough assessment of the consumer’s creditworthiness. That assessment 

takes appropriate account of the factors which are relevant to verifying the prospect whether 

the consumer meet his obligations under the credit agreement. It is carried out on the basis of 

information on the consumer’s income and expenses and other financial and economic 

circumstances which are necessary, sufficient and proportionate.  

 

It appears that the lack of uniformly applied specific criteria concerning cancer survivorship 

has contributed to a fragmented creditworthiness assessment practice, with no transparency and 

monitoring control. Recognising the problem, France, Belgium, Luxembourg and the 

Netherlands have passed legislation about the right to be forgotten for cancer survivors. 

 

The provisions of the legislation in these Members States are very similar. They stipulate that 

the longest period for which medical information relating to cancer can be collected is ten years 

                                                 
8 G. Scocca and F. Meunier: A right to be forgotten for cancer survivors: A legal development expected to reflect 

the medical progress in the fight against cancer. Journal of Cancer Policy. 

https://ecpc.org/wp-content/uploads/2020/08/1-s2.0-S2213538320300382-main-1.pdf 

https://osha.europa.eu/fr/publications/rehabilitation-and-return-work-after-cancer-instruments-and-practices
https://osha.europa.eu/fr/publications/rehabilitation-and-return-work-after-cancer-instruments-and-practices
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX%3A02014L0017-20180101
https://ecpc.org/wp-content/uploads/2020/12/Factsheet-National-Legal-framework-on-the-right-to-be-forgotten_UpdatedDEC2020-1.pdf
https://ecpc.org/wp-content/uploads/2020/08/1-s2.0-S2213538320300382-main-1.pdf
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after the end of treatment if there is no relapse, and, for cancers occurring before the age of 18 

(age of 21 in the Netherlands), five years after the end of treatment. A list of exceptions for 

cancers with an excellent prognosis complement the provisions, where a shorter timeline is 

applicable to exercise the right to be forgotten. The provisions are subject to regular review, in 

order to adjust them to scientific data and advancement in treatments. 

 

Those legislative initiatives prove that where there is a will, there is a way to remedy 

discrimination practices and limit the margin of insurers and banks concerning creditworthiness 

assessment and risk assessment for insurance policies. Enacting an EU-wide ‘right to be 

forgotten’ would initiate a dialogue between lawmakers and medical science; would ensure 

that legislation is kept updated to medical progress; and, most importantly, would minimise 

discrimination, promote social equality and ensure equal access to financial services for all EU 

citizens who are cancer survivors.  

 

In 2020, the European Cancer Patient Coalition started a legal research project to review the 

laws and practices of all Member States, and evaluate what discrimination cancer survivors 

face when attempting to obtain mortgages and loans, life insurances, and other financial 

services. The project also assesses the conditions for introducing European legislation on the 

right to be forgotten. 

 

III. Caregivers9, 10, 11 

 

Healthcare and support for people with chronic illnesses, such as cancer, has traditionally been 

provided in hospitals and care institutions by trained health staff. With resources for in-hospital 

services having become limited, more services are now provided on an ambulatory basis. In 

this situation carers, typically family members or close friends of the patient, take responsibility 

for many of the home healthcare services.  

 

The recently adopted Directive (EU) 2019/1158 on work-life balance for parents and carers  

defines carer as “a worker providing personal care or support to a relative, or to a person who 

lives in the same household as the worker, and who is in need of significant care or support for 

a serious medical reason, as defined by each Member State”. Eurocarers, the EU network 

working with and for carers, approaches it from a different angle and includes into their 

definition those carers as well who are not workers: “persons of all ages who provide care 

(usually unpaid) to someone with a chronic illness, disability or other long-lasting health or 

care need, outside a professional or formal employment framework”.  

 

Based on the broader definition of carers and the data collected through Eurofound’s European 

Quality of Life Survey, it is estimated that there are more than 100 million carers in the EU 

today. Caregiving represents an enormous cost saving to the health care and social security 

system: the economic value of unpaid informal care, expressed as a percentage of the overall 

cost of formal long-term care provision, ranges from 50 to 90% across the Member States. 

 

                                                 
9 Communication from the Commission: An initiative to support work-life balance for working parents and carers 

(COM(2017)0252) 
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=COM%3A2017%3A252%3AFIN 
10 Eurocarers, ECPC: White Paper on Cancer Carers. https://eurocarers.org/download/5415/ 
11 Eurocarers: Why addressing the needs of informal carers is a crucial issue for Europe.  
https://eurocarers.org/wp-content/uploads/2018/09/Eurocarers-Intro_final.pdf 

 

https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX%3A32019L1158
https://www.eurofound.europa.eu/surveys/european-quality-of-life-surveys
https://www.eurofound.europa.eu/surveys/european-quality-of-life-surveys
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=COM%3A2017%3A252%3AFIN
https://eurocarers.org/download/5415/
https://eurocarers.org/wp-content/uploads/2018/09/Eurocarers-Intro_final.pdf
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Carers often need to reduce their working hours, cannot take certain working opportunities or 

have to give up their job. As two thirds of the 100 million European carers are women aged 

between 45 and 75 years, caring responsibilities contribute substantially to the gender pay gap 

(on average 16% in the EU) and gender pension gap (on average 40% in the EU), and make many 

women economically more dependent on their partners or the state. This results in a higher risk of 

exposure to poverty and social exclusion for women, and the negative impacts also affect their 

children and families. The direct costs of care, medical devices, home adaptations and payments 

for formal care which often fall on the carer or his/her family, further worsen the financial 

burden. 42% of non-working carers are in the lowest income percentile (compared to 24% of 

non-carers) and 59% of non-working carers have difficulty covering for their needs (compared 

to 46% for non-carers). 

 

Recent developments such as lower birth rates and the trend towards smaller families, 

increasing mobility, the growing number of women in active employment and delayed 

retirement result in increased pressure on carers. Furthermore, in many countries, care 

provision is being decentralised and the health care system counts on society to step up to the 

challenge; which coincides with increasing shortages of formal caregivers.  

 

Against this backdrop, it is not surprising that mental health problems (e.g. depressive 

disorders, anxiety, anger and hostility) among informal carers is 20% higher than in the rest of 

the population. Caring also has adverse effects on physical health, as carers are more likely not 

to meet their own health needs due to coping techniques resulting in harmful habits and 

lifestyles, and failure to take preventive health measures. 

 

It is clear from the above that informal carers, and through them the whole system of 

caregiving, comes under pressure; and it is happening in the exact same time when cancer 

prevalence is rising.  

 

The EU has been addressing these issues through policies related to ensuring gender equality 

in the labour market and the promotion of work-life balance. Legal provisions, the European 

Semester of policy coordination, and EU funding and policy guidance form the framework. 

Legislation has been modernised recently, with the adoption of Directive (EU) 2019/1158 on 

work-life balance for parents and carers, mentioned above, which has introduced specific 

provisions into EU law on carers’ rights:  

 

 The work-life balance directive has introduced carers’ leave, and set its minimum level 

at five working days per year. 

 Under the directive, carers have the right to request flexible working arrangements 

(remote working, flexible working schedules, or part-time working arrangements) for 

caring purposes. The directive ensures that employers must deal with these requests 

within a reasonable period of time, and provide reasons for refusing or postponing such 

arrangements. 

 Member States must ensure that rules are introduced into national legislation to protect 

workers from discrimination and dismissal on the grounds that they have applied for, 

or have taken, family-related leave or flexible working arrangements.  

 Member States have until August 2022 to transpose the provisions of the directive into 

national law. 

 

https://ec.europa.eu/info/business-economy-euro/economic-and-fiscal-policy-coordination/eu-economic-governance-monitoring-prevention-correction/european-semester_en
https://ec.europa.eu/info/business-economy-euro/economic-and-fiscal-policy-coordination/eu-economic-governance-monitoring-prevention-correction/european-semester_en
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX%3A32019L1158
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In addition, in its communication COM(2017)0252, the Commission proposed non-legislative 

measures to address the lack of sufficient or adequate care services and tackle economic 

disincentives to work for second earners: 

 

 Continuing to monitor the transposition of EU legislation, pursuing and launching 

infringement procedures when necessary, ensuring better implementation of legislation, 

and promoting compliance e.g. via EU funding; 

 Continuing to monitor the design and the gender balanced take-up of family-related leaves 

and flexible working arrangements as part of the European Semester, and in the annual 

report on gender equality; 

 Continuing to identify country-specific obstacles resulting from tax-benefit systems, and 

monitoring progress in addressing them; 

 Improving the collection of EU-level data by Eurostat on the uptake of family-related 

leaves and flexible working arrangements by women and men; improving EU-level data 

collection on economic disincentives for second earners; and developing and using 

benchmarks at EU level on work disincentives for second earners created by tax-benefit 

systems in the context of the European Semester; 

 Providing funding and ensuring that the European Social Fund Plus and other funds are 

supporting adequately work-life balance measures; and 

 Sharing best practices with social partners and Member States. 

  

https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=COM%3A2017%3A252%3AFIN
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Annex: The CANCON guide on Cancer survivorship and rehabilitation  
 

This is a summary of the key points of the chapter of the CANCON Guide dedicated to policy 

recommendations for quality improvement in cancer survivorship and rehabilitation, reflecting 

on all issues covered in Section I of this background note. 

 

CANCON guide on Cancer survivorship and rehabilitation 
- Summary of the chapter on policy recommendations for EU Member States for quality 

improvement in cancer survivorship and rehabilitation -  
 
Medical follow-up: focus on late effects and tertiary prevention 
 

     Systematically planned, early and personalised follow-up programmes should be put in place, 
addressing the survivors´ individual risk of multidimensional late effects of treatment and respective 
rehabilitation needs; socially disadvantaged people should be supported to be able to fully engage in 
follow-up programmes. 
 
 

     Adequate and updated information on medium and long-term effects of treatments should be 
available to survivors and their relatives, and to care providers involved in the follow-up (in 
particular primary care professionals) for better prevention and care. 
 
 

     Identification and management of late effects of cancer treatment should be integrated in the 
professional training and continuous medical education of clinicians (including GPs). 
 

     In tertiary prevention, self-management should be emphasized, particularly on 
lifestyle recommendations. 
 

     Physical activity should be integrated early in the care pathway for all cancer survivors.  
 

     Evaluation of physical and psychosocial rehabilitation needs should be screened already prior to 
the start of any cancer-specific treatment; both physical and psychosocial screening should be 
carried out simultaneously by using simple algorithms; and after the first screening, regular updates 
should be performed on individual basis. 
 
Needs for a person-centred approach in psychosocial rehabilitation, supportive and palliative care 
 

     Periodic screening of psychological distress and psychosocial needs should be conducted during 
the entire cancer pathway and integrated in routine cancer care; and screening should be followed 
by adequate provision of psychosocial care. 
 

     For the diagnosis of psychological conditions a specific assessment should be carried out by a 
psychological care professional, anticipating the specific needs of populations at high risk, including 
young populations (e.g. children, adolescents, young adults) and relatives. 
 

     A step-wise or tiered model of psychological care is recommended depending on the level of 
distress, psychological condition and morbidity of each patient. The interventions range include a) 
information and psycho-education by primary oncology team to peer support; b) e-health platforms 
for psychosocial support and self-management programmes; c) Psychological interventions by 
professionals trained in psycho-oncology (e.g. psychologists, social workers, psychiatrists); d) 
complementary spiritual support by chaplains and others; and e) psychotropic treatments by trained 
physicians (e.g. psychiatrists, oncologists). 
 

     Psychosocial interventions in individual or group format should be delivered by appropriately 
trained professionals with specific expertise in psychosocial oncology. Increased investment in 
training in psycho-oncology and communication skills for primary oncology staff is highly 
recommended. Existing clinical practice guidelines for psychosocial support of patients with cancer 
could be recommended for the provision of evidence based psychosocial care. 
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     Social and return-to-work issues should be integrated early into the cancer care pathway. 
Adaptation of working conditions for any patient returning to his/her previous work should be 
assessed at early stages. 
 

     Public policies should be developed and implemented to support cancer patients from diagnosis 
to return to work, including a) financial aspects such as access to loan, mortgages, life insurances; b) 
implementation of a pan-European strategy to tackle the differences between workers with cancer 
in different countries and to prevent discrimination; and c) generation of more evidence to better 
understand the living conditions of cancer survivors who return to work. 
 

      A person-centred approach should be implemented, to a) access a multidimensional physical and 
psychosocial rehabilitation plan focusing on the skills of cancer survivors; b) safeguard cancer 
survivors’ working lives; their employability, competencies and capacity to work, as well as their 
motivation to work; offer new skills to self-employed workers to help them to achieve balance 
between health needs and work; c) involve peers, patient organizations and trade unions to help 
patients and survivors; and d) negotiate a patients’ bill of rights, including the right to work with 
special conditions (e.g. reduced hours of work or adapted working conditions). 
 

      A work-centred approach should be implemented with a better involvement of employers in 
survivors’ return-to-work process, to a) explore possibilities of changes in job function for cancer 
survivors and to encourage them to acquire new skills; b) facilitate the implementation of flexible 
working hours and options (remote working, part-time work); and c) offer economic benefits to 
employers who agree to adapt the workplace to the needs of cancer survivors and to help self-
employed workers to adapt their workplace and business to address health needs. 
 

      Somatic and psychological symptoms as well as social challenges should be addressed in all 
phases of the cancer disease trajectory early, systematically and regularly. Treatment should be 
according to the best scientific evidence available. 
 

      Formal education in palliative care should be a compulsory component of the professional 
curriculum for specialists in medical oncology, for GPs and community clinicians. Basic training 
should be mandatory in medical and nursing schools; and specialized palliative care skills and 
services should be accessible to patients with advanced incurable disease and part of 
multidisciplinary tumour boards. 
 

      Best achievable quality of life for the individual patient and the relatives should be part of a 
survivorship care plan for patients with late side-effects from cancer and antineoplastic treatments. 
 
Multidisciplinary approach in survivorship care: coordination of providers and empowerment of 
survivors 
 

      Psychosocial care, rehabilitation and palliative care should be integrated into the entire cancer 
pathway including the survivorship and rehabilitation period. Psychosocial, rehabilitation and 
palliative care specialists should be members of (or associated with) the medical team in hospitals 
and in community care. 
 

      After the completion of the acute treatment phase, the follow-up period should begin with the 
elaboration of a survivorship care plan. 
 

      The role of GPs and other primary care professionals should be actively supported to help them 
to manage all the care plan challenges. Their role should be clearly defined and tailored to the 
patient and the care plan needs; and this role could evolve during the follow-up period. 
 

      Communication between primary health care providers and health care specialists needs to be 
improved, via electronic patient records systems that should be accessible to all health care 
providers treating the patients. Communication between patients and health care providers should 
also be improved. Communication skills should be integrated into the training of health care 
professionals. 
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      A key health care professional assuming a case management role should be assigned to each 
patient in accordance with medical and/or psychosocial specific requirements. This health care 
professional could play a main role in reducing the vulnerability of the patient, for example with the 
management of adverse drug effects. 
 

      Empowerment of patients and their relatives should be enhanced to increase their participation 
in self-management, rehabilitation and back to work programmes. Online programmes would 
facilitate this process. 
 

      Education and self-management programmes should be developed and evaluated. 
 
Childhood, adolescent and young adults issues in cancer survivorship care 
 

      Transition of care from paediatric oncology to adult medicine, including a survivorship passport 
for each patient, should be organized to guarantee adequate long-term follow-up and setting up 
appropriate intervention. 
 

      It is necessary to aim for a more efficient survivorship care planning and coordination to respond 
to the challenges of the prevalence of chronic conditions, health status deteriorations, treatment 
and complex prevention.  
 

      Rehabilitation and supportive care should be specifically offered to children, adolescent and 
young adults as cancer survivors, in particular adapted physical activity. A routine yearly 
psychosocial assessment with attention to social, psychological, and behavioural issues, educational 
and/or vocational progress should be provided to this population. 
 

      End-of-life care and palliative care for children and adolescents should be improved across 
Europe. 
 
Perspectives in survivorship and rehabilitation cancer research 
 

      An information and data collection system focused on late adverse effects 
(physical, psychological, cognitive, social, sexual), coupled to the surveillance of patients and 
involving primary care professionals, should be set up. More patient-reported outcome measures 
and their routine use are needed. 
 

      Through the use of cancer registries for collecting data on survivors, lifestyle, quality-of-life or 
socioeconomic information could be used to better identify the causes of inequalities in 
survivorship; registries should be expanded to include additional factors that influence the quality 
of life (e.g. rehabilitation and employment issues); and patient reported outcomes could also be a 
way to collect appropriate information. 
 

      Clinical research should evaluate the feasibility, the efficacy and the cost-effectiveness of non-
drug-related interventions such as self-management and e-health programmes. 
 

       Future research is needed to establish a multidimensional rehabilitation model focused on the 
quality of life and the coordination of complex care to better address the management of late 
effects across the whole survivorship trajectory. More research would also be required to maximize 
the long-term follow-up and care of childhood cancer survivors and to identify the genetic risks 
associated with late effects and second cancers.  
 

      More solid methodological randomized controlled trials and cohort studies are needed in order 
to reduce the intensity of cancer treatments while maintaining their efficacy and thus reducing the 
probability of late effects, especially in childhood cancer survivors. 
 
Source: CANCON Guide 

 

 

https://cancercontrol.eu/archived/uploads/images/Guide/pdf/CanCon_Guide_FINAL_Web.pdf

