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1 Executive Summary

The EP PerMed WP5 Task 5.4 multilingual survey provides a baseline assessment
of public awareness, perceptions, expectations and concerns regarding Personal-
ised Medicine (PM).

The survey shows strong support for PM and optimism about its potential bene-
fits, particularly for improving diagnosis and treatment. However, it also reveals a
significant gap between positive attitudes and actual awareness, access, and con-
fidence.

e Awareness is relatively high, although likely overestimated because re-
spondents were largely highly educated and connected to health/research
networks.

e Most respondents see PM as beneficial, but few have personally experi-
enced PM, and many are unsure whether they can access it.

e Healthcare systems are perceived as not yet fully prepared to deliver PM.

e Trust and data protection are key concerns, particularly regarding genetic
data, privacy, misuse, and commercial exploitation. Respondents are more
willing to share data with public institutions than private organisations.

e Healthcare professionals are the most trusted source of information, high-
lighting their important role in communicating PM.

e Equity and inclusion remain challenges, with older people, minority groups,
and less educated populations underrepresented in the survey.

e At the moment, the survey is not yet representative of the general popula-
tion, but provides a useful baseline for understanding perceptions of PM.

Overall, the main challenge seems not to be gaining public support for PM, but
rather improving understanding, access, trust, and inclusive communication.
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Future efforts should strengthen public engagement, involve healthcare profes-
sionals, address data governance concerns, and reach groups currently un-
derrepresented.
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2 The European Partnership for Personalised Medicine

According to the definition adopted by the European Council Conclusion on Per-
sonalised Medicine (PM) for patients (2015/C 421/03), “Personalised Medicine re-
fers to a medical model using characterisation of individuals’ phenotypes and gen-
otypes (e.g. molecular profiling, medical imaging, lifestyle data) for tailoring the
right therapeutic strategy for the right person at the right time, and/or to determine
the predisposition to disease and/or to deliver timely and targeted prevention”.

Since the adoption of this definition and the approval of the First Strategic Re-
search and Innovation Agenda on PM in 2015, the European Union (EU) has sup-
ported the creation of an ecosystem of projects and initiatives aimed at boosting
research, innovation and implementation of PM, strongly backed by scientific ev-
idence that this is the medical approach of the future, enabling clinical benefits as
well as economic, technological and societal ones.

Financial support to early stage as well as translational and, more recently, clinical
research, has been provided by the European Commission (EC) through the last
Framework Programmes for research and innovation (Framework Programme 7,
Horizon 2020 and more recently Horizon Europe). The EC greatly contributed to
PM research and development, with more than two billion euros already invested
since 2007.

Personalised medicine integrates information from multiple sources to make

HEALTHCARE SMARTER, BETTER AND MORE COST-EFFICIENT.

7' Framework Programme Horizon 2020
2007-2013 First 3 years 2014-2017

)
s projects‘ r1 |€1334 million 167 projects I = |€872 million
on personalasedi—— B : _Blay |
medicine {= S | e ! g

Fig. 1 Funding by EC to PM initiatives from 2007 to 2017. Source here.
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Member States independently created the International Consortium for Personal-
ised Medicine (ICPerMed), and the ERA-NET co-fund ERAPerMed, which have
pushed PM in policy makers’ agendas and attracted additional European, regional
and national resources on basic and translational PM research. Both received sup-
port from the EU through Horizon 2020. Furthermore, effective policy making and
guidance, extra-EU collaborations, health economics aspects, regulatory modern-
isation for PM clinical trials and collaborations between EU regions were sup-
ported by dedicated Coordination and Support Actions (CSAs) in Horizon 2020.

ICPerMed and related CSAs have highlighted strengths and weaknesses in the
whole PM value continuum, which may be very diverse within EU, and even more
so beyond extra-EU, and affected by local political, economic, and Ethics, Legal
and Societal Aspects (ELSA). Also, different levels of healthcare implementation of
PM approaches among countries have provided opportunities to learn from best-
in-class examples and boost a faster and experience-driven development of PM.

All the experience and know-how accumulated through these initiatives have fed
into the newly established European Partnership for Personalised Medicine (EP
PerMed), launched in November 2023.

EP PerMed is an international coordination platform aiming at improving health
outcomes within sustainable healthcare systems through research, development,
innovation and implementation of PM approaches for the benefit of patients, cit-
izens, and societies. The partners of EP PerMed are national and regional ministries
and funding organisations, agencies and authorities, who are joining efforts to
support all these stages of the PM value continuum.

The factors that currently hamper PM development and availability for society are
complex and multifaceted and cannot be individually resolved effectively. In re-
sponse to this, EP PerMed aims to address the issues and bottlenecks in the PM
continuum with a holistic approach. Discussion among all stakeholders must be
encouraged, to ensure not only the success of the EU strategy for PM implemen-
tation, but to secure an informed, sustainable and ethical access to PM for every-
one.
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3 Importance of People Engagement in the implementation
of Personalised Medicine

Among EP PerMed’s stakeholders, people are the end-users of these public efforts,
and their active participation is important to facilitate the development of PM ser-
vices by the EU healthcare systems, and to reduce cultural barriers and maximise
impact.[1] The recent COVID-19 pandemic demonstrated how public opinion and
understanding of health-related matters is crucial for the modernisation of health
policies and cannot be neglected. It also showed how health literacy, as well as a
correct communication of science and innovation, can heavily influence people’s
ideas and eventually choices.

While once perceived as passive recipients of medical care, and somehow ex-
cluded from the decision-making process, it is now quite evident that people,
thanks to social sciences, the Al, the internet, and a generally higher degree of
education, are often aware of health matters and might be interested in contrib-
uting to better science and better informed clinical decisions. Informing, engaging
and involving people on health-related issues should not be considered optional;
nor is putting in place an implementation strategy on health issues appropriate,
without having first paved the way for an effective understanding and acceptance
by the public.

People’s voices and actions are therefore important, and they come to play prom-
inently in at least three main stages of the PM value continuum: research, patient
access and implementation in the healthcare systems.

Research in PM relies on the accessibility of personal and health data coming from
people, who can choose to share them for research, public health and innovation
purposes.

Genetic investigation at a population level needs these data and may lead to a
better understanding of several pathologies, and to the identification of new ones.
This might hopefully turn into new therapies or diagnostic tools focused on people
with a particular genetic pattern, for targeted intervention and prevention. Fur-
thermore, this data can serve the development of more evidence-based and ef-
fective health policies.
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PM cannot advance without this health-related data, which needs appropriate in-
frastructure and rigorous regulatory frameworks to be shared and accessed. A
consequence thereof is that PM research needs the trust and collaboration of the
public to develop further, for the benefit of the whole society.[2] Moreover, people
should be central in the process and enabled to assess potential risks and benefits
of sharing their personal data.

Despite being considered crucial by all stakeholders, People Engagement in PM
has been given far less attention compared to its technological development and
implementation. A recent study has counted only eight People Engagement activ-
ities ongoing between 2015 and 2020, six of which took place in the UK.[3] These
results outline a great unmet educational/engagement need towards people, as
well as a gap between policy makers and the public, that should be filled with an
adequate strategy, under penalty of hampering a wider acceptance of PM.[4]

The importance of ensuring a correct information/education and then collabora-
tion of the public is pivotal for PM and is one of the objectives of EP PerMed.

Education on PM can empower individuals to generate scientific questions and
share their data, a key point for PM future development, and to enable studies
that would not be accessible without them.[5] Furthermore, in the view of address-
ing inequalities in PM, an effective education offers an opportunity to involve mar-
ginalized groups, such as ethnic, sexual and gender minorities, to shape scientific
inquiry through participation.[6,7]

An informed public can extend and enhance the practice of PM, by collaborating
with Health Care Professionals to develop scientifically sound approaches.[6,8]

Moreover, well-informed people could contribute to sharing their data through dig-
ital technologies, thanks to the widespread use of wearable devices and apps that
allow for a continuous and real-time tracking of health parameters and behaviours.

Also, when it comes to clinical research, it has been assessed that involving pa-
tients/people in the development of protocols of clinical trials may add considera-
ble financial value to such trials, because patients can offer recommendations that
positively affect enrolment, adherence and retention of participants.[9] Yet patients
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involvement in research activities is still underestimated and underrepresented, and
this might widen the gap between clinicians/researchers’ beliefs and what patients
really need.[3]

Another key point to be taken into consideration in the people/PM relationship is
the acceptance by the public of new medical approaches introduced by PM.

Communication about PM is challenging and has often been approached with very
technical language, far from people’s way of talking.

If people do not clearly understand and accept the potential benefits of new ther-
apies and diagnostics, how can they be successfully implemented in the healthcare
system? Bearing in mind that people are stakeholders in the PM value continuum,
we must make sure that an effective communication strategy for their understand-
ing of PM is in place.

In addition, it must also be cemented that people should be well informed of pros
and cons of PM approaches and thus can make informed decisions when it comes
to their health and their related personal data (for example, the right not to know).
Also, the inclusion of minorities and underserved/underrepresented communities
in this process must be prioritized to make PM approaches representative of the
community/society.

One last aspect to be considered is the power of public opinion in advancing or
putting the brakes on health policies. PM raises ethical concerns that often conflict
with financial sustainability. In the case of treatments for rare diseases for example,
these therapies can dramatically improve health, or even save lives, but only for a
very restricted number of people. Here the support of the public opinion could be
crucial, for example for the adoption of innovative therapies, pushing healthcare
systems to design new reimbursement models.[9]

4  The survey on the awareness of citizens of PM

Many initiatives aimed at understanding the level of education, awareness and
sentiment of the population towards PM related matters have been carried out
over the last 20 years.[10-13] The focus of a survey is generally oriented specifi-
cally on one of the previously mentioned topics of People Engagement in PM
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(genetic literacy, public trust, people empowerment...), though some surveys have
employed a broader scope when investigating socio-behavioural aspects.

In the context of EP PerMed Work Package 5, Task 5.4 "Disseminate the PM ben-
efits within the society and increase the overall citizen knowledge and engage-
ment on PM", the action A5.3.1 included "Prepare and launch a survey among
people to establish a baseline for people awareness of PM". Hereinafter this activ-
ity will simply be mentioned as “the survey".

The EP PerMed survey aims at generating data on the awareness and percep-
tion of people of PM. This survey would like to investigate whether and how
much people are informed about PM, what is their perception of it, their
thoughts on its possible benefits and concerns, and ultimately if they are aware
of PM initiatives and happened to be involved in one or more of them.

Although genetic literacy among people has been widely associated with a better
comprehension of PM, the definition of PM used by the EP PerMed consortium
goes well beyond genetics and includes aspects related to technological develop-
ment, healthcare sustainability and socioeconomics. Therefore, this survey is built
not focusing primarily on understanding the level of genetic literacy, but rather on
the consciousness of people on local/national PM ecosystems and PM in general.

The survey includes several closed (multiple options) and open questions. Open
questions are fundamental to leave enough freedom of speech to the interviewee
and were applied to questions that require a more detailed answer. The survey
includes questions on relevant demographic information such as age, sex, gender,
education, etc. and everything that might be useful for data analysis and cluster-

ing.

The outcomes of the survey, collected in this report, will hopefully provide the EP
PerMed, the European Commission and all stakeholders involved in the PM value
continuum with a better understanding of the perception that people have of PM
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and which are the priorities to address for a wider, faster and more equal access
to it.

5 General considerations on the survey

The outreach of the survey is connected to the dissemination strategy adopted,
which strongly influences the final panel of participants. For instance, it has been
clearly demonstrated how choosing different communication channels automati-
cally selects a certain subgroup of the public.

Social media are nowadays the main way to reach out to the public, as they are
free of charge and widespread. Nevertheless, social media target only people with
a sufficient degree of digitalization, while excluding for example the elderlies.

Moreover, depending on the nature of contents they offer, social media tend to
exacerbate further selection of population subgroups. We can cite LinkedIn, that
gathers a community of mostly well-educated and wealthy professionals.

We can thus conclude that, unless the sample is made up by subjects collected
combining the widest variety of dissemination (social media, press, classic media,
direct advertisement through physicians, etc.) and data collection approaches, any
survey is limited to some extent, and this is commonly recognised in the literature.

A panel composed by a large variety of citizens, in terms of age, ethnicity, educa-
tion, etc. can be assembled by specialised consulting companies or web portals,
but these are paid services, thus this strategy was not pursued by the partnership,
which decided to rely on its network for the dissemination of the survey.

As a result, the panel of participants to this survey somehow reflects the public
which already follows EP PerMed and the activities of its partners, and this can
easily be seen from the outcomes of some questions.

To mitigate this, the same survey could be administered in the future to different
“groups” relying on different communication channels and data collection ap-
proaches, to get a full final picture. Here focus groups or people fora are useful
tools, allowing for the inclusion of underrepresented/underserved communities
while widening the diversity of the studied public.
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These considerations, and the fact that the partnership will conclude its activities
in 2033, push EP PerMed to keep the survey open to hopefully increase the num-
ber and variety of participants, to get the closest possible to a real representation
of the European population, in terms of gender, ethnicity, wealth level, education,
etc.

6 Structure of the survey

6.1 Preparation of the survey

The survey was prepared in English by the WP5 Task 5.4 partners. The survey was
then translated in 16 different languages using automatic translation (Deepl). The
versions were proofread by mother tongue EP PerMed partners, who made sure
that the questions were correctly phrased and that the wording was suitable for a
lay audience.

The questions were designed from scratch or inspired by other surveys published
online or reported in the literature; in these cases, the questions were adapted
content wise or rephrased to best fit the purpose of the EP PerMed survey.

Discussion among WP5 Task 5.4 partners and iterative corrections brought to a
final version, which was then reviewed by the People Engagement Board (PEB) of
EP PerMed to make sure that:

e The questions were well formulated content wise
e The language was friendly and easy to understand for a lay audience
e The survey respects the highest ethical standards

Suggestions from the Board were taken up and the adapted version of survey was
finally validated by the Coordination Unit (CU) of EP PerMed.

The survey is composed by a total of 36 questions, of which:
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e 31 are multiple options or Likert scale questions
e 5 are open answer questions

It is divided in 4 sections:

e Personal information

e Education and job information
e Questions on PM

e Health Data management

The scope of each section is introduced by a small text, also highlighting why
respondent’s opinion matters.

Purposely, the survey does not introduce any kind of definition of PM before the
last of the above-mentioned sections, in order not to influence the answers. A
simple definition of PM is then proposed, allowing anybody, even those with no
previous knowledge of PM, to answer the section on PM understanding and
awareness.

6.2 Dissemination of the survey

A first version of the survey (pilot) was setup using Microsoft Forms and launched
on a smaller scale (i.e. only one country, namely Italy) during the first year of the
partnership, in August 2024. This pilot in Italian was prepared by native speakers
by translating the original English version. The pilot was disseminated for 2
months, mostly using social media and institutional distribution channels, such as
exploiting the communication channels of Regions, Ministries and Research Or-
ganizations that are part of EP PerMed. The results of the pilot were included in
the Deliverable 5.2 “Citizen Engagement Strategy”, published by the EP PerMed.
This first survey served, where needed, to fine-tune the next step, i.e. the extension
of the survey to other European countries.
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The final, multi-language version of the survey was setup using SurveyMonkey and
published on the EP PerMed website on a dedicated webpaae.

The survey is now available in 16 languages, which can be selected when starting
the survey:

Czech
Danish
English
Finnish
French
German
Greek
Italian
Norwegian
Dutch
Polish
Portuguese
Romanian
Spanish
Swedish
Turkish

The multi-language survey was launched in mid-August 2025 (second year of the
partnership) and results were analysed one year after, in August 2026 (third year
of the partnership). During this time, EP PerMed partners were asked to dissemi-
nate the survey via their personal and professional communication channels,
mainly through institutional websites, newsletters and social media. EP PerMed
regularly included the initiative in its newsletter, social media posts and general
communications. After one year, a total number of 354 participants filled out the
survey. The results are discussed in the following section. Considering that the
survey is still open, results may have slightly varied in the meantime.
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7 Results of the survey

7.1 Personal information and education

7.1.1 Q1: What is your gender?

What is your gender?

Female

Male _ 079
Other I 1.69%

0% 10% 20% 30% 40% 50% 60% T0%

Most of the respondents are women, who account for more than 65% of the total.
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7.1.2 Q2: How old are you?

How old are you?

20-29 16.95%

30-39

19.49%

40-49 2316%

50-59 18.36%

60 - 69 15.82%

T0-79 4.8%

1.41%

80 -89

g
O

As can be seen from the graph, the sample is quite well distributed among differ-
ent ages. Elderlies (70+) account only for the 6% of the sample, which probably
can be explained by the fact that the survey was only available in digital format
online.

7.1.3 Q3: What is your nationality?
What is your nationality?

Turkey
5.08% (18) {’

~~ Belgium
/" 9.89% (35)

Sweden
3.39% (12) — -~ Czech Republic
. } 311% (1)
Spain e
7.34% (26) %
Romania /—> : " Germany
5.37% (19) | 1017% (36)
Portugal | * " India
7.06% (25) 2.26% (8)
Ireland
Oman | 9.04% (32)
10.45% (37) . taly

The graph shows a clear prevalence of European respondents, in line with the fact
that it was distributed mainly by the EP PerMed partners. A relevant share of
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responses came from Oman (about 11%), likely reflecting the dissemination
through a specific institutional channel.

7.1.4 Q4: In which country do you live?
In which country do you live?

Turkey

[ Austria
5.08% (18)

[ 1.98% (7)

Sweden —— T Belgium

3.39% (12) 1017% (36)

Spain // " Czech Republic

7.63% (27) : 31% (1)
Romania —» -
4.24% (15) ~ - Germany

11.86% (42)
Portugal
T7.06% (25)
M

Ireland

Oman 9.04% (32)

11.86% (42) Italy

4.24% (15)

Nationality and country of residence greatly correspond.
7.1.5 Q5: If any, please indicate major personal/family medical history happen-
ings

The 39% of respondents reported major personal/family medical history happen-
ings, among which:

e Cardiovascular, 38%

e Cancer, 33%

e Mental disorders, 15%

e Diabetes, 11%

e Autoimmune syndromes, 7%

e Rare diseases, 4%
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7.1.6 Q6: Please indicate your ethnicity:

Please indicate your ethnicity:
B80% 75.99%
TO%
60%
50%
40%
30%
20%
10.45%
5.93% 3.67%

10%
] ree B I
. ]
0%

Asian Black, Caribbean or Mixed or multiple ethnic White | prefer not to say Other ethnic group
African groups (please specify)

The graph shows a great prevalence of white respondents. This was quite ex-
pected, as the communication channels used for the dissemination of the survey
tend to target the so-called "WEIRD" (Western, Educated, Industrialized, Rich, and
Democratic) population.

7.1.7 QT: Please select your level of education:

Please select your level of education:
70% 67.69%
60%
50%
40%
30%

23.38%
20%

5.85%
s I b
0% ————— ——

Primary education Secondary education Vocational education Undergraduate degree Master degree or any post-
(bachelor) graduate degree

As expected from the dissemination channels employed, the sample is strongly
skewed towards highly educated respondents: 91% hold a tertiary qualification
(short-cycle, bachelor's, master's or doctorate), against 34.3% of the EU popula-
tion aged 25-74 in 2025. This should be taken into account when interpreting
the answers on PM familiarity (Q12) and on the availability and understandability
of information (Q27, Q28).
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7.1.8 Q8: Please select the type of studies you carried out:

Please select the type of studies you carried out:

Arts and humanities

Social Sciences,
Journalism and
Information

Law

Business and
Administration

Matural Sciences,
Mathematics and Statistics

Information and
Communication

Technologies

Engineering, Manufacturing
and Construction

Agriculture, Forestry,
Fisheries and Veterinary

Health and Welfare

Other (please specify)

3

g

T.08%

4.62%

9.23%

T.69%

I g
Ed

2T7%

1015%

10%% 20%

EP PerMed
European Partnership
for Personalised Medicine

24.31%

30%

As can be seen from the graph, respondents cover a wide range of curricula. Con-
sidering the EC’s latest Education and Trainina Monitor 2025, the percentage
of respondents educated in STEM is only slightly higher than what reported (35%
vs 27%, considering the sum of sciences, engineering and information & commu-
nication technologies). Nevertheless, a consistent part of respondents is educated
on health-related topics. Overall, this might contribute to an average better aware-

ness of PM.
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7.1.9 Q9: When answering this survey, do you consider yourself as:

When answering this survey, do you consider yourself as:

Citizen ﬁndl{or Pﬁtient _ saash
Health Professional
(medical doctor, nurse, - 9.85%
genetic counselor, other)

Scientist/Researcher 30.46%

Health
Administrator/Health
Authority/Policy or
Decision Maker

5.856%

0% 10% 20% 30% 40% 50% 60%

More than half of respondents consider themselves “citizens”, while nearly half of
the sample (46%) reported a professional role in science, healthcare or health pol-
icy. This composition should be considered when interpreting the high levels of
PM familiarity reported in Q12. This again is not surprising, considering that EP
PerMed communications target also a well-established health research commu-
nity, which follows the partnership and its funders.

7.1.10 Q10: What is your job title?

Responses to the job title question reveal a wide range of professional back-
grounds. A few respondents work in human resources, management, support
roles, or academic research, while others represent health policy, laboratory, med-
ical, technical, and executive fields. Some responses did not fit a clear category.
Overall, the group is professionally diverse, with no single field dominating the
responses, reflecting varied perspectives relevant to the topic of personalised
medicine awareness among citizens. No strong central theme emerged from the
job titles provided.
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7.1.11 Q11: What is your gross annual salary? (€/year)
What is your gross annual salary? (€/year)

Under €15,000 1.38%

Between €£15,000 and
£29,999

16.92%

Between €30,000 and
£44,999

Between €45,000 and
£59,999

Over €£60,000 1815%

Prefer not to answer

According to the latest Eurostat data, the average annual gross full-time ad-
iusted salary in the European Union for 2024 was €39,800 per year. A high per-
centage of respondents opted out this question.

7.1.12 Q12: How familiar are you with the concept of personalised medicine?
Please rate.

How familiar are you with the concept of personalised medicine? Please rate.

Not at all familiar 13.68%

Slightly familiar 13.03%

Somewhat familiar 20.52%

Moderately familiar 26.06%

Extremely familiar 26.T1%

More than 50% of respondents to this survey know about PM (moderately + ex-
tremely familiar). This is in contrast with the results of the first pilot survey in Italian
launched by the partnership in 2024, where the majority of people knew little or
nothing about PM. Interestingly, the Italian survey was spread also in non-
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scientific environments and through word of mouth, and this can have contributed
to a wider outreach, outside the scientific community. Besides, many studies re-
port a general low level of genetic literacy in the public, so it is unlikely that such
a high percentage of people know about PM. All in all, this points towards results
from this survey being overestimated for this question.

7.1.13 Q13: If familiar, by whom were you informed?

If familiar, by whom were you informed?

50%

0%

30%

20%

10%

0%

40.72%
14.98%
11.07% 10.75%
6.84%
6.51% 4.56%
— [
Family doctor Specialist Other Mewspapers Television Social media Word of mouth Mot at all Other (please

doctor healthcare familiar specify)

professional

The sources of information on PM are quite widespread, as can be seen from the
graph. Sources indicated under the "Other” category included scientific literature,
workplace and patient associations.
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7.1.14 Q14: If familiar, what are your expectations on the benefits of personalised
medicine for yourself? (More than one option can be selected).

If familiar, what are your expectations on the benefits of personalised medicine for yourself? (More
than one option can be selected)

To get better treatment
options

To get a better diagnosis

To have less side effects
due to therapy

To save time
To save money
Not at all familiar

Other (please specify)

Respondents expect that PM will bring them better diagnosis and better treat-
ments with less side effects. On the other hand, saving time and money were not
seen as the main benefits that PM will introduce.
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7.1.15 Q15: Have you ever experienced personalised medicine treatments?

Have you ever experienced personalised medicine treatments?

e _ 1ease

lam not sure 15.19%

0% 10% 20%% 30% 40% 50% 60% T0% 80%

A vast majority of the respondents has never benefitted from PM treatments, or it
is not sure about that.

7.1.16 Q16: If yes to the previous question, for what purpose did you experience
personalised medicine treatments?

According to the survey, the most common purposes for experiencing personal-
ised medicine treatments are:

e Genetic Assessment and Testing (21%)

e Medical Consultation and Prevention (19%)
e Cancer Treatment (17%)

e Chronic Disease Management (13%)

Personal Health Management, Family Health History, and Cancer Screening are
also mentioned, but less frequently. Only a small number of responses (10%) could
not be assigned a specific category.
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7.1.17 Q17: In your country/region, do you think you can access personalised
medicine treatment/diagnosis, if needed?

In your country/region, do you think you can access personalised medicine treatment/diagnosis, if
needed?

Yes

He _mm

Idon't know 30%

0% 10% 20%% 30% 40% 50%

Even with an average good knowledge of PM, respondents don't think or are not
sure that they can access PM treatments. This might highlight a communication
gap even in those countries where PM has been widely adopted. In healthcare
systems, PM approaches are often in place without being defined PM. The vocab-
ulary around PM is too wide and still not internationally aligned. Furthermore, of-
tentimes citizens do not understand medical jargon and therefore they are not
fully aware of which healthcare services they are receiving.[14] These aspects
might hamper a clear understanding by people of the progresses that healthcare
systems have done or are doing to implement PM solutions.
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7.1.18 Q18: How much do you think your country/region is promoting personal-
ised medicine approaches? Please rate.

How much do you think your country/region is promoting personalised medicine approaches? Please
rate.

Not at all 20.37%

Slightly 37.04%

Moderately 28.52%

Very much

Extremely I 111%
]

o

12.96%

10%% 20% 30% 40%

Respondents believe that their country/region currently is not promoting person-
alised medicine approaches enough. This correlates with Q17, highlighting once
again the need for a stronger communication around PM.
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7.1.19 Q19: In your perception, how much do you think your country’s healthcare
system is well suited for implementing new personalised medicine approaches?

In your perception, how much do you think your country’s healthcare system is well suited for
implementing new personalised medicine approaches?

Not at all 1519%

Moderately 32.96%
Extremely - 3.33%
]

o

10%% 20% 30% 40%

On the preparedness of healthcare systems to adopt PM solutions, respondents
believe that their healthcare systems are still not fully prepared. It is also worth
considering this "perception” of unpreparedness in the light of Q17: people are
not sure they access PM approaches or think they cannot access them at all (Q17),
and at the same time they think that their healthcare systems are not suited to
implement them. This might indicate a certain degree of mistrust in the local
healthcare systems, even though not necessarily linked to PM.
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7.1.20 Q20: How much do you think personalised medicine development could
benefit you and your family in the future? Please rate.

How much do you think personalised medicine development could benefit you and your family in the
future? Please rate.

No benefit . 2.59%
Minor benefit
Neutral

Moderate benefit

Major benefit

A vast majority of respondents are sure that they will benefit from PM.

7.1.21 Q21: Are you aware of the connection between genetic testing and person-
alised medicine?

Are you aware of the connection between genetic testing and personalised medicine?

Idon't know - T78%

More than 75% of respondents are aware of the connection between PM and ge-
netic testing.
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7.1.22 Q22: Do you know about the option of genetic testing? (More than one
answer can be selected).

Do you know about the option of genetic testing? (More than one answer can be selected)

Mo 13.33%

Yes, from my school or

studies 16.67%

Yes, from my work as

22.59%
researcher

Yes, from my work related
25.56%
to healthcare
e frommywork _ e
Yes, from a medical doctor _ 5.56%
Yes, | or someone | know 16.3%
has a hereditary disorder
Yes, | or someone | know
has had testing to inform
18.15%
treatment for cancer or
ot...
Yes, | know about genetic
e _ e
ancestry, fitness or diet
Yes, | have read about it on
X 22.29%
newspapers/internet
Yo thaveseeniton Y _ 1o
Orher (please speciy) _ oo
0% 10% 200 30%

The graph shows that the awareness of genetic testing comes from variety of
sources. Studies/work seem to be the predominant sources of information in this
case, but also awareness rising from direct or indirect contact with genetic testing
for different purposes is well represented.
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7.1.23 Q23: Which of the following applications of genetic testing are you aware
of? (More than one option can be selected).

Which of the following applications of genetic testing are you aware of? (More than one option can be
selected)

Diagnosis of a disease TII%

Assessment of risk to
develop a specific disease,
for the disease to be
preve...

Choice of the treatment for
adisease, for example the
choice of therapy in c...

62.22%

Assessment of a specific
drug in a person, for
example, to avoid wrong
dosage...

46.3%

Assessment of the risk of

passing a genetic disease to 73.33%
future children
69.63%
pregnancy
Heel prick of newborn baby 59.96%
to detect a genetic disorder
None of the above - T78%
Other (please specify) I 0.74%
0% 10% 20% 30% 400%% 50% B0% T0% 80%

In general, respondents seem to have quite clear what's the purpose of genetic
testing.
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7.1.24 Q24: Are there aspects of personalised medicine that you are concerned
about?

The most common themes of concern among respondents to this question are:

Personalised Medicine Costs (10%)

Genetic Data Security and Misuse (8%)

Healthcare Access Equity (8%)

Ethical and Misuse Concerns (5%)

Data Protection Regulations and Personal Data Privacy (each 4%)

Healthcare System Integration (3%)

A large portion (43%) of responses did not fit into a specific theme.
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7.1.25 Q25: Are there aspects of personalised medicine that you are curious
about?

The most common themes identified in the responses include:

Personalised Treatment Effectiveness (9%)
Healthcare System Implementation (5%)

Disease Prevention and Early Detection (5%)
Genetic and Risk Testing (5%)

Gene and Cell Therapy Technologies (4%)
Access and Equity in Personalised Medicine (3%)

Artificial Intelligence and Data Integration (3%)

Many respondents indicated that they are curious to know more in general about

PM.

38|55



European Partnership
for Personalised Medicine

EP PerMed
EP PerMed — WP5 Task 5.4 - Survey on the awareness of people of Personalised Medicine a

7.1.26 Q26: Which means of communication do you think are reliable to deliver
information about personalised medicine? (More than one option can be se-
lected).

Which means of communication do you think are reliable to deliver information about personalised
medicine? (More than one option can be selected)

43.33%

Newspapers, magazines,

broadsheets a8

Websites

53.33%

Social media

Radio

Schools, institutions 55.19%

Healthcare providers

Word of mouth

Other (please specify)

HCPs are the preferred way to get information about PM, even though other chan-
nels such as school, websites, social media and TV are well represented. The out-
comes of this question highlight the role of the HCP as a connector between
healthcare services and the awareness of the public about them.
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7.1.27 Q27: Do you think information about personalised medicine is easily avail-
able to citizens?

Do you think information about personalised medicine is easily available to citizens?

b - naee

Idon't know 14.07%
0% 10% 20% 30% 40% 50% 60% T0% 80%
To be considered that, as seen from Q12, literacy of PM among the respondents
of this survey is high, yet 75% of them thinks that information about PM is not

easily available. This again might highlight a scarce communication around the
topic, where medical approaches are often not clearly labelled as "PM".

7.1.28 Q28: Do you think available information about personalised medicine is
easily understandable by yourself?

Do you think available information about personalised medicine is easily understandable by yourself?

e _ e
N ’ _ 1?.04%

Idon't know 20.37%

Other (please specify) - 6.3%
]

o 10% 20% 30% 40% 50% 60%

More than 50% of respondents thinks that they are able to understand the avail-
able information related to PM.
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7.1.29 Q29: Are you in favor of the development and implementation in healthcare
systems of personalised medicine? Please rate.

Are you in favor of the development and implementation in healthcare systems of personalised
medicine? Please rate.

Strongly skeptical | 0.37%

Skeptical .2.59%
Neutral -8.89%

0% 10% 20% 30% 40% 50% 60%

The vast majority of respondents is supportive towards the implementation of PM
in healthcare systems.

7.1.30 Q30: Are you aware of the existence of electronic health records in your
country/region?

Are you aware of the existence of electronic health records in your country/region?

Respondents are well aware of the existence of electronic health records in their
country/region.
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7.1.31 Q31: Are you aware of any patient/citizen web portals on personalised med-
icine?

Are you aware of any patient/citizen web portals on personalised medicine?

- _ aeawe

0% 10% 20% 30% 40% 50% 60% T0% 80%

Web portals on PM are generally not known, even if respondents have in general
a good awareness of PM.
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7.1.32 Q32: Would you consider sharing your data - including information from
any genetic tests - from your health care record or portal?

Would you consider sharing your data - including information from any genetic tests - from your health

care record or portal?

Yes, in case | suffer froma
disease to help health care
professionals interpret findings
and diagnose other patients

Yes, butonly to support
research into a disease l or 6.17%
members in my family suffer
from
Yes, regardless of any diseases
1 or my relatives have, for the 30.45%
sake of contributing to research
I would share health data
with researchers, but not _ 8.64%
genetic data
No _ .
Ian't know _ 7.41%
0% 10% 20% 30%

On the willingness to share their health data, genetic ones included, opinions di-
verge. Almost 40% of respondents answered that they would do so conditionally,
in the case they were sick, for getting a better diagnosis/treatment. On the other
hand, more than 30% would be keen to share their data for research regardless of
their personal or familiar circumstances. Around 15% would share their data only
under specific conditions (limited to their own disease, or excluding genetic data),
while about 16% declined or were undecided.
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7.1.33 Q33: If you were given an option to share data via healthcare systems to
research institutes or biobanks (i.e. repositories of biological specimens and re-
lated data), what type of institution would you consider sharing your data with?
Rate each one.

If you were given an option to share data via healthcare systems to research institutes or biobanks (i.e.
repositories of biological specimens and related data), what type of institution would you consider
sharing your data with? Rate each one.

Public ones, e.g.
universities or research
institutes linked to my L

medical center

Private ones, e.g. I
pharmaceutical
companies, private E— |

research institutes or
other companies

Both public and private
ones

0 100 200 300 400 500

w. Not at all \w ri. slightly 'w rr Moderately \j ‘:" @ Very much J {:“ Extremely \-

@

While most of respondents are willing to share their data with public research
institutions, the situation is completely reversed in the case of private companies,
marking a certain scepticism in entrusting them data that could potentially be
used to make profit. This is a common trend, well described in the literature. No-
tably, respondents with higher education and greater awareness of PM appeared
to be more reluctant to share data with private companies, although this trend
was not tested for statistical significance.
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7.1.34 Q34: Which of the following do you perceive as potential risks for your
health data? (More than one option can be selected).

Which of the following do you perceive as potential risks for your health data? (More than one option
can be selected)

Data being hacked or used
for unauthorised purposes

Data being wrongfully

Rl 48.56%

Being identified from my

data E

Identity theft 51.03%

Data being used by the
government for
discrimination

Stigma, which has negative
consequencesin the
workplace, in obtaining
insurance, orin society

Data being used for

59.26%

. . 66.26%
commercial gain
My genetic information
being linked to a crime
committed by me or
someone else
Other (please specify) 5.35%
10% 20% 30% 40% 50% 60% 70% 80% 90%

Data being hacked represent the most pressing concern when sharing health data.
Very interesting the fact that, despite options with serious consequences like iden-
tity theft, data breach, identity reveal and related stigma, the second most worri-
some option is that data are being used for commercial gain.
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7.1.35 Q35: Would you add anything else to this survey that was not asked?

Would you add anything else to this survey that was not asked?

Yes (please specify) - 8.23%

0% 10% 20% 30% 40% 50% 60% T0% 80% 90% 100%

7.1.36 Q36: Do you have any comment/feedback?

Answers to this question span from PM access and future (5%), to is implementa-
tion (4%), but also to education and awareness related to PM (3%). Data privacy
and security is again mentioned (2%). Some answers are linked to the survey, like
its data quality and relevance (3%) and accessibility and design (3%).

Other themes such as healthcare system funding, survey feedback, and research
collaboration were also mentioned by a small number of respondents.
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8 Cross-analysis of selected questions

Below we report some considerations that were made by cross analysing two dif-
ferent questions of the survey. Additional data are needed to make these conclu-
sions statistically sound, but nevertheless they can already provide the reader
some interesting food for thought.

8.1.1 What is the level of support for personalised medicine development (Q29)
among different age groups (Q2)?

Support for the development of personalised medicine is high across all age
groups, with the majority in each group being either 'Strongly supportive' or 'Sup-
portive.' The 50-59 and 40-49 age groups show the highest counts of strong sup-
port, while even the youngest (20-29) and oldest (80-89) groups display more
support than scepticism. Neutral or sceptical responses are minimal in all age
brackets, indicating broad and consistent favourability regardless of age.

8.1.2 How do perceptions of healthcare system suitability for personalised med-
icine (Q19) differ by country of residence (Q4)?

Perceptions of healthcare system suitability for personalised medicine vary nota-
bly by country. Respondents in Belgium and Germany show relatively high confi-
dence, with many rating their systems as 'Very much' or 'Extremely’ suited. In con-
trast, countries like Ireland, Portugal, Spain, and Italy have more respondents se-
lecting 'Slightly' or '‘Not at all," indicating scepticism about their systems' readiness.
Oman stands out with a mix of positive and negative views, while smaller countries
or those with fewer responses show more moderate or mixed perceptions. Overall,
Western European countries tend to be more optimistic, while Southern European
countries are more critical.

8.1.3 How do having experienced personalised medicine approaches (Q15) influ-
ences respondents’ view on its accessibility (Q17)?

There is a positive association between having experienced personalised medicine
treatments and perceiving them as accessible. Among those who have experi-
enced such treatments, the majority believe they are accessible (26 out of 36),
while only a small number think they are not accessible or are unsure. Conversely,
among those who have not experienced personalised medicine, opinions are more
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divided, with a significant portion unsure or believing access is not available. This
suggests that direct experience with personalised medicine increases confidence
in its accessibility.

8.1.4 How do perceptions of healthcare system suitability for personalised med-
icine (Q19) differ by type of respondent (Q9)?

Perceptions of healthcare system suitability for personalised medicine vary by re-
spondent type. Citizens/patients are divided, with most responses clustering
around 'Moderately' and 'Slightly' suitable, and fewer seeing the system as 'Very
much' or 'Extremely’ suitable. Scientists/researchers and health professionals also
tend to rate suitability as ‘Moderately' or 'Slightly’, with very few choosing the
most positive options. Health administrators are somewhat more optimistic, with
most responses in the 'Moderately' to 'Very much' range. Overall, few respondents
in any group view their healthcare system as 'Extremely’ well suited for personal-
ised medicine.

8.1.5 Are people’s expectations on the benefits introduced by personalised med-
icine (Q20) influenced by their previous experience of personalised medicine treat-
ments (Q15)?

Respondents who have experienced personalised medicine treatments are slightly
more likely to expect major or moderate future benefits from its development, but
high expectations are common across all groups. Among those with experience,
31 out of 36 anticipate major or moderate benefits. Even among those without
experience, the majority (157 out of 193) also expect major or moderate benefits.
Those unsure about their experience tend to be optimistic as well. Overall, positive
expectations for future benefits are widespread, regardless of prior experience.

We can also add that, overall, optimism about the future benefits of personalised
medicine is strong across all respondent roles, irrespective if they consider them-
selves citizens, healthcare professionals/administrator or researchers (Q9).

8.1.6 What are the concerns about personalised medicine (Q24) among respond-
ents with different education levels (Q7)?

Concerns about personalised medicine vary by education level. Respondents with
a master’s or postgraduate degree most frequently mention costs, genetic data
security and misuse, healthcare access equity, and ethical concerns. Those with
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undergraduate degrees also highlight access equity and data security, but to a
lesser extent. Respondents with secondary, vocational, or primary education levels
report fewer specific concerns, with most indicating no particular theme. Overall,
higher education levels are associated with a broader and more detailed range of
concerns.

8.1.7 How does awareness of the connection between genetic testing and per-
sonalised medicine (Q21) vary by respondent role (Q9)?

Awareness of the connection between genetic testing and personalised medicine
is highest among scientists/researchers (about 89% answered 'Yes'), followed by
health professionals (84% 'Yes'), and health administrators/policy makers (87%
‘Yes'). Citizens and/or patients show lower awareness, with 62% answering 'Yes'
and a higher proportion responding ‘No' or 'l don't know.' Overall, professional
roles in science, healthcare, or policy are associated with greater awareness com-
pared to the general public, as expected.

8.1.8 How does the perceived promotion level of personalised medicine (Q18)
vary by respondents’ nationality (Q3)?

Perceptions of how much personalised medicine is promoted vary widely by na-
tionality. Respondents from Germany and Spain are among the few to rate pro-
motion as 'Extremely' high. In Belgium and Germany, many rate promotion as
‘Very much' or ‘Moderately,' while in countries like Ireland, Portugal, and Romania,
more respondents select 'Slightly' or 'Not at all," indicating lower perceived pro-
motion. Overall, most nationalities lean toward 'Moderately' or 'Slightly," with only
a few reporting strong promotion efforts in their country.

8.1.9 How does level of education (Q7) correlate with the willingness to share
health data with different actors (Q33)?

Willingness to share data varies by education level and the type of institution.
Respondents with a master's or postgraduate degree are most willing to share
data with public institutions, with high counts for ‘Extremely' and 'Very much.’
Their willingness drops for private institutions, where 'Not at all' is the most com-
mon response. Those with undergraduate or lower education levels show moder-
ate willingness overall, but are also more hesitant with private actors. Across all
education levels, trust is highest for public institutions and lowest for private ones.
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8.1.10 How does ethnicity (Q6) influence the willingness to share health data
(Q33)?

Willingness to share data varies by ethnicity and by the type of institution. Re-
spondents who identified themselves as White show the highest willingness to
share data with public institutions, with many selecting 'Extremely’ or 'Very much.'
For private institutions, all ethnic groups - including White, Asian, Black, Mixed,
and Other - are more hesitant, with higher counts for 'Not at all' or 'Slightly." Asian
and Mixed groups display moderate willingness for both public and private insti-
tutions, but overall, trust is consistently higher for public actors across all ethnici-
ties, while private institutions face more reluctance.

8.1.11 How does ethnicity (Q6) influence the opinion on the accessibility of per-
sonalised medicine (Q17)?

Perceptions of accessibility to personalised medicine differ by ethnicity. Respond-
ents identifying themselves as White are most likely to believe personalised med-
icine is accessible, but a significant number are unsure or think it is not accessible.
Asian respondents are divided, with similar numbers answering 'Yes' and 'l don't
know,' and fewer saying '‘No.' Other ethnic groups (Black, Mixed, Other, and those
preferring not to say) tend to be less certain, with responses more evenly split
among 'Yes,' 'No," and 'l don't know." Overall, uncertainty about accessibility is
notable across minority groups.
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9 Conclusions

The results of the EP PerMed multilingual survey provide an important baseline
for understanding public awareness, perceptions and expectations regarding PM.
Although the survey sample is not yet representative of the general European
population, owing to the dissemination channels used and the high proportion of
highly educated respondents, the findings offer valuable insights into the oppor-
tunities and challenges that accompany the implementation of PM.

Overall, respondents expressed strong support for the development and imple-
mentation of personalised medicine and recognised its potential to improve diag-
nosis, treatment and disease prevention. At the same time, many participants per-
ceived that PM is not yet sufficiently promoted, that healthcare systems are not
fully prepared for its implementation, and that information about PM remains dif-
ficult to access. These findings point to a substantial communication gap between
ongoing developments in PM and public awareness of them.

Trust emerged as a central factor influencing acceptance of personalised medicine.
Participants showed greater willingness to share health and genetic data with pub-
lic institutions than with private organisations, while concerns about data security,
misuse, commercial exploitation and equitable access remained prominent. Ad-
dressing these concerns through transparent governance, robust data protection
measures and clear communication will be essential to maintaining public confi-
dence.

The survey also confirms the key role of healthcare professionals as trusted
sources of information. Future communication strategies should therefore com-
bine healthcare providers with educational institutions, digital platforms and pub-
lic engagement initiatives to improve health literacy and foster informed partici-
pation. Particular attention should be devoted to reaching groups that are un-
derrepresented in this survey, including people with lower educational attainment,
older adults and minority communities.

The present survey should be regarded as a living baseline rather than a definitive
assessment. As the survey remains open and additional responses are collected,
future analyses will enable more robust statistical comparisons across countries
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and demographic groups. Repeated surveys over the lifetime of EP PerMed will
also allow monitoring of changes in awareness, trust and acceptance as PM be-
comes more widely implemented across Europe.

In conclusion, the findings reinforce that successful implementation of PM de-
pends not only on scientific and technological progress but also on informed, en-
gaged and confident people. Continued investment in education, communication,
public engagement and trustworthy governance of health data will be fundamen-
tal to ensuring that the benefits of PM can be realised equitably across European
healthcare systems.
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