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After the 1st LuCE Report in 2016, in which we highlighted the main challenges in lung cancer 

in Europe from the patient perspective, we launch this 2nd Report to deepen our research on 

one of our main worries: disparities on access across Europe.

Lung Cancer Europe (LuCE) represents lung cancer patients and caregivers, no matter the 

place they live, and we advocate for the best support as possible for all of them. But, as this 

report evidences, disparities in diagnosis, treatment and care access exist between different 

�(�X�U�R�S�H�D�Q���F�R�X�Q�W�U�L�H�V�����V�R���Z�H���Q�H�H�G���V�R�O�X�W�L�R�Q�V�����:�H���H�Q�F�R�X�U�D�J�H���R�X�U���F�R�O�O�D�E�R�U�D�W�R�U�V���L�Q���W�K�H�����H�O�G�V���R�I��

policy, science, research and civil society to read this report and we call on them to work 

together. 

 

Many faces, one voice. 
 

Access here to the 1st LuCE Report:  

�Y�Y�Y���N�W�P�I�E�C�P�E�G�T�G�W�T�Q�R�G���G�W���Y�R���E�Q�P�V�G�P�V���W�R�N�Q�C�F�U�������������������.�W�%�'���4�G�R�Q�T�V���•�P�C�N���R�F�H
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Raising 
awareness among 
policymakers 
about disparities 
in the accessibility 
to diagnosis and 
treatment

Lung cancer patients have increasingly higher expectations in regard 

to treatments. Thanks to the advances made in lung cancer therapy 

and care, and to the many clinical studies in progress, we now have 

more medications available and there is more information about how 

�W�R�����J�K�W���D�J�D�L�Q�V�W���O�X�Q�J���F�D�Q�F�H�U��

I was diagnosed with lung cancer 15 years ago and, like many 

other thousands of patients, I am really grateful for these great 

progresses made in the treatment of this disease. I still remember 

how, at that time, surgery was the best treatment for around 20% 

of patients and chemotherapy and radiation were the best for the 

remaining 80%. There was little research on the treatment of lung 

cancer.

Now we have new treatments that either treat lung cancer 

patients or give us many months, even years, of good quality of 

life. But we will not be able to accomplish these objectives if these 

innovative treatments are not available for patients. Access is one 

of our main challenges today.

Access to molecular testing and new medicines differs in individual 

countries across Europe, even within the same country. There 

are several factors that contribute to treatment access barriers 

and inequalities across Europe. The high cost of some of these 

treatments has produced differences in the ability of healthcare 

systems to reimburse all treatment options. In addition, new 

treatments are often given alongside conventional treatment, 

increasing the overall cost of treating patients.
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Time is another inequitable factor. Delays in patient access to 

new treatments happen across Europe, and this time depends 

on each country and the setting where the drugs are used. The 

�(�8���G�L�U�H�F�W�L�Y�H���R�Q���S�U�L�F�L�Q�J���D�Q�G���U�H�L�P�E�X�U�V�H�P�H�Q�W���V�S�H�F�L���H�V���D�����������G�D�\��

limit post company submission for price, but compliance with this 

deadline is extremely variable.

This 2nd LuCE Report is especially focused on access to diagnosis, 

treatment and care, because we maintain that all lung cancer 

patients must receive the best care and treatment available at the 

right time. As we highlighted in our 1st LuCE Report, lung cancer 

is the main cause of cancer deaths in the EU, being responsible for 

�Q�H�D�U�O�\���R�Q�H���L�Q�����Y�H���F�D�Q�F�H�U���G�H�D�W�K�V���Z�R�U�O�G�Z�L�G�H�����:�H���W�K�H�U�H�I�R�U�H���Q�H�H�G��

solutions to offer care and support as soon as possible, especially 

if we consider that most of the lung cancer patients are diagnosed 

in an advanced stage.

Having successfully fought off lung cancer, I am passionate about 

persuading policymakers and other stakeholders to take action 

and ensure that lung cancer patients gain timely diagnosis and 

access to the latest treatments, and give them the best chance of 

survival and a good quality of life. To achieve this, policymakers 

need to be aware and informed about our priorities as patients 

in order to make the right decisions. This report will play a crucial 

role in informing them and we urge all supporting organisations 

in every country to use this report in advocating for change in 

national lung cancer healthcare.

Regine Deniel Ihlen 
Patient advocate and Treasurer of Lung 

Cancer Europe (LuCE)
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1. ABOUT THIS REPORT
The landscape of lung cancer treatment is rapidly evolving. Over the last decade, great progress has been made in expanding 

the knowledge and understanding of molecular drivers of cancer in order to develop a new era of lung cancer treatments.1 The 

introduction of immune therapies to treat lung cancer is also changing the face of the disease, extending both durable remissions 

and prolonging survival¹.

However, we believe significant barriers in accessing these 

treatments still exist, or are even increasing in some cases, 

in the form of high regulatory hurdles and access for new 

�P�H�G�L�F�L�Q�H�V���D�Q�G���G�L�D�J�Q�R�V�L�V���D�W���D���O�D�W�H���V�W�D�J�H�����Z�L�W�K���I�L�Y�H���\�H�D�U���V�X�U�Y�L�Y�D�O��

�U�D�W�H�V���U�H�P�D�L�Q�L�Q�J���O�R�Z���L�Q���(�X�U�R�S�H���D�Q�G���O�D�F�N���R�I���D���V�S�H�F�L�D�O�L�V�H�G���P�X�O�W�L��

disciplinary structures to ensure adequate lung cancer patient 

care. The purpose of this report is to review the different 

challenges around lung cancer, with specific focus on the 

existing barriers and inequalities in access to diagnosis and 

treatment for patients in Europe.

Our report constitutes the second stage of this project, following 

the 1st LuCE report launched in 2016 at the European Parliament, 

along with our calls to action. The 2016 report provided a general 

overview of lung cancer incidence in Europe and the challenges 

faced in selected countries. This report builds on the one from 

last year, with a focus on how to help different stakeholders 

contribute to better access to early diagnosis, molecular testing 

and innovative treatment for lung cancer patients.

-THIS IS THE 2ND 
STAGE OF A PROJECT 

THAT AIMS TO 
MAKE HEALTH 

STAKEHOLDERS 
AWARE ABOUT 
CHALLENGES 

REGARDING LUNG 
CANCER IN EUROPE-
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METHODOLOGY

This report provides an analysis and a description of the current challenges in access to early diagnosis, molecular testing and 

innovative treatment for lung cancer patients in Europe This data has been obtained from different sources of information from 

May to September 2017.

Desktop research of primary and secondary policy sources was conducted mainly in English but additionally in 

Spanish, French, Italian, German, Dutch, Swedish, Danish and Norwegian (see References and Sources)

Three qualitative interviews (one oncologist and two national patient group representatives)

Two quantitative and qualitative online surveys on access to lung cancer medicines for healthcare 

�S�U�R�I�H�V�V�L�R�Q�D�O�V���I�U�R�P���������F�R�X�Q�W�U�L�H�V�
�����������U�H�V�S�R�Q�V�H�V�����������I�U�R�P���D�F�D�G�H�P�L�F���K�R�V�S�L�W�D�O�V�����������I�U�R�P���Q�R�Q���D�F�D�G�H�P�L�F���K�R�V�S�L�W�D�O�V��

and two from private practice) and lung cancer advocates (eight responses, members of LuCE) 

An additional survey of pharmaceutical companies**  on access to lung cancer treatments and diagnostic tests 

in 18 countries***

Final data about access to diagnosis and drugs was reviewed by LuCE members

   * England, France, Germany, Spain, Italy, Netherlands, Romania, Poland, Norway, Ireland, Israel, Switzerland, Denmark, Austria, Greece and Serbia  
  ** AstraZeneca, BMS, Boehringer Ingelheim, Lilly, Merck, Pfizer and Roche  
*** UK, France, Italy, Finland, Germany, Spain, Portugal, Netherlands, Romania, Poland, Denmark, Sweden, Norway, Ireland, Israel, Slovenia, Switzerland and Turkey
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2. ACCESS TO DIAGNOSIS, CARE AND TREATMENT

Diagnostic tools and therapies are more effective and safer 

nowadays. In recent years this leds to the possibility to ensure 

a better quality of life for lung cancer patients.² New and 

advanced treatment options such as targeted therapies and 

immunotherapies are bringing about new opportunities in lung 

cancer care.

�)�R�U���H�[�D�P�S�O�H�����W�D�U�J�H�W�H�G���W�K�H�U�D�S�L�H�V���I�R�U���Q�R�Q���V�P�D�O�O���F�H�O�O���O�X�Q�J��

cancer (NSCLC), such as epidermal growth factor treatments 

(EGF) gefitinib, erlotinib, and afatinib, and the anaplastic 

lymphoma kinase (ALK) inhibitors crizotinib, alectinib and 

ceritinib, represent important innovations in treatment over 

the last decade.² By targeting the main pathways of NSCLC 

pathophysiology, these new drugs have significantly improved 

survival rates and quality of life in a highly selected subgroup of 

patients. In addition, treatments used a decade ago still remain 

crucial and effective options for many patients.¹

However, in order for these treatments to work effectively 

and efficiently, they need to be available and reimbursed, and 

diagnostic tools must be available for patients.



11

DIAGNOSIS 
UNEQUAL ACCESS 
TO MOLECULAR 

DIAGNOSTICS ACROSS, 
AND SOMETIMES 

WITHIN, EUROPEAN 
COUNTRIES

�0�R�O�H�F�X�O�D�U���G�L�D�J�Q�R�V�W�L�F�V���R�I�I�H�U���L�P�S�R�U�W�D�Q�W���E�H�Q�H���W�V���W�R���S�D�W�L�H�Q�W�V�����E�X�W���D�U�H��

�Q�R�W���Q�H�F�H�V�V�D�U�L�O�\���D�Q�G���H�T�X�D�O�O�\���D�Y�D�L�O�D�E�O�H�����,�G�H�Q�W�L���F�D�W�L�R�Q���R�I���D���V�S�H�F�L���F��

genetic alterations in patients with NSCLC helps clinicians to 

select the best treatment option. In the case of NSCLC, certain 

genetic alterations can be used to identify patients who might be 

sensitive, or resistant to, a particular cancer therapy.

Despite their promise, unequal access across countries, and 

sometimes even within individual countries, remain.³ Although 

most of these tests will be available in all these countries, there 

are no formal avenues for reimbursement of diagnostic tests. 

For instance, in Spain, although there is no formal process for 

reimbursement of diagnostic tests, hospital centres pay for these 

tests, if considered necessary, by clinicians. 

To know more about the accessibility of molecular tests across 

Europe, we asked LuCE members (patient advocates) to complete 

a short questionnaire about the administrative status of four 

�G�L�I�I�H�U�H�Q�W���E�L�R�P�D�U�N�H�U�V���G�L�D�J�Q�R�V�H�V�����$�/�.�����(�*�)�5�����3�'���/�����D�Q�G���5�2�6����

To consider: Updates about approval and reimbursement may 

occur since the data was collected. Also, it must be highlighted 

that even when a test is considered approved and reimbursed, 

some barriers may happen in some European countries because of 

regional differences or other different reasons. 
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Availability of lung cancer molecular tests  
���&�R�X�Q�W�U�\���V�H�O�H�F�W�L�R�Q���F�U�L�W�H�U�L�D�����/�X�&�(���P�H�P�E�H�U���R�U�J�D�Q�L�V�D�W�L�R�Q�V���Z�R�U�N�L�Q�J�������R�U���Z�L�W�K���L�Q���X�H�Q�F�H�������L�Q���W�K�H�V�H���F�R�X�Q�W�U�L�H�V��

With reimbursement, in this table, we refer that they are registered and available for the majority of patients through universal healthcare 

coverage, i.e., through public funding or private insurance
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There is strong evidence that access to cancer treatments 

remains inequitable across Europe. For instance, recent 

research about some oncology drugs approved by the EMA 

for the treatment of six cancers (lung cancer is one of them) 

between 2006 and 2016 showed that 26% of published 

decisions resulted in complete or partial restriction, and the 

level of restrictions is different depending on the country 

(Germany 0%, Portugal 4%, Scotland 63%).�ú

Barriers to access to cancer drugs are unacceptable, especially 

when they affect patients with incurable diseases. If we 

promote access and get more efficient health services and 

research, we would be able to give hope and opportunities to 

lung cancer patients.

The current scenario is very complex and dynamic, with many 

new drugs and studies ongoing, and a huge diversity of national 

regulatory and reimbursement processes (even regional, in 

some places). So we asked patient advocates, health care 

professionals and pharmaceutical companies to get an insight 

into the access situation of lung cancer drugs across different 

European countries. These countries have been selected 

�E�H�F�D�X�V�H���W�K�H�U�H���L�V���D���/�X�&�(���P�H�P�E�H�U���R�U�J�D�Q�L�V�D�W�L�R�Q���Z�R�U�N�L�Q�J�������R�U���Z�L�W�K��

�L�Q�I�O�X�H�Q�F�H�������L�Q���W�K�H�V�H���F�R�X�Q�W�U�L�H�V��

To consider: Updates about approval and reimbursement 

may occur since the data was collected. Also, we collected 

data shown some differences in the answers received by 

HCP, advocates and pharmaceutical companies about the 

administrative status of some drugs in specific countries. In the 

last review, LuCE members discussed these controversies with 

their scientific boards to review these data again and select the 

best answer. These differences and controversies remark the 

importance of raising awareness about access to treatments 

among the HCPs, advocates and pharmaceutical companies. 

Another limitation to consider is that even when a drug is 

considered approved and reimbursed, some barriers in drug 

uptake may happen because of regional differences or because 

it can be available to a specific and limited group or patients.

LUNG CANCER DRUGS 
HIGH DISPARITIES 

AMONG EUROPEAN 
COUNTRIES. ACCESS 

IS A RELEVANT 
CHALLENGE IN 

EASTERN EUROPE
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With reimbursement, in this table, we refer to medicines that are registered and available for the majority of patients through universal 
�K�H�D�O�W�K�F�D�U�H���F�R�Y�H�U�D�J�H���L���H�����W�K�U�R�X�J�K���S�X�E�O�L�F���I�X�Q�G�L�Q�J���R�U���S�U�L�Y�D�W�H���L�Q�V�X�U�D�Q�F�H�����+�R�Z�H�Y�H�U�����V�S�H�F�L�D�O���F�R�Q�G�L�W�L�R�Q�V���D�S�S�O�\���W�R���D�F�F�H�V�V���W�R���V�S�H�F�L���F���F�D�Q�F�H�U���W�U�H�D�W�P�H�Q�W��

across countries. For instance, Crizotinib is reimbursed in the UK via the e NHS Cancer Drug Fund and in Poland via special insurance

Availability of lung cancer drugs
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Disparities in access to lung cancer treatments have already been highlighted by the European Society of Medical 

�2�Q�F�R�O�R�J�\�����L�Q���������������7�K�H���(�6�0�2���(�X�U�R�S�H�D�Q���&�R�Q�V�R�U�W�L�X�P���6�W�X�G�\���R�Q���W�K�H���D�Y�D�L�O�D�E�L�O�L�W�\�����R�X�W���R�I���S�R�F�N�H�W���F�R�V�W�V���D�Q�G���D�F�F�H�V�V�L�E�L�O�L�W�\��

�R�I���D�Q�W�L�Q�H�R�S�O�D�V�W�L�F���P�H�G�L�F�L�Q�H�V���L�Q���(�X�U�R�S�H���F�R�O�O�H�F�W�H�G���G�D�W�D���D�E�R�X�W���W�K�H���D�Y�D�L�O�D�E�L�O�L�W�\���R�I���(�*�)�5���P�X�W�D�W�H�G���Q�R�Q���V�P�D�O�O���F�H�O�O���O�X�Q�J��

cancer and it showed high disparities in accessibility between countries.�û Data showed that while in Western 

Europe these medications are usually available and fully subsidized, in Eastern Europe treatments are not 

reimbursed, or available only at the full cost to patients (see tables on the next page).

�,�Q���3�R�O�D�Q�G�����I�R�U���H�[�D�P�S�O�H�����D���S�D�W�L�H�Q�W���S�D�\�L�Q�J���I�R�U���D���W�U�H�D�W�P�H�Q�W���R�X�W���R�I���S�R�F�N�H�W���P�D�\���V�W�L�O�O���I�D�F�H���S�U�R�E�O�H�P�V���Z�K�H�Q���U�H�F�H�L�Y�L�Q�J���W�K�H��

medication, because if it is not reimbursed, the procedure is not either. The consequence is  that even when a 

patient pays a lot of money, he/she cannot get the medication because hospitals refuse to undertake the procedure.
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From: ESMO European Consortium Study on the 

�D�Y�D�L�O�D�E�L�O�L�W�\�����R�X�W���R�I���S�R�F�N�H�W���F�R�V�W�V���D�Q�G���D�F�F�H�V�V�L�E�L�O�L�W�\��

of antineoplastic medicines in Europe. Ann Oncol. 

��������������������������������������������
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CLINICAL TRIALS 
MOST TRIALS FOR 

LUNG CANCER 
PATIENTS ARE RUN IN 

WESTERN EUROPE

Clinical trials are an opportunity for lung cancer patients to 

�U�H�F�H�L�Y�H���F�X�W�W�L�Q�J���H�G�J�H���W�U�H�D�W�P�H�Q�W�V�����7�K�H�\���F�D�Q���E�H�Q�H���W���I�U�R�P���U�H�F�H�L�Y�L�Q�J��

drugs in the late stages of testing that are not yet approved in their 

countries and, therefore, they would not otherwise have access to.

It is therefore understandable that better access to clinical trials 

�L�V���D���S�U�L�R�U�L�W�\���I�R�U���P�D�Q�\���R�I���W�K�H�P�����E�X�W���V�R�P�H���L�V�V�X�H�V���P�D�\���L�Q���X�H�Q�F�H���W�K�H��

possibility to be involved in these studies. For instance, the level of 

knowledge about the ongoing clinical trials or the socioeconomic 

status of a patient can play a role, as well as the place (hospital or 

country) where the patient is being treated. 

�&�O�L�Q�L�F�D�O���W�U�L�D�O�V���D�U�H���X�V�X�D�O�O�\���U�X�Q���L�Q���D���I�H�Z���V�S�H�F�L���F���F�R�X�Q�W�U�L�H�V�����$�F�F�R�U�G�L�Q�J��

to the website www.clinicaltrials.gov, most of them are developed 

in Western Europe: France, United Kingdom, Spain, Italy and 

Germany. This situation causes enrollment disparities, therefore, 

not all European lung cancer patients have the same opportunities 

to get involved in a clinical trial. 

The European Clinical Trial Regulation (No. 536/2014) ensures 

that the rules for conducting clinical trials are identical throughout 

the EU, and facilitates access by centralized approval processes. 

This regulation aims to standardise and harmonise clinical trial 

amongst member states. However, according to our survey, 42% 

of the health care professionals rate the access to new drugs in 

clinical trials as poor (35%) or very poor (7.5%). Therefore, there is 

great room for improvement. New regulations shall foster patient 

recruitment and promote cross border access to clinical trials.

The right to expect research to be conducted 
on their particular cancer type and to be 
offered access to clinical studies where 
available and relevant to their condition

���$�U�W�L�F�O�H�������������(�X�U�R�S�H�D�Q���&�D�Q�F�H�U���3�D�W�L�H�Q�W�v�V���%�L�O�O���R�I���5�L�J�K�W�V��
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Lung cancer clinical trials in Europe

Source: www.clinicaltrials.gov (accessed September, 2017)




























































































