Putting patients first: what does it mean?

Some basic assumptions of European co-operation in the area of health.

Recently some researchers and people involved in promoting European debate on health care 

have been comparing the situation in this area to the starlit firmament. It is easy to agree with them. They have noticed plenty of new, excellent health-promoting initiatives and examples of “good practice” of health care services. And you can observe such examples too. You can hear about new scientific discoveries, promising a healthier future for all. As a rule, the law in European countries guaranties “treatment and help in one’s own place of residence” and “access to an adequately functioning care system”. The self-determination and dignity of the person in situation of illness are protected by “the rights of patients”, including, for example, the right to respectful treatment, access to information and “informed consent” - before therapy is begun, as well as the right to refuse specific treatment. Such rights were adopted not only in old European democratic countries, but also in so-called “new” (or regenerated) democracies in Central and Eastern Europe. One of the most important patients rights is “the right to lodge complaints”. They could be supported by different professional and self-help organisations. 

However, the a/m researchers suggest, that in the area of health it is necessary to see not only a great amount of stars. They remind, that you should also take into account the fact that “stars are visible on the background of the nightly sky.” It is possible to quote many arguments, which motivate rather pessimistic opinions about current situation in health care and about perspectives in this area in the near future. For example, great differences between European countries concerning the level of health care expenditures create barriers, which sometimes make it difficult to talk about common “European vision” and co-operation in the area of health care. Even in the countries with relatively high level of health expenditures there are some limitations of access to high quality health care. Only small groups of seriously ill persons are beneficiaries of new, more effective therapies, based on scientific discoveries. In many European countries – integrated, comprehensive care continues to be almost an unattainable ideal. Such opinions are consistent with the results of international survey realised in 2004 (June – August) in 23 countries in the world.
 The majority of respondents, who participated in this survey (representative sample amounted to 19 995 people), are of the opinion that health care in their countries is in crisis situation, the policy of the respective governments in this area is inadequate and resources available are insufficient.

It is necessary to be cautious while interpreting the results of surveys. However, the above-mentioned outcomes confirm the diagnosis of the situation in modern health care and conditional prognosis of its future development presented by Karl Jaspers nearly half a century ago
. Jaspers considers the feeling of crisis and dissatisfaction as well as expectations of essential reforms in this area by professionals and patients to be a paradoxical result of stupendous development of medicine and health care in modern times. This development is mainly due to technological factors and neglects some social and cultural factors, and especially the question of  “ethos”.
 Trying to interpret these phenomena Jaspers described some ideas and observations presented in works of Plato (Leges, liber IV, 720). Plato considered in detail how physicians treated their patients at his times. He observed great differences between treatment of slaves (as a rule, they were cured for by slaves) and treatment of free people (who were cured for by independent physicians). Free people – as patients – were putting first. A doctor started from conversation with his patient and discussed with him his diagnosis and conditional prognoses as well as possibilities of treatment. He had to convince his patient about the need of a given therapy and about the need of co-operation in its implementation.  It was not only a theory. One of the famous Plato’s disciples, Aristotle – as it was described in an ancient story - required from his physician to be convinced about the rightness of the proposed diagnosis and treatment methods. In contrast to such ways of behaviour, physicians did not talk with slaves at all. Slaves were simply treated as objects. The basic divisions between patients and physicians described for the first time by Plato seem to be valid – according to Jaspers, up to the modern times. 

However, in modern times more and more patients identify themselves as free people and require to be treated as free people.

What are the mutual expectations of patients and health professionals today and their “visions” of health care? What is that they really want? Inspired by Karl Jaspers essay and encouraged by my Polish and European friends I organised a series of “Health Workshops”, devoted to discussions and presentations on these topics by people from different patient groups and self-help organisations as well as by health professionals (including physicians), research workers, local authorities representatives, politicians and other interested partners. The several groups met separately and together. Individual patient groups were really putting first during all common Workshops meetings. Their point of view became more familiar to other participants (and vice versa). 

As it was supposed, patients talk more than one voice. However, there are some “loci communes”, shared by different patient groups.
 

Visions of health care of people involved in activities of non-governmental organisations were focused not only on their individual health problems, but also on many important social problems. Moreover, thanks to their personal and organisational experience they considered their visions as realistic and were ready to translate them into concrete strategies and projects. 

First of all, they expect doctors and health professionals as well as fellow-citizens “to respect their dignity”. In their opinion „Every human person deserves respect. The person affected by illness requires being treated not as a case of some disease but as a human being with health problems”. They expect comprehensive care based on the early diagnosis. They require patient’s participation in the evaluation of medical services aimed to improve their quality. In their opinion the patient should not only choose from the offer of services but also have influence on the changes in the health care sector.

 I will not quote here all of 20 common conclusions of members of patients self-help organisations participating in Health Workshops. But it seems important to mention, that all persons involved in negotiating these conclusions had a sense of distance towards the role of a “patient”. For them it was a situational role, connected, for example, with visiting health facilities, participating in diagnostic or therapeutic procedures, etc. In their opinion this is one of many roles, which does not decide about their social position or self-identity. They prefer to see themselves as persons participating in health care systems on partnership basis, using unique knowledge, rooted in personal experience of illness and its consequences. 

Let us remind the so-called Madrid Declaration (adopted by participants of the European Congress of People with Disabilities, which took place in Madrid, on 20-23 March 2002). According to this Declaration, partnership between the disabled persons and the other parts of society can be developed, if the disabled are perceived as respected, equal citizens and “not as 

objects of charity or patients.” 

In Europe there is a real chance to develop “participatory models” of health care. Such models are not directed against professionals or professional care. They are not based on general mistrust towards professionals either. The participatory models of health care distinguish between technological leadership - and setting up goals and allocation of resources in this field of activity. The main assumption is that technological leadership is the domain of experts (especially medical, social and economic experts). But the question of goals and value preferences in health care and decisions related to them, should be the domain of all participants of individual health care systems, not only medical, social and economic experts.

The participatory models of health care become ideological fictions if limited to enumerating the general principles of participation, without discussing the questions of effective organisation. As it is stressed by the sociology of science, it is impossible to eliminate all value-questions from scientific research. So, patients’ representatives become more and more often highly appreciated members of research teams in the area of clinical studies as well as in the area of public health research. However, only patients who are (to some degree) prepared to scientific activities are invited to take part in scientific research or public policy debates. Nowadays it seems that an ordinary citizen may have a real impact on the area of health care, first of all, as a member of a non-governmental organisation or as a user of information services provided by those organisations.

Coming back to the metaphor of stars seen on the nightly sky as a picture of the current situation in the area of health care in Europe, we will try to conclude, that initiatives and activities developed by the a/m organisations could only become the brilliant stars at this picture. Some researchers noticed that the so-called “periscope” effect accompanies, as a rule, all bottom-up initiatives in the area of health and welfare, even if such initiatives try to form networks. So, the overall progress in the area of health care seems be possible only, when spontaneous, bottom up initiatives are “empowered” and complemented by public health, regional and state and possibly also European policy, based on systemic approach and the best achievable, consistent and comprehensive knowledge. 

Is such a vision adequate for Europe? A positive reply could only be a hypothesis, but such a hypothesis seems to be well founded and repeatedly checked on a smaller scale. Besides, in the area of human affairs (and health care is such an area), the future is partly foreseen and partly made. So, such a modest hypothesis may have important consequences if it inspires social imagination.
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� “Health perception around the Globe”, International Research Institutes, 2004


� It was presented as a lecture (“Der Arzt im technischen Zeitalter” – in free translation: “Man of medicine in the age of technology”) in 1958, in Wiesbaden. It was also published in medical and philosophical journals (in 1958, 1967 and 1983) and in a book-form (as a volume of Jaspers works) – in 1986.


� „Ethos”- the word of Greek origin, used for example by Max Weber and Maria Ossowska, denotes a hierarchy of values or rules of behaviour, which are characteristic for a given group, although not necessarily respected by every member of this group in every situation.


� Among them there were groups of relatively strong position in European health care system as well as groups, that not so long ago started to fight for better position. Rheumatic patients, participating from few decades in “Social League”, being an important part of EULAR (European League Against Rheumatism) undoubtedly belong to the first a/m, strong patient group. In my country – in Poland, patients from this group created in the year 1993 their first countrywide self-help organisation. Now - there exists the Polish Federation of Rheumatic Patients Associations. Mental health patients and ex-patients are probably one of the most numerous representatives of the second a/m type of groups. In Poland there are different mental health organisations set up by ex-patients and patients, by their families, by professionals; all parties interested in mental health belong to the Polish Coalition for Mental Health -a member of Mental Health Europe and the World Federation for Mental Health. 


Thanks to the common discussions during the Health Workshops representatives of patients’ as well as representatives of health professional’s organisations became signatories and collaborators in the framework of “Partnership for Health” Alliance. 








