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BACKGROUND

> On 11 September 2019, Aptitude Health gathered in Brussels, adjacent to the 

European CanCer Organisation (ECCO) Cancer Summit, a group of patient 

advocacy experts and cancer supportive care experts to attend the closed-session 

Emerging Paradigms in Care Series (EPICS) meeting, The Value of the Patient 

Perspective in Oncology Health Care 

> The goals of the meeting were to broadly discuss a number of topics relevant to all 

cancer patients and to stakeholders involved in their care and treatment, and 

identify points of common interest, to be able to draw conclusions and provide a 

roadmap for future next steps

> The topics discussed were patient empowerment, disparities in cancer care in 

Europe, patients and patient-reported outcomes (PROs), and the role of patients in 

the drug life cycle
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AGENDA

Time Topic Speaker/Moderator

18.00 – 18.05 Welcome and introductions Matti Aapro and Ian Banks

18.05 – 18.15 Presentation: Where do we stand with patient empowerment in Europe? Bettina Ryll

18.15 – 18.45 Discussion All

18.45 – 18.50 Conclusion and key takeaways Matti Aapro and Ian Banks

18.50 – 19.00 Presentation: Patient access to medicines – variations and inequalities across Europe Ian Banks

19.00 – 19.30 Discussion All

19.30 – 19.35 Conclusion and key takeaways Matti Aapro and Ian Banks

19.35 – 20.00 Dinner break

20.00 – 20.10 Presentation: Patient-reported outcomes – patient perspective in the value of PROs Florian Scotté 

20.10 – 20.40 Discussion All

20.40 – 20.45 Conclusion and key takeaways Matti Aapro and Ian Banks

20.45 – 20.55 Presentation: Incorporating the patient perspective in the drug life cycle Pietro Presti 

20.55 – 21.25 Discussion All

21.25 – 21.30 Conclusion and key takeaways Matti Aapro and Ian Banks

21.30 Meeting close Matti Aapro and Ian Banks
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Where do we stand with 
patient empowerment in 
Europe?

BETTINA RYLL



WHERE DO WE STAND WITH PATIENT EMPOWERMENT IN 
EUROPE? (1/3)

Dr Ryll provided a presentation on this topic covering the following points

> Cancer patients want a life that is as normal as possible 

> Empowerment has a different meaning to different people

− Empowerment covers a spectrum of purposes, eg, from patients being compliant with drug 

treatment to being active participants in their own care, or being active participants in the design 

of clinical trials

> Patient advocacy needs to be very clear and concise on the meaning of empowerment

> Definitions of patient terms

− Patient = a person concerned about their own condition

− Patient expert = a person concerned about their own condition with high level of expertise

− Patient advocate = a person concerned for a group of people with a condition

− Patient advocacy expert = a patient advocate with a specific high level of expertise 
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WHERE DO WE STAND WITH PATIENT EMPOWERMENT IN 
EUROPE? (2/3)
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Patient level Empowerment goal

Patient and patient expert: 

Have personal experience

Live with the condition and can actively be 

involved in their own care

Patient and patient advocate: 

Have lay technical understanding

On the basis of their experience (can be 

personal), can add value to a group of patients

Patient advocate and patient advocate expert: 

Provide a group perspective

Take part in group decisions that affect entire 

group of patients in society

Patient advocate expert and patient expert: 

Have professional technical expertise

Take part in highly technical decisions, where 

crucial decision-making takes place



WHERE DO WE STAND WITH PATIENT EMPOWERMENT IN 
EUROPE? (3/3)

> “Empowerment” has a condescending connotation of “granting power to a patient”

> Concept of patient agency: to increase the decision-space of an individual, 

allowing patients to have choices and a certain control over their lives

− We are moving towards patients no longer being only on the receiving end, but instead 

being involved in the decision-making process that affects them
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Discussion



PATIENT EMPOWERMENT

> Term “patient empowerment” was referred to as condescending or paternalistic by a number of 

participants (Ms Kolarova, Dr Ryll, Prof Diler, Dr Aapro)

− Ms Mitrea, however, noted that in Romania the term “agency,” proposed by Dr Ryll, has a commercial 

implication, whereas the term “empowerment” refers to taking responsibility for your own actions

− She indicated it is important to recognise that these terms may have a different connotation in different 

countries, due to the language and cultural diversity in EU

> Term “patient centricity” was also negatively perceived by Prof Diler and Mr Presti

> Ms Pelouchavá stressed it is imperative that a patient feels they have control of their lives when 

struck by cancer. Thereafter, the rest will follow: patient education, adherence to treatment

> Prof Diler questioned what the reservations are from pharma, medical professionals, or policy 

makers to consider patients as equal partners. Why are “empowered patients” threatening to their 

position? He highlighted that until this question is answered, we will not be able to move forward 

with patient empowerment

> Prof Diler referred to the 4 patient terms introduced by Dr Ryll (patient, patient expert, patient 

advocate, and patient advocate expert) and indicated that pharma needs all 4 groups
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PATIENT EDUCATION (1/2)

> Dr Scotté highlighted that education needs to be mutual: physicians to patients and 

patients to physicians. He remarked that physicians have “a lot to learn from 

patients . . . we need the daily living testimony of everyday patients,” and at 

congresses there are few physicians attending cancer supportive care topics, as  

they “are not concerned by patients but by disease”

> Dr Scotté also indicated patients should be involved in developing education 

programmes for patients

> Mr Presti indicated that we should educate not only patients, but also policy 

makers, industry, and society

− He provided the example of fake news as an example of where society needs 

education, and added “education is the key to empower patients and to empower 

society”
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PATIENT EDUCATION (2/2)

> Dr Ryll is a strong advocate of patients having control of their own life. She provided the 

example of Melanoma Patient Network Europe, which helps to educate patients in the 

reading of scientific publications, so they can go back and discuss with their medical teams 

> In regards to fake news, Dr Ryll also commented it is important for patients to distinguish 

the source of information, and this is something advocacy can also support

− Dr Ryll was adamant in stating that education is “everyone’s own responsibility.” She stated that 

“if you want to have control over your life, you have to educate yourself.” She explained this is 

also important to get the patient out of the victim position

> Dr Aapro concluded that across Europe, cultural backgrounds are so diverse that there is no 

uniform way of providing education. Therefore, it is not only about providing the scientific 

knowledge to the patient, but also understating the person you have in front of you

− Ms Kolarova agreed with Dr Aapro on the importance of the quality of communication and the 

value of reciprocal understanding between professionals and patients
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CONCEPT OF EDUCATION

Patient 

Patient advocacy can 

educate

Patient advocacy 

can educate

SocietyHCPs
Pharma

Policy makers
Regulators

Patient advocacy can 
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PERSONALISED MEDICINE

> Dr Aapro clarified that the term “personalised medicine” is used incorrectly, to 

mean a specific treatment against a molecular target or mechanism; the 

appropriate term for this is “precision medicine”

> Personalised medicine takes into account who is in front of you, what are their 

expectations, and how best to answer them
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Patient access to medicines –
variations and inequalities 
across Europe

IAN BANKS



PATIENT ACCESS TO MEDICINES: VARIATIONS AND 
INEQUALITIES ACROSS EUROPE (1/2)

Prof Banks provided a presentation on this topic covering the following points

> Access to medicines is a patient’s right

> Given the huge variations across Europe, The European Cancer Patient’s Bill of Rights was brought forward 

by the European Cancer Concord, which assisted in discussions with the European Commission 

− Vision: 70/35; 70% long-term survival for cancer patients by the year 2035

> Mortality rates are generally higher in Eastern Europe, eg, cervical cancer, a preventable cancer, has a 

mortality rate of 14% in Romania compared with an EU average of 3.7%

> Survival rates in Western Europe are up to 40% higher than in Eastern Europe

> Access is part of the reason for these disparities

− The 180-day limit for pricing and reimbursement of a medicine after European Medicines Agency (EMA) authorisation is 

exceeded by many Eastern European countries

− Differences in access apply not only across countries, but also within countries

− Lack of access to treatment leads to patient migration

> There is a huge difference across countries in the existence and implementation of cancer national control 

plans
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PATIENT ACCESS TO MEDICINES: VARIATIONS AND 
INEQUALITIES ACROSS EUROPE (2/2)

> Essential requirements from ECCO are the tools to deliver quality cancer care

− The essential requirements for primary care have demonstrated the value of primary 

care in prevention and early diagnosis, and overall fit with patients’ aspirations to have 

normalcy in their lives when they are struck by the disease
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Discussion



ENABLING ACCESS TO MEDICINES: HARMONISATION (1/2)

> European harmonisation is the solution to enable access; however, it is very complicated 

due to political matters

− Dr Aapro indicated that some of the issues at the political level will be addressed by the new 

European Commissioner for Health, Stella Kyriakides, and also by the European Cancer 

Mission, although it does not have a patient representative

− He also indicated that as cancer health-related matters remain at the national level, this is a 

large challenge to enable harmonisation, and added that ECCO will work with different 

organisations to constitute groups in different countries to push this forward

> Dr Scotté opined that it is key that we address advocacy strategies as one unique 

European voice to support an organisation like ECCO, to push policy makers and 

influence legislation

− He also indicated that in France the voice of the patient is stronger than the voice of the 

physician, and provided an example concerning the shortage of steroids a few months ago, 

where the only group able to drive change at government level was patients
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ENABLING ACCESS TO MEDICINES: HARMONISATION (2/2)

> Prof Diler noted that before there is harmonisation, inequalities need to be 

compared in a standardised way, such as grouping countries, eg, low-income 

countries and high-income countries, before putting them all in one basket

> Prof Diler also pointed out that the European Cancer Patients’ Bill of Rights can 

only be implemented in Europe if other stakeholders are brought on board; for 

example, having the health commissioner or pharma author the next edition, so it 

can then be adapted to each country and slowly have an impact

− Prof Diler highlighted relying on ECCO to get pharma companies on board with the 

European Cancer Patients’ Bill of Rights

− Dr Aapro indicated there is currently an interface established with industry to discuss 

this
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ENABLING ACCESS TO MEDICINES: EUROPEAN CANCER 
PLAN

> Dr Presti stated that as long as cancer patients are not seen as European cancer 

patients, we are a long way from implementing a European cancer plan. He 

provided 2 examples: having a European screening program, or a manifesto from 

the main European social media against fake news on cancer

> Dr Banks referred to having a pan-European cancer plan, and then national cancer 

plans, adapted to specific conditions and cultures

> In Dr Scotté’s view, the voice of patients is crucial in bringing forward a European 

cancer plan that encompasses prevention, screening, treatment, survival care, and 

clinical trial involvement across countries

− He indicated that in France “the voice of physicians is zero compared to the voice of 

patients”
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ENABLING ACCESS TO MEDICINES: CHALLENGES IN 
EASTERN EUROPE

> Ms Mitrea referred to the challenges faced in Romania in regards to harmonisation
− There is no national cancer plan, due to lack of leadership and to bureaucratic rigidity

− Primary care is through non-governmental organisations

− There are no financial mechanisms to assist in preventive screening

− There is medical migration of nurses and physicians

− There is corruption in the system

− There is no national cancer registry

> She also pointed out that in Romania, the Ministry of Health will not agree to work with 

clinical protocols, but rather with guidelines, the point being that protocols require the 

provision of a drug, whereas guidelines may be followed or not, according to what is 

available
− Dr Aapro agreed with this; however, he also commented that we need a clear definition of what 

is an important drug, “even the list of essential drugs of the WHO [World Health Organization] is 

not viable in some countries in Europe, and it’s not the most updated list.” He referred to the 

work of the European Society for Medical Oncology on the Magnitude of Clinical Benefit Scale, a 

way to prioritise drugs, as being an important step forward
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ENABLING ACCESS TO MEDICINES: EDUCATION

> The level of education (knowledge) and influence of fake news can also impact the 

disparities in treatment seen across Europe, eg, for human papillomavirus 

vaccination

> Ms Pelouchová and Dr Scotté stated that education is crucial

− From top key opinion leaders to community oncologists

− Supporting patient advocacy programmes. Ms Pelouchová provided an existing 

example of resources provided to patient advocates to “further improve their skills to 

work in the patient community, and then collaborate with the clinicians as well”
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ROLE OF INDUSTRY IN INCREASING ACCESS TO MEDICINES

> Dr Banks indicated the European Federation of Pharmaceutical Industries and 

Associations (EFPIA) is discussing the role of pharma in increasing access to medicines. 

He also pointed out that medical technology companies should not be left out, as they are 

key in providing the tools to HCPs

> Ms Pelouchová stated that in the leukaemia community, there are advisory boards 

involving a patient community (global network) and pharma, to address common points of 

interest

− These types of programmes were initiated many years ago by the HIV community

− Dr Scotté highlighted that this does not happen everywhere, and it should be encouraged by 

governments

− Dr Aapro also noted that the involvement of patients in clinical discussion is currently being 

encouraged in some clinical congresses, such as the ABC organised by Fatima Cardoso
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CONCEPT OF CANCER HARMONISATION ACROSS EUROPE
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Patient-reported outcomes –
patient perspective in the 
value of PROs

FLORIAN SCOTTÉ



PATIENT REPORTED OUTCOMES (1/2)

Dr Scotté provided a presentation on this topic covering the following points

> In supportive care, it is important to combine the view of all stakeholders involved, including the patient, to 

understand what the patient needs and what should be done to address those needs

− Quality of life (QOL) may mean different things to a patient, to a professional, or to a caregiver

− The role of the pharmacist and general physician (GP) need to grow in the cancer care continuum

> Evidence of PRO data in clinical decision-making

− STAR Programme: Computer-experienced patients reported fewer emergency visits than computer-inexperienced 

patients (Basch E, et al. J Clin Oncol. 2016;34(6):557-565)

− Patient-reported symptom monitoring with a nurse improved QOL and reduced emergency visits (Basch E, et al. JAMA. 

2017;318(2):197-198)

− PROCHE programme: 2 days prior to next chemotherapy session, the nurse combines results from the patient’s clinical 

questionnaire data (toxicity and safety) and the biologic data, allowing oncologists to confirm or delay the patient’s 

chemotherapy, and organise supportive care ahead of the visit (Scotté F, et al. Eur J Cancer. 2013;49(3):541-544). This 

resulted in

• Reduction of patients’ waiting time

• Significant improvement in symptoms (fatigue, pain, nausea, diarrhoea, vomiting)
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PATIENT REPORTED OUTCOMES (2/2)

> PROs can assist in understanding the patient’s daily life and help HCPs to better 

manage the disease course (for example through GP visits, supportive care visits 

to the hospital, or hospitalisation), which results in a reduction of emergency visits

> PRO hurdles for patients

− Adherence

− Translating professional to patient speech (Common Terminology Criteria for Adverse 

Events [CTCAE] to PRO-CTCAE)

− Digital autonomy (age, internet access, access to care)

− Self-management (access to care)

− Global Data Protection Regulation

− New treatments, new safety (immunotherapy, precision medicine, clinical research)
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Discussion



PATIENT-REPORTED OUTCOMES: CLINICAL MANAGEMENT

> Dr Aapro announced that the Multinational Association for Supportive Care in 

Cancer (MASCC) will be joining ECCO

> Dr Aapro highlighted that the collection of PROs currently is not adequate, as it is 

based on questionnaires that were created 50 years ago for simple 

chemotherapies, and “they do not fit to what the patients say.” He emphasised that 

they should be adapted to the patient environment, but also to the specific 

treatment

− Prof Diler also commented on the lack of standardisation of PROs, across countries, 

teams, methodology

− The US-based PRO-CTCAE (developed by Ethan Basch) may not be applicable in 

other parts of the world
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PATIENT-REPORTED OUTCOMES: QUALITY OF LIFE

> Dr Banks stressed that adverse events such as severe nausea or diarrhoea that impair QOL are 

underreported by patients, because they may consider them “expected side effects”

− Dr Aapro agreed, stating that in recent studies with antiemetics, there would be no report of constipation, 

because patients would expect to be constipated and therefore would not report it

> Dr Banks indicated that patients are actually interested in improving and making PROs relevant. 

This also requires the involvement of a multidisciplinary team, including a psychologist, who can 

ask the “right questions” in sensitive topics such as  sexual health. He remarked that pharma 

companies would benefit from including patients in the design of PROs, and provided the example 

of Bayer (Patient Advocate Advisory Council [PAAC] pilot programme, with questions relating to 

what patients need and want)

> Dr Aapro highlighted the work the European Organisation for Research and Treatment of Cancer 

(EORTC) is doing in bringing assessments of QOL into clinical studies. He also pointed out the 

need to take cultural diversity into account; what may be a valid question in one country, eg, taking 

care of chores at home, may not apply to others, where people rely on maids
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PATIENT-REPORTED OUTCOMES: FORMATS

> Electronic platforms

− Dr Scotté emphasised that a programme like PROCHE allows the HCP to discuss the patient’s sexuality, 

social life, or psychology, for which there is generally no time
• Ms Kolarova remarked on the importance of taking a holistic approach to PROs, and using them to assess what the 

patient is encountering, as this will be key to managing and improving outcomes

− Dr Scotté indicated that electronic platforms for PROs should be used not to manage symptoms alone, but 

also to share information between the hospital and the patient at home. He opined that PROs as a tool to 

manage symptoms “is only valuable to industry”

> Social media platforms

− Ms Pelouchová commented that closed Facebook groups within the patient community discuss symptoms 

and side effects. In the UK, one of these groups in leukaemia has 2700 patients

− There is sharing of information regarding rare side effects that may not appear in the summary of product 

characteristics, and which oncologists rarely see; however, for a chronic condition like chronic 

myelogenous leukaemia (CML), they may seriously affect the patient’s QOL 

> Expert patient

− Prof Diler provided an example from his hospital of low adherence to using medications, and how relying 

on a patient to interact with other patients has increased adherence dramatically
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Incorporating the patient 
perspective in the drug 
life cycle

PIETRO PRESTI



PROGRAMMES ON PATIENT INVOLVEMENT IN DRUG LIFE 
CYCLE

> Funded by European Commission; 5-year project

> Establish a recommendation to support the development of 

guidelines for industry, regulatory authorities, and health 

technology assessment (HTA) bodies on how and when to include 

patient perspective on benefit and risk of medical products

> ECPC and other patient organisations have coordinator roles

Patient Advocate 

Advisory Council 

(PAAC)

> Pilot programme launched by Bayer Oncology (2016–2017)

> Expert patient advocates from EU and US working closely with 
company leaders to design and execute a pilot in an ongoing 
clinical development programme

Dr Presti provided a presentation on this topic covering the following points
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PATIENT INVOLVEMENT IN HTA PROCESSES

> Very few HTA agencies involve patients in their assessments and, where public engagement is sought, the 

approaches vary

> There are 76 HTA bodies in 43 countries, and no overarching regulation

> The development of new health technologies requires a legal mechanism to involve patients in HTA bodies, to 

identify

− Patient needs

− Impact on QOL and overall survival

− Relevance of clinical outcomes

− Convenience of treatment

− Patient autonomy and dignity

> There is a great need for HTA harmonisation across the EU to increase access and reduce disparities in 

availability of cancer treatment, as well as to harmonise patient involvement in the procedures

> ECPC has developed an eLearning module that aims to equip ECPC member patient organisations with 

knowledge to participate in the HTA of cancer treatments
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PATIENT INVOLVEMENT IN PROVIDING SCIENTIFIC ADVICE

> ECPC launched The Value of Innovation in Oncology in 2017

− White paper that includes over 30 evidence-based policy recommendations on integrating 

patient-centred approaches into the regulatory and healthcare system

> ECPC has collaborated with the EMA since 2013, as member of the Patients' and 

Consumers' Working Party of the Committee for Medicinal Products for Human Use

− To extend intensive cooperation between cancer patients and the EMA, so that cancer patients 

are strongly involved in all relevant procedures within EMA (eg, benefit:risk assessment in 

scientific advice procedures, package leaflet assessment, participation in scientific advisory 

groups in oncology)

> Patients’ contribution is very important also for pharmacovigilance (eg, adverse drug 

reaction reporting as well as pushing national authorities to implement all rules of the 

Pharmacovigilance Directive)

> New ways are needed to explore how to develop more strategic, sustainable, fair, and 

ethical alliances between patients and the pharma industry
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Discussion



HTA HARMONISATION

> In regards to harmonisation, Dr Aapro and Dr Presti indicated that currently the challenge 

exists among different countries, as well as within individual countries, as what may be 

available in one region may not be available in another

> Dr Aapro noted that there was an initiative funded by the EU, EUnetHTA, to work on 

harmonisation, but it may have lost funding in 2018

> Dr Presti remarked that ECPC has also brought the issue of harmonising HTA bodies to 

the European Commission, but it has not yet succeeded, although Dr Aapro pointed out 

that the new Commission has this action in its programme

> Dr Presti also indicated that there is a risk in having so many HTA experts, as 

fragmentation of HTA rather than centralisation could become a new business 

> Dr Presti concluded by reiterating the importance of harmonisation, and also emphasised 

the need to educate patients on what HTA is 
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PATIENTS AND SCIENTIFIC ADVICE

> Dr Aapro pointed out that EORTC still does not have patient representation in its 

committee

> Dr Aapro raised the point of the importance of evaluating the impact of QOL in 

long-term survivors of cancer, as many suffer long-lasting side effects

− Dr Scotté provided a new term to encompass impact of a treatment on QOL and on 

overall survival: “quality of survival”

> Importantly, Dr Banks commented that there may be a big difference in the 

acceptance of risk amongst different stakeholders in relation to a new treatment. 

He provided an example with melanoma, where a study showed that patients were 

ready to take the highest risk, followed by regulators, then patient advocates. At a 

regulatory level it is important, as “you have to be very careful who you are 

listening to”
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Key Takeaways



KEY TAKEAWAYS

Patient empowerment

> We need to speak about patients as individuals who are able to be in control of their lives

> Education is a requirement, although there is no uniformity across EU, due to cultural and 

economic differences

> Quality of communication is crucial

− HCPs need education on patient needs, and society needs education on cancer

Patient access to medicines and adequate treatment

> One patient voice from Europe directed to political leaders and policy makers

> EU cancer plan and national leadership to implement it
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KEY TAKEAWAYS

PROs

> PROs are an evolving field. They need to evolve to make them comparable

− PROs should capture different perspectives; it is important to the patient as an individual 

(including rare adverse events) as well as to a group of patients 

> Should help in clinical management and in evaluating reality of patient QOL

> PROs need to be adapted to the disease, treatment of disease, cultural environment, and 

the patient

Patient perspectives on drug life cycle

> European harmonisation of HTAs is crucial

> HTA bodies need the input of expert patient organisations in their processes
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