
European Cancer Patient Coalition activities 
on HTA and patient representation in HTA 

Agencies  
Francesco de Lorenzo/ΕCPC (CFMD)

Francesco.delorenzo@ecpc.org



Introducing ECPC
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• ECPC is the largest European cancer patients' umbrella
organisation representing more than 400 organisations
in 46 EU and non-EU countries.

• ECPC works for a Europe of equality, where all European
cancer patients have timely and affordable access to
the best treatment and care available, throughout their
life.

• ECPC believes that cancer patients are the most
important partners in the fight against cancer and
against all the cancer-related issues affecting our
society.

• Policy makers, researchers, doctors and industry should
recognise cancer patients as co-creators of their own
health.
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•Horizon 2020
•The Seventh 
Framework 
Programme (FP7) –
IMI 1
•eSMART – PREFER -
JARC BD4BO-ERN-
EURACAN
•BDB40 PIONEER
•PREDICT

• iPAAC
• CDDF



ECPC leads capacity building in 
cancer research

• ECPC increases the capacity of its members 
to understand and partake in innovative 
research by leading communication and 
dissemination activities in a number of EU-
funded research projects. 

• ECPC also involves its wide member base 
more directly in relevant research projects in 
addition to dissemination information about 
the ongoing research, by among others 
setting up patient focus groups, or directly 
contributing to research activities with the 
help of patient experts. 

• In 2020 ECPC will integrate patient views and 
build the capacity of patients across Europe in 
the following projects:

▪ LEGACy

▪ DIAdIC

▪ Palliative Sedation

▪ H2020MM04 Denim

▪ PREFER

▪ BDB40 PIONEER

▪ Immune Image

▪ Transcan-2

▪ ELBA

▪ PREDICT



• Formal collaboration 
in progress

• Formal collaboration 
signed



Access to Innovation

Disparities across Europe

Regarding access to innovative medicines:
• Average delay delay between market authorisation and patient access 

can vary by a factor greater than 7.
• Patients in northern and western Europe access new products on 

average 100-200 days after market authorisation.
• Patients in southern and eastern Europe access new products only 

600-1000 days after market authorisation.

• Even within countries there can be significant differences in time to 
access.





What is HTA? 

Health technology assessment (HTA) is a research-based tool to support decision-making 
in healthcare. HTA assesses the added value of new or existing health technologies 
compared with other health technologies this can include medicines, medical devices and 
diagnostic tools, surgical procedures, as well as measures for disease prevention, 
diagnosis or treatment. 

The HTA process is performed by currently about 50 HTA agencies across Europe.

• It is fundamental to reduce differences between national HTA approaches with regards 
to the procedures and methodologies and make it easier for national HTA bodies to 
share results.

• A full HTA harmonisation may be difficult to reach because of the non-clinical domains 
of HTA Core Model are context specific, however, it is the most ideal case scenario.



• Joint scientific consultations whereby developers of a 
health technology can seek the advice of HTA authorities 
on what type of data and evidence is likely to be 
required in the submission for HTA;

• Joint clinical assessments focusing on the most innovative 
and potentially impactful health technologies for 
maximum EU-added value;

• Identification of emerging health technologies to help 
ensure that the most promising health technologies for 
patients and health systems are identified early and 
included in the joint work; and

• Voluntary cooperation in areas outside the scope of 
mandatory cooperation, for example on health 
technologies other than medicines and medical devices 
(e.g. surgical procedures), or on economic aspects of 
health technologies.

What will EU cooperation on HTA entail?
Proposal contains four areas of joint work of Member States at EU-level. These are:

Limited to the most innovative technologies 
with the most potential EU-wide public 

health impact such as medicines and 
medical devices.

Member States HTA authorities will use EU 
JCA reports as part of their national or 

regional HTA processes. 

Member States will also continue to draw 
conclusions on the overall added value of a 

health technology and take related decisions 
for their health systems (e.g. on pricing and 

reimbursement).



Educating and empowering patient organisations to participate in the healthcare decision making process in their country may 
help factors that are important to patients but are not currently taken into account by health systems when deciding the value of 
new treatments, such as  quality of life, social and economic benefits of treatment, to be included in future

The Regulation would oblige Member States to carry JCAs to identify emerging health technologies, to establish common rules for national clinical
assessment and to provide more cost-effective health technologies to European patients (removing duplication of efforts at the national level). JCAs
would initially be financed by EU budget .

JCA domains: Description of the health problem addressed by the health technology, current use of other health technologies to address the health
problem, the description and technical characterisation of the health technology, the relative clinical effectiveness and safety of the health
technology.

Member State domains: Pricing and reimbursement remain a member state competency, along with other all other non-clinical domains such as:
economic, social or ethical considerations. A common EU pricing policy has been recommended by the EESC, but is not covered by the legislation.
Member states will still be able to do tailored additional assessments where needed, using other means than those prescribed by the regulation
(Article 34).

Voluntary cooperation on broader HTAs is possible at union level and will be able to benefit from the support framework of the legislation.

The Coordination group should consult widely with interested parties and stakeholders to ensure that stakeholders, including patients and clinical exerts
are given an opportunity to provide comments during the preparation of the draft JCA report.



The Parliament adopted its position on the Regulation in the February 2019 Plenary session.

• Although the European Parliament has produced some interesting ideas to improve the 
Commission’s original proposal, the Council has not yet been able to define a common position 
on this 

• Within the Council, six Member States oppose the mandatory nature of the uptake of joint 
clinical assessments: Germany, France, Czechia, Poland, Spain and Bulgaria

• Constitutes a blocking minority!

It remains to be seen how to Council will deal with the proposed 
Regulation, particularly in light of the upcoming German 
Presidency of the Council (July-December 2020).

A possible compromise could be that Member States can each 
review the joint clinical assessments performed at EU-level.



2019 2020

ECPC launched an interactive e-
learning module on HTA  to equip 
our members and broader patient 

community with knowledge for 
participating in the HTA of cancer 

treatments. 

Council resumed work on the HTA 
Proposal under FI Presidency; attempted 

compromise of deleting Article 7 –
deleting the Commission’s role in making 

a joint report official, as per Article 7, 
would effectively eliminate the 

requirement to use the joint work.

ECPC will publish a white paper on 
unequal social cohesion and 

financial discrimination in Europe 
faced by cancer patients, survivors 
and their carers: Europe of Social 

Disparities

ECPC organises and hosts HTA 
participation workshops for its 

members in EL and PL with more 
countries to come…



Patient Involvement in HTA initiative

• The development of new health technologies inherently involves patients in one way or 
another: scientific bench / clinical bedside.

• The lack of meaningful pathways for patients to participate in and/or influence Health 
Technology is still evident across the globe.

Creating a legal mechanism of patients’ involvement in HTA process is necessary.

• The practise of HTA varies considerably across national settings in Europe significantly 
influencing the increase in gap between pricing and reimbursement.

• It is essential to harmonise research procedures (data and evidence collection) and set clear 
guidelines for health economics evaluation.

There is a great need for HTA harmonization across most European health systems where 
establishing a separate European HTA body to interact with the EMA should be 
considered.



Where Can Patients Provide Input?

Ethical & legal 
issues

Patient needs

Full 
HTA

Relative
effectiveness

Patient issues

Economic 
evaluation

Organisational
issues

Identification of patients needs

▪ Impact on quality of life 
▪ Impact on overall survival 

▪ Relevance of clinical 
outcomes (patient needs)

▪ Convenience of treatment 
(e.g. treatment location, 
ease of use) 

▪ Patients’ autonomy
▪ Patients’ dignity  

Cost per QALY



Why is the Involvement of Patients in 
HTA Important?

All patients are directly affected by HTA decisions. For example, the 
outcome of an HTA could result in:

• Delayed access to a new treatment 
• Limited access to a certain population, for example patients that 

have not previously had any other treatment
• No access if the new treatment is not approved for reimbursement 

The information and insight patients can provide about the impact of 
their condition and treatments on their lives is important because it can’t 
usually be obtained from anywhere else (such as from clinical trials).



HTA eLearning Module

ECPC has launched an online education (eLearning) 

module for patient organisations and patient 

advocates. The module aims to equip our members 

and broader patient community with knowledge to 

participate in the Health Technology Assessment 

(HTA) of cancer treatments.

Available in: English, Greek, Italian, Polish, 

Portuguese, Spanish



▪ Scientifically-based multidisciplinary
means of informing decision making.

▪ HTA assesses the added value (relative 
effectiveness) of a given health 
technology over existing ones.

▪ A tool to support universal health 
coverage.

Health Technology Assessment (HTA)

Clinical domains = REA (rapid effectiveness 
assessment)

Non-clinical domains (economics) = Full HTA together 
with REA



EU and National Approaches to JCA

NATIONAL APPRAISAL
of joint clinical assessment and additional context-specific 
considerations (e.g. number of patients affected in MS → how patients are 
currently treated in the healthcare system, costs)

Conclusions on added value 
(e.g. added therapeutic value, cost-effectiveness…)

NATIONAL

Joint clinical assessment

Conclusions limited to:

(a) an analysis of the relative effects of the health technology being assessed
on the patient-relevant health outcomes chosen for the assessment

(b) the degree of certainty on the relative effects based on the available
evidence.
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• It is the division of resources between medicines, medical devices, hospital assistance 

which through budget and separated responsibilities prevent compensation between 

expenditure items concerning healthcare and social security 

• Example  – innovative drug (orally available) improves a patient’s quality of life and 

makes it easier for them to return to work

increases
pharmaceutical 

expenditure
Costs

Reduces
hospitalisation

costs

Reduces use of 
specialists and 

therefore costs of 
professional

services

Reduces illness
– reduced social 

security costs

Increases working
capability leading

to increased
production



HTA Bodies in Europe

Sweden
Tåndvard och Lökemedelsförmänsverket (TLV)

Denmark
Centre for Applied Health Services Research and 
Technology Assessment (CAST)

Germany
Gemeinsamer Bundesausschuss (G-BA)

Scotland
Scottish Medicines Consortium (SMC)

England
National Institute for Health and Care Excellence

France
Haute Autorité de Santé (HAS)

Ireland
Health information and Quality Authority



HTA was discussed as part of 

ECPC’s policy 

recommendations



Thank you!
Francesco.Delorenzo@ecpc.org

Ευχαριστώ πολύ!
Francesco.Delorenzo@ecpc.org




