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Objective
▪ Presenting European policy-makers (both at EU and national level) with policy 

recommendations for a robust policy framework supporting cancer carers.

Carers
▪ People who provide unpaid care to someone with a chronic illness, disability

or other long-lasting health or care need, outside a professional or formal
framework. These people provide 80% of care in Europe!

▪ Increasing burden of chronic diseases such as cancer means that urgent
policy action is needed.

▪ Identifying cancer carers, valuing their contribution and creating policy to
support this function in society is the key to providing sustainability of care for
the future.



Difference between formal and informal care

▪ In much of the scientific literature, the term “informal carer” is used. The term
underlines the difference between “in-patient care” provided by healthcare
professionals and the care provided outside of those formal settings.

▪ “Informal” does not suggest that these people are less effective carers!

▪ Such differentiation might be misleading regarding the key role that carers have in
the overall management of the patient’s disease and outcomes.

▪ Hence, we have decided to use the term “carers” throughout the White
Paper.



Cancer Carers
The challenges faced by cancer carers are a 
microcosm of those faced by carers across disease 
areas. 

In many cases the specific needs of cancer carers, 
where the psychological burden may be particularly 
high, are an acute reminder of the general need to 
support carers. 

The paper highlights the need for specific attention 
towards the needs of cancer carers and the 
importance of an improved framework for carers 
generally.

For many people with cancer, carers provide an 
irreplaceable resource for psychological support. 
Where this is taken up by family and friends, these 
carers need to be robustly supported.



Compensation and Support
▪ Policies must simultaneously provide opportunities for people to be fairly

compensated for their caregiving work and benefit from flexibilities to work and
care and ensure access for all to quality long-term care services in the community
for those who cannot or do not choose to care.

▪ Providing monetary compensation for carers is essential in valuing their 
contribution to society, reducing financial toxicity of carers and improving the 
sustainability of long-term care.

▪ Support for carers is not a cost but rather an investment!



Socio-economic disadvantages
▪ According to a Lancet study, in 2009, cancer cost the EU EUR 126 billion. EUR 75 billion was shouldered by 

patients and their families, including carers. Productivity losses cost European families EUR 42.6 billion, and 
loss of working days EUR 9.43 billion. Caregiving costs were valued at EUR 23.2 billion.

▪ European families pay three times for the consequences of cancer: 

1. The patient sustains the loss of income and of years of life; 

2. The carer forfeits economic advantages through loss of income and loss of working days; 

3. All family members pay taxes that only partially cover the costs of cancer care.

▪ Carers may also face additional socio-economic difficulties including the lack of health insurance where 
caregiving is not considered a state of ‘employment.

▪ Carers may often be negatively impacted by their choice to provide care when it comes to receiving 
pensions.

▪ This type of socio-economic disadvantage makes the indispensable role of carers less sustainable 
and risks making this group even more vulnerable to economic difficulties. In order to ensure the 
sustainability of caregiving, the exchange of good practice of how employers can manage more 
flexible work arrangements (including flexible working hours and flexibility on the place of work) 
should be facilitated. 

▪ Carers must also be able to receive a pension which recognises that the years caregiving were not 
‘unemployed’.



UK as a case study
▪ In 2011, in the UK, the unpaid care provided by carers was estimated at £119 

billion per year, which was considerably more than the total spending on the 
National Health Service, calculated at £98.8 billion in the year 2009-2010.

▪ While caregiving saves the healthcare system an extraordinary amount of money, 
it must also be recognised that supporting carers who want to continue to work 
will also provide an important economic stimulus. 

▪ In the UK, the loss of work due to care was estimated at £1.3 billion per year, 
compared with a potential gain of £5.3 billion per year if carers are supported to 
work.

▪ Value of carers is priceless! The value of having a family member or close 
friend providing care cannot be replaced. It is fundamental that those 
providing care are valued and supported.



Recognition of carers at EU level

▪ The sustainability of caregiving depends upon recognition of its value.

▪ EU Institutions should look to enhance in every way possible the recognition and 
support of carers.

▪ Recognising carers provides the Member State with an opportunity to manage the 
situation of caregiving, rather than be subject to the negative impacts of 
unsupported caregiving.

▪ Twelve EU Member States have a formal recognition of carers – Austria, 
Belgium, Denmark, Germany, Finland, France, Ireland, Italy, Luxembourg, 
the Netherlands, Sweden and the UK. The others must follow!



Timeline of work life balance directive 

2017 April 2017 October 2017 December 
– 2018 February

2018 March-
April

2018 July -
September 

• The European Cancer Patient Coalition has been advocating for recognition and
support for cancer carers across the European Union.

The European Commission 
Legislative Proposal

ECPC White Paper on
Cancer Carers

ECPC Meetings with 
MEPs

European Parliament Draft Report

ECPC Amendments Tabled

ENVI Committee Vote (July 11)

European Parliament 
Vote (tbc)

European Pillar of Social Rights



European Policy
▪ Formally recognise carers through the 

European Pillar of Social Rights, as one 
of the keystones of health and long-term 
care systems across Europe.

▪ Recognise the importance of caregiving 
by using EU mechanisms to identify 
carers and trigger the provision of 
support and training across the EU. 

▪ ECPC is fully supporting the European 
Commission’s proposal for a Directive on 
the Work-Life Balance.

▪ ECPC is encouraging MEPs to 
support this upcoming Directive.



National Policy
▪ Provide flexible work arrangements for carers, addressing the needs of 

those caring for a person with a chronic condition such as cancer, to ensure 
that caregiving does not prohibit active employment, particularly for women. 
Providing a short period of paid leave for carers to support newly 
diagnosed patients is crucial! (Minimum 5 days paid leave/year is 
included in the proposal for new Directive on Work-Life Balance)

▪ Entitle carers to appropriate health insurance to help prevent and alleviate 
the mental, psychological and physical burden they experience. 

▪ Ensure appropriate pension rights for carers where time in employment has 
been lost due to long-term care. 

▪ Best practice – France – new national plan against cancer (’14-19’) includes 
an investment of EUR 1.5 billion and provides respite facilities to family 
carers. It commits to developing accommodation facilities for those farthest 
from health centres with support also from their families.





Change is needed
▪ There are important policy recommendations to be endorsed which will 

allow a better functioning and sustainable care system and a fairer 
productive economy. 

▪ The care provided by friends and relatives in Europe cannot be 
replaced, and nor should it be, but providing carers with choice and 
support will ultimately result in giving people with cancer and their 
carers a proper quality of life.
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