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Policy to Practice
Self-care, when coupled with strong primary care and forming part of an 
integrated care approach, can contribute to boosting a health system’s overall 
performance by providing more affordable and accessible care pathways, so 
that patients receive the right care in the right place. It can also contribute to 
reducing the number of avoidable hospital admissions, supporting primary and 
secondary prevention, and focusing on individual needs so as to offer tailored, 
person-centred approaches.

To be able to develop patient-centred care our health systems should promote 
self-management and patient empowerment, whilst encouraging multidisciplinary 
teamwork amongst professionals. The digital transformation of health and care 
provides new tools and ways to facilitate patient centeredness and increase patient 
empowerment by, for instance, promoting eHealth, mHealth and individual access 
to electronic patient records. The Commission is working closely with Member 
States on these issues, to unlock the potential of health data to improve research 
and disease treatment and to ensure that citizens can, in full privacy and confidence, 
transfer their medical information electronically when receiving treatment in 
another Member State, and use e-prescriptions to have their medication 
dispensed there.

In this respect I would like to congratulate the Self-Care Initiative Europe for this 
timely Policy Compendium. It follows two pilot projects, which the European 
Commission initiated with financial support from the European Parliament. 
These are the “PiSCE” project that looked at promotion of self-care systems and 
“PRO STEP” that focused on self-management of several minor chronic conditions. 
I am pleased to see that this important work is also coming together under the 
umbrella of the Health Policy Platform where it found a sustainable home and 
a broader readership.

The multi-disciplinary nature of the contributors to this policy compendium 
very well reflects what Heads of States and Ministers of Health recently reiterated 
at the 3rd United National General Assembly high-level meeting on non-communi-
cable diseases. The outcome declaration calls for “implementation of the national 
multisectoral action plans for the prevention and control of non-communicable 
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diseases in order to attain the national targets”. This encompasses also close collaboration between 
different groups of health professionals providing services from prevention to specialized care.       
The declaration also emphasises the need to strengthen health literacy as well as for understandable, 
high quality and patient friendly information to use quality essential diagnostics, medicines, vaccines 
and technologies adequately.

For all of these reasons I urge all to read on, consider the implications of the ideas and challenges, 
and join the work to improve the future of healthcare in Europe.

 Care to care 
A hundred years ago, having the right to vote was not a given for women. 
In a European society that valued democracy as a fundamental value, the right 
to vote - the right to a voice - was not the norm. Luckily and rightly this changed. 
But even though we hold this core principle of gender equality as a fundamental 
democratic truth today, there indeed was a point in time, where this was not so.

The point is, that what we find normal today might seem very odd later on, when 
our conscious choices have made todays normalcy or even novelty a thing of the 

past. And yet, we often hesitate before major changes, because they seem hard or overwhelming, even though 
we know, that we have made such leaps again and again throughout human history. Being aware of our ability 
to change even basic mechanisms in our society in our society in profound ways should give us courage, 
should make us confident, that a 100 years from now, the changes we are about to make will seem natural, 
true, and obvious.
       
We are creating a future, where health care is part of a net positive in a sustainable society, not a strain on 
public spending. Make no mistake - in our future health care system, some citizens will still need health 
services akin to our present system. But in a population and society that values health literacy and health 
education, it will be quite obvious too, that choices about health are not really related to whatever happens 
during your 15-minute check-up at your GP, but the result of all the empowered choices you make the 
remaining 23 hours and 45 minutes of the day.

That said, and in many ways, this is not really a choice of or for the individual. 
It is a choice of our society to secure a framework that supports and nurtures all of these choices. 
This means workplaces that support work-life balance, exercise, and healthy diet. It means urban planning 
that encourages movement, values fresh air, and social interaction. It means education and schools that sup-
ports healthy learning in a healthy environment – socially as well as physically. These are all choices we should 
make as a society – enabling us all to choose the health and wellbeing we want.
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A hundred years ago, turning sixty was a feat of the few, and such birthday speeches may have felt a bit 
like eulogies, as everyone knew death was probably on the horizon anyway. Today, Ironman-racers in their 
seventies are not uncommon. 

A hundred years ago, people in their teens were asked to consider, whether dentures might be the right 
choice for them. Today, we consider healthy teeth a possibility our entire lives - to a hundred and beyond. 
A hundred years ago, we lived hard and died young. Today, we should almost start saving at birth for the 
festivities at our 100th birthday.

OK - perhaps I exaggerate a bit in the last case, but you get my point; Our healthcare model needs to adapt to 
the world of tomorrow. This needs to be - and will be - a more sustainable, economical, and qualitative model. 
And a care that truly cares about You.
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Better health care? Think into the box! 
Introduction, literally meant
Often, it is rightly pointed out that challenges in health care and increasing use 
of self-care can only be solved if we think out of the box. Equally true, but often 
ignored, it is also necessary to think into the box. Thus, the changes in our mindset 
can be crucial for the return of investments in health care. Otherwise, we risk that 
the following not particularly attractive formula will be the case: 

Organizations dominated by traditional mindset + investment 
in new health technologies = expensive traditional organizations
Just to mention a few more specific examples of the importance of the mindset:
•  Often huge investments in electronic patient records benefit only to a limited  
    extent patient safety and health, if the hospitals are still characterized by a 
    mindset where each profession and department work within a silo instead of
    patient centric.

•   National health programs governed by a mindset with a close focus on disease, 
     hospital treatment and medication miss out on the huge gains, a mindset with 
     a better balance towards prevention and self-care can cause.

•  The introduction of lean in, for example psychiatry, leads only to ceremonial use        
    of tools and - even worse: legitimization of savings at the expense of patients 

- if no mindset is developed 
focusing on voice of patient 
and relatives, internal 
feed back, continuous 
improvement and patient’s 
competencies. Only then, 
the use of forced measures 
and waiting times can be 
reduced significantly.

Jakob Cold
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at Danish Medicines Agency.
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So, the scenarios we can realize for better health care will not only depend on scientific progress, new medi-
cines and new treatments. Parallel development of mindset will also be of uttermost importance. 

Gains from disruptive health care technologies without disruption of mind? 
The future - which to some extent is always already here - holds many scientific enablers - many promising 
technologies for better health. A far from exhaustive list could include:  

• Telemedicine for increasing self-care
• Precision medicine
• Use of big data (incl. real world data), analytics and artificial intelligence in pre- and 
 post-approval of new medicines Immunotherapy in cancer treatments etc. 
• 3D printing
• Robotics and augmented reality

Some of these disruptive technologies indisputable provides basis for immediate advantages. However, for 
most or all of them, gains for health will be bigger and come sooner if combined with development of an agile 
and learning mindset.

Or to put it to the point: Disruption of mindset can be necessary to gain full advantages of disruptive technologies.

However, disrupting the mindset is strenuous
Even when we intellectually recognize the importance of the mindset, we tend to underestimate what it takes 
to change it. So why is it our mindset tends to be static, and often not provides the agility necessary for effec-
tive change in health care? “Why is it, it hurts to think?” To paraphrase the Norwegian philosopher Arne Næss.

Much has been written and said about this since the dawn of philosophy, and different schools of philosophy, 
psychology and neuroscience etc. by no means agree on even basic assumptions or perspectives. 
Still, a psychological answer could be, that our mindset is a fundamental part of our inner world-view. 
Our Lebenswelt to use the German term well known in philosophy. Our mindset directs our perception, 
decisions and strategies. It builds on our individual experiences, and it always strives to build a consistent 
and coherent world-view. Without such a consistent and coherent world-view, we cannot act rationally. 
And we have no identity. Hence, of course we can adopt new things into our mind, and must do it every day, 
but more fundamental changes of world view, or moral order, take hard work, and cannot just be imposed 
– or implemented – from above .

An answer from the political science could be that mindsets are interrelated with the question of power: 
We may be reluctant to change our mindset if it jeopardizes our status in the group, reduces our autonomy 
or provokes our sense of justice. 

Two examples of changing towards a more 
agile and learning mindset

Changing mindset from one-way communication through traditional channels to interactive 
communication and learning through social media. 
It is strenuous to give op the idea of selling your message through one-way communication in the format of a 
well-written memo. Especially for an organization of the same type as my own – the Danish Medicines Agency 
with a crown in our logo… I am sure the same restraints towards changing the mindset could also be observed 
in - for instance - successful pharmaceutical companies. 
 
It was only two years ago - and very much due to a new dynamic CEO - we decided to go on LinkedIn, Youtube, 
Twitter and Facebook. For sure, it was a kind of changing our mindset, since we had to answer questions like: 
• Where is the limit to what kind of discussions we as a state authority should engage in?
• Should we only follow trends on Facebook or also act actively?
• How do we avoid confusion with respect to our role as a government Agency making official decisions?

Questions like these certainly were not answered immideately, and we are still learning. However, already 
from quite an early stage in this disruption of our communicative mindset, we started harvesting massively. 
If you take our video clips on Youtube on vaccination addressing the skepticism towards adverse side effects, 
we certainly have reached far more spectators than we possible could by traditional channels. Already after 
one year, it was shared 250.000 times on Facebook. That’s quite a lot for a population of 5,6 million habitants.  

Changing mindset from solo run towards networking and co-creation
Also this may imply a sense of control-loss and overcoming of mental barriers. Especially for organizations 
that traditionally have held strong positions no matter if this is in the public or market realm. 

My point is however that we can learn to create better health in a more efficient and productive way if we give 
up the approach of mastering all our challenges alone. In addition, we can mobilize more resources and we 
can amplify our messages. Co-creation means combining the competences from market, politics and civil 
society. Co-creation of course should respect the roles and professional integrity of the different actors. 
Just to provide one example, we in the Danish Medicines Agency are absolutely convinced our HPV vaccina-
tion program gained more support, when the Danish Cancer Society as a NGO communicated the message 
about an effective cancer vaccination. This was not only communicated through websites and traditional press 
releases etc., but also through the many volunteers in a face-to-face dialogue with parents feeling insecure 
in the maelstrom of messages with more or less base in evidence.  

So, in short
When we want to accelerate effective use of new treatments and medicine, we should be curious about our 
own fundamental assumptions and invite others to challenge them. Stimulate an open-minded culture. Not 
only think out of the box but also into the box.
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1. Some of the exponents of this position – although not from identical school of thoughts 
- would be Nobel Prize laureate Daniel Kahnemann, Edgar H. Schein and Thomas L. Berger & Peter Luckmann. 
2. I take the opportunity to refer to our video clip on HPV vaccinations, since it has proven such an effective way 
to reach a large audience and by this contributing to turn the trend towards declining HPV vaccination coverage 
in Denmark: https://www.youtube.com/watch?v=L5mI7HvK-4k
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Encouraging informed decision-making 
with fact boxes: A promising format for 
self-management

Shared Decision-Making as Part of Self-Management 
The self-management of chronic disease has become a necessary part of the 
medical care spectrum. Health professionals no longer expect to treat the 
patient through office visits alone. Instead, patients must extend their treat-
ment and care within the context of their daily lives. To do this, patients need 
to understand the treatment options well enough to make informed decisions 
that affect their health.
Shared decision-making occupies a salient place in disease self-manage-
ment. The act of shared decision-making increases the patient’s sense of 
control, even in the context of uncertainty. But this form of patient empower-
ment relies on clear channels of communication. Patients and even doctors 
themselves have been shown to misinterpret health statistics and overstate 
the risks or benefits of a medical procedure [1]. 

The Role of Health Literacy 
Health literacy is the ability of a person to locate and evaluate health infor-
mation well enough to apply the knowledge to his or her own health-relat-
ed behaviors. Many persons struggle with identifying trustworthy sources 
of health information, and understanding how to apply risk information to 
make health decisions. Based on a survey in 2014 in Germany by the Federal 
Association of the AOK, one in four persons had difficulties discerning the 
difference between reliable und unreliable health information on the Internet. 
The 2017 Health Literacy Survey (HLS-GER) confirmed a nationwide problem, 
with more than half of the respondents (54.3%) having limited health literacy. 
Besides not being able to determine the reliability of media reports, people 
also had difficulties in understanding food and drug packaging information, 
understanding the effects of health policy decisions and managing mental 
health problems like stress and depression. 
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cancer type. Only 6 of the 100 women with positive test results end up having ovarian cancer. The rest of the women 
experience anxiety or fear until follow-up testing and 31 per 100 women unnecessarily have their ovaries removed; 
further, 5 per 100 experience surgery complications (see figure 1).

Another example focuses on a health decision for men 50 years or older who want to prevent cardiovascular 
disease by taking selenium supplements. Based on clinical trial results, men with normal blood pressure did not 
benefit from taking the supplements over the span of 4 to 7 years. Both groups of men – those who take selenium 
supplements and those who do nothing – experience the same number of cardiovascular events (12 per 100), heart 
attacks (1 per 100) and deaths (1-2 per 100). Yet harms can result for the men taking supplements in terms of 
more frequent hair loss (3 vs. 2 per 100) and skin malignancies (7 vs. 6 per 100).

Current digital potential of fact boxes
The web-based dissemination of fact boxes enables access not only to the 26 million AOK members but all persons 
who go online searching for information. Not unlike the usual informational brochures handed out by health or 
cancer research organizations, the digital AOK fact boxes have been shown to increase a person’s understanding 
of the health topic. In the age of eHealth and mHealth solutions, a council of experts agreed that the AOK fact boxes 
can be used to support the government’s aim to make reliable, transparent health information available to all 
consumers [5].
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Higher health literacy can mean fewer visits to the doctor. The self-efficacy of patients to manage their health 
beyond the doctor’s office is a goal for a nation with shifting demographics. An increase in life expectancy by 
30 years within the past 100 years has made Germany center its attention on a population needing to manage 
chronic disease into old age. In February this year, a group of scientific experts released a National Action 
Plan (NAP) for Health Literacy with the financial backing of the Robert Bosch Foundation and the Federal 
Association of the AOK. The Federal Ministry of Health has embraced the 15 strategic recommendations of 
NAP, which includes a focus on improving self-management skills for persons with chronic disease.

Fact boxes for explaining benefits and harms
The task of building self-efficacy to manage disease begins with a person’s ability to understand the myriad 
of health information available, from clinical trials and media reports on new scientific findings to drug  pack-
aging and other sources that can easily confuse, persuade and mislead. The U.S. researchers Lisa Schwartz 
and Steve Woloshin first developed a drug fact box format to counter unclear and biased marketing messag-
ing found in direct-to-consumer drug ads [2]. The drug fact describes the effects of treatment to a placebo 
non-treatment in terms of absolute percentage changes. Patients even with low educational attainment were 
able to use drug fact boxes with this descriptive information to understand the benefits and harms of the 
drugs [2].  

Since then, fact boxes have developed into a tool for communicating health risks for treatments, screening or 
other medical decisions that carry health consequences for a patient [3]. A fact box presents the number of 
patients affected by a given health outcome when the treatment is undergone in comparison to an alternative 
or no treatment. These patients represent particular risk groups studied in randomized trials or systematic 
reviews. The evidence-based results of the trials are translated into absolute numbers with the same total 
number of people (i.e., from 100 or 1,000 persons) in both the trea tment and non-treatment groups so as to 
facilitate comparison between the two groups. Fact boxes can be created in a step-by-step process from eval-
uating the evidence to tailoring the information to the audience’s understanding and health literacy, not unlike 
patient information pamphlets or health brochures [4].

Since 2015 the Federal Association of the AOK has actively engaged in the dissemination of some 20 fact boxes 
to transmit health risk information to persons with limited health literacy (see www.aok.de/factboxes). One 
example is the fact box for ovarian cancer screening, which was developed in a partnership with researchers 
at the Harding Center for Risk Literacy at the Max Planck Institute and the Federal Association of the AOK. The 
overarching question was, “What good does an annual ovarian cancer screening with ultrasound do?” The fact 
box compares the risk of an abnormal finding, an ovarian cancer diagnosis or of death from ovarian cancer 
among 1,000 women who have not undergone ovarian cancer screening compared to 1,000 women who have 
undergone ovarian cancer screening with transvaginal ultrasound and blood tests. While the number of cancer 
diagnoses is slightly higher in the screening group (6 vs. 5 per 1,000), there is no difference in mortality (both 
3 per 1,000). The fact box then states how many women experience harms because the majority of detec-
tions are “false alarms” due to the relatively high number of false positive test results for this low prevalence 

Figure 1: A fact box for ovarian cancer screening. 
See http://www.aok.de/factboxes
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A national policy for patient-centred 
healthcare communication 

- in Austria as the bedrock of improving health literacy and self-care

Confidence and health literacy as the foundations of self-care and health 
What do people need to care for themselves? Following the basic discovery 
of Antonovsky’s [1] salutogenic approach people need to understand their 
life and in specific their health (care), they must be able to manage their life 
and care and they need to find meaning in their life and their care to become 
healthy (again). Empirical evidence suggests that these three components 
of the “sense of coherence”, or confidence in ourselves and in our world, 
are also essential for successful self-care [2]. In this perspective, health 
is understood as an ongoing process to learn how to balance challenges 
(“stressors”) and resources for health (and life in general), with the sense 
of coherence as the keystone of this balance. One of the essential compo-
nents in this learning process seems to be health literacy [3]. In the last 
ten years major developments in health sciences were driven by an immense 
advancement of research on health literacy on the global level [4]. 
Health literacy is increasingly seen as a main determinant of health and 
as a promising starting point for improving population health [5].

Health literacy in Austria – healthcare communication is essential 
as “The heart of medicine” 
Health literacy became a policy topic in Austria in 2011/12, initiated by expert 
discussions on the preliminary results of the first comparative European 
survey of population health literacy, known as the HLS-EU-survey [6]. 
The data came as a shock to the national health authorities and the expert 
community, as the study results indicate that the level of health literacy in 
Austria is one of the lowest in Europe. At this particular time the development 
of national health targets and of a new healthcare reform structure opened 
windows of opportunity that allowed bringing health literacy high on the 
political agenda. An expert working group developed a specific national 
health target on “Enhancing health literacy of the population”. 

Improving the “Heart of Medicine”  to support self-care
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The group emphasized the importance of improvements of the practice of healthcare communication as one 
of the essential interventions to support the population in understanding, managing and actively engaging in 
their own care and in developing a healthy lifestyle. Already in 1993 Epstein and colleagues [7] concluded that 
“communication is at the heart of all aspects of medicine”. Without patient-centred communication, medical 
treatment, self-care and the development of healthy lifestyles can hardly be successful.

An evidence-based national policy is developed
As a first step, a basic study [8] was conducted and produced the following results: 
• The scientific literature describes the attributes of good quality communication in healthcare and 
 lines out that it is highly relevant for good healthcare outcomes.
• The status quo of everyday clinical communication practice in Austria is below the average of EU 
 countries and even getting worse. Despite all the efforts in research and teaching, communication
 skills do not appear to have found their way into everyday clinical practice. Vulnerable groups are
 affected particularly badly by this lack. 
• There are several one-off initiatives with the aim of improving healthcare communication in Austria. 
 However, some of them are not sufficiently evidence-based, they often depend on the commitment 
 of individuals and are only of limited duration. 
• In order to change the overall picture, strong political leadership and support seem necessary. 
 A strategy to improve the practice of healthcare communication should not be limited to the training 
 of individual healthcare professionals but should include changes of the overall healthcare system 
 (especially in relation to structural and financial incentives for patient-centeredness); supported by 
 organizational development to enhance a culture of improved healthcare communication.

Based on this assessment, a working group consisting of representatives of the federal government, of some 
provincial governments and social security institutions developed a national policy under the umbrella of the 
Austrian Healthcare Reform process. The policy suggests an intervention model for improving healthcare 
communication and gives recommendations for action.

This policy 
“Verbesserung der Gesprächsqualität in der Krankenversorgung” was passed by 
the Federal Commission on Health System Governance (the main decision making body within 
the Austrian Health Reform) on 1. July 2016. 

Four fields of action to implement a new culture of healthcare communication
The implementation of this policy started in 2017 with the support of the Austrian Ministry of Health, 
the “Fonds Gesundes Österreich” (Austrian Health Promotion Fund), social security institutions and some 
of the provinces (Bundesländer). EACH – the International Association for Communication in Healthcare – 
was specifically invited to support this process with the most advanced evidence and expertise. 

3 system levels  and  4 major fields of action

HUMAN RESOURCES DEVELOPMENT:
Healthcare professionals

EMPOWERMENT:
Patients and families

ORGANIZATIONAL DEVELOPMENT

HEALTH SYSTEM DEVELOPMENT

INDIVIDUALS
Health professionals, patients and families

HEATLHCARE ORGANIZATIONS

HEATLH SYSTEM

Re-orienting healthcare on a broad basis towards 
patient-centred culture of communication!

The implementation process of the Austrian strategy focuses on four 
fields of action: 

1. Human Resources Development for Healthcare Professionals  
So as many other countries [9], Austria did not yet overcome the 
apparent gap between classroom and workplace learning in the field 
of healthcare communication. In the every-day workplace context, 
professional newcomers experience a lack of role modelling, lack of 
reinforcement and often even contradiction from the side of senior health 
staff to what they learned in the classroom [10]. Even clinical teachers 
themselves lack the necessary communication skills. So as a first step 
to implement the national strategy, a high quality train-the-trainer 
certificate programme for communication trainings for practicing health-
care professionals was developed and started in 2017 by our institute in 
close cooperation with EACH. Now, after the first pilot train-the-train-
er-programme is halfway through, we can already see first successes. 
Eighteen leading communication trainers from all over the country 
joined the training to study in-depth patient-centred communication 
with international facilitators of EACH; we keep receiving numerous 
requests for advanced communication training in the field, and a 
second train-the-trainer programme may start in 2019 with the first Aus-
trian trainers as facilitators. In our interpretation, a decisive step 
has been taken!
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2. Empowering Patients and Families
The asymmetry of power between patients and families on the one hand and healthcare professionals on the 
other has been a topic in healthcare communication research ever since the publication of the first criticism of 
“paternalistic medicine”. It represents an important barrier for active communication from the side of the pa-
tient, especially for patients with low health literacy [11]. Therefore, the Austrian strategy to enhance com-mu-
nication in healthcare also includes measures to empower patients and families:
 »  designing effective patient information and decision aids
 »  running evidence-based patient education programmes and
 »  disseminating question prompt lists and campaigns (e.g. “Ask me 3”).
In this field of intervention, only first local pilots are currently under way, but the im-portance of patient and 
family empowerment might support the development of a specific national campaign to enhance patient ques-
tions in medical encounters. 

3. Organizational Development for Healthcare Institutions 
Organizational parameters in healthcare institutions often impede good quality communi-cation. To attend to 
these organizational factors, pilot projects for organizational development for healthcare institutions are cur-
rently in preparation. They will include initial assessments of the quality of healthcare communication at the 
organizational level, of local communication processes and of communicative challenges (needs assessment), 
piloting interventions to incorporate effective communication into organizational terms, and final evaluation of 
the quality of healthcare communication on organizational level.

4. Health System Development for Patient-centred Healthcare Communication
Outside academia, the political level still lacks a sufficient understanding of the signifi-cance of healthcare 
communication for clinical outcomes. Consequently, the topic is still in danger of being treated as a 
nice-to-have instead of as a must-have. Interventions to attend to this issue include
 »  dissemination and communication of the strategy to important stakeholders 
 »  building a national network for initiatives, bringing together initiatives from teaching, practice and 
     research, as well as policymakers and
 »  developing regulations and financial incentives to support patient-centred communication.

Lessons learned so far
Large-system transformation for improving healthcare communication should not be limited to the empow-
erment of individuals but should include organizational and process development and changes in the entire 
healthcare system. In order to change the overall picture, strong political guidance and support are needed. 
The Austrian initiative shows that the development of a patient-centred communication culture is definitely a 
long and winding road and will take decades to achieve significant change. Despite these challenges, we think 
this program is an important step for reorienting healthcare towards empowering patients and families to 
actively engage in a new kind of collaborative healthcare and to take self-care to a new level.
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Thinking about the future of and care
 
- of the future, self-care is increasingly becoming important. 
To explain myself, please find below three reinforcing reasons.

Firstly, self-care is everywhere. At the level of the individual, everyone 
practices self-care to a certain level by making daily choices and lifestyle 
decisions. Minor ailments, long-term conditions or in-hospital care may 
occur when our self-care efforts do not result in protecting our health, 
wellbeing or wellness. We then have to step up in our self-care competencies 
by performing different actions, sometimes on behalf of and with others. 

This illustrates that, at the individual level, self-care is a continuum where 
individuals find themselves having a self-care career [1]. When focusing on 
long-term conditions, we know that for the vast majority of people, care is 
primarily self-care based [2]. Patients spend most time taking care of 
themselves, whereas a minority of patients receive more professional care 
than self-care. Self-care can also be regarded as the linking pin between the 
healthcare system and the community or, to put it differently, where an 
individual moves from being a patient within the healthcare system toward 
a person in the community [3]. In both roles, self-care is conditional for 
achieving a certain level of quality of life.

Secondly, self-care today is not equal to self-care tomorrow. Nowadays, 
people can choose from a range of strategies that help them to build 
technical skills, enhance self-efficacy, provide information, or help them 
to change their behaviour [4]. 

Both the number and the type of self-care strategies have increased over 
the last years and will further develop in the next decade. 
With the digitalization of healthcare happing right now, some predict that 
technology is the new self-care [5]. 
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Technology provides access to an enormous amount of data, creates new partnerships, creates new commu-
nities, brings health and disease management in the hands of everyone and at any place, and creates exciting 
opportunities to actually predict health risks and helps us to prevent from becoming ill. 

The evolution of self-care strategies has brought us at the end of a phase and urges us to strive for more and 
better or even something different. In other words, the development of self-care was only a beginning of how 
the systems needs to change [6].

Thirdly, self-care (or what is to come after it) will reinforce innovation. This may already been happening at 
this very moment, where systems are getting transformed either by re-engineering prevention into the system 
to move from sick care to health care [7] or by putting personalized care planning at the heart of a coordinated 
service delivery model [8] to make the management of care for people with long-term conditions proactive, 
holistic, preventive and person-centred. Further, self-care already has challenged how its gets evaluated 
and will do so even more significantly by empowering people and transfer them from simply carrying data to 
partners in study design, execution, and publishing [9]. This will also help research to more adequately answer 
questions concerning ‘what works form whom under what circumstances’ [10].

To conclude, self-care will play a crucial role in the future of care given its presence at all levels of the health 
system, where technology supports the further development of self-care, and enabling self-care to reinforce 
innovation of the healthcare system as it helps bring people to the level of partners.
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From Dusk  till Dawn?

For more about PRO STEP visit the European Patients Forum (EPF) 
http://www.eupatient.eu/whatwedo/Projects/completed-projects/prostep/
EPF led the consortium for this project, along with EHFF and four other partners); 
ended in January 2018, tendered and funded by EUs DG Sante.
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From Dusk till Dawn?
Self-care and self-management are crucial components of patient empower-
ment. And without empowering citizens and patients, our healthcare system 
will not be fit for our future purpose.

Making us all future fit…
The discussion about empowerment is an old one – yet a lot of work has helped 
to make the practical use of the concept much clearer in the last few years. One 
example of this, is the definition of the components of empowerment identified 
by the EMPATHiE project (2014), which EHFF helped to design and manage (see: 
https://ec.europa.eu/health//sites/health/files/patient_safety/docs/empathie_
frep_en.pdf: e.g. p.6). 

These components are education (of both citizens and professionals), joint 
decision-making and self-management. EHFF in its ongoing mission identifies 
patient empowerment as one of four key levers that have potential to bring 
about transformational change in our current health and healthcare systems. 
The others are eHealth, disruptive innovation and radical change 
in healthcare professionals’ education and training.

Self-management versus self-care
However broadening the focus from self-management in chronic conditions 
to self-care creates a new perspective. This link and perspective was a topic for 
both the EMPATHiE project, the following PiSCE project and the more recent 
PROSTEP project (promoting self-management in chronic diseases within the 
EU). All three in different ways illustrated that the concept of self-care goes 
beyond the self-management of diseases but introduces the notion of main-
taining good health i.e. strategies for citizens and others in society to help 
prevent illness. However, it is recognised that for initiatives to be effective in
a society they have to be ‘joined-up’. In other words, the different stakeholders 
have to find ways of collaborating and supporting each other.   



Challenges in diving deeper
Based on both cost benefit analysis and also clinical effectiveness of interventions PROSTEP eventually 
concentrated efforts on six or seven long-term conditions. These were ischaemic heart disease and heart 
failure (cardiovascular diseases), obesity and diabetes (metabolic diseases), COPD and asthma (respiratory 
diseases) and hypertension (circulatory diseases).  These are usual suspects, naturally, but this creates 
the dilemma that other relevant studies e.g. the Chronic Disease Joint Action (Chrodis JA) or Horizon 2020 
projects have also tended to focus on diabetes, COPD or heart disease, leaving other conditions with a major 
impact on society such as mental illness or arthritic conditions, on the side-lines. 

Another challenge altogether is the system itself. The final PROSTEP report provided ideas for the promotion 
of self-management based around five key topics – Policies, Barriers, Communication Tools, Scenarios 
(for future policy initiatives) and Innovation. Especially in the last mentioned a realisation was, how much 
institutional forces actually suppress innovation, on the one hand, hence the interest in disruptive innovation 
which almost by definition means innovation arising outside of established systems and secondly, that step 
innovation is not necessarily a rapid process, challenging our notion that innovation is necessarily 
synonymous with novelty.

Looking to the future
In our view at EHFF the major challenges and the major opportunities for substantial change for the better 
revolve around effective methods to improve health and digital literacy (easier said than done!), the increase 
in activity by self-help groups powered by use of social media and existing outside of the direct influence 
of healthcare institutions, the growth of coaching as a different way for healthcare professionals to interact 
with patients/citizens with long term conditions and the engagement of the wider education system in training 
children to understand  that they need to take responsibility for their bodies, especially given the much 
extended potential life span they might expect. This last requires a major shift in responsibility for society’s 
health to being shared across conventional boundaries rather than ‘ghetto-ised’ by leaving it as the 
responsibility of public health physicians.   

Following the same theme, of collaborative action within societies, pressure on industry has been shown to 
have small but significant effects in recent years. Companies providing foodstuffs have offered more products 
with reduced fat and sugar content. Interestingly, insurance companies are starting to recognise the value of 
promoting illness prevention, in order to reduce their overall costs. 

However, there are still major challenges, for example the level of pollution in major cities, its overall impact 
on health and the willingness of business to recognise that it too can contribute to change, which challenges 
their obsessive preoccupation with profit, shallowly disguised as ‘maximising share-holder value’ which is a 
proxy for sort-term strategic thinking, i.e. failing to recognise that health is wealth, for all of us.      
The future may be bright, but we must recognise that we have to earn it. Striving towards this healthier future 
requires collaboration and engagement.

While self-management in chronic diseases has been the area of self-care that has most preoccupied our
organisation in the last two or three years, the wider question of sustaining health and of illness prevention 
has been addressed in the PiSCE project which looked at the financial benefit of self-care in minor, self-
limiting conditions, such as athlete’s foot, minor urinary infections (UTIs), coughs, colds and heartburn.

The three main aims of the project were to promote self-care via a series of fact-sheets that could be used 
both by professionals and citizens, a guideline on the development of communication tools, for local policy 
makers, and finally a series of recommendation to the Commission for future work. 

 

Aside from the very relevant and important work done in these projects, it is also quite clear that to sustain 
and embed lessons learnt it is absolutely necessary to facilitate ongoing networking and promotion of a 
common understanding of these issues. So the creation of SCiE is a natural evolution of these projects – and 
a way for not just EHFF, but stakeholders in all of Europe to engage in a scientific, political, or practical sense 
– it is not an either/or proposition, but a combination that is required. 

Financial data needed
A second very important lesson from PiSCE was the realisation that although the idea had been that it was 
well-known that financial data was an effective lever for motivating politicians and policy makers to support 
change, such data was in practice very difficult to obtain. 
You might think that getting people to look after minor conditions themselves initially rather than rushing 
off to get help from their primary care facilities was rather obvious and could easily be shown to save money, 
but this was not the case. After the PiSCE project ended, we were able to explore this further when demon-
strable economic benefit of self-care was used as the criterion for selection of chronic diseases to study, in 
the subsequent PROSTEP project. 

The final output from PiSCE included a series of recommendations made by our panel of experts. Although 
there were a total of 10, the four we would highlight are: 
• The need for better definition of self-care for the purposes of future policy initiatives; 
• The need to create a repository of good practice in the training of healthcare professionals 
 in this area,  echoing the recommendations for education made in the EMPATHiE project;
• The importance of greater health literacy in the successful growth of self-care 
• And finally, issues related to employment practices: especially the provision of well-being 
 programmes by employers and also the existence of perverse incentives in relation 
 to sick-certification.

For more about PISCE, the website www.selfcare.nu provides further information. 
Tendered and funded by EUs DG Sante, EHFF was a part of the Steering Group with FAD, CPME, 
and the Danish Committee for Health Education, that led the project, ending in May 2017. 
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The scale of growth in multimorbidity and 
an ageing population, requires health and 
social care systems to scale up approaches
- that support  people to effectively manage their health and wellbeing, if 
health and social care is to be sustainable and affordable. Improving outcomes 
for people with multi morbidity and dual mental health diagnosis is a major 
challenge for commissioners and raises important questions about the 
organisation of services.

Approaches such as population health management combined with a focus 
on improving health literacy are currently gaining traction as effective ways 
of improving health outcomes, and reducing unwarranted use of services and 
reducing costs.

Over the last twenty years there has been a growing awareness that people’s 
confidence, knowledge and skills in managing the impact and day to day 
activities of a long-term illness are a key determinate of health outcomes 
and unwarranted service use. This may be referred to as activation or health 
literacy.

The prevalence of low (i.e. a level that has a negative impact on a person’s 
health), health literacy was highlighted in the 2011 European health literacy 
survey of eight European Member States: Austria, Bulgaria, Germany (North 
Rhine-Westphalia), Greece, Ireland, the Netherlands, Poland and Spain. 
Although the prevalence of low health literacy varied considerably across 
Member States, when taken together, the health literacy of 47.6% of the adult 
population was below the recommended level. In all, 12.4% of the adult 
population had the lowest level of health literacy and would thus be expected 
to experience severe difficulties. 
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In the UK a study in Islington, Patient Activation Measure questionnaires were returned from 9,348 patients. 
In the adjusted analyses, compared with the least activated, highly activated patients (level 4) had the lowest 
rate of contact with a general practitioner, emergency department attendances, emergency hospital 
admissions and outpatient attendances, and a significantly shorter average length of stay for overnight 
elective admissions.

These and other studies have consistently shown there is a direct correlation between low health literacy 
and poor health outcomes and increased costs. 

Alongside this there is an increasing body of evidence that shows that services based on a health literacy 
and person-centred methodology, are the foundation for improving outcomes and managing the demand 
associated with increasing prevalence of multiple long-term conditions in the population.  

This requires a whole systems transformation to achieve the cultural and behavioural changes needed to 
improve health literacy. It also requires a local understanding of the needs and assets within communities, 
that can support people to stay well and reduce reliance on clinical services for issues that are driven by 
social factors.

It is these emerging new models of care that will shape the future of health services and the role of self-care 
in the decades to come.

The core logic model for improving health literacy for people with long term health conditions has a number 
of key steps. Each has its own evidence-based methodology.

Model
Proactive identification of people who are likely to have low knowledge, 
skills and confidence within the population 

Prioritise people with low health literacy

Support needs identified through care and support planning (biopsychosocial) 

Access to support to improve health literacy and relevant clinical interventions

Outcomes-Reduced unwarranted costs, improved health and wellbeing outcomes, 
improved health literacy

Proactive identification of people who are likely to have low health literacy within the population through:
• Routine review of hospital discharge and admissions 
• Risk stratification and segmentation 
• Review of priority groups of people
• Review of local data and demographics and the wider determinants of health
• Tacit knowledge of primary care clinicians of their patients
• Use of tools to measure people’s health literacy/ knowledge, skills and confidence via an appropriate
 tool, such as the EU HLQ, Patient Activation Measurement (PAM), long-term condition patient-
 reported impact measure (PRIM) or self-efficacy scales, for all people with long-term conditions.

Prioritise people with low activation and poorly controlled clinical markers. Ensure more time given 
to people with low health literacy. People with High health literacy move to open access.

Support needs (biopsychosocial) identified through 
• Personalised care and support planning tailored to level of complexity carried out by appropriate 
 roles –e.g. health coaches, healthcare assistants, link workers, health trainers, general practice 
 nurses, District Nurses, specialist nurses or GPs, depending on the person’s level of activation and 
 complexity. May also include use of shared decision-making tools.
• All staff trained in basic health coaching/personalised care skills with increasing training and 
 supervision depending on roles.

Access to support-Refer (via single gateway) to 
• Quality assured, evidence-based health coaching or structured group coaching course
• Quality assured, evidence-based self-management education approaches (face-to-face and virtual), 
 which include disease-specific, generic and online self-management courses
• Peer support and community activities (Social Prescribing) 

WHY CARE PLANNING IS KEY AS A COMMISSIONING MODEL
The Year of Care programme in the UK provides an effective model to enable an understanding of the different 
components that are needed to enable the described process.

The Diabetes Year of Care (YoC) programme aimed to firstly demonstrate how personalised care planning 
can be delivered as routine care for people with LTCs, using diabetes as the exemplar, and to ensure that the 
services that people need to support the actions they want to take to improve their health and wellbeing are 
available through commissioning. 
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The Year of Care Programme developed the ‘Year of Care House’ which provides a structured framework for 
commissioners.  

Figure: Year of Care House  

Five key elements of an integrated LTC Year of Care service have been defined:

1 Coordinated care
2 Patients engaged in decisions about their care
3 Supported self-management
4 Prevention, early diagnosis and intervention
5 Emotional, psychological and practical support

The Year of Care house provides a useful model to help understand where these different components are 
needed and in what order they may need to be implemented. It also ensures that ensuring that attitudes, skills 
and infrastructure are all addressed together leading to culture and system change (Diabetes Year of Care 
Pilot Programme).

IT: Clinical record of care planning
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It is essential to understand that just commissioning one component without regard to the whole will not 
produce significant changes and outcomes.

For example, just commissioning consultation skills or shared decision making without also ensuring 
that people have access to services that enable them to develop confidence and knowledge will lead to an 
imbalance. Likewise, just commissioning static care plans or patient skills programmes without the work 
on culture change among teams will lead to people feeling that their needs are not being met.

Spreading the learning and shaping the future - The Centre for Empowering People and Communities
CEmPaC is a non-political and not for profit organisation, based on principles of co-production. It was set up 
specifically with the aim to identify and help spread best practice, and accelerate the take up of new models 
of care that empower people and communities to be more in control of their own health. www.cempac.org 
acts as a gateway and hub for those seeking support to implement Self Care.

Our team at CemPaC, and our network have many years of experience in implementing these approaches.  

CONTACT US  if you would like further information or support.

Jim Phillips
Jeni Bremner
Co-Directors
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Allergic rhinitis (AR)

- is among the most common disease in the world and affects largely over 
25% of the European population (1). It exists in all age groups, often starts 
early in life and persists across the life cycle. AR often impairs social life, 
work and school performance (1). Many patients with rhinitis are under-
diagnosed and do not consult physicians because they think their symptoms 
are ‘normal’ and/or trivial, even though they impact quality-of-life. 
Uncontrolled AR has a major impact on work productivity and its annual 
cost in the EU is estimated to be around 30-50 B€ (2).  Care management for 
AR should be improved while being kept simple. The use of e-health 
will increase simplicity. 

AR treatment is based on placebo-controlled randomized trials that have 
led to many guidelines suggesting the need for a prolonged treatment over 
the allergen season. Thus, the vast majority of physicians prescribe a 
regular treatment and request the patients to be fully adherent. Globally, 
non-adherence to medications is a major obstacle to the effective delivery of 
health care. It is known that adherence to treatment is low in AR and mobile 
technology may help to better understand the adherence and its factors as 
well as to increase adherence to treatment. 

The Allergic Rhinitis and its Impact on Asthma (ARIA) initiative commenced 
during a World Health Organization workshop in 1999. ARIA is disseminat-
ed and implemented in over 70 countries globally. It is now focusing on the 
implementation of emerging technologies for individualized and predictive 
medicine. 

MASK-rhinitis (Mobile Airways Sentinel NetworK for allergic rhinitis), a 
patient-centered ICT (information and communication technologies) system 
is ARIA Phase 3  (3). A mobile phone app (Allergy Diary) central to MASK 
is available in 23 countries and 16 languages. It has been validated (4) and 
was found to be an easy and effective method of assessing symptoms of AR 
and work productivity (4-7). MASK follows the checklist for the evaluation of 
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Good Practices developed by the European Union Joint Action JA-CHRODIS (Joint Action on Chronic Diseases 
and Promoting Healthy Ageing across the Life Cycle) (8). Adherence to treatment has been investigated using 
MASK in two studies. In the pilot study in 2,870 users (9), adherence to treatment was found in less than 5% of 
users. 

Moreover, in users reporting over 7 days of treatment, there was a high level of medication switch and 50% 
of users reported 3 or more medications. A second study in around 7,000 users found similar results 
(manuscript in preparation). Thus, mobile technology (i) confirmed the poor adherence to treatment, (ii) 
showed a high level of self-medication, (iii) patients treat themselves with OTC medications as needed 
depending on their symptoms and stop the treatment as soon as they are well and (iv) guidelines are not 
followed.
There is a major disconnection between physicians and patients with a largely insufficient shared decision 
making (SDM).  New-generation guidelines embedding real life data therefore needs to be developed.

Change management (CM) is inevitable in AR with a novel approach based on self-care. These changes, 
close to human behaviors, should prepare and support individuals, teams and organizations in making 
organizational change centered around the patient for more efficient care. 

ARIA Phase 4 is to provide change management for AR and asthma multimorbidity in order to develop 
SDM with the ultimate goal of improving AR and asthma control while maintaining quality-of-life and 
reducing costs, using mobile technology and real-time data management to inform decisions. 

The strategy for realizing the changes is based on the patient-centered implementation of ICPs (10) 
using IT solutions such as the Allergy Diary (3) (Figure 1). 

The ARIA working group initiated in 1999 includes over 500 members in 70 countries (11) and will 
represent a powerful guiding coalition. It will be associated with The AIRWAYS ICPs coalition established 
in 2014 and is part of the European Innovation Partnership on Active and Healthy Ageing (DG Santé and 
DG CONNECT) (10).

We propose to create short-term (e.g. 12 months) and medium-term (e.g. 24 months) targets. In 2018, 
a high-level meeting organized by POLLAR (Impact of Air Pollution on Asthma and Rhinitis, EIT Health) 
will approach the improvement in care pathway design to enhance patient participation, health literacy 
and self-care through technology-assisted ‘patient activation’. Moreover, the ambition of change in existing 
practices and institutions should be complemented with (i) the integration of other modes of communication 
and dissemination on the basis of health behavior and (ii) the enhanced level of health literacy. In this meeting, 
rhinitis and asthma multimorbidity will be used as a model of non-communicable disease. 

Three major aspects of ICPs will be considered: self-care, pharmacy care and next-generation guidelines in 
which the recommendations of the GRADE-guidelines on AR (12, 13) will be tested in real life using MASK.
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Figure 1: 

Care pathways for allergic rhinitis (from (10))
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MEN’S HEALTH FORUM

Men’s health, self-care and use of primary 
care services. 

European Mens Health Forum (www.emhf.org)
Men’s health across Europe is unnecessarily poor. In the European region as 
a whole in 2011, average life expectancy at birth was 72 for men and 79 for 
women, a difference of 7 years. Life expectancy at age 60 was an additional 
19 years for men and 23 for women, a difference of four years. The gap in life 
expectancy between men and women is highest in Eastern Europe where, in 
2010, average life expectancy at birth was 64 for men and 75 years for women, 
a difference of 11 years. 

Of particular concern is the high level of premature mortality among men. 
There were 630,000 deaths among men of working age (15-64) in 2007 across 
Europe, of which almost a third (about 198,000) were before the age of 50 
years. By comparison, there were 300,000 deaths in women of working age 
and around 86,500 deaths before the age of 50. Recent improvements in the 
life expectancy at birth of men and women have mostly occurred at older 
ages; there has been little improvement in the high rate of premature death in 
younger men. 

The WHO European Region’s review of social determinants and health, 
chaired by Sir Michael Marmot, concluded that men’s poorer survival rates 
”reflect several factors – greater levels of occupational exposure to physical 
and chemical hazards, risk behaviours associated with male lifestyles, health 
behaviour paradigms related to masculinity and the fact that men are less 
likely to visit a doctor when they are ill and are less likely to report on the 
symptoms of disease or illness.” 

A study of inequalities and discrimination in access to healthcare by the 
European Union Agency for Fundamental Rights also found that ‘women are 
generally more aware of their health status than men and are more frequent 
users of healthcare services.’ A BMJ editorial on men’s health in Europe 
observed that ‘a major challenge is to engage with the many men who do not 
access health services.’ 

Ian Banks

- has been EMHF President 
since its launch in 2001.

Ian is a retired accident and 
emergency doctor and general 
practitioner. 

He is a former president of the 
Men’s Health Forum (England 
and Wales), past vice president 
of the International Society of 
Men’s Health (ISMH), past 
deputy editor of the Men’s 
Health Journal and for six years 
the medical editor for Men’s 
Health magazine. 

In 2013, Ian was appointed 
to the board of the European 
Cancer Concord which pro-
duced the Cancer Patient’s 
Bill of Rights. He acts as the 
Guardian of the Royal College of 
General Practitioner’s (RCGP) 
syllabus and statement on 
men’s health and is a trustee of 
the European Pharmaceutical 
Students’ Association. 
In January 2015, Ian was 
appointed Visiting Professor 
in cancer inequalities at 
Leeds University and to the 
European Society of Medical 
Oncologists’ (ESMO) patient 
advocacy committee.

Men’s health  across Europe
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Men’s use of primary care 
Primary healthcare services are central to strategies to improve men’s health in terms of prevention, 
early diagnosis and treatment. Currently, however, primary care services (general practice, dentists, 
pharmacy, optometry and others) are under-used by men with adverse impacts on their health, families 
and communities, employers and health budgets.  

According to the State of Men’s Health in Europe report (EU, 2011), there is consistent evidence that men 
of different ages, ethnicities and social backgrounds access the full range of primary care services less 
frequently than women.  

In England, in 2008–9, women aged 15–80 years had significantly more consultations with GPs than men; 
the biggest gap was in the 20-44 year age group. A study of middle-aged Lithuanians found that 54% of women 
and 41% of men attended dental check-ups habitually. A study of the uptake of free eye tests in Scotland after 
their introduction in 2006 found that a larger proportion of women had their eyes tested both before and after 
and that there was a significant increase in female utilisation after the change but no evidence of a change in 
male uptake. 

Of greater significance than the frequency of men’s uptake of primary care services is the impact of the 
way they use services on their health outcomes. Much of the evidence about this is anecdotal – based on the 
experience of health professionals and men themselves – but there is robust evidence from Ireland where 
a study of the excess burden of cancer on men found that men were diagnosed at a later stage than women 
for colorectal, lung and stomach cancers as well as malignant melanoma. Men’s delay in seeking help for 
mental health problems could also be part of the explanation for their much higher suicide rate. 

Men’s lower contact rates with primary care services could be linked to higher hospitalisation rates. 
A Danish analysis based on almost 36 million GP contacts and 1.2 million hospitalisations in 2005 suggested 
that men’s lower use of GPs helps to explain their higher use of hospital services. Spanish men aged 60 years 
and over have also been found to visit medical practitioners and receive home medical visits less frequently 
than women but to be admitted more frequently to hospital. 

When men do use primary care, research suggests that they tend to ask fewer questions and that their 
consultation times are shorter than for women.  

The EMHF is addressing these issues not least through round table discussion at European and National level. 

Of particular interest is mens use of primary care services to return to work as part of cancer survivorship.
The guide can be downloaded at: http://emhf.org/new-guide-working-with-cancer/

The video can be accessed at: https://www.youtube.com/watch?v=D2c7CRMGWMU

1. http://www.emhf.org/wp-content/uploads/2013/12/MensHealthPrimaryCareEMHFRoundtableReport2013.pdf
2. http://www.emhf.org/wp-content/uploads/2013/12/EHF-Gastein-2013-EMHF-Mens-Health-Workshop-
    Report.final_.pdf  
3. http://onlinelibrary.wiley.com/doi/10.1002/tre.357/pdf   

www.emhf.org

The Solutions
 
The following changes are suggested to improve men’s use of primary care: 
 
• Cultural
 » Action is needed to improve men’s health literacy, to help men express themselves better   
    and to change their approach to help-seeking.
 
• Educational
 » Prevention should be addressed with boys at any early age, in primary or even nursery 
     education, and health education for boys should be provided in all schools.

• Structural
 » There should be a more pro-active culture towards men in primary care. 

 » Men should be welcomed to primary care services with a ‘strengths-based’ approach – this means  
    that men are not just ‘a problem’ to be solved but are people with a positive contribution to make and 
    who can become more active agents and advocate for their own health. 

 » Services should provide a more male-friendly environment, introduce realistic appointment   
    times (and more time for appointments) and go to where men are rather than wait for men 
    to turn up.
  
 » There is a need for sustained male-targeted messaging, tailored to different groups 
    (e.g. single, gay, low-income, older, younger men).
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  » Men should be targeted at specific moments in their lives (e.g. going to college, becoming 
           a father, unemployment, retirement).

  » IT can be used to engage young men in particular.

  » Health promotion should be gender-specific and there is a particular need for oral  
     health education for men. Campaigns aimed at men should be sustained, not limited to   
     short-term, one-off initiatives.

  » More events and services could be specifically and explicitly targeted at men.

  » All inter-actions with men should be used to maximum advantage 
     (‘making every contact count’).

  » Partnership working between NGOs is needed to make smarter use of the available 
     resources for men’s health and there should also be more funding for community and 
     voluntary sector activity.
  
  » Community champions could help to reach more men and peer networks and mentoring 
        for men might also have a role.

  » Better signposting of services for men would help, as would more joined-up services.
 
• Political
  » Politicians need to be convinced of the case (in terms of improving health outcomes and  
     reducing economic costs) for investing in men’s health. NGOs should take the lead in 
     lobbying the government.

  » There is a need for a national men’s health policy that includes primary care. 

  » The policy needs to address the implications for men of the rising retirement age, 
     e.g. how  can they be enabled to continue to work with chronic and often serious 
     long-term conditions.
 
• Employment
  » Employers should be encouraged to be more ‘health-friendly’.

  » Occupational health services are a potentially important access point for men.

  » There is an important role for occupational therapists and others to support men with 
       disabilities back into work

• Training
  » Men’s health should be embedded in educational and training programmes for 
         all health professionals.
 
• Research
  » More gender-disaggregated data is needed.

  » Practitioners and policymakers require more good evidence about what works with men.

  » More research is needed into men’s use of the full range of primary care services and 
       their views of healthcare professionals.
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Introduction

European Patients Forum

Collaborative Care
Patients practise self-care (and self-management) (1) most of the time. 
Self-care (or self-management) is one of the three complementary, over-
lapping dimensions of patient empowerment, as defined by the EMPATHIE 
project (2014). The other two dimensions – health literacy and shared deci-
sion-making – are important to realise the full potential of self-management. 

Kaisa Immonen 
- is EPF’s Director of Policy.

Kaisa holds an MA in Interna-
tional Relations and Conflict 
Resolution from the University 
of Kent at Canterbury in the 
UK and a BA in International 
Relations from the University 
of Tampere in Finland
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Changing  roles

EPF’s Charter on patient empowerment (2016) stresses all of these dimensions, 
as well as the important aspect of equity. The six point of the charter refers to 
ongoing support for managing one’s own care and life in the context of one’s 
personal values, goals, family and other circumstances. Self-management
education should be made widely available in the community as part of integrated 
care planning. 

Encouraging self-care should be about enabling people to take control of their life. 
Taking responsibility is very different from having responsibility put upon you. The 
first is empowering, the second is not. Self-care strategies should never be about 
blaming people (for being insufficiently “activated” or making the wrong choices) 
but instead making the right choice the easy choice. Lifestyle education has an 
important role, but we should not forget that individual choices are not made in a 
vacuum – they are conditioned by the environments we live in - economic and 
social structures, culture, and human relationships. 

Health literacy is a real challenge - both for individuals, but also for healthcare 
organisations and systems. It needs to be understood in two ways: improving the 
health literacy of individuals and population as a whole, and improving the system 
so it becomes easy for people to understand and navigate. In otherwise, the 
system needs to adapt to the people, not the other way round.
 
The same is true of patient empowerment. For us, patient empowerment cannot 
be reduced to a concept like “activation”. Empowerment can be seen as a philoso-
phy, vision or goal as well as a strategy or process. We can think of it as a relational 
concept: on the one hand, an internal process whereby individual people increase 
their capacity to live well with chronic conditions in their daily life, as well as act 
within the healthcare, social, work and other environments. On the other hand, it 
is fundamentally a systems issue: the processes and structures people come into 
contact with – for example, but not exclusively, in the healthcare environment - can 
be empowering or disempowering (2).



Medicine (and healthcare more widely) needs to move away from a discourse of “patient-centricity” towards 
a model where the patient is not “at the centre”, but really a valued member of the care team. The patient’s 
family needs to be recognised as a part of the team, too. Perhaps we need new words that describe this 
partnership – at EPF we quite like the terms “collaborative” and “participatory” care; but at the end of the 
day, patients recognise it when we see it - and also when patient-centricity and empowerment are used in a 
tokenistic sense or even misused to legitimate other aims.  

The health system of the future needs a different health workforce. The roles and responsibilities of pro-
fessionals need to be reconsidered. From the perspective of patient, health and social care are inextricably 
linked, and “multi-disciplinary care teams” need to include all the right roles, skills and knowledge to work 
with the patient/family to support effective self-care. Medical doctors obviously play an important role for 
many patients, but other health professionals do, too. Nurses, in particular, are often very close to the patient. 
Pharmacists in the community, as well as others such as physical and psychological therapists and coaches, 
all play a role in this chain. Indeed, all health professionals may need to move much more towards a coaching 
role, working “with” the patient rather than “on” or even “for” the patient.  

References

1. I am using these terms interchangeably here. Obviously for patients it’s more about self-management, 
    but that is a form of self-care.
2. EPF Toolkit for Patient Organisations on Patient Empowerment (2017), page 6. 
    Available at http://www.eu-patient.eu/globalassets/library/publications/patient-empowerment---toolkit.pdf 
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European Federation of Nurses 
Associations (EFN). 

EFN agrees that the ‘self-care community of professionals and stake-
holders’ needs to move on. It is time to act! Therefore, the EFN advocates 
focusing on primary care, community care, and in particular prevention, as 
cornerstone, even foundation, of self-care. It is outrageous to note that the 
European Commission is not in a position to increase the EU spending from 
3% to 6%, instead, it is going down. How come? What is going wrong?

Self-care starts when you are not sick yet! Too much attention is given to 
diseases, but hardly on prevention, self-care. Citizens need to take care 
of themselves, if not, they will get diseases. Europe is already challenged 
by a rapidly ageing population accompanied by an increase in people living 
with long-term conditions, disabilities, non-communicable diseases (NCD), 
chronic diseases and multi-morbidity (1). So, urgent mindset change is 
needed.

It is socially and economically unsustainable to maintain the traditional vision 
of healthcare delivery, focused only on a curative approach, and is therefore 
necessary to move towards preventive care (2), helping citizens to have the 
best chance of remaining free from disease. Efficiency, sustainability and 
effectiveness have become the mantra for governments and European Union 
(EU) institutions in managing and steering healthcare budgets (3)(4)(5).

Digitalisation is therefore a support tool for self-care, in all stages of life and 
in all stages of health and wellbeing. ENS4Care developed EU guidelines (6) 
for e-health services in nursing and social care, to upscale new digital tools 
from existing practice which have shown to be effective and efficient. 
Too often, tools are developed which are unfit for practice, and as such end-up 
in the garbage bin, which is a real waste of (EU) money! So, the deployment 
of end-user engagement in all stages of co-design makes outcomes fit-for-
purpose. So, have IBM, LEO Innovation Lab, ARIA, and Liva Healthcare, and 
many other, codesigned their products to make them market proof for the 
end-user?

Paul De Raeve 
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Primary and Self-Care - like Twins
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Sustainability of the health and social care ecosystems in EU Member states will depend on the deployment 
of prevention strategies in which nurses play a key role in achieving better health outcomes (7) (8). There is a 
prominent role for Information and Communication Technology (ICT) in supporting the reorganisation of 
health services towards integrated care (9) (10). When appropriately supported by ICT based solutions, includ-
ing blockchain, the delivery of innovative value-based health and social care services may become more 
sustainable and effective (11). 

It is important to remember that within the health and social care ecosystems, ICT needs to be viewed as a 
supporting tool and not the solution itself. Therefore, its integration needs to go hand in hand with changes 
in workflow and working methods, but also with the development of the e-capacity of health and social care 
professionals, informal carers and citizens

EU Nurses’ Competencies
Improving self-care, in particular to preventive community-based actions, is crucial to respond to the 
increasing unmet needs of citizens/patients. General care nurses, as defined in the European Directive 
2013/55/EU, setting out in article 31 key competencies to support self-care, are key to make it happen.

General care nurses give greater importance to health promotion and disease prevention, calling on their 
skills to address behavioural lifestyles, social and public health challenges, often to be evaluated as one 
contextual framework. The general care nurse moves daily into citizens/patients’ living environment, 
observes the context of care and as such can put the empowerment of the patients and their family into a real-
ity check (12). This makes nurses contribution to the value-based health and social care ecosystem unique.

Nurse competencies, as set out in EU legislation, require social and 
inter-personal skills in communication and teamwork in non-routine 
settings. 
This means promoting self-care, helping healthy individuals maintain-
ing healthy lifestyles to prevent them from chronic diseases. 

Health and Social Care ecosystems require a robust supply of highly 
proficient workforce that has a sufficient level of ICT skills to 

transform the political digitalisation of health and care into a frontline reality.
The supply and demand of workforce skills and competencies to develop IT skills and training programmes 
for the healthcare workforce is key for this transition as self-care is changing the way professionals work 
in health and social care.

Increased satisfaction, improved access and health literacy, co-decision-making with increased involvement 
in care planning, improved job satisfaction and better retention of nurses with reduced workloads and 
increased direct patient time are measurable benefits. 
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Evidence from EU Nurses - Prevention through eHealth services
Nurses play an important role in fostering the potential of eHealth services, and their contribution can be 
observed looking at best practices identified in several fields. The eHealth practices involving nurses in 
prevention count a range of interventions and programmes, including self-care promotion. Patient and 
citizen empowerment in self-care, through enabling self-monitoring and self-management in particular, 
are at the heart of such practices. 

The practices analysed give a clear evidence that ICT used in self-care is greatly beneficial to patients, 
citizens and health professionals. Examples include reduced incidences of falls for osteoporosis sufferers, 
increased uptake of breastfeeding for mothers, reduced hospital admissions and greater quality of life. 
The practices appear to be positively received from both staff and patients, and already to be showing signs 
of being both user-friendly and useful, with only minor education and training required. Given the relative 
low cost of some of the proposed ICT practices, such as the development of websites and applications, even 
a small reduction in hospital admissions and unnecessary treatment can be significant. This is especially 
so when considering the more qualitative benefits gained such as patient empowerment, motivation, 
confidence and potential for citizens to take control of their own health trajectories. 

Critical reflections
All things considered, it is clear that nurses as the main proprietors of these practices of ICT use for 
prevention purposes hold the key to a healthier future for citizens across Europe, with enthusiasm, 
commitment and motivation as key ingredients to the successful implementation of practices. 
However, patient and citizen empowerment through enabling self-monitoring and self-management 
appear to be a key concern that many have demonstrated. It is clear that ICT used in such practices holds 
potential for great benefits to patients, citizens, health professionals and health systems, especially in 
view of the escalating and unaffordable burden of NCDs affecting all Member States. However, despite 
the many benefits noted, some key issues that would benefit from further targeted support relate to: 
Robust evaluation processes, patient/user involvement, assessment of cost-effectiveness, use of EU funds 
and need for eHealth guidelines. 

    European Federation of Nurses Associations (EFN)
    Tel: +32 2 512 74 19 - efn@efn.be - www.efnweb.eu - www.twitter.com/EFNBrussels

59



References

1.   EuroStat (2012). Population structure and ageing.
      http://epp.eurostat.ec.europa.eu/statistics_explained/index.php/Population_structure_and_ageing
2.   ENS4Care (2015) Eu Guidelines for the delivery of eHealth services in nursing and social care. 
      http://www.ens4care.eu/guidelines/
3.   https://ec.europa.eu/info/publications/2018-european-semester-country-reports_en   
4.   https://ec.europa.eu/health/sites/health/files/state/docs/2017_companion_en.pdf
5.   Council of the European Union (2010) Council conclusions on investing in Europe’s health workforce of tomorrow: Scope for         
      innovation and collaboration. http://www.consilium.europa.eu/uedocs/cms_Data/docs/pressdata/en/lsa/118280.pdf 
6.   http://www.ens4care.eu/guidelines/
7.   EFN Policy Statement On Value-Based Health and Social Ecosystem - http://www.efnweb.eu/wp-content/uploads/
      EFN-Policy-Statement-on-Value-Based-Health-and-Social-Ecosystem1.pdf
8.   Lupari MT (2011) An Investigation of the Effectiveness and Cost-effectiveness of the Case Management Approach for Older 
      People with Multiple Chronic Conditions within a Community Healthcare Setting. tinyurl.com/lupari2011
9.   European Commission (2011). Proposal for a regulation of the European Parliament and of the Council 
      on establishing a Health for Growth Programme, the third multi-annual programme of EU action in the field 
      of health for the period 2014-2020. Brussels
10. Communication from the Commission to the European Parliament and the Council (2012) Taking forward the Strategic 
      Implementation Plan of the European Innovation Partnership on Active and Healthy Ageing. Brussels.
11. Lupari MT (2011). An investigation of the effectiveness and cost-effectiveness of a case management 
      approach for older people with multiple chronic conditions within a community healthcare setting. 
      http://www.rcn.org.uk/__data/assets/pdf_file/0003/484275/MarinaLupariFullthesis2011.pdf
12. http://www.ens4care.eu/wp-content/uploads/2015/12/Final-ENS4Care-Guideline-1-Prevention-pv.pdf

60 11



Self-care Factory

A Changing  World

In a changing world where making your own choices on (digital) available 
information becomes more and more part of our daily lives, the healthcare 
sector seems stuck between two worlds.

A world where (complex) knowledge is used to advise people how to treat 
their illnesses and a world where freely accessible information is used to 
focus on wellbeing and living healthy.

Patient self-manage problems already. They treat their own minor ailments 
and handle their chronic disease as part of their daily routines. We know they 
seek advice not only from their healthcare professionals but also, or maybe 
even more, from friends, family and internet.

According to a European survey almost 90% of the Europeans think self-care 
is an important part of living healthy or becoming healthy and staying healthy
Still, self-care, is only a small (or no) part of the training and schooling of 
health care professionals. Educations focused on complex diseases and 
health problems self-care is not seen as part of this complex continuum of 
healthcare.

To empower individuals to take better care of themselves and their loved 
ones, to ensure a better quality of live, not only health literacy and access 
to information are crucial but also the interaction between the world of the 
healthcare professionals and the world of the health consumer.

If consumers take an even greater involvement in their own health the bene-
fits will not only effect the consumer himself but also the health system as a 
whole. This asks for a shift from provider knowledge to consumer knowledge. 
Creating not only a shift in knowledge but also in power and control.

Developing self-care will therefore not only affect the consumers but will 
have an effect on the position and the role of the (primary) healthcare 
professionals. 

Maayke Fluitman, PharmD  
and Jan Smits, PharmD
 
The selfcarefactory.com is 
a private initiative of Maayke 
Fluitman, Pharm D. and 
Jan Smits, Pharm D. 

We believe self-care and 
treatment of minor ailments 
has a role to play in encour-
aging people to take more 
responsibility for their own 
health and well being by devel-
oping healthy habits, making 
healthy life choices, consulting 
their doctor and or pharmacist 
where appropriate, and know-
ing when medical treatment 
should be sought. 

Worldwide the ideas of 
stakeholders how this concept 
should be effectuated differs 
substantially. 
The selfcarefactory.com 
provides in this respect an 
international platform to 
exchange ideas and sharpen 
opinions. 
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One thing is for sure, societies are changing and people are getting used to making more and more decisions 
on their own only seeking advice from professionals when they think it’s necessary. Although healthcare isn’t 
in the front lines of this worldwide change in the end they have to catch up and will become part of this new 
reality.  Or accept to be overruled by digital experts and empowered patients.
 

Mind the gap

Creating awareness 
E-health, self-management and the availability of self-medication is developing at a high speed. 
Start- up’s seek answers, either because they have a health problem themselves or they see a growing 
demand for certain solutions. New concepts are developed to better support and manage chronic diseases.  
In this, almost exploding world, of answers the consumer can get lost. 

Healthcare professionals (HCP), not being trained in the concept of self-care, are often not aware of all 
these developments and offers. This makes it difficult for them to become part of this behavioral change of 
their patients.  Individuals who are patient in the world of the responsible HCP’s and who are responsible 
consumers in the self-care world. And although it is almost impossible to draw a line between self-care and 
healthcare the existing systems still support a separate approach of these two concepts.

In fact self-care and professional care continiuously interact in a lifetime. Healthy living includes a large 
component of self-care and hardly professional care. This proportion evolves over the years when people 
are having minor ailments, long term condititions or are confronted with in-hospital care. In the latter case 

professional care is dominant over 
a small component of self-care (see 
figure Self-care Continuum).

Without creating and understanding 
the overall concept, a continuum 
of health, we will not be able to 
gain maximal outcome of all the 
schooled knowledge of the HCP’s 
and empowered engagement of the 
consumer.

The self-care continuum

The self-care continuum

Responsible

Individual

Professional
Responsibility

HEALTHY LIVING MINOR AILMENTS LONG-TERM CONDITIONS IN-HOSPITAL CARE

PURE SELF-CARE PURE MEDICAL CARE

DAILY
CHOISES

LIFESTYLE MINOR
AILMENTS

SELF-MANAGED
AILMENTS

LONG-TERM
CONDITIONS

ACUTE
CONDITIONS

MAJOR 
TRAUMA

COMPULSARY
PSYCHIATRIC

CARE

Less complex cases

Most care is a combination of activities (shared care) a can involve less or more self care

More complex cases
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Closing the gap

Colliding worlds 
Individuals taking care of their own health and wellbeing, treating minor ailments themselves create a 
world in which start-up’s and commercial enterprises offer solutions. Supply and demand. And for every 
other business this would not affect the healthcare system or outcomes. But as self-care is an inseparable 
part of healthcare these developments ask for an involvement of the healthcare professionals. At least their 
knowledge of the fact their patients also practice self-care.

A better understanding of the world of self-care and the wishes of the individuals to take care of themselves 
is necessary to support the healthcare profession to take part in this development. 

Self-care as part of the educational program for healthcare professionals is important to understand the 
total health continuum and to be able to see the difference between false consumerism and responsible 
use of, for example, prescription free medication. 

The access to information also challenges the medical opinion and makes consumers question the decisions 
made by health professionals. HCP’s should be trained to have other discussions with their patients then they 
are used to. Paternalistic doctrines will shift to more patient – consumer focused conversations.  

Professionals who understand and are open to this changing role of the informed patient are more likely to 
get all the information of the way their patient make decisions regarding their own health and the way they 
manage their diseases. Although this may feel like losing control it will create a more equal and effective 
relation between the HCP and his patient. Not only affecting they way the patient takes better care of himself 
but also the way he will manage his (chronic) disease.

Access to safe medicine 

Rx-to-OTC switch
Self medication is an important part of self-care. “The gap” exists in this part of healthcare as well.
On the demand side we are facing patients with the need to be able to take better care of their own 
minor ailments. 

The ability to self medicate gives individuals a greater independence in making their own decisions and 
being able to treat their own minor illnesses. 

Although self medication can  facilitate better use of the (scarce) healthcare professionals resources and 
increase access to medication some hurdles on the supply side have to be taken on order to close the gap.
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There are worldwide major differences when it comes to prescription and non-prescription status of 
medicines. These differences also exist between the different countries in Europe. A medicine freely accessi-
ble for consumers in one country can be a prescription medicine in another.

Regulatory systems are struggling with the balance of deregulation and to ensure safety and quality of 
prescribed drugs as well as for non-prescription drugs. Use of any medication can always be associated with 
risks. Misdiagnosis, drug or food interactions, excessive use of drugs occur in the healthcare world as well 
in de self-care world.    

A good partnership between consumers and healthcare professionals, such as pharmacists and general 
practioners is there for important. Especially when people are also treated for chronic diseases and use 
prescribed drugs. Monitoring systems, provision of information and a willingness to support patient self-care 
help to minimize the risks and to gain the optimal benefit for the patient/ consumer as well as for the society. 
People should be able to choose medicines they need for their minor ailments. Whether it is self diagnosed 
or diagnosed once by a physician (what could be the case with urinary tract infection UTI).

Rx-to-OTC Switch deserves an active role in (inter)national health- and self-care strategies. Helping  people 
to really be in control of their own health. HCP expertise should be available when consumers seek further 
advice and support. 

Exchanging views of all stakeholders, information and research in this area can help develop this part of 
self-care further and thereby facilitating consumers taking better care of themselves

Rx to
OTC

switch

GOVERNMENT/
HEALTH SYSTEMS

access to medicine

control og health budget, 
affordable healthcare

empowerment

access to medicine

PATIENT / 
CONSUMERS

better use of resources

supporting self-care

HEALTH CARE
PROFESSIONALS

product development

business growth 
(extra market segments

COMPANIES

The Netherlands 2018
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The Standing Committee 
of European Doctors (CPME)

Responsible  self-care

European Doctors 
support responsible self-care 
Self-care refers to the capacity of people/patients to take care of 
themselves. It represents the ability to take measures to manage, 
establish and maintain one’s own health. The Standing Committee 
of European Doctors (CPME) supports self-care and recognises its 
important role in healthcare systems. Therefore, CPME engaged in 
European self-care projects such as PiSCE (1) and PRO-STEP (2)  
which developed policy recommendations. We believe that people/
patients and their needs are at the core of self-care actions. 

Self-care does not mean that the patient needs to manage on his/her 
own health without help from a doctor or other healthcare professional. 
There are different types of self-care. It can mean the management 
of minor illnesses, long term conditions or simply our daily habits. 

Therefore, the doctor’s involvement depends on the type of self-care.  
It is the responsibility of doctors to make the diagnosis for which they 
are educated and qualified. Situations of a risky self-diagnosis should 
be avoided in any case. Furthermore, self-care should not result in 
missed or belated diagnoses, nor lead to wrong or dangerous use or 
abuse of medicines. Therefore, a reliable diagnosis should be the 
prerequisite in particular in the field of self-medication. 

To identify the areas where self-care can and should be promoted, 
necessary evidence needs to be collected to provide a common under-
standing of which minor or acute ailments or long-term conditions are 
manageable through self-care. When it comes to self-medication with 
non-prescription drugs, these are primarily suited for minor ailments, 
diseases of short duration. It is required that the safety and efficiency of 
self-medication drugs are sufficiently documented and that the use of 
these medicines is evidence based. 

Dr. Jacques de Haller 

- worked as a GP in 
Geneva for 21 years 
after graduating from 
Geneva University Faculty 
of Medicine (1978) and 
specialising in General 
Medicine (1983). 

He also acted as President 
of the Swiss Association 
of General Practitioners 
and President of the 
Swiss National Medical 
Association FMH. 

During his FMH mandate, 
he developed the association 
with a focus on correct 
tariffication, limitation 
of administrative burden 
on physicians, hurdle-free 
access for all patients to 
the needed medical care, 
and the preservation of a 
patient-doctor relationship. 

Dr. de Haller was elected 
CPME Vice-President in 2012 
and CPME President in 2016.
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Public authorities should closely monitor the development in sale and use of non-prescription drugs, also 
the sale of pharmaceuticals outside the pharmacies. When buying non-prescription drugs, it must be ensured 
that the patient receives enough information on its efficacy and on the correct use of the medicinal product, 
the risks and possible side effects, and the possible misuse of the product. Patients should be made aware 
of the need to consult a physician in situations where self-care needs to be complemented by medical 
treatment and prescription drugs.

Family doctors and general practitioners are highly equipped to serve patients with questions on self-care 
as point of reference. Self-care can be effectively promoted in the patient-doctor relationship. However, 
the skills doctors need to support self-care should be better incorporated in basic and specialist medical 
education also addressing new health technologies and e-health. Such tools often prove helpful for 
patients and professionals. 

Self-care is also about daily life habits. Good hygiene, quality nutrition, regular exercise, non-smoking and 
limited use of alcohol play an important role in disease prevention and health promotion. 
CPME encourages doctors to promote healthy lifestyles with healthy diets and adequate exercise. To lead 
healthy lifestyles, health education should be at the heart of self-care policies. The promotion of self-care 
should not duplicate but rather support mechanisms that promote a healthy lifestyle. Effective self-care 
strategies start with children and young adults, e. g. by including self-care skills in school education and 
life-long learning programmes.

Given that self-care refers to the capacity of people/patients to take care of themselves people/patients 
need to be able to read and understand the information provided to make sound health decisions and follow 
instructions for treatment (“health literacy”). Health literacy fosters access to health and puts citizens and 
patients at the centre of health and healthcare. CPME encourages doctors to support health literacy and 
patient empowerment. At the same time, empowerment safeguards patient autonomy, i. e. to protect and 
preserve the patient’s right to make informed decisions and thus to preserve his/her integrity and dignity. 
Self-care must never be about saving money or product promotion. Self-care policies must be designed 
accordingly excluding marketing incentives for industry. 

Self-care should be developed in cooperation with all relevant stakeholders. Initiatives such as SCiE are 
important. CPME is happy to be an observer member in this project and is looking forward to contributing 
to the first European Self-Care Week in November 2018.

References

1. Pilot project on the Promotion of Self-care Systems in the European Union (2014-2017)
 2. Pilot project on Promoting Self-management for Chronic Diseases in the EU (2016 - 2018)
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Pharmaceutical Group of the EU

Improving self-care  the center of future healthcare strategy

Ilaria Passarani

- is Secretary General 
in Pharmaceutical Group of
the European Union (PGEU).

PGEU providinges strategic 
direction and leadership to the 
organization while managing the 
day to day operations of PGEU 
and its ongoing relationships 
with its member associations 
and other stakeholders, as well 
as representing the community 
pharmacy sector in various 
European and national fora.

Before that Ilaria Passarani  
was member of the Manage-
ment Board in The European 
Medicines Agency, which has a 
supervisory role with general 
responsibility for budgetary and 
planning matters, the appoint-
ment of the Executive Director 
and the monitoring of the 
Agency’s performance.
  
Ilaria also worked as Head of 
Food and Health Department 
and as Senior Health Policy 
Officer in BEUC - The European 
Consumer Organisation.

Earlier she also covered the 
position as European Health 
Policies Advisor in Regione 
Veneto.

Self-care empowers people 

- to manage important elements of their own and their loved ones’ lives. 
It includes taking actions to improve their health and wellbeing to prevent and 
decrease the likelihood of disease and to restore health after illness or injury.

Although, by definition, self care can take place without the need to visit 
a healthcare professional, effective and safe self care is best undertaken 
with the benefit of professional advice. Pharmacists have the skills and 
training to ensure that patients have an open source of professional 
expertise in self care issues. 

Patients are no longer passive recipients of healthcare and advice. 
Greater health literacy and greater access to information, combined with 
increased individual interest in personal health and personal choice, is 
leading to more and more patients actively looking after themselves. 
In addition, public awareness has increased the importance of certain 
lifestyle factors, such as avoidance of smoking and a balanced diet, in 
maintaining health and preventing illness. 

In this context, self care is the most widely available form of healthcare.
As pressure grows on healthcare systems, self care will come to be a 
means of controlling and rationalising healthcare and medication costs. 

If we are to successfully confront the demands on our health system as 
the population ages, we need to ensure that we all stay fit and healthy for 
as long as possible. We live in a world where if a condition is diagnosed early, 
it can often be quickly, effectively and efficiently treated using modern 
medicines, other medical interventions and behaviour modification. We are at 
a crucial point as a society where we need to encourage small but significant 
changes in the behaviour of adults and children to avoid a potential health 
crisis, which could overwhelm the system in the years ahead.

There is relevant evidence about cost savings of using over-the-counter (OTC) 
medicines for the most common self-treatable conditions.
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Trusted medication expert

Most accessible provider in community

Key touch point throughout continuum of care

Last health care professional seen by patient before medications are taken

PHARMACIST

Why Community Pharmacists?

GP

Gastroenterologist

Dermatologist

Allergist

ER

CardiologistGynecologist

Dentist

For example, in the UK, it is estimated that up to 18% of general practice workload relates to minor ailments 
at a cost of £2 billion annually. Similarly, 8% of Emergency Departments (ED) consultations involve 
consultations each year for minor ailments costing the National Health Service (NHS) £136 million annually. 

The Australian Self Medication Industry (ASMI)  estimates that 25 million minor ailment consultations are 
carried out by GPs in Australia annually; the time investment required for these consultations equates to 
the involvement of 1,000 full-time GPs who could instead be available to treat more serious conditions. 
ASMI concludes that it represents AUD 260 million in misallocated resources. 

According to a 2012 economic analysis conducted by Booz & Co for the Consumer Healthcare Products 
Association, each dollar spent on OTC medicines saves $6 to $7 for the US healthcare system. The availability 
of OTC medicines currently provides $102 billion in value to the US healthcare system annually .

Simple and strategic changes in the way self-care is defined and organised can make a difference to the 
long-term wellbeing of Europeans.

Pharmacists could play a key role in providing high quality information and support to enable patients to make 
an informed choice. Pharmacists could undertake stronger advisory positions in their community including 
the so called “minor ailments schemes”, the provision of evidence-based prevention and health promotion 
activities, the enhancement of the pharmacist’s advisory role to support compliance and in ensuring that 
the right medicine is recommended to patients for the right purpose.

A Minor Ailment Scheme is an internationally recognised extended pharmacy service, which demonstrates 
how pharmacists can improve public health access, shape future services and broaden pharmacy roles to 
deliver quality patient care and improve health outcomes. 

Pharmacists are in an ideal position to treat routine ailments. Minor ailments schemes would facilitate 
more prompt treatment of ailments, thereby improving the quality of life for patients, alleviating pressures 
on GP surgeries, facilitating patients during out-of-surgery-hours and also preventing unnecessary use of 
emergencies services.

In the UK, the Royal College of General Practice and the College of Emergency Medicine have estimated that 
one in seven GP consultations and one in 12 Accident & Emergency attendances could have been dealt with 
by a visit to a pharmacy. 

The provision of evidence-based prevention and health promotion activities is essential to promoting self-care. 
The pharmacist has an important role to play in health promotion, both as a source of education to patients 
and as a means to improving lifestyle. 

The introduction of consultation areas in pharmacies provides an ideal opportunity to promote engagement 
between the patient and the pharmacist, which can assist in improving healthcare in the community. 

The pharmacist has a key role in providing advice on appropriate self-medication, including the provision of 
product information, advice on product selection, advice on side-effects and interactions, and, crucially, 
advice on the appropriateness of beginning or continuing self-care; this is sometimes referred to as the 
‘sign-posting’ function of the pharmacist – advising patients to seek specialist treatment in cases where 
self-care may be ineffective or inappropriate. The best way to help ensure patient safety for non-prescription 
medicines is to ensure they are dispensed under a pharmacist’s supervision within a pharmacy. 

The concept of self-care should be actively encouraged and promoted among healthcare professionals. 
This could consist of a joint declaration of commitment by the various organisations of healthcare 
professionals and allied healthcare professionals to coordinate their work more closely in order to ensure 
that patients access treatment at the lowest appropriate level rather than, as too often happens, seeking 
treatment at a higher level than required.

Governments should place self-care at the centre of their health strategies, promote and support it accordingly. 

Patients should have access to good quality trustworthy information so that they can seek care at the 
appropriate level and, thus, enhance their independence within the healthcare system. 

Community pharmacy is the key to the successful development of a self-care policy and its evolution in the 
future due to the availability and accessibility of pharmacies where no prior appointment is required; the 
provision of professional advice to ensure self-care is practiced safely and effectively and the pharmacist’s 
in-depth knowledge on a broad range of health matters to support patients in self-care. 

The case for self-care goes beyond its role in 
improving long-term sustainability of the 
healthcare system. The role self-care plays in en-
suring positive health outcomes for individuals and 
families is undoubtedly its greatest contribution.

References
 1.  MINA Study for Pharmacy Research UK, 
      January 2014.
 2.  Australian Self-Medication Industry Inc. 
      (2010) Health Reform Roadmap Could Benefit  
      from Minor Ailments Initiative (ASMI - 
      Australian Self-Medication Industry Inc).
 3. The value of OTC Medicine to the 
      United States,” Consumer Healthcare 
      Products Association Study 
      by Booz & Co., 2012.
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Introduction

S&D / European Parliament

Health literacy and lifestyle

Self-care and good hygiene are worth billions of euros for our economy. The 
more diseases we can prevent and the associated hospitalizations, medica-
tions and lost wages, the more money we have to other welfare issues.
 
But it’s easier said than done. Good personal hygiene is something we need 
from the day we are born till the day we die. Yet it is not a given; we need to 
teach, train, and repeat the message when we are raising our children, and 
then repeat it again throughout our lives.

Christel Schaldemose 
MEP / S&D
- is a member of the
committee  for the Internal 
Market and consumer 
Protection as well as alter-
nate member of the com-
mittee for the environment, 
public health and Food Safety.
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Educating for  a sustainable future

This repetition is needed because we cannot legislate our way to progress in this 
area. Though good hygiene measures are vital to our economy and security, there 
isn’t a quick fix here. Yes, we can legislate a path for better hygiene in the food 
sector, restaurants, elder care, and hospitals. But when it comes to hand washing, 
laundry, or cleaning in the private arena, clearly we need other tools than larger rule 
books or legislation.
 
I think most people have experienced situations in public - like in a bus or out 
shopping - where you wonder what exactly your hands just picked up from handles 
or surfaces. This shouldn’t scare anyone, but make us mindful. There is a risk of 
transmission wherever we go - bacteria is a natural part of life.
Consequently, it is also nice to see a rising number of opportunities for performing 
hand hygiene when you go out. And by this the chance to self-care and break the 
chain of infection by performing hand hygiene before eating, after a toilet visit, or 
just generally at work; It all helps our joint prevention in society.
 
The idea that we could beat infectious diseases for good was an illusion. And the 
challenges of antibiotic resistance should cause concern for everyone. Yet there is 
much we can do to improve our present performance. We can do better - also in a 
political sense. Even though legislation cannot fix everything, education and infor-
mation goes a long way. We - society, decision makers, politicians - can allocate 
money for initiatives and campaigns. Initiatives to raise health literacy in the long 
term and campaigns to help children, parents, vulnerable groups, well all of us to 
better self-care and thus also care for others.
  
It would be money well spent. Campaigning for better health may always require 
patience, but as the history and success of prevention (e.g. dental hygiene) tells us, 
a dedicated, continuous effort really pays off. And after all, it is certainly better than 
sitting on your hands, hoping that infectious diseases will disappear or that our 
challenge of antibiotic resistance will solve itself by way of magic wand.
 
Focus on good hygiene and self-care is important. For the entire community and the 
economy, but ultimately also for each and everyone of us, giving us fewer sick days 
and a healthier, longer life. 
 
That’s why it’s important.
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 Health Services Research

Health literacy  a life course perspective

Health literacy -  a lifelong activity 

The pathway from educational achievement to a variety of health 
outcomes has been well understood for decades (1). The body of studies 
linking literacy and health is vast, and from this work the concept of health 
literacy has emerged. Health literacy is defined as the social and cognitive 
skills that determine a person’s motivation and ability to gain access to
understand, and use information in ways that promote and maintain good 
health (2). Health literacy is a modifiable social determinant required not 
only for access to and use of healthcare, but also for interaction with 
health services and providers. These competences are important for the 
successful self-management of non-communicable diseases (NCD) such 
as diabetes, heart diseases and mental illness.

Outside the clinical setting, health literacy is also a core asset in the 
management and care of an individual’s own health and well-being. 
It also promotes genuine participation in health discussions and decision-
making, that contributes to empower groups and communities. 
Health literacy is a concept that is both content and context specific, 
and it is merely than a personal resource. Health literacy is developed and 
expressed in relations with others (3). It is also profoundly dependent on the 
community and organizational context, where it unfolds. Higher levels of 
health literacy within populations support the potential to develop local 
capacity for health leading to social benefits by mobilizing communities 
to address determinants of health. 

Poor health literacy is a worldwide challenge. In the Shanghai Declaration 
on promoting health in the 2030 Agenda for Sustainable Development (2016), 
the World Health Organization recognizes health literacy as a critical 
determinant of health and a vital component of effective responses towards 
inequality in health (4). In Europe, one in three people face health literacy 
challenges (5) and in Denmark one in five of the general population possess 
low levels of health literacy problems according to understanding health 
issues and how to effectively interact with health professionals (6). 
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For individuals at risk of a large number of public health problems, including NCDs, a significant health 
literacy challenge has been documented. It is particularly prevalent among individuals with mental health 
problems, where up to half of the population lacks basic health literacy skills (6). 

Diseases such as NCDs accumulate not only throughout an individual’s life from the embryo stage onwards, 
but there is also a continuation from one generation to the next (7). This makes improving health literacy an 
important task throughout life. The life course concept includes the various stages of life; embryonic and 
fetal life, infancy, early childhood, school age, adolescence, and reproductive age, where positive and negative 
events at any stage may have an impact on subsequent stages and even across generations. From a public 
health and health promotion perspective, the investment of increasing health among children and young peo-
ple is therefore not only attractive, but absolutely crucial for many reasons. The return of investment in better 
health for young people, as future adults, is attractive, as plasticity (an organism’s ability to adapt to 
its environment) is greatest in early stages of the life course. The investment at early stages generates 
a ‘3 for the price of 1’ as better health for young people, which is likely to contribute to a reduction in 
the future burden of NCD. 

Health literacy interventions during older age can also be useful. The overall public health impact may be 
less, but self-management skills and everyday functioning with NCDs improve with higher levels of health 
literacy and  health professionals and organizations become more responsive to health literacy needs. 
Having skills to communicate and gain easy access to healthcare for individuals and their relatives, as well 
having the ability to navigate relevant health services, may not only increase quality of life with NCD, but 
also improve health outcomes. These changes also have the potential to reduce the economic impact of 
NCDs within and outside health systems. 

Importantly, awareness of health literacy in all generation is far too important to leave solely for the health 
services to provide. Health literacy has to be included in all policies as stated in the Shanghai declaration (4). 
Cognitive development capacities start to develop in utero and learning takes place throughout the childhood 
to adulthood. Education at all ages is therefore key to developing and maintaining health literacy. This is even 
more crucial when it comes to the youth. Building health literacy in childhood and adolescence should link 
with cognitive developmental stages, and can start early, for example, with hand hygiene. As children develop 
into adolescence, their cognitive development enables them to develop critical health literacy skills. 
They also learn the ability to discuss and prioritize between health messages from a variety of sources, as 
well as make health actions based on informed decision-making. A currently underexplored area in health 
literacy is the “teachable moment”, where major life events (both positive and negative) bring opportunities 
for health-related learning (1). Incorporating emphasis of high health literacy, not only in all education 
policies, but also in other policy areas and systems, may promote healthier societies. 

The evidence in the area of planned interventions for health literacy is still sparse. Most of the current 
evidence in the health literacy field has emerged from large epidemiological studies documenting the size 
of health literacy problems among different populations. However, developing and evaluating interventions in 
health literacy is a rapidly emerging field in research and in practice. Health literacy interventions addressing 
specific stages of the life course should go hand in hand with a number of structural interventions, which 
work across the board at the population level, e.g. easy access to healthy food, simple food labeling, and 
actions to tackle sedentary behavior.  The strategy of combining local interventions with structural initiatives 
not only targets different generations, but also different social layers and settings, and thereby contributes 
to reducing inequalities, not just in future self-care, but in population health in general.  

In summary, promoting high levels of health literacy should be considered a lifelong activity supported by 
cross-disciplinary professionals and a variety of health promotion settings. A coordinated effort for increasing 
health literacy is needed throughout the life course, with the optimal stages for learning identified for different 
ages and different populations. 

The health service can help to improve health literacy at the population levels by investigating and monitor 
the population’s use and responsiveness to the health service. However, responsibility for population health 
literacy levels should not lie exclusively with the health service This is also a task for the educational system 
to ensure lifelong learning, and for local and national authorities to develop healthy strategies in communities. 
These actions will strengthen and support local action plans in all policy areas and support societies to gain 
better health.
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Preventing infectious diseases and tackling antibiotic resistance 
is everyone’s responsibility - a call for an integrated strategy. 
There is no doubt that in the future we are going to have to view our very 
differently. Microbiome science is now showing us that 
the millions of microbes that live on and within us (the human 
microbiome) are as essential to our health as our liver and 
kidneys. Lack of exposure to the microbes in our human, ani-
mal and natural environments, the key to sustaining a diverse 
healthy microbiome, is now being associated with rising levels of 
allergic diseases (e.g. Asthma, eczema, food allergies), auto-
immune diseases (e.g. multiple sclerosis), inflammatory bowel 
disease, type 1 diabetes, and other diseases. 

Set against this, there is growing awareness of the vital importance of hygiene
in preventing infectious diseases caused by exposure to harmful microbes. 
Not only are infectious diseases a significant burden of health and prosperity, 
hygiene is also crucial for tackling pressing health concerns such as reducing 
pressure on the NHS, and tackling antibiotic resistance by reducing the need for 
antibiotic prescribing.

Following a meeting in London In 2017, a group of experts in hygiene agreed 
to prepare a consensus paper summarizing why hygiene in home and everyday 
life is important and what needs to be done to address these apparently 
conflicting issues. The question which the paper sets out to solve is “how do we 
protect ourselves against harmful microbes whilst at the same time sustaining 
exposure to the diverse range of microbes that also inhabit our world and which 
are vital to health?”. 

Key to this is understanding why we have lost contact with essential microbes. 
Is it a product of our success in reducing the burden of disease through water, 
sanitation and clean food and clean environments which has inadvertently 
reduced exposure to good as well as harmful microbes? 
Or is it something else? 

Most experts now agree that the rapid rise in allergic and other diseases in the 
last 50-60 years is largely down to changes in lifestyle. This includes increasing 
preference for C-section rather than natural childbirth, bottle rather than breast 
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feeding, less sibling interaction and less time spent outdoors. Once acquired, factors like altered diet and 
excessive use of antibiotics can adversely affect our ability to sustain a healthy microbiome. Current evidence 
suggests that if personal and environmental cleanliness is involved, its contribution is likely to be small 
relative to the cumulative effect of these other factors. In short “being 
too clean” is not the answer.

Overcoming barriers to change
One of the things which became apparent in preparing this paper are the barriers to change which must 
be addressed if we are to be successful in promoting hygiene as part of tackling urgent public health issues.
A key problem is public confusion about hygiene - what it is and how it differs from cleanliness. Significant 
confusion arises because we still hold to the idea that dirt is the main source of harmful germs, and that 
hygiene means cleanliness aimed at eradicating dirt: in other words, the belief that cleanliness and hygiene 
are the same thing. Although we now talk about “good germs” and “bad germs”, articles and infographics 
still represent them in a manner that engenders fear and the need to “search and destroy”. They fail to tell 
us that the largest proportion of the “millions of germs” that are found in our homes are mainly harmless 
and probably beneficial.  

Another issue is the hygiene hypothesis, published in 1989, which proposed that children who had more 
infections were less likely to develop allergies, and that this could be due to “improved household amenities 
and higher standards of personal cleanliness”. Although this concept has now been refuted (i.e. research 
shows that the exposures we need are to beneficial rather than harmful bacteria), widespread publicity 
given to the “hygiene” hypothesis has led to a prevalent conviction that we have become “too clean for our 
own good”. The idea that we need exposure to harmful germs to build a strong immune system is still 
being constantly repeated. 

These issues have caused the public to become confused about hygiene; it may be helpful to encourage 
children to spend more time playing outdoors and getting dirty, but messages such as “we must stop washing 
our hands”, which involve a significant risk of increased exposure to infection, are unacceptable.

A further need is to balance evidence of the health benefits of hygiene against possible risks, such as 
environmental impacts and toxicity issues. Lack of a unified voice advocating hygiene means these issues 
can take precedence, leaving hygiene and its importance in second place.   For example, we need to balance 
current trends towards reducing laundry temperatures (which cause a reduction in hygiene efficacy) against 
evidence showing that clothing and household linens in close contact with the body can be a means of spread 
of antibiotic resistant strains associated with our skin and bowel microflora. Concerns about whether 
household disinfectants might contribute to development of antibiotic resistance must be properly weighed 
against the need for targeted use of disinfectants in situations where other practices may be insufficient to 
prevent spread of infection. 
To address all of these issues, we need a smarter approach to hygiene. Since the 1980s the IFH has been 
developing a new approach which is called targeted hygiene. 

Targeted hygiene – a framework for change
Targeted hygiene is a risk-management approach to hygiene in the home and everyday life. The aim is to 
focus our hygiene practices in places and at times when harmful microbes are most likely to be spreading 
(i.e. where there is risk) rather than regarding hygiene as “cleanliness aimed at eradicating dirt seen as 
the main source of harmful microbes”
This means recognising that the main sources of harmful microbes are not places which are ‘dirty’ but 
contaminated foods, domestic animals (pets), and people who are infected or are healthy carriers of 
potentially harmful microbes. Since the presence of these potential sources in the home is inevitable, this 
means the only way to protect ourselves from infection is by preventing the spread of harmful microbes 
from these sources.  Research shows us that the main routes of spread of harmful microbes are via 
surfaces such as the hands, hand contact surfaces food contact surfaces and via cleaning cloths, which 
is where hygiene practices are the most important. Equally important, we need to be aware of the times 
when they are most likely to be spread i.e. the times when we need to practice hygiene. These occur during 
food handling, using the toilet, coughing, sneezing, nose blowing, care of domestic animals, handling and 
disposal of refuse, or where a family member is infected.  In short, getting people to adopt targeted 
hygiene means getting them to visualise the chain of infection, and understand that hygiene is about 
breaking it. 

What targeted hygiene does is to balance the need to protect against infectious disease, whilst also addressing 
other issues.  It provides a framework for maximising protection against infection whilst allowing maximum 
exposure to our microbial world. It also allows us to focus the use of resources (heat, water, mechanical 
action, detergents, disinfectants) in a manner which minimises environmental and other impacts. 

Calls to action 
In addition to making constructive recommendations for developing an effective approach to hygiene, this 
paper issues a call to health policy makers, health agencies etc to recognize the need for an integrated, 
family-centred approach to hygiene, and provide effective leadership to achieve this. Also, a call to all hygiene 
stakeholders to work together, through research and communication policies. Collaboration between these 
groups is vital to overcome barriers to change and action behaviour change programmes that really work.  

The paper can be downloaded from : 
https://www.ifh-homehygiene.org/review/containing-burden-infectious-diseases-everyone%E2%80%99s-re-
sponsibility-call-integrated-strategy
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The global threat
One of the biggest threats to the future of healthcare and economic 
prosperity comes from the misuse of one of our most valuable medicines, 
namely antibiotics.

The post-antibiotic era of 2050 is bleak with the predicted impact of antibiotic 
resistance being staggering;
• with one person dying every 3 seconds, equating to 50 million 
   deaths per year  – more than cancer and diabetes combined (1) 
• an economic impact of up to $1 trillion US dollars due to increased 
   healthcare costs as well as 28 million people falling into poverty (2) 

The logic is simple, we all have to act now to contain this problem in 
any way we can. 

Misuse and over use of antibiotics 
for respiratory tract infections  

In human health, much of the inappropriate use of antibiotics results from 
treatment of minor self-limiting, primarily viral respiratory tract infections in 
the community setting with up to 80 per cent of antibiotics prescribed for acute 
respiratory tract infections stated to be unnecessary (3).

Many of these self-limiting respiratory illnesses would be best managed symp-
tomatically through effective self-care with supporting education (4). 

Inappropriate antibiotic use does not benefit the patient, in fact it may do 
more harm than good. But it can also render the antibiotic ineffective when 
really needed for the treatment of life-threatening conditions, not only for the 
individual but also for the broader community. Despite the global efforts to drive 
behaviour change and awareness, non-prescription sore throat medicine 
containing the local antibiotics tyrothricin, gramicidin, bacitracin and neomycin 
still remain available in many countries. 
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Responsible antibiotic use across society through GRIP
Responsible use of antibiotics is advocated globally but what does this actually mean at all levels of society?

As an OTC company and the global leader of health, hygiene and home, RB has taken the responsibility to 
address global challenges and change things for the better. Its commitment to improving lives and to making 
a difference in communities around the globe is reflected in the company’s sustainability report. RB has a goal 
to reach 400 million people by 2020 with health & hygiene messages. RB is proud to support the World Health 
Organization’s World Antibiotic Awareness Week and endorse their strategic framework. We also work closely 
with industry associations on issues related to antibiotic resistance.

In 2012, RB founded the Global Respiratory Infection Partnership (GRIP www.grip-initiative.org), comprising 
doctors, pharmacists and microbiologists from 11 countries, who are committed to addressing antibiotic 
resistance and promoting antibiotic stewardship amongst frontline healthcare professionals, with the 5P 
framework (Policy, Prevention, Prescriber, Pharmacy and Patient):

At the level of the policy makers: ensuring that legislation is in place and enforced which limits antibiotic 
availability and usage to those for whom it is proven appropriate and evidence-based symptomatic alternatives 
are recognised in treatment guidelines.

At the level of the prescriber: providing support for differential diagnosis and facilitating better conversations with 
patients when overt or subliminal demand for antibiotics occur.

At the level of the pharmacy staff: empowering and educating pharmacy staff on their role in self-care and the 
ownership of managing self-limiting conditions which are best managed symptomatically.

At the level of the prevention: monitoring and controlling the spread of infection and educating on appropriate 
targeted hygiene practices and the use of vaccination to prevent infection.

At the level of the patient: basic understanding of
antibiotic resistance, its consequences and the effects 
of antibiotics whilst changing behaviour away from 
inappropriate use of antibiotics and encouraging 
wsymptomatic relief.

Ultimately, changing the behaviour of the 
patient is pivotal so that they consult the
most appropriate healthcare professional for
self-limiting respiratory conditions and get 
the symptomatic relief they primarily need 
whilst ensuring access to doctors, diagnostics 
and antibiotics where appropriate.

World Health Organisation 
Strategic Framework
The World Health Organisation (WHO) Global Action Plan on antibiotic resistance provides clarity in the areas 
for focus whilst recognising that partnership across all areas of society is critical in tackling this health crisis. 

As a global market leader in the treatment of sore throat, RB has the expertise, scale and responsibility to 
take an active role in helping to reduce antibiotic misuse for respiratory illnesses.  

RB believe that consumers, when equipped with the right education, should be empowered to drive their own 
health, wellness and relief. Therefore, beyond the GRIP initiative, our goal is to drive consumer awareness, 
understanding and behaviour change related to appropriate antibiotic usage for respiratory tract infections, 
and reduce the number of sore throats that are inappropriately treated with antibiotics.

Consumer education on appropriate symptomatic management of respiratory infections coupled with good 
hygiene practices are very much part of the World Health Organization’s (WHO) Global Action Plan on antibiotic 
resistance and key areas where RB has expertise.
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1: Improve awareness and understanding of antibiotic resistance
Antibiotic resistance is often not fully understood, especially at the level of the patient and this is often 
coupled with a misunderstanding of antibiotics efficacy-profile for self-limiting respiratory ailments and 
how symptomatic relief can help. Pan-European consumer research (27,969 respondents) demonstrates 
this lack of understanding: 57% either incorrectly believe antibiotics kill viruses or do not know if they do; 
additionally, 44% either do not know or incorrectly believe antibiotics are effective against colds and flu.
(5).

There can also be big differences globally in the understanding and impact of antibiotic resistance at the level 
of the healthcare professional and therefore engaging with doctors, pharmacists and professional societies on 
antibiotic resistance whilst profiling the healthcare professional respective roles and emphasizing the trust 
that patients place in their advice during consultation.

A series of toolkit materials have been developed 
for patients and healthcare professionals including 
educational videos which explain when the value of 
healthcare professional advice and symptomatic relief and 
aim to reduce their inappropriate use for respiratory tract
infections. GRIP and RB also continue to profile the issue at 
healthcare events globally to ensure a consistent message 
on the pro-symptomatic approach to minor ailments like 
sore throat.

3.: Reduce the incidence of infection through effective 
hygiene, sanitation, IPC and biosecurity
Promotion of effective hygiene practices is not only crucial 
in discouraging the transmission of respiratory infections, 
it is also of broader health benefit.

RB supports the work of the Global Hygiene Council 
(6) who are committed to driving worldwide behaviour 
change in hygiene practices to reduce the burden of 
common infectious diseases. We promote good hygiene 
and sanitisation to new mothers, in schools and to the 
broader community as a part of their self-care.

4: Optimize the use of antimicrobial medicines in human health
Discussions between physicians and patients on the value of antibiotics for their self-limiting respiratory 
conditions can be difficult with subliminal or overt requests for antibiotics from patients coupled with the 
need for patient satisfaction and time constraints. 

This is a pivotal area for behaviour change as the advice of the physician is trusted, so GRIP have developed 
tools for helping physicians with these difficult antibiotic discussions and reassuring the patient when 
self-care with evidence-based symptomatic relief is the most appropriate choice.

Additionally, the pharmacy team are an extremely important source of healthcare advice for minor respiratory 
ailments, often being the first point of contact for such patients as well as the point of antibiotic dispensing 
and purchase of symptomatic relief. Helping the pharmacy team embrace the broader educational role they 
can play concerning antibiotic resistance and ultimately diagnostic services will be critical in the battle against 
inappropriate antibiotic use.
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Of the 5 pillars of the WHO Global Action Plan, there are 3 where the support of RB and GRIP’s efforts 
have been focused:



4392

A simple 1, 2, 3 approach the messaging has been 
adopted for patients and healthcare professionals 
in the materials developed:

1. Address the patient’s concerns
2. Be vigilant and assess severity
3. Council on effective self-management

Ultimately the challenge is big, but everyone has 
a role to play, so by following a coordinated approach 
under the WHO strategic pillars and embracing 
partnership across society, 

RB believe they can help make a 
difference in reducing inappropriate 
antibiotic use through advocating self-
care and an evidence-based approach 

 to symptomatic management of minor 
self-limiting respiratory conditions. 
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Health literacy for all – leaving no one behind!

Health literacy entails the knowledge, motivation and competencies to 
access, understand, appraise and apply information to form judgement and 
make decisions in everyday life concerning healthcare, disease prevention 
and health promotion to maintain and promote quality of life during the life 
course (1). Health literacy is the foundation for self-care supporting the 
optimal and timely use of available health services while avoiding a total 
dependency upon them for minor ailments. Hence, self-care enables 
people to maintain health and to cope with illness and disability on daily 
basis while also ensuring stronger and more sustainable health systems, 
when the need arise. Self-care empowers people to manage health for 
themselves, their friends and families and for the communities in the 
settings in which people live. It bridges all walks of life and encourages 
collective efforts of sharing help and compassion for creating a better 
health for all (2). 

Health literacy is needed when people who are living with long term 
conditions are put in the “driving seat” of their care and expected to take 
control and manage their own health. In this process, the general practi-
tioners and their teams have a central role in enabling people to conduct 
self-management and in helping them engage with the supports they need 
in their communities. These developments promote a shift in the current 
model away from people being passive, dependent recipients of care to a 
people-centred model that engages, empowers and supports people in 
a partnership approach with their healthcare professionals, carers and 
community (3). 

Improving health literacy can induce simple changes in local communities which in 
turn can be very effective at encouraging increased self-care. These include giving 
patients the information they need to care for their minor ailments and to make 
healthy lifestyle choices, signposting people to the appropriate local services and 
outreach work to provide health advice in non-traditional settings such as pubs, 
barber shops, libraries, supermarkets and job-centres. In clinical settings, involv-
ing patients in their care through shared decision making has proved a successful 
approach (4). 
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To meet health literacy needs NHS England´s Supported Self Care programme, for example, try to ensure 
that the language it uses is relevant, appropriate and meaningful both for people with lived experience 
and for staff. 

Notably, health literacy is changing the demands for more health literate professionals. First and foremost, 
the qualifications and skills required focus on the co-creation of health, where professionals act as knowledge 
brokers to reduce informational complexity. In addition, they should be able to engage, educate, and moti-
vate decisions related to achieving and maintaining an optimal health status with respect for quality of life as 
experienced and valued by the people involved. Lastly, they should be able to bridge the gap of limited health 
literacy by ensuring accessible, accurate and timely information for people to enhance their self-management 
and their ability to seek professional care when necessary. Health literate people are empowered to carry 
out self-care while knowing they have the full clinical support needed when it is required according to their 
personalized needs and where ever they may be at the self-care continuum. 

Hence, the assertive power of health literacy calls for new thinking and a new architecture of our health 
systems that embrace the complexities of people and build on their talents and assets. Investing in health 
literacy is reasonable because it is evident, measurable, feasible, and for the public good (5). A lack of 
investment in health literacy costs time, costs money and costs lives (6). Research has shown that limited 
health literacy is a public health challenge which we cannot neglect. Besides the financial costs – 3-5% of 
the annual UK health budget – the human cost is compelling7. Limited health literacy has had a really serious 
impact on people’s life in general, and health and wellbeing in particular as the following examples from a 
British general practice indicate (7):  

• “a lady who thought her “positive” cancer diagnosis was a good thing and couldn’t under  
 stand why she wasn’t getting better;

• a gentleman who didn’t turn up for his cancer check-up appointment because he didn’t 
 know that the sign for Radiology was the same as for the X Ray Department. He was too  
 embarrassed to ask for directions;

• a group of young women who did not know where their cervix was;

• a lady with diabetes who didn’t realise there was a connection between what she ate and her  
 ability to self-manage her condition”.

Even in welfare societies within the EU, 30-60% have difficulties in managing health information to 
perform self-care and deal with healthcare, disease prevention and health promotion (8) The health 
literacy gap needs to be bridged in order to leave no-one behind (9).
 
To match the call for action – the global health literacy movement is on the rise. Locally as well as 
globally interest groups and networks are formed for people and professionals to develop health l
iterate societies. From a cross-disciplinary and inter-sectoral perspective, professionals, politicians, 
patients and people unite to make social change for better health literacy by challenging existing 
policy, research and practice. The International Health Literacy Association (10) is the global voice, 
while Health Literacy Europe (11) conducts European advocacy.  

National networks such as the Dutch Health Literacy Alliance (12), the Health Literacy UK network 
(13) and the Austrian Health Literacy Platform (14) advocate at local levels. All European countries 
are encouraged to incorporate health literacy as part of school education, to involve the public and 
private sectors in developing health literate organizations and to adopt health literacy policies and 
strategies that enhance healthy living. Bold health literacy actions from Austria (14), Scotland (15) 
and Germany (16) pave the way for other European countries to follow by example. 
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years spearheaded this work, 
and been an integral part in the 
identification of communicative, 
strategic, or professioanl needs, 
development of communication 
tools, as well as implementation 
of programs and campaigns 
on all kinds health issues and 
challenges. 

Democratization and individualization should be seen as Siamese twins in 
future European healthcare - a future that delivers better care by listening, 
coaching, and empowering.

The Danish Committee for Health Education (DCHE) was created in 1964. 
A period in time we might sometime call the affluent heyday of European 
healthcare (1) - and indeed a period often seen as the good old days, at least 
as a contrast to the spartan 50’s or the austere 70’s. 

At the time there was a belief or vision that a modern healthcare system 
would eventually be able to treat all problems and cure all diseases (2). Yet 
DCHE was created because at the time it was also realized that an educated, 
informed public was a vital key to also ensure equal access and – sort of as 
US President Lincoln said when speaking of democracy in general – that it 
ensured a healthcare system by the people, for the people, and – in a way - 
of the people. 

True - some would argue that there is a huge difference between, how and 
why our democratic institutions are designed as they are - and the way we 
design our healthcare institutions. For one, the former are governed by a 
vibrant and continuous debate about the best course of action to promote 
the wellbeing of a people. And the latter… - well, perhaps not much different 
after all. 

My point is, that the core values of society permeates our healthcare 
system in many different ways aside from the concrete budget or the legal 
framework.

New challenges
Thus it is only natural, that with new technology, new treatments and 
discoveries, and shifts in demographics, our healthcare system finds itself 
under transformation also, pressured and aided at the same time by these 
same scientific and societal changes and challenges. 
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One of these seems to be more basic, profound, and challenging at the same time - and this is the ease 
of the modern dissemination of information. The opportunities this provides the system with (in terms of data, 
tools, and platforms) creates a potential for development for new system, but are simultaneously outgunned 
by patients, industry, citizens, and politicians expecting these platforms, tools, and data to make a difference 
as soon as possible. Preferably today actually, if not yesterday.

Focusing on the effect on the patients, we can certainly see, that this also widens existing divides in our 
population and target groups; the health literate can always use these opportunities better than the not so 
proficient (3). This disparity slowly also increases the health inequity and thus the political pressure, but 
also seems to have the effect of having the health status of certain groups decline instead of improve (4). 
And at the same time, the health literate - being able to act and react to elements regarding their health 
– day by day even more underline the importance and value of patient empowerment.

So the information tool(s) then in turn introduces two “new” concepts/challenges our system - the need 
to address and improve health literacy in society to enable better treatment and general wellbeing for all 
- and the need to enable the system and society to address and improve patient empowerment to ensure 
better treatment and general wellbeing for all.

These two concepts and challenges are key drivers for innovation (5) in my own field also. Having worked 
with health education for decades, it is very inspiring to see, how we are moving towards integrated and
interactive solutions, where patients and citizens in general are not just the target, but also the co-creators, 
the co-experts, and the co-evaluators. 

Especially the latter I personally find very inspiring - for years and years in health education and health 
communication, getting enough funds to also properly evaluate interventions and campaigns has been a 
challenge (6). Sadly, this often meant that while we may have created great tools and results, the effort to 
assemble results and publish them have always been prioritized and then left us all without the strong, 
needed data to build our next project upon. This has slowly changed - and in a lot of the digital campaigns, 
the availability of user data (protected as it should) makes evaluation more accessible also. 

Apps to monitor and indirectly drive patient compliance to clinical guidelines are a great example. Both 
because these often show that we should stop vilifying the non-compliant. Of course there has always been 
the obvious ethical reasons to do this, but now also because the data finds that it seems all too few - regard-
less of income or health literacy - are in fact compliant to treatment (7,8). Errare humanum est is one of the 
better known adages of European history, except we should perhaps stop seeing people as flawed, but as 
self-caring and ingenious.

This in turns means we probably need to rethink our guidelines or at least our use of them, if we want the 
good intentions in them to eventually push good practices in to any kind of reality. But at the same time 
- as our newfound data are a glimpse into an actual eco-system of human behaviour - we are finally able to 
see (and begin to understand) the health and wellbeing of patients and citizens in vivo.

So the bad news is, that we have a lot of work to do, because our old perception of the world seems to 
have rested on a few misconceptions and presumptions, that weren’t completely true. The good news is, that 
we can now start building treatments, interventions, trials, and campaigns with much better accuracy and 
compliance, as we are doing it on the basis of actual behavior and thus patient centered.
And – if we keep our eyes open – hopefully also with a mind to create the treatments outcome centered, 
as this also ensures that we do this in a sustainable way (9).

The future of European self-care is to me obviously bright. The future of European healthcare actually 
depends on it. Measured in terms of quality, economy, happiness, or sustainability this is a needed and 
obvious evolution. Of course, this doesn’t mean I claim this will be easy. Old habits die hard – we are 
only human – but this time I trust we can actually all join forces in one of the oldest traditions in Europe; 
Giving power to the people.

References
1. Health Care in the Early 1960s, Rosemary Stevens Health Care Finance Review, Vol 18, 1996.
2. The End of Plagues: The Global Battle Against Infectious Disease, John Rhodes, 2013.
3. Promoting health literacy to reduce health inequalities in societies: Christin Ellermann, European 
    Journal of Public Health, Vol 27, 2017
4. Lower Health Literacy is Associated with Poorer Health Status and Outcomes in Chronic Obstructive 
    Pulmonary Disease, Omachi et al., Journal of General Internal Medicine, Vol 28, 2013.
5. Disruptive Innovation and Health Literacy, Joseph Geskey, Health Literacy and Practice, Vol 2, 2018.
6. Missed opportunities in the evaluation of public health interventions: a case study of physical activity 
    programmes, Hanson & Jones, BMC Public Health, Vol 17, 2017.
7. Why do doctors and patients not follow guidelines?, Baiardini et al, Current Opinion in Allergy and 
    Clinical Immunology, June 2009.
8. The allergic allergist behaves like a patient, Bousquet et al., Annals of Allergy, 
    Asthma and Immunology, 2018.

9. What would a sustainable health and care system look like?, Crisp, BMJ 2017.

103



– or Self-Care Initiative Europe – is a cross-border 
network initiative working to engage authorities 
and promote public-private partnerships to support 
the future of self-care.

Our main objectives are to
- work to promote self-care as a concept and practice 
integral to the sustainability of healthcare ecosystems in 
the EU so that by 2020 well-being and self-care in
a holistic sense  is understood as a concept in Europe 
by all actors who can have an impact on its success and 
is embedded as part of the measurement for success 
of a functioning health ecosystem.

We enable all those living in Europe to have timely 
and affordable access to self-care solutions in
complementarity to conventional medicines, 
prescribed treatments and therapies by 2020.

Strengthen the policy, regulatory and practice 
framework supporting self-care, and to elevate 
the issues on the policy-making and political agendas.

Build capacity and empower the various relevant 
stakeholders to embed self-care into health and 
wellbeing (including individuals, employers, 
economic actors, civil society, public administrations, 
healthcare manufacturers and providers, payers and 
communicators.
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