) K

Le&al and Ethical Issues in Health Care

A European and transnational seminar
for nurses and health care professionals

2005 - MANAHEALTH
Leonardo Da vinci Programme



i

F.egal and Ethical IssuessifictHealth Care

.
e
o s

A European and transnational seminar
for nurses and health care professionals

Kaunas - Lithuania

6™ and 7" of May, 2005

Organised by
the Lithuanian Nurses’ Organisation

the Faculty of Nursing, Kaunas University of Medicine
and Kaunas University of Technology

MANAHEALTH

Leonardo Da vinci Programme

This LeonardoDa Vinci pilot project is financially supported by the European Commission. However the commission accepts
no responsibility or liability whatsoever with regard to the material in this document.

2



The group of seminar organizers and some participants

This LeonardoDa Vinci pilot project is financially supported by the European Commission. However the commission accepts
no responsibility or liability whatsoever with regard to the material in this document.

Please note that the report of the seminar is also available on www.europhamili.org.



Page 5

Page 6

Page 7

Page 20

Page 28

Page 33

Page 34

Page 38

Page 42

Page 43

Contents

Introduction and objects of the seminar.

Seminar programme.

Ralph Sandland. An overview of the framework for legal and ethical
decision-making in European health care services.

Iraida Jakusovaite. Ethical dilemmas in Lithuanian health care.

Aurelija Blazeviciene. The main ethical principals in health care.

Case studies.

Case study one.

Case study two.

What Have We Learnt? by Ralph Sandland.

Comments on work undertaken in the case studies.



Manahealth, a pilot project for training health professionals

Jean-Francois Arditi

Project leader

The seminar on “Legal and ethical issues in health care” was organised in the framework of a Leonardo
Da Vinci Programme called Manahealth.

Manahealth is a European programme with 20 European partners, universities and professional
organisations, coordinated by the French National School of Public Health. Among the partners are the
Lithuanian Nurses’ Organisation, which organised this seminar with the help of the Kaunas University
of Medicine (Faculty of Nursing) and Kaunas University of Technology.

This programme aims to disseminate the teaching and expertise of the Europhamili programme, a
training course in Management for health professionals, by extending it to wider professional publics
through seminars and short courses. Therefore the seminar was developed from one of the 8 teaching
units of Europhamili “Healthlaw and bioethics” with the collaboration of its coordinator. It was based
on innovative and active methods on which Europhamili is founded: interculturality between countries
and professions, working groups on case studies, problem solving methods, European and transnational
approaches.

This report includes the main contents of the seminar, plenary session speeches as well as a summary
of the work groups. The complete documentation used during the seminar is available on the programme

website, www.europhamili.org .



Legal and Ethical Issues in Health Care

Consent, refusal and information

Overall context

Everywhere in Europe, including Lithuania, laws about patients’ rights, bioethics, and the liabilities of
healthcare professionals try to provide a framework for decision making in health care. The main
examples are the European Directive on Bioethics and Patients’ Rights of 1996, and, in Lithuania, the
Law on the Rights of Patients and Compensation for Damage to their Health of October 3, 1996, as
amended. If we might need to know more about the application and effect of these laws, it becomes
clear that some situations do not find a direct answer in the regulations or codes of deontology. There
emerges the complexity of ethical decisions that nurses, physicians and other health professionals have
to make.

Objectives of the seminar

® To inform the public of the framework of ethical decision making: legal (law), quasi legal
(codes of deontology, good practices), philosophical.
® To further develop problem solving skills.
® To stimulate further reflection and study.
® To encourage suggestions for collective responses.
® To raise awareness of the transnational nature of these issues.
Public

In the main, the audience was composed of nurses as well as other professionals in health care
(doctors, administrators, academic staff, members of the bioethics committee. ), as well as guests from
abroad, including alumni of the Europhamili programme.

Methods

The seminar focused on the comparison of European experiences and methods through situation
analyses and the search for solutions. It included plenary sessions and 2 workshops. Concerning the
workshops, the participants analysed and proposed solutions to case studies having both legal and
ethical aspects. Each sub-group of 15 to 17 participants maximum included one or two facilitators.



AN OVERVIEW OF THE FRAMEWORK FOR LEGAL AND
ETHICAL DECISION-MAKING IN EUROPEAN HEALTH CARE SERVICES

Ralph Sandland

Senior Lecturer in Law, University of Nottingham, UK

Coordinator of the teaching unit Healthlaw and bioethics — A European
perspective in the Europhamili training course

1. INTRODUCTORY COMMENTS

My goal in this session is to provide you with some general information about the ethical and legal
regulation of decision-making in the context of health care in Europe. Obviously, in the limited time
available we cannot expect more than an overview, but I hope to be able to provide you with some
signposts to enable you to understand the materials that have been prepared for the workshops.

Before we even begin to think about ethical and legal questions, it is important to realise that the
provision of healthcare services takes place in particular geographical, historical, economic, social and
political contexts, and that our ethics and law are in some way a reflection of these contexts. For us in
Europe at the start of the 21 century the main contextual factors which drive our ethics and law are
probably the following:

® The development of medical techniques and technology, coupled with the finite nature of
financial resources fully to exploit medical techniques and technology;

® The development and spread of rights, individualism, and consumerism;

® A tension between nationalism and internationalism, in particular, in our region of the world,
I am thinking here about the growth of the EU, and the tension between the centralisation of
ethics, law and policy, and the principle of subsidiarity, which seeks to recognise and protect
national identity and autonomy, and cultural diversity within Europe.

But despite the particularities of our own 21% Century European context, in another sense the tensions
that ethics and law seeks to resolve are well-established, fundamental and timeless. The main tensions
that we shall encounter are:

® Professional interests in tension with the interests of patients or a particular patient.
® The interests of individuals in tension with the collective interest.



The case of Ms B

To explain further, ethical considerations or moral values held by healthcare professionals can conflict
with the wishes and values of patients. For example, there is an English case, known as The Case of
Ms B (2002). In this case Ms B was paralysed following the rupture of a blood vessel in her neck, and
was being mechanically ventilated. She wished to die but the doctors treating her would not agree to
end the ventilation. They felt under an ethical duty to maintain Ms B’s life which, for them, was more
important than Ms B’s wish to die. Ms B asked a court for permission to die.

The court decided

1. ‘the right of the competent patient to request cessation of treatment must prevail over the
natural desire of the medical and nursing profession to try to keep her alive’ (at para 27).

2. The treatment proposed by Ms. B’s treatment providers was ‘an unrealistic and unhelpful
programme...designed to help the treating clinicians and the other carers and not in any way
designed to help Ms B’ (para 99).)

From one point of view, the treatment team in this case had broken the first rule of Kantian ethics:
“Always treat other people as ends, and never as means”. The team had allowed themselves to use Ms.
B and her situation for their own ends. They had decided that their views about what was best for Ms
B were more important than her own views. They had used her as a way to articulate their own
existence as ethical actors.

But from another point of view, the treatment team was acting in accordance with professional ethics.
The World Medical Association International Code of Medical Ethics, for example, says, amongst
other things that:

o APHYSICIAN SHALL act only in the patient’s interest when providing medical care
which might have the effect of weakening the physical and mental condition of the
patient.

® A PHYSICIAN SHALL always bear in mind the obligation of preserving human life.

o A PHYSICIAN SHALL owe his patients...all the resources of his science.

However, this document also requires that:

e A PHYSICIAN SHALL respect the rights of patients, of colleagues, and of other
health professionals and shall safeguard patient confidences.

In other words, what we have here is an ethical tension, partly a question of perspective — the
perspective of the professional and the perspective of the patient, and there are others too — and partly
a question of ethical disagreement concerning questions around the sanctity of life and of quality of life
—the question of a life worth living. This tension is structural. It will never be solved and will never go
away. The real question is not how we resolve ethical dilemmas so that we finally get to “the right
answer”’, but rather how we actually deal with ethical dilemmas as a constant part of professional life.

When we think about the tension between the rights of the individual and the general interest, we see
that it can manifest in a number of ways. One main factor is the finite quality of resources: can an
individual demand treatment, or a specific treatment? What if the treatment is very expensive and the
prognosis is very poor? What if the treatment will take up scarce resources that can be better used in
some other way? This is the subject of the second case study so I will not say more about it here.
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Case of Mrs Pretty

The tension between the rights of the individual and those of the broader community can also manifest
in a more moral or ethical form. A good example of this is a recent decision in the European Court of
Human Rights, named Pretty v United Kingdom (2002). In a way it is a case very similar to that of Ms
B. Like Ms B, Mrs Pretty was very poorly with a poor prognosis and she wished to be able to die. But
the outcome here was different, and as I shall explain shortly the difference is ethical.

Mrs Pretty suffered from motor neurone disease at an advanced stage. Mrs Pretty was essentially
paralysed from the neck downwards, with virtually no decipherable speech and being fed by a tube.
With such cases of MND, death usually occurs as a result of weakness of the breathing muscles, in
association with weakness of the muscles controlling speaking and swallowing, leading to respiratory
failure and pneumonia. No treatment was available to prevent the progression of the disease. Her life
expectancy was very poor, measurable only in weeks or months. However her intellect and capacity to
make decisions were unimpaired. The final stages of the disease are exceedingly distressing and
undignified. Mrs Pretty was frightened and distressed at the suffering and indignity that she would
endure if the disease were to run its course, and she very strongly wished to be able to control how and
when she dies and thereby be spared that suffering and indignity. Specifically, she wanted her husband
to assist her to commit suicide, but assisting a suicide is a criminal offence. Mrs Pretty said that the law
preventing assisting in a suicide breached her human rights.

The case went all through the English courts and ended in the European Court of Human Rights. All
the courts came to the same conclusion: the English law which makes assistance in a suicide a criminal
offence was valid and did not breach the human rights of somebody in the position of Mrs Pretty.

The European Convention on Human Rights, in Article 2, states that ‘everyone s right to life

b

shall be protected by law ... .

Mrs Pretty said that the right to life should be interpreted to include a right to end one’s life and,
where necessary, to assistance in ending one’s life.

The UK Government said

“..dying is not only a personal or individual affair. The death of a person affects the lives of
others, often in ways and to an extent which cannot be foreseen. We believe that the issue of
euthanasia is one in which the interest of the individual cannot be separated from the interest of
society as a whole... We are also concerned that vulnerable people—the elderly, sick or distressed—
would feel pressure, whether real or imagined, to request early death. We accept that, for the
most part, requests resulting from such pressure or from remediable depressive illness would be
identified as such by doctors and managed appropriately. Nevertheless we believe that the message
which society sends to vulnerable and disadvantaged people should not, however obliquely,
encourage them to seek death, but should assure them of our care and support in life ...”

Mrs Pretty’s life and death, then, was seen to be public property in some sense. Society as a whole
had an interest in her situation.



Art 2 was found by the European Court to be:

“unconcerned with issues to do with the quality of living or what a person chooses to do with
his or her life. Article 2 cannot, without a distortion of language, be interpreted as conferring
the diametrically opposite right, namely a right to die; nor can it create a right to self-
determination in the sense of conferring on an individual the entitlement to choose death
rather than life” (Para 39).

So Mrs Pretty had to wait for nature to take its course. She subsequently died by all accounts a
painful and lingering death. Can the decision in this case be right? Are you happy, in particular, that the
case establishes that the general interest in preserving human life can be applied over the wishes of an
individual who for perfectly sound reasons does not want to continue to live?

Negative/positive right

Why is this case different from that of Ms B? Some might say that there is no difference: people
should be allowed the freedom to choose whether they wish to live or die and these cases should have
been decided in the same way. But others might say there is a very big difference between the two
cases. In the first, Ms B was not asking anybody to do anything. All she was really asking for was the
right to be left alone. We call this a negative right. Many of our rights are like this: they are all really
versions of the right to be left alone.

But Mrs Pretty was not asking to be left alone. She was asking permission for somebody to do
something — she was asking permission for her husband to be able to give her drugs that would end her
life. Ethically, this is not the same thing at all. This type of right, which we call a positive right, is the
right to be able to make or allow somebody else to do something.

Act/omission distinction

You might think that in the first case ending treatment should be seen as “doing something”, but as far
as the law is concerned ending treatment is the same as doing nothing. It is a removal of treatment and
the patient is left alone. We call this an omission, whereas in the case of Mrs Pretty, her husband giving
her the drugs to commit suicide is an act, a positive act.

The act/omission distinction is a key ethical idea. It is the difference between the Hippocratic
requirements to:

1. Do good

2. Donoharm

It also helps us to understand why some rights are more easily enforceable than others. In general, in
law, negative rights are enforceable by individuals, positive rights are not.
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To summarise at this point, we can say again

e that ethical tensions are not avoidable: they are built into the delivery of healthcare
services at the structural level and

® are given extra impetus by the development of modern medical techniques and practices,
as well as by the political, cultural, etc, climate.

So, if we cannot avoid ethical problems, how can we resolve them? I have started to suggest, by
introducing the act/omission distinction, that we have at least to start to try and resolve these problems
by thinking in some sort of systematic way.

2. ETHICS AND LAW

The principles of biomedical ethics

Ethical thinking is structured, quasi-scientific thinking. That means that ethicists think in terms of
ethical concepts and frameworks. The most influential figures in the field of biomedical ethics are the
two American ethicists, Tom L. Beauchamp and James F. Childress. They argue that it is possible to
identify four key ethical principles in the medical tradition. We have already come across all of them in
the discussion so far. They are:

respect for autonomy

non-maleficence (i.e. avoidance of harm)
beneficence (seeking to do good)

Justice

Beauchamp and Childress supplement these principles with four ‘rules’:

veracity
privacy
confidentiality
fidelity

Let me explain briefly what is meant by these terms.

Respect for autonomy

It is no coincidence that Beauchamp and Childress place ‘respect for autonomy’ first, when listing
the principles which should guide ethical decision-making. They are highlighting the widespread view
that most users of health care services today regard respect for autonomy in general, and informed
consent to treatment in particular, as the cornerstones of ethics. Professionals generally have little difficulty
with the concept of ‘respect for autonomy’ when patients are following their advice, but the real ethical
challenge occurs when an informed competent adult patient takes what they consider to be a ‘foolish’
decision.
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Non-maleficence

The principle of non-maleficence means that the professional has an active duty to avoid causing
harm to patients. For example, medication can have seriously harmful side effects, and for some patients
may even prove to be fatal. So the professional clearly has an ethical duty to consider carefully any
harmful effects that the prescribed medication may have.

Beneficence

Beneficence —the duty to do good — has always been central to the role of the health care professional.
It is a dynamic process which actively seeks out the most appropriate treatment for the patient. This
principle places a number of ethical requirements on professionals, such as the need to keep up to date
with best practices.

Justice

Philosophers, since at least the time of Aristotle, have argued that human beings have an innate
regard for justice. Fairness, however, requires restraint on the part of some who would take more than
their fair share. When, as is always the case, budgets are limited, the issue of justice towards patients is
an important and controversial one. Who should make decisions, both at the general level of which
services to offer, and at the individual level, when limited resources mean that not all patients can
receive all the treatments which in an ideal world would be available to them? Should such decisions be
taken internationally, nationally, regionally, or locally?

Atamore general level, “Justice” can also mean having regard for the interests of the society as a whole
when thinking about the treatment of the individual, and having regard for the interests of the individual
when thinking about those of the society as a whole.

Veracity

Veracity, or truthfulness, is an essential component of informed consent and hence of respect for
autonomy. While everyone supports the principle of veracity, putting it into practice provides major
scope for ethical dilemmas. Issues around how much should be told, to whom, and in what circumstances
creates continuing difficulty for health care professionals.

Privacy

Elevating the concept of privacy to a key role in ethical debate represents a new and challenging
departure from the traditions of medical ethics. The key issue here is what information should a patient
share with a health care professional, and what can be kept secret. The development of electronic
patient records will raise difficult dilemmas concerning individual rights to privacy.

Confidentiality

Modern medical treatment almost always requires communication of patient details between
departments, teams and individuals, if the optimum level of care is to be provided. This immediately
undermines the old ideal of a patient’s secrets being retained by one doctor. So health service
organisations must continually review their measures in place to protect patient confidentiality.
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Fidelity
Fidelity is concerned with faithfully maintaining the duty to care, even in difficult circumstances.

Butas you can see, even after elaborating this framework, ethical dilemmas will continue to exist. All
we have is a framework for thinking about them. This might help us to think rationally rather about the
application of ethics. So, to go back to the Pretty case, using the principles of biomedical ethics identified
by Beauchamp and Childress, this dilemma can be translated into a conflict between ‘respect for
autonomy’ (following the patient’s wishes) on the one hand, and ‘beneficence’, ‘non-maleficence’, and
‘Justice’ on the other. The relative importance of these conflicting principles is at the heart of this ethical
dilemma, and this can then form the basis of further discussion and reflection. Which ethical principle
should we consider to be the most important? In what circumstances?

Ifthat gives us some insight into ethics, what do we mean by the term ‘bioethics’? Well, bioethics can
be understood as a concept that started as a kind of ethics that would include not only our obligations
to other human beings but to the biosphere as a whole' , and which has evolved into to the “systematic
study of the moral dimensions ... of the life sciences and health care, employing a variety of ethical
methodologies in an interdisciplinary setting™” .

Bioethics is seen as the required companion of technology. In other words, science manipulates living
creatures and humans and transforms them, while Bioethics questions the Good or Evil of these actions.
In essence, bioethics takes the ethical principles and places them in a context which is at once more
broad, seeing ethics in terms of the ‘biosphere as a whole’ and in specifically healthcare terms as the
“systematic study of the moral dimensions ... of the life sciences and health care”.

In some areas, Bioethics tends to evolve into Biolaw, which is considered as the product of the
transformation of “bioethical” rules into legal norms.

Indeed, we have seen the widespread development of national and international codes of the rights
of patients which attempt to be relevant in contemporary times. We have also seen a proliferation of
ethical guidance and codes of ethics. For some, one problem which this has produced is that there are
too many sources of information on ethics with not enough thought about how they all interact:

For nearly 40 years the Declaration of Helsinki has been the backbone in ethical standards for
biomedical research involving humans. Although the Declaration is still very central, a large
number of codes (i.e. laws, conventions, declarations and guidelines) have been published to
further guide researchers, donors, sponsors and research policy agencies. However, the number
and the diversity of ethical codes and the increasing amount of dilemmas appearing, especially
in cross-disciplinary and cross-cultural projects, warrant some clarification. The general trend
is that no code is capable of covering all ethical aspects. Consequently it is necessary for the
scientific community to discus how to rank the existing codes, (Jens Aagaard-Hansen, Maria
Vang Johansen & Povl Riis, Research ethical challenges in cross-disciplinary and cross-cultural
health research: the diversity of codes, Danish Medical Bulletin - No. 1. February 2004. Vol. 51
Pages 117-20).

According to WHO, the development of thinking about ethics is currently way behind the development
of thinking about rights:

! Van Rensselaer Potter, “Bioethics:Bridge to the future”, 1971.

% Encyclopedia of Bioethics, USA, 1995.
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The following is an extract from the REPORT OF THE SCRC SUBGROUP ON BIOETHICS

“BIOETHICS AND ETHICS IN HEALTH SYSTEMS WHO/EURO INVOLVEMENT: A
POSITION PAPER FROM THE SCRC” (2003)

“...Although most programmes deal with ethical issues, there has been no formalized
policy on these. Even the Ljubljana Charter and the HEALTH21 policy framework do
not explicitly translate their values, principles and proposed targets into ethical activities.
Some other disparate activities can be found in specific fields like patients’ rights, but
with little relevant follow-up and coordination.... numerous references have been made
at the Regional Committee and its Standing Committee (SCRC) to the lack of action on
ethics, to the weakness of an early report on ethics prepared by the Secretariat at the
WHO Regional Office for Europe (WHO/EURQ), and to the need for more attention to be
paid to the issue”.

This led to the setting up of a subgroup on bioethics within the framework of the SCRC, and eventually

to the publication of this Report. The Report noted that:

“Since ethics is a diverse and plural field, and one that is ultimately dependent on individual
and group values, the collective seeking of norms and standards is therefore an important
dimension of international work in this field”

Before concluding that:

14

“During the second half of the 20th century, a rapid development of methods and approaches
in scientific bioethics started from clinical medicine, mainly focused on multifaceted aspects
of doctor/patient relations. In the 1980s and 1990s, following notable progress in applied
genetics, biotechnology and other biomedical areas, ethical aspects of interventions in
reproductive health and the human genome moved high up the agenda. The most likely future
direction for the development of bioethics in the 21st century, in addition to the above areas,
will also encompass public health policies, strategies and interventions, and the development
and functioning of health systems: nowadays, the most sophisticated problems arise in the
domains of health management and the structure, functioning and financing of health facilities.
The past decade has witnessed unprecedented progress in the field of medicine.

However, innovative technologies in diagnosis and treatment require substantial financial
resources. At present, not one country in the world, even the most affluent one, can afford to
meet the costs incurred in connection with ensuring a modern level of health services delivery
equally for all who are in need of them. Consequently, there is a discrepancy between the
ample opportunities of contemporary medicine, on the one hand, and the reality limited by
the narrow bounds of public financing, on the other. These circumstances form the basis for
discrimination (which turns out to be typical of many countries) in providing health care
services for vulnerable population groups. The issue of a rational health system structure,
including determination of its sources of funding, will therefore become a pivotal one in modern
bioethics ™.



So, the WHO is currently busy trying to anticipate and plan for the major ethical issues within healthcare
delivery in the 21* century in Europe. Meanwhile, the Council of Europe Steering Committee on
Bioethics has also announced its current agenda:

® to study the set of problems posed for law, ethics and human rights by progress in the
biomedical sciences,

® to work with a view to harmonising the policies of member States as far as possible and,
ifnecessary, framing appropriate legal instruments; particularly to prepare additional
protocols to the Convention on human rights and biomedicine (ETS N° 164) on ethical
and legal questions related to:

1. organ transplantation

2. medical research

3. protection of the human embryo and foetus
4. human genetics

5. human cloning

But in general terms, we can say that our method of resolving ethical dilemmas is increasingly to think
ofin terms of human and legal rights. Here are some recent statements, made in November 2004, at the
opening of the European Health Committee, regarding the approach of the Council of Europe (the
group of all the heads of State of European countries) to ethics:

**The Council of Europe has placed human rights at the centre of European health policies”
Dr Marc Danzon, Director of the WHO Regional Office for Europe.

“Health is a human right... I am looking forward to the day when the words ‘human
rights’ will conjure up in our minds images not of courtrooms and prisons, but of a
cohesive society where everyone enjoys equal rights, also of access to state-of-the-art
medical care and protection of their health” Maud de Boer-Buquicchio, Deputy
Secretary General of the European Health Committee.

3. LEGAL REGULATION

Legal regulation like ethical regulation, is multi-layered, with both national and international levels of
regulation. The second half of the 20" Century saw the swift development of a rights culture in Western
Europe. The story basically concerns the conscious re-strengthening of international protocols from the
late 1940s, aimed to encourage peaceful co-existence and co-operation amongst the countries of the
world and the European region. This was to be done by fostering mutual interdependence in the furtherance
of economic and political stability and higher standards of living, and by agreements between governments
to respect the rights and dignities of all people. The emergence and proliferation of human rights law is
the main and by far the most important legal development of the late 20" century. Most countries in
Europe have law dealing with the ethical and moral aspects of healthcare service delivery. We will see
some Lithuanian law and some law from other countries in the Workshops.
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Atthe international level key documents include:

® Declaration of Amsterdam (“DA”) (World Health Organisation). This document was agreed
by 36 European states, and was only finalized after consultation with EU Member States. The
1994 Declaration is seen as having galvanized subsequent national developments (of which
there have been many).

® European Convention on Human Rights (“ECHR”) (Council of Europe). Contains general
human rights but many are of relevance to healthcare. Cases are heard by the European Court
of Human Rights (ECtHR).

® Convention on Human Rights and Biomedicine (“CHRB”) (Council of Europe). Contains
specific healthcare rights. This is a most important document which broadly reflects the state of
the law at national level across Europe. I plan to discuss this document for the rest of this
session. We shall not look at all of its provisions. Instead I will highlight some points that it gives
us about the way in which ethical frameworks are being constructed in legal form in modern
Europe.

Convention on Human Rights and Biomedicine

Its full title is the Council of Europe’s Convention for the Protection of Human Rights and
Dignity of the Human Being with regard to the Application of Biology and Medicine:
Convention on Human Rights and Biomedicine, agreed to at Oviedo, on the 4" April 1997.

The document begins by explaining why it was thought necessary:

® Conscious of the accelerating developments in biology and medicine;

® (Convinced of the need to respect the human being both as an individual and as a
member of the human species and recognising the importance of ensuring the dignity of
the human being;

® Conscious that the misuse of biology and medicine may lead to acts endangering human
dignity;

® Affirming that progress in biology and medicine should be used for the benefit of present
and future generations;

® Stressing the need for international co-operation so that all humanity may enjoy the
benefits of biology and medicine;

® Recognising the importance of promoting a public debate on the questions posed by the
application of biology and medicine and the responses to be given thereto;

® Wishing to remind all members of society of their rights and responsibilities;

® Resolving to take such measures as are necessary to safeguard human dignity and the
fundamental rights and freedoms of the individual with regard to the application of
biology and medicine.

What then follows is some attempt to structure ethics and state which principles of ethics are the
most important:

Article 2 — Primacy of the human being
The interests and welfare of the human being shall prevail over the sole interest of society or science.
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Article 3 — Equitable access to health care

Parties, taking into account health needs and available resources, shall take appropriate measures
with a view to providing, within their jurisdiction, equitable access to health care of appropriate

quality.

Article 4 — Professional standards

Any intervention in the health field, including research, must be carried out in accordance with
relevant professional obligations and standards.

Article 5 — Consent: General rule

Anintervention in the health field may only be carried out after the person concerned has given free
and informed consent to it. This person shall beforehand be given appropriate information as to the
purpose and nature of the intervention as well as on its consequences and risks. The person concerned
may freely withdraw consent at any time.

Article 6 — Protection of persons not able to consent

1. ...anintervention may only be carried out on a person who does not have the capacity to
consent, for his or her direct benefit.

2. ..

3. Where, according to law, an adult does not have the capacity to consent to an intervention
because of a mental disability, a disease or for similar reasons, the intervention may only be
carried out with the authorisation of his or her representative or an authority or a person or
body provided for by law. The individual concerned shall as far as possible take part in the
authorisation procedure.

Article 8 - Emergency situation

When because of an emergency situation the appropriate consent cannot be obtained, any medically
necessary intervention may be carried out immediately for the benefit of the health of the individual
concerned.

Article 10 — Private life and right to information

1. Everyone has the right to respect for private life in relation to information about his or her
health.

2. Everyone is entitled to know any information collected about his or her health. However,
the wishes of individuals not to be so informed shall be observed.

3. Inexceptional cases, restrictions may be placed by law on the exercise of the rights contained
in paragraph 2 in the interests of the patient.

Chapter IV —Human genome

Chapter V — Scientific research
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Article 15 — General rule

Scientific research in the field of biology and medicine shall be carried out freely, subject to the
provisions of this Convention and the other legal provisions ensuring the protection of the human
being.

Article 16 — Protection of persons undergoing research
Research on a person may only be undertaken if all the following conditions are met:

I. there is no alternative of comparable effectiveness to research on humans;

II. the risks which may be incurred by that person are not disproportionate to the potential
benefits of the research;

III. the research project has been approved by the competent body after independent
examination of its scientific merit, including assessment of the importance of the aim of the
research, and multidisciplinary review of its ethical acceptability;

IV. the persons undergoing research have been informed of their rights and the safeguards
prescribed by law for their protection;

V. thenecessary consent as provided for under Article 5 has been given expressly, specifically
and is documented. Such consent may be freely withdrawn at any time.

Article 17 — Protection of persons not able to consent to research

1. Research on a person without the capacity to consent as stipulated in Article 5 may be
undertaken only if all the following conditions are met:

I. the conditions laid down in Article 16, sub-paragraphs I to IV, are fulfilled;

II. the results of the research have the potential to produce real and direct benefit to
his or her health;

III. research of comparable effectiveness cannot be carried out on individuals capable
of giving consent;

IV. the necessary authorisation provided for under Article 6 has been given specifically
and in writing; and

V. the person concerned does not object.

2. Exceptionally and under the protective conditions prescribed by law, where the research
has not the potential to produce results of direct benefit to the health of the person concerned,
such research may be authorised subject to the conditions laid down in paragraph 1, sub-
paragraphs L, IIL, IV and V above, and to the following additional conditions:

I. theresearch has the aim of contributing, through significant improvement in the
scientific understanding of the individual’s condition, disease or disorder, to the
ultimate attainment of results capable of conferring benefit to the person concerned
or to other persons in the same age category or afflicted with the same disease or
disorder or having the same condition;

II. theresearch entails only minimal risk and minimal burden for the individual concerned.

Article 23 — Infringement of the rights or principles

The Parties shall provide appropriate judicial protection to prevent or to put a stop to an unlawful
infringement of the rights and principles set forth in this Convention at short notice.
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Article 24 — Compensation for undue damage

The person who has suffered undue damage resulting from an intervention is entitled to fair
compensation according to the conditions and procedures prescribed by law.

Article 25 — Sanctions

Parties shall provide for appropriate sanctions to be applied in the event of infringement of the
provisions contained in this Convention.

Article 28 — Public debate

Parties to this Convention shall see to it that the fundamental questions raised by the developments
of biology and medicine are the subject of appropriate public discussion in the light, in particular, of
relevant medical, social, economic, ethical and legal implications, and that their possible application
is made the subject of appropriate consultation.

The consequence of all this is that ethics is being done through the vehicle of patients’ rights; and the
duties of professionals that go with that. We do not have much about patients’ duties. Instead we have
an ethics of rights. Court rooms are not always the best way to resolve disagreements or ethical dilemmas.
Indeed, most of the time most people do not want such a formal mechanism to be used. In terms of
problem-solving, the law is a last resort, but perhaps we can learn to do ethics better by at least
considering the law as an attempt to articulate an ethical framework for us. Perhaps the key idea for
21% century is whether we can develop ethics in the same way that we can develop rights. And in this
respect, the Bioethics Convention is the most important development so far. It represents the current
state of the art and the current level of consensus on the ethical and legal regulation of healthcare service
delivery in Europe.
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ETHICAL DILEMMAS IN LITHUANIAN HEALTH CARE
Irayda Jakusovaite

Professor, head of Department of Philosophy and Social Sciences,
Kaunas University of Medicine, Lithuania

Ifundertaking any health care reform it is important to clarify the ethical problems underlying the
upcoming reform [1-4]. Lithuania as well as other developing countries in Eastern and Central Europe,
has postulated the importance of ethical consideration in health care changes:

the technological revolution;

the rise of participatory democracys;

the partial re-conceptualisation of medicine;

an insistence on distribution justice in the use of health related resources.

The reconceptualisation of medicine and health care as a business, including providers, consumers,
market forces and government regulations has been absorbed more and more into a large organisational
structure. The reversal of poles from sickness to health is accompanied by a shift of primary health care
from individual subject of care to the collective health care system and confronts us with a new kind of
human acting, namely the management of collective systems. The ethical dimension of this acting is very
important. Health management and ethics are both concerned with relationships between people, patients
groups and populations and with human consequences of actions.

Traditionally, ethics concentrates on the problems of right and wrong conduct between individuals.
This traditional approach is not sufficient. Today institutions, not just individuals, practice health care. It
is team based and community oriented, involving multiple professionals, not just medicine. The problem
is how to achieve a better balance between the individual and the collective in health care. It is a
paradox that the patient has to defend his rights against the very complex health care system whose aim
is to help the patient. The health care system presses upon not only the position of the patient but also
the position of physician, and those who provide assistance. In other words, in health care the patient
and the attendant are both prisoners of the same system, two fish in a trap which, because they collide
with the trap’s net, come into collision with each other.

We need to speak about the moral problems of the health care system in the context of individual
(standardise individual action in different practical areas) and social ethics (social institutes, structures,
laws etc. criteria of justice and evaluation).

Ethics can be understood as a problem of systems that can be analysed at three levels:

® micro level (ethics of doctor - patient relationships)
® meso level (cthics of inter-professional relationships),
® macro level (ethics of community health, ethics of health policy).

Only synchronically functioning of these levels can ensure solving the problems in an ethical way.
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For the past 30 years, health care institutions in Lithuania have focused primarily on clinical and not
on organisational or administrative ethics. This approach represents “the cart before the horse”
phenomenon. The dominating tendency is to give prominence to complicated ethical issues. Especially
great attention is paid to death and dying. This is very important, but health care ethics cannot be related
solely to death and dying. Programmes oriented to reforming health care at the end of life are a clear
example that it is impossible to regulate only a part of medical and social practice related to health care
ethics without regulating the whole, embracing all services provided to the patient. Health care ethics
should be concerned with a person’s care before falling ill, during the disease, and after recovery. It
seldom happens that health care specialists analyse data on hospital management processes or practical
clinical activity. However, a case of a mother’s decision to donate her dead son’s organs was given
such prominence (and condemnation on the part of a significant section of the society) as if this case
determined the future of ethics or our moral life. For this reason, it is necessary to pay more attention to
health care management structures and the culture of clinical practice, and to direct health care ethics
towards the issues of organisational activity and the issues of management instead of traditional discussions
and moralizing.

If we are speaking about personal values we need to consider the socio-cultural aspect of the problem.
To change the laws and regulations is much easier than to change the mentality and moral consciousness
of people. We have not been influenced enough by the rationalisation of the social-cultural of life, which
in other countries has endured since long ago and which ensures the legitimising of social, legal and
moral order. Its purpose is functional — to rationally shape morality and to set reasonable, purposeful
and pragmatic limits of norms and principles. A man of our culture does not regard such norms as
moral. The ethic codes of the West that are directly transferred into our country differ in essence from
traditional moral codes — general moral rules applied to certain professions and various spheres of
practical activity. The new codes of ethics have been created according to the type of morals formed by
market relations, and that is why these codes often contradict the ethical paradigm prevailing in our
culture. In Lithuania dominates the notion of morality, which implied something absolute and autonomous
giving orders to people and holding them under control. There is the opinion that morality and pragmatism,
as well as economic and ethics are incompatible. Societies based on rational culture think in a way that
itis not so important to have outward control over a person, on the contrary, man has to be free and the
legality of his personal interests has to be acknowledged; it is much more important to organise
circumstances and situations in such a way that it would be possible and useful for a person to do what
has to be done, and that people would motivate themselves for the behaviour expected by and useful to
society.

It has to be brought to our attention that health care organisations are unique institutions differing
from other social organisations that provide specific services to their clients. In the majority of businesses
the social role of each concerned party can be clearly defined, which makes their (individuals or groups)
influence in the decision-making process quite explicit.
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However, in health care organisations this is difficult to achieve due to the mess in the roles of clients
(patients), customers (employers, the government, insurance, or supervision organisations), and health
care specialists. For this reason, when talking about the peculiarities of business ethics in health care,
the following must be emphasised:

Health care is a specific sort of business, in the sense that those who pay for the services
(an employer, a governmental institution, or an insurance company) are not usually the
users of these services. This means that the most important decisions concerning the
availability and prices of health care are made by those who are more interested in saving
the costs rather than the quality of interventions and their suitability for an individual patient
The patient as a user has limited power to influence the inequality of health care in the state.
The patient cannot be sure that he or she will receive certain treatment even if the necessity
of such treatment is proven.

The tension between the commitments to professional ethics is obvious at the level of
organisation ethics (especially when priority is given to an individual patient) and contractual
commitments in health care organisations (where attention is directed toward the needs of
the groups of patients rather than to individuals). This is a source of conflicts in contemporary
health care organisations. Of equal importance is also the fact that health care specialists,
especially physicians and nurses, have their individual commitments to professional ethics.

Before 1990 the country’s health care system was only a very small part of the USSR ’s centralised
system, so the scope of the changes has been quite significant.

Decentralisation of health care system was provided by separating primary health care (family physician)
secondary health care (narrow field specialists) and tertiary levels of health care system (specialised,
usually university-based, clinics). The development and reformation of primary health care was underlined
as a key factor of a whole health care reform.

Restructuring of the healthcare sector:

Priority to the primary health care sector. The establishment of the family medicine/GP
institution.

Concentration of expensive specialised medical assistance.

Balanced development of the primary, secondary, and tertiary health care sectors.

Six main problems are observed :
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Decentralisation of health care system.

Centralised institutions of secondary health care.
Health management and organisation development.
Quota of reimbursed medicines and services.
Private versus public health care.

Prioritization strategy in health care.



In the period 1995-1997 alot of legislation was adopted, some of which has been of key importance in
that it seeks to establish the legal framework for the health care system. In 1996-1997 the compulsory
health insurance scheme began to be gradually introduced. In May 1996, the Seimas (parliament) adopted
the Health Insurance Law, which provided the establishment of a statutory health insurance scheme, from
1 January 1997. Responsibility for the running costs of health institutions, passed to the new institutional
framework - the State Sickness Fund. This fund and its ten territorial branches became the national
health insurance agency, and its budget was officially separated and made independent from the national
budget. The aim of establishing the State Sickness Fund is the new financial management system.

However, the democratisation process with respect to decision-making in the sector is far from complete.
Despite increasing cooperation between administrators, providers and consumers:

® (Consumers still maintain the weakest position in the bargaining process.

® (County administrations and municipalities do not have enough capacity for planning the
services under their responsibility and are experiencing a lack of authority to enforce their
decisions.

® Municipalities responsible for maintaining and developing their respective health care
infrastructure do not allocate sufficient resources for this purpose.

® [ack of managerial skills and low interest in using professional expertise to make decisions
remain serious obstacles in the reform process.

The National Board of Health encourages:

® the decentralisation and privatisation of the institutions of primary health care;
® the centralisation of the institutions of secondary health care: the integration of hospitals by
reducing their number.

At the same time in-patient help becomes less accessible to the population. For instance, in districts
itis very difficult to explain people why they, though having the mandatory health insurance, cannot get
this or that service they used to get before. This situation raises social problems as well: not every
patient can afford paying for the trip to the needed specialist who works in a higher-level institution in
the district centre or some big city. But the problem is more complex. The restructuring of hospitals is an
inevitable process. In Lithuania, there are as many as 923 hospital beds per 100,000 population,
whereas in other European countries the number is 595, i.e. nearly twice lesser. The priority in the
treatment process should be given to the outpatient sector, which tackles around 60% of health problems
with 20% of the expenditure. The integration of hospitals brings a better quality of services. Sometimes
patients protest against the closing of a hospital, because they don’t understand why this hospital has to
be closed, or are even misled by mass media or physicians who are afraid to lose their job (if, for
instance, only 70 births per year are delivered at a hospital, this hospital is not safe. A hospital is
considered safe if it serves 70.000 people).

Poor management is another key problem in health care. Having improved administration/management,
the needs of patients could be satisfied better at the same expenditure, however the actual administration
of'health care institutions does not meet the patients’ needs. According to the data of different surveys
both physicians and patients unanimously agree that the existing administration of health care institutions
1s inappropriate - more then 20% of respondents claimed they were unhappy about the quality of
treatment, about 30% of respondents were not satisfied with the attention paid and the quality of
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treatment in public health care institutions. While less than 5% of respondents said it was difficult to
register, bad quality of services and not enough attention paid in private health care. About 60% of
patients are not satisfied about the primary health care administration mainly stressing the appointment
system as not appropriate; the employees at the reception desk are rude; the time for the patient’s
examination is insufficient and there is lack of effective distribution of functions. Physicians, on their
own, admit that usually health care institution has not the “team” with clearly distributed responsibilities.
Thus, a physician at the same time fills the papers, and works as a psychologist, social worker, and
service distributor. The majority of physicians and patients pointed out the problem of the shortage of
social workers and their insufficient qualification [11].

Another problem pointed out by both physicians and patients are the quotas of reimbursed medicines
and services. Until 1990, the entire pharmaceutical sector was state —owned. Medicines were subsidised
by the state. In 1991, Lithuania decided to harmonise its standards with those of Western Europe,
which favoured the opening of the Lithuanian market to more expensive, European — Union — produced
drugs. At the same time, it has prohibited cheaper imports from the former USSR and other countries,
as these did not meet European GMP standards. Because of the strong lobbyism of rich manufacturers
of ethical medicines, there are difficult for the generic medicines to take a stronger position within the
market. Drugs are delivered free to the inpatient sector, but the reimbursement system for the drugs
prescribed in the out - patient sector is complicated. To receive the reimbursement of pharmaceutical
costs, patients must meet certain criteria of eligibility. In practice this means that up to 60% of the
population pay the full cost. As the lobbying power of the pharmaceutical industry is great and pharmacies
have little interest in cost — containment, reducing expenditure on pharmaceuticals is likely to be a long
and difficult process. Physicians are now in a paradoxical situation where having more patients and
prescribing more compensated medicines means making the institution sink into debts. Physicians, who
work in primary health care institutions, arrive at a paradoxical conclusion: the best physician is the one
whose patients are healthy and rarely visit the institution; therefore they do not require compensated
medicines and expensive studies. It is not in the interests of the health care institution to have the patients
visit the institution, since the less work you do, the more money is allocated to the institution.

The period of 1993 - 1994 was marked with public debates on the issues of private versus public health
care institutions in Lithuania. The approach of private health care is changing. In the survey conducted in
October 1995, less than 25% of health professionals and politicians stressed the private health provision and
the market in general as being of future importance in planning and resource allocation in Lithuanian health
sector [10]. Since 1996 members of society have been able to freely choose their general practitioners.
When the law of health insurance was submitted their conditions to get the financial support from the
sickness founds and to establish the private institutions of family doctors have appeared, although the
beginning was rather slow. PHARE project, which was running in 1999-2000, has given to the reform
more prompt impulse. In 1999 and 2000 National health board of Lithuania has accepted the resolutions,
which claimed the agreement to decentralise and privatise the institutions of primary health care [12].
Unfortunately, rather fast decentralisation and establishment of private GPs have decreased. The heads
of public health care institutions have felt the competition of private GPs not in advance. Only when the
mostly active and perspective doctors have moved to the private institutions taking patients “together”,
the budgets of institutions have declined significantly, and there were some claiming around saying that
whole health care system is being damaged in this way. The appearance of the elements of market in
health care delivery system was called as chaos. Municipalities still have no willingness to refuse
unnecessary and even destructive role of founder of services provider. All services providers are being
distributed into “homeys” and “strangers”. The boards of municipalities are tending to give the priorities
for public institutions and will never let the private institutions to be established in the more settled areas,
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where the activity of institution would be rather profitable (cost—effective). The main reason, as they’re
claiming, is that there is public institution in this area already. In this way municipality takes the main role
of market regulation. This was found as having very negative consequences for the coming of private
capital into the health sector. It also reduces private initiatives and enterprises, limits citizens’ choices of
health care providers, and this is based and ensured by the certain laws. Because of these reasons
according to representative survey data, 87,7 % of Lithuanian population attends public health care
services and only 12,3 % used to visit private health care clinics or hospitals [ 13]. Most of people who
choose private health care sector have considerably greater incomes comparing with those who choose
public health care sector. Indeed, there is nothing unethical about allowing or even encouraging people
who can manage to buy their own health care, especially if they continue to pay into the public fund. It
is unethical to restrict the person’s free choice to private health care. But as experiences from other
countries show, it is obvious that in the private sector the greatest risk is a limitation in the access to
healthcare. [14-17]. According to Liu Y., Hsiao W.C., Eggleston K., “health is in area of ubiquitous
market failure. In the rush to harness efficiency gains from the market forces, policymakers in
developing and transition economics should not blindly apply marketisation to the health sector.
Successful transition requires a balanced governmental role” [17].

The next cluster of ethical problems concerns the prioritisation strategy in health care [ 18-20]. As M.
Segall claims “privatisation in health care does not lend itself to quick technical fix. It is a complex
process, essentially political and ethical in character, and involves the interplay of a number of
considerations among which are not able those of equity and efficiency” [18].

Equity is an ethical concept, which means that health care resources are allocated according to the
needs, health services are received according to the needs and payment for health services is made
according to the ability to pay. It implies a commitment access, quality and acceptability in health
services for all [19]. Because people are not equal biologically, equity in health cannot mean the total
equality of health, but it can mean the reduction and ultimately elimination of avoidable inequalities in
health.

The first report on health inequalities in Lithuania was published in 1998. Data from mortality register
indicates that education of socioeconomic group and marital status were significant predicting factors of
health inequality. Higher level of education, higher income and urban place of residence were strongly
positively related with self - reported health status and health behaviour, especially for smoking, and
alcohol. Large inequalities in neonatal health according to mother’s level of education and marital status
were discovered. Finally, socioeconomic inequalities were found as having the influence for health care
accessibility, lower socioeconomic status was predicting decreased access to the services. The research
data has resulted in policy formulation addressing health inequalities in Lithuania. Lithuanian Health
Program, adopted in July 1998, set three major objectives aiming at reducing mortality and increasing
the average of life expectancy, ensuring equality in health and health care, and improving the quality of
life.

In many European countries the principal of equity has governed many health services and policy
decisions. Lithuanian Health Program contains the particular target of equity, which states that by the
year 2010 the differences in health and health care between various socioeconomic population groups
should be reduced by 25%. The Parliament adopted a resolution saying that the actions should focus
on ensuring the equal rights of the access to health for all by decreasing health inequalities among the
rural and urban populations, and populations with different education income level and age groups by
active cooperation of state, local self-government institutions and non-governmental organisations. The
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following table presents the indicators of socioeconomic inequalities in health and health frequency of
monitoring sources [21].

When talking about the current problems of health care ethics and patients’ rights, one cannot avoid
the problem of'illegal payments, or bribes in other words. The conception of the bribe becomes more
problematic. The participants of discussions used such terms as “additional payment”, “gratuity”, or
“gift”. According to the Lithuanian Civil Code, the payment, which doesn’t exceed one minimum standard
of living, is not considered to be as a bribe. It looks like people tend to think that the bribe is only an
additional payment to the physician in cash, while cakes, champagne, sweets or coftee (the most popular
forms of gratuity) are not supposed to be bribes. The non - civic practices thriving in health care
(“knowing the right people” and bribery) should be replaced by behaviour models based on normative

acts.

According to the quantitative sociological research “Patients rights in contemporary health care”
done in 2002 by the Bioethics Society and the Centre of Civil Initiative, many physicians think that the
reasons that make people give bribes to physicians are more of psychological nature. Since neither the
physicians nor the patients could indicate a case where physician tells the patient the amount of money
that has to be paid prior to surgery or other service, or where patient does not receive the necessary
assistance because he or she did not pay the physician personally, it is considered that people usually
offer bribes because this makes them to feel more secure [11].

It is obvious that patients do not receive sufficient information about the changes in health care
system of the provision of health care services. Patients do not know which services and in which cases
are free, and for which they have to pay. They fear that they will have to pay additionally for certain
services and, on the other hand, are trying to figure out whether they should give a bribe. There is also
a lack of transparency on the highest levels, where the money of the mandatory health insurance is
distributed. One can hardly find a person who would know how the money from the taxes (including
health care fees) is distributed; in other words, people do not know what they can get for the money
they pay. Corruption manifests itself in the sphere of public purchase and privatisation. Cases of gratuity
to committee members, who can influence the contest results, are also frequent. It is a public secret,
that sometimes pharmacy companies give bribes, when attempting to have a specific medicine registered
or included into the list of the compensated medicines, or when trying to attract the physicians to
prescribe a specific medicine.

Is it possible to defeat corruption in the health care system? Corruption is well-known by-product of
government in rich, poor and the so called developed countries [9]. In Lithuania the State sickness fund
follows the National anti - corruption rules and uses the anti - corruption measures in health care. In
order to defeat the corruption, the main thing for that purpose is to reduce the incentives to give or take
the bribes, and not to strengthen the control mechanism only. It is impossible to eliminate corruption
completely; however, it is necessary to take all the measures to limit its extent. First of all, the corruption
is economical, political and cultural problem. In this context we need to speak about ethical dimensions
of corruption. Ethical principles have not commitment power; they are based on the good will. Therefore,
behaviour models based on normative acts should replace bribery as non — civic practice.
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CONCLUSION

Over the last 30 years Lithuanian health care institutions were focused primarily on individuals and
not enough on the problems of social ethics. There is a need to refocus our attention from the micro
level to the patterns of managing and delivering of care how health care resources should be managed
and how business practices should be conducted. The restructurisation of health care system in Lithuania
should be based on a balance between decentralisation and centralisation, between public and private
sectors in health care. Successful transition requires a balanced governmental role. Today it is obvious
that continuous encouragement to make sacrifices as it is in Lithuania is not enough to make the system
to function well in ethical way. Ethical considerations should be acknowledged in the development of
any process of institutional change and considered regularly as a part of strategic planning, implementation
and evaluation of such changes.
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THE MAIN ETHICAL PRINCIPALS IN HEALTH CARE

Aurelija Blazeviciené

RN, doctoral student in Public Health, Kaunas University of Medicine,
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One of the targets of current health care is to improve public health. This might be achieved by
increasing effectiveness of health care systems, ensuring the quality of services, satisfying the needs of
patients, sharing health care resources proportionally and undertaking equity and justice for all in health
care.

The modern health care professional is not only good physician or nurse. It requires new skills such
as deep understanding of the reasons of illness and healthy life style, familiarity with IT and technologies,
management of patient or community health, team-oriented functioning as well as new competences of
health economics, ethics and law.

Good clinical practice is highly associated with ethical competence to provide a patient with informed
consent, true-telling communication, and confidentiality, to reduce mental and physical torture and to be
able to implement patients’ rights in practice. It is important that moral values such as respect for
person, fairness, trust or compassion would be equally important for health professional and patient.
Therefore, Ethics as discipline and applied ethical principles as practice is an integrated part of modern
health care.

Professor John Ovretveit as well as other researchers emphasizes 4 main ethical principles levels.

Personal level

® Autonomy — the freedom of a person to decide what they will do with their lives, their
bodies and their selves.

® Freedom of Choice — information as well as the power to choose.

® Dignity —all people are equal in dignity, regardless of personal characteristics and their
function in society.

® Confidentiality — an unspoken assumption by a person that the other person will not
disclose what was said or written.

Patient level

® Nonmaleficence —do no harm.

Legal level

® Justice—Merit/”’Desert” principle of justice is that social resources to be allocated to an
individual on their contribution or function in society, in the past, present, future.

® Equality — Horizontal equality: people with equal needs should be treated equally.
Vertical equality: people with different needs should be treated differently in proportion
to the difference of need (unequal).
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Economic level

e Effectiveness—outcome/results
® Benefit—priority being give to that which is of most benefit to the greatest number

Respect for Autonomy

The principle of respect for autonomy underpins the requirement for valid consent to treatment. This
principle acknowledges the right of a person to determine how his or her life should be lived and to
make choices that are consistent with his/her life’s plan. Respect for autonomy is often associated with
deontological theories.

Respect for Autonomy - That is, human beings are free to decide how they live their lives as long
as their decisions do not negatively impact the lives of others. Human beings also have the right to
exercise freedom of thought or choice.

Gerald Dworkin pointed out that the concept of moral autonomy is defined at least in six substantially
different ways in philosophical discourse:

® A person is morally autonomous if and only if he/she is the author of his /her moral
principles, their originator.

® A person is morally autonomous if and only if he/she chooses his/her moral principles.

® A person is morally autonomous if and only if the ultimate authority or source of his/her
moral principles is his/her will.

® A person is morally autonomous if and only if he /she decides which moral principles to
accept as binding upon him/her.

® A person is morally autonomous if and only if he/she bears the responsibility for the
moral theory he/she accepts and the principles he applies.

® A person is morally autonomous if and only if he/she refuses to accept others as moral
authorities, that is, he/she does not accept without independent consideration, the
judgment of others as to what is morally correct.

Autonomy is not all or nothing. Very few of us are able to make fully autonomous choices all the time.
Some of us, in certain situations, will not have the ability to understand and evaluate ¢ options in order
to make a choice. The more complex the choice and the more impaired our ability to understand, the
less we are likely to be able to make an autonomous decision. This has implications for respecting
autonomy in the context of health care, specifically in consent to treatment. First, health professionals
have an obligation to endeavour to enhance autonomy and facilitate the likelihood of a patient being
able to make an autonomous decision. Second, where a patient is unable to make an autonomous
decision, it is the duty of the health professional to act in the patient’s best interests.

Respect for Autonomy supports specific moral rules :

Tell the truth.

Respect the privacy of others.

Protect confidential information.

Obtain consent for interventions with patients.

When asked, help others to make important decisions.
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The Principle of non maleficence

Our interactions with people (within the helping professions or otherwise) should not harm others.
We should not engage in any activities that run the risk of harming others. - Primum non nocere!

The principle of nonmaleficience is recognized in many types of ethical theories, including utilitarian
and non utilitarian writings.

The Principle of Nonmalieficence supports specific moral rules:

Do notkill.

Do not cause pain or suffering to others.
Do not incapacitate others.

Do not cause offence to others.

Do not deprive others or the goods of life.

Health professionals must follow the legal and moral standards. In making services available, physicians
accept the responsibility to observe the standards.

Principles of beneficence
Our actions should actively promote the health and well-being of others.

Morality requires from us not only to treat persons autonomously and refrain from harming them, but
also to contribute to their welfare. Such beneficial action falls under the heading of beneficence .

The health care provider’s obligation to act in the best interest of the patient.

Beneficence and Best Interests

The principle of beneficence highlights the moral importance of doing good to others. When a patient
is unable to make an autonomous choice the health professional has a duty of beneficence. Beneficence
is usually considered to rely on an objective view of what would be best for the patient whereas respect
for autonomy identifies what the patient subjectively considers to be in his/her best interests.

The concept of ‘best interests’ is linked to well-being / beneficence but includes considerations
wider than purely medical risks and benefits such as the religious and cultural interests of the patient.
This implies a duty to discover if possible what the patient would have wanted or what is likely to be
appropriate in the context of this patient’s particular life. Thus respecting the patient as an individual
person (or respecting his/her autonomy) is an intrinsic part of the process of determining best interests.

There is generally no conflict between beneficence and the principle of respect for autonomy - most
patients would choose the course of treatment that is objectively considered to be in his/her best interests.
However difficulties arise where the view of a competent adult patient as to what is in his/her best interests
conflicts with medical opinion - for example where a Jehovah’s Witness patient refuses treatment using
blood products. The principle of respect for patient autonomy overrides the principle of beneficence.
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The Principle of Beneficence supports specific moral rules

Protect and defend the rights of others.

Prevent harm from occurring to others.

Remove conditions that will cause harm to others.
Help persons with disabilities.

Rescue persons in danger.

Just distribution

Inequalities in access to health care and health insurance, combined with dramatic increases in the
costs of care, have fuelled debates about social justice in Lithuania and in many others countries.

The rules of distributive Justice are the following ones :

To each an equal share.

To each according to needs.

To each according to effort.

To each according to societal contribution.
To each according to merit.

Theories of Just Distribution

There are different theories describing Just Distribution.

Utilitarian —

® Greatest good for all concerned.
® Aspire to equal distribution of benefits and burdens.

Egalitarian — Everyone gets equal shares.
® Process is more important than outcome.

Libertarian —

® Individuals live as they choose; they should be free from interference by others and state.
® [ocke’s Theory of Property Rights - one owns property created or consensually
acquired. Taxation and non-consensual redistribution are unjust.

Rawlsian -

® Develop principles of justice in the original position behind “veil of ignorance”.
® Each member has maximum liberty.
® Everyone chooses rules that maximise the minimum he/she receives.
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Pluralistic -

® No proper way to distribute.
e Fitthe situation - need, merit, social utility, ability to pay, or compromise.

Development levels

Employment of these principles in practice depends very much on the individuals’ moral development
level. Kolberg identifies three levels:

Pre conventional level

® Egocentric deference to a superior power.
® Obedience and punishment orientation.
® Rightaction is instrumentally satisfying.

Conventional

® Conforming to stereotyped cultural images.
® Orientation to support authority and social order.

Post conventional

® Orientation on social contracts and interpersonal commitments
® Appealing to ethical universality. Orientation on conscience and principles.

Conclusion

To conclude, I have just introduced the key ethical principles of people operating in the health care
system. I think that these principles should and must be observed in any area of human activity.
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CASE STUDIES:

SUMMARY OF THE GROUP WORK

Participants of the 5 workgroups came from different professional backgrounds: doctors, nurses,
managers, sociologists, social workers. Participants work both in hospitals and as teachers, so they
have had contact with ethical questions both in the hospital environment and in the academic field.

The groups agreed to organise the arguments that could be put forward both in favour and against
the blood transfusion, in a case where there are doubts whether or not the patient is able to give an
informed consent.

A discussion in the group
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CASE STUDY ONE

SHOULD A BLOOD TRANSFUSION BE GIVEN TO A PATIENT WHO REFUSES TO CONSENT

TO THE TREATMENT, IF THAT IS NECESSARY TO SAVE THE LIFE OF THE PATIENT?

THE CASE

Petra has been admitted to the emergency ward of her local hospital following a road traffic
accident.

Although Petra was in pain, barely conscious, and was loosing blood, she explained to the treat-
ment team that her religion forbids her from accepting a blood transfusion.

This was also explained forcibly to the team by Petra’s husband, Ernst. Ernst is a life-long
Jehovah’s Witness; Petra became a follower of that Faith on her marriage to Ernst two months
ago.

The doctor in charge of Petra’s treatment explained that she needed a transfusion as a matter of
urgency, and told Petra that she would die without one. Petra then lost consciousness. Ernst re-
mains strongly of the view that no transfusion of blood should be given.

34

The Question

Will it be appropriate for Petra to be given a blood transfusion?

Material provided

® (. Extracts from European Convention on Human Rights

® (2. Extracts from the Lithuanian Law on the Rights of Patients and Compensation for
Damage to their Health (October 3, 1996 No [ - 1562)

® (3. Extracts from the European Convention for the Protection of Human Rights and Dignity
of the Human Being with regard to the Application of Biology and Medicine: Convention
on Human Rights and Biomedicine

® (4. Extracts from the Explanatory Report on the Convention on Human Rights and
Biomedicine

® (5. Reports of recent French Law on this Question

® (6 Extracts from the judgment of the court in the English Case of Re T (1992)
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Tablel. Summary of the group work on the case study one

In favour of providing the treatment

Group A

Group B

Group C

Group D

Group E

Lack of timeto decide based on
ethical committee's advice

Emergency case

Ethical obligation to save a patient’s
life

Protecting the health professonds
againg possible reaction in court if
the treatment is not provided

The patient didn’t have the chance to
afree and informed consent because
there was no time to obtain it.

Itisn't clear who the legd
representative of the patient is. It may
not be her hushand, as thereis no
lega document stating it.

The first duty of a physician is to
save life (Hippocratic Oath)

Physicians know what is best for
patients....paternalism

Lega = Bioethics Convention (Article
8 - Emergency dtuations/ 56)

She was not completely free when
she made her decision (we don’t
know if she was under undue
influence and / or completely
understood all the implications)

Cultural context

Primacy of the human being and right
to life.

The Ethical Code: doctors must be
certain about patients’ wishes. In case
of doubt they must act by ethical
principles, and always in the best
interest for the patient.

Emergency case (lack of time to be
certain about the patient wishes).

The main relation is with the patient
Socia argument

She's not completely free when she
made her decision, because of the
constant presence of the husband, who
isaJehovah’sWitnessfor alongtime.

There was no document.

Legally aspects

The duty of physician (Hippocratic
Oath)

Socioculture aspects

Petra has been suffered pain, was
hardly conscious and unable to
predict the outcomes of her health
status.

Short religious experience and
possible lack of confidence about
faith yet.

The pressure from the husband
Ernest, who was against blood
transfusion too strong.

The opinion of Petra's parents and
relatives is unknown.

Against providing the treatment

Possible aternatives to blood
transfusion\other treatments

Protecting the health professionals
against possible reaction in court if
the treatment is provided against
patient’s will

Freedom of religion The patient
expressed her will

Freedom and respect for religion

Avoiding conflicts liféreligious
beliefs, in the patients life

Deontologica (Hippocratic Oath —
Wishes of Patient/respect for
autonomy)

Legal = Bioethics convention
(Article 5 - General Ruleand 9 -
previously expressed wishes)

Lithuanian Law (Article 8- theright
to refuse treatment /family decide if
patient incapacitated)

European Convention on Human
Rights (Article 14 — No
discrimination on any ground such
asreligion etc)

The principles of the biomedical
ethics - Respect for autonomy

a Jehovah's Witness.

The transfusion could be considerer
a“...degrading treatment...”.

The right to refuse treatment.

The rules for ethical thought —
veracity and fidelity

thedoctors must tell the truth to their
patients, and must respect the
patient’s rights and wishes.

Legally aspects — freedom of
religion

One doctor not always could make a
decision what is the best for the
patient in situation like Petra’'s. May
be that blood transfusion is not
necessary for surviving.

If Petra would survive after blood
transfusion shewould suffer because
of feeling of sinful.

Petra could lose her beloved Ernest
after the blood transfusion.
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Tablel. Summary of the group work on the case study one (con’t.)

Against providing the treatment

Group A Group B Group C Group D Group E
In some cases, patients recover Patient wish:
against medical advice “The previously expressed wishes
Patient made a decision to change relating to amedical intervention by
religion on marriage (decision a patient who is not, at the time of
made by adult individual whose theintervention, in astate to express
wishes must be respected) his or her wishes shall be taken into
account.
By the French, Danish, Polish and
Portuguese Law, the patient’s
wishes must be respected.
Decision
Group A Group B Group C Group D Group E
The group agreed the patients To say NO should be the best way | In this case it's a negative act/ an | 90 percent team members , for* The blood transfusion should be

should get this treatment,
considering that in all the
arguments presented, there are more
arguments but not a consensus of
the whole group

to respect the dignity and the
autonomy of Petra, and we think
this would be the better decision
BUT the group is unsure of:

- Public reaction our decision and
media interpretation

- The support that the physician
should receive from colleagues,
authorities etc

- Legal grounds/ athough
European law seems clear (because
of the possibility of different
interpretations of law)

omission: “Letting die”.

Professional vs patient interest.

transfusion blood and 10 present

., agal n*

done for Petra, because the most
important is life. Without life
human existence is not possible so
no religion in that case is
necessary. Then, desire of
physicians to safe the life of Petra
is natural and humane.
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Tablel. Summary of the group work on the case study one (con’t.)

Proposals

Group A

Group B

Group C

Group D

Group E

Obtain patient’s informed consent
through other means than writing,
using medical protocols to deal with
these situations, and promoting
discussions among health care
professionals to raise awareness of
these cases.

To promote public discussion in
newspapers, TV, radio...about these
topics

To facilitate debate between
religious groups and healthcare
professional groups (ethics
committees)

To inform public opinion and
patients about their rights

Special teaching of professionalsin
bioethics and law.

Analyse the public opinion.
Professional support for the doctors.
Lega security for the professionals.
Promotion of public debates.

To clarify medical protocols to dedl
with the emerging situations.

To train professionals in bioethics
and legal aspects of clinical
decision-making.

To establish Ethics committeesin the
health care institutions, in which
would

participate the specialists from
different specialties. physicians,
nurses, social workers,
psychologists, philosophers and
even, if necessary, priests.




CASE STUDY TWO

IS THERE AN ENFORCEABLE RIGHT TO MEDICAL TREATMENT?

THE CASE

Beatrice is ten years old. When she was eight, she had been diagnosed with non-Hodgkins lym-
phoma with common acute lymphoblastic leukaemia. She was treated, initially successfully, with
chemotherapy followed by a bone marrow transplant. Some time later Beatrice became ill again, the
diagnosis this time being acute myeloid leukaemia. Again she was treated, and seemingly success-
fully. Then she suffered a further relapse of acute myeloid leukaemia. Her family demand that she
be treated. The necessary treatment is another course of chemotherapy, costing 25,000 Euros,
followed by a second bone marrow transplant costing 75,000 Euros, if the chemotherapy proves
successful.

Her doctors and the health authorities refuse to offer the treatment, for three reasons. First, it is
decided that this is not a good use of resources: the money could be better spent on other patients.
Secondly, Beatrice’s doctors feel that the treatment is unlikely to be successful: the success rate for
the treatment in this situation is judged at no more than 10 per cent. Finally, the treatment is highly
invasive (hard) and the doctors feel that Beatrice should not have to undergo it if there is no prospect
for success.

The doctors and health authorities offer the family palliative care for Beatrice. The family cannot
accept this and again demand that Beatrice be treated.
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THE QUESTION

Do Beatrice and her family have a legally enforceable right
to the treatment they ask for? Should there be such a right?

Material provided

® (1. Republic of Lithuania Law on the Rights of Patients and Compensation for Damage to

their Health (October 3, 1996 No I - 1562) (SELECTED ARTICLES)
® (2. European Convention on Human Rights (SELECTED ARTICLES)

® (3. Council of Europe Convention for the Protection of Human Rights and Dignity of the
Human Being with regard to the Application of Biology and Medicine: Convention on

Human Rights and Biomedicine, 1997, (SELECTED ARTICLES)
® (4. Council of Europe, Explanatory Report on the Bioethics Convention
® (5. Other Relevant International Law Provisions
® (6. The English case of R v Cambridgeshire Health Authority, ex parte B (Child B) [1995]
2 AIIER 129
® (7. World Medical Association International Code of Medical Ethics
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Table2. Summary of the group work on the case study two

In favour of providing the treatment

Group A

Group B

Group C

Group D

Group E

There is a 10% chance of success in
this case, which is high in oncology.

Medical and ethical codes state that a
doctor’'s mission - save life.

The patient and the family’s
psychological suffering from not
getting the treatment would be higher
than the patient’s physical suffering
from the invasive treatment.

A primacy of the human being and
professional standards must be
followed by doctors and other health
professionals.

The rights of patients may not be
restricted because of social status.

Patients must be accorded qualified
hedlth care.

In the event that limited treatment
possihilities the treatment selected by
the physician must be medically sound
and non-discriminatory towards other
patients (...)”; which points out to a
medical decision.

A primacy of thehuman being and that
professional standards must be
followed by doctors and other health.

Patient is free to choose.

Qutcome of illness/treatment cannot
be predicted.

Hippocratic Oath - Duty to do the
best for patient.

We haveto do everything for achild.

Beatrice has no capacity to decide
(10 years). The parents should be
able to make decision in her best
interest.

Money cannot be the only basis not
continuing treatment.

Lithuanian Law (The Right to

Healthcare)
(The Right

Healthcare)

to Accessible
Bioethics Convention (Primacy of
the Human being)

ECHR (Everyone'sright to life shall
be protected by law )

Deontologica Hippocratic Oath)

If the treatments exists she has the
right to have it

a) Lithuanian Law, “The rights of
patientsmay not berestricted in health
care ingtitutions because of ...".

b) Lithuanian Law, “Patients must
be accorded qualified headth care...”

¢) Lithuanian Law, “Patients shall
have the right to be cared for...”

d) Lithuanian Law, “The required
medical assistance must be provided
for the patient without delay ...”

€) ECHR, “Everyone's right to life
shdll be protected by law...”

f)ECHR, “Everyone hastheright to
respect for his private ..."

0) CHRBIO, “ Theinterest and welfare
of thehuman being shall prevail over
the sole interest of society or
science.”

h) Universal Declaration of Human
Rights

i) International Covenant on
Economic, Social and Cultural
Rights

j) Charter of Fundamental Rights of
the European Union

Hippocratic Oath (beneficence).
Convention for Human right

WHO document Health XXI — equal
health care.

The Europe social charter.
Principle of Justice distribution.

The Ethics Codes.

Ten percent of surviving in this situ-
aionisalot.

The physician and health care
institution not always could decide
about the percentage of surviving of
the patient, even more, when the
patient is a child.

Beatrice and her family will be
traumatized and will not be confident
with hedlth care system anymore.
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Table2. Summary of the group work on the case study two (con’t.)

In favour of providing the treatment

Group A

Group B

Group C

Group D

Group E

k) European Socia Charter

[YWorld Medical Association
International Code of Medical Ethics

m)Court decisions on the
Commonwealth Countries

Against providing the treatment

The invasive nature of the treatment
and the pain it causes.

The alternative of palliative care,
which can beoffered for aless painful
death, both physically and

psychologically.
The right to die with dignity.

No one shall be subjected to (...)
inhuman or degrading treatment.

There is a right to equitable access
to health care which takes into
account “health needs and available
resources’.

WEe're spending too much money in
a treatment that we're not sure if it
will be successful.

10% chances of successful treatment
are not high enough.

The child will suffer a lot of pain
with little chance of a successful
result.

Quality of lifeismoreimportant than
quantity of life.

Thereisaright to diein dignity.

Bioethics convention (Equitable
access to health care) takes account
of availableresources.

Lithuanian Law (Right to careandto
die with dignity).

Lithuanian Law (Where there is
limited treatment
possibilities........ treatment selected
must be medically sound/non-
discriminatory).

Beatrice don’t have the right to the
treatment)

a) Lithuanian Law, “Patients shall
havetheright ... to diewith dignity”.

b) ECHR, “No one shall be subjected
to ... degrading treatment ...”

¢)HRBIo: Equitable access to health
care

d)CHRBI0: Professiona standards

Utillitarizm Libertarizm

The resources for treatment of the
patients with better prognosis could
be not enough.

Severe treatment for Beatrice could
be too complicated, so professional
palliative care could prolong her life
for alonger period.

Not successful treatment of Beatrice
would hitch her and her parents to
psychological suffering.
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Table2. Summary of the group work on the case study two (con’t.)

Decision
Group A Group B Group C Group D Group E
In Lithuania health comes first and | Hippocratic Oath Quality of lifeor lifeat any price? | 25 precent team members “for” | The treatment to Beatrice should be
costs come last, so the treatment | YES: 50% treatment, 70 percent “for” | givenand should bethe right which
should be given to the patient. NO: 50% | Individua vs Society. treatment and 5 percent — didn’t | would enable Beatrice to treatment.

Aslong asthereisachance for cure
one should try it, because patients
have the right to be treated.

have any opinion about this
situation.

The decision should be made by
consillium of physicians and Ethics
committee.

Proposals

Group A

Group B

Group C

Group D

Group E

Multiprofessional teams in every
hospital and health care ingtitution
to decide on these ethical dilemmas.

Each country should have national
guidelines, or good practices, to deal
with ethical cases like this one.

Doctors may feel guilty for not
offering etiological care, but they
can offer symptoms care, which is
palliative care.

Thisis a case of equity and that in
Lithuania there could be a lack of
public funds for this treatment, but
even in other countries where there
could be public fundsfor it an ethics
committee would have to decide on
it, in amultidisciplinary team.

Family should have received support
prior to the third treatment / the last
treatment - emotional, psychological,
spiritual, practical support.

All parties should be involved in the
decision making processincluding the
medical team members such as
physicians, nurses, psychologists,
social workers etc along with the
parents.

The medical professionals have to
clearly inform the parents about the
process including both, positive and
negative aspects. (This enables the
parents to communicate with their
daughter more effectively).

Professionals have to be trained in
communication skills and handling.
clinical interviews.

If we say “no” we must be able to
offer good palliative care..

Need for ethics committees.

Health professionals should be
involved in collective decision
making process (policy making).

Network for alternative funding.

Create guidelines for the decision in
these situations.

Ethical committees to support the
discussion for the priorities on
spending more.

Physicians training in ethical
behaviour.

Support the families in these
situations.

Development of skills for
communication (therapeutic/non-
therapeutic) for future doctors and
other medical staff.

Involvement of ethical committeesin
decision making process.

Interdisciplinary health care service
and sharing of responsibility between
medical staff, parents, patient, others.

Development of palliative care in
Lithuania, that is slow in legal
validation.

To organize meetings and discuss
about similar situations, which
happens in medical practice, to
organi ze continuous education of the
staff, to observe that Ethics
committees in the health care
institution would work faultless.

Qualified health care system
employees should participate in the
procedures of state budgeting and to
influence on minimizing motives of
profit in solving problems of the
patients'.




What Have We Learnt?
by Ralph Sandland

Ethical Codes give us frameworks but not answers

Law gives us frameworks but not necessarily answers

Law and ethics only work easily in easy cases

Law and ethics can always be used to support both sides of an argument (although
sometimes one side of the argument is stronger than the other)

Law deals in rights

® Some of these rights are negative (case study number one)
® Some of these rights are positive (case study number two)
® Negative rights are easier to enforce than positive rights

Cultural Differences lead to different answers to the same problem
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Comments on work undertaken in the case studies

Case study number one

Advice from ethical committees required in this situation (but how would this work in an
emergency?)

Medical professionals of the same religion (background) as the patient would be a good
idea

Public discussion should be encouraged

Medical professionals should debate the correct approach to religious freedoms
Professionals need training for dealing with this type of situation

Case study number two

Professionals and families need support (psychological, emotional, practical, spiritual) in
this type of situation

Responses should be multi-disciplinary

Professionals need to be able to explain the situation (pros and cons of acting or not
acting) to parents (and possibly to the child)

Professionals therefore need training in communication skills, to be able to do this
Good quality palliative care is essential

Again, ethical committees should have a greater role

Professionals should be involved at the level of policy, as well as in specific cases
Networks for alternative sources of funding should be explored

Professionals need ethical training

Professionals need training in interviewing skills

Healthcare needs more funding (although however much we spend, it will never be

enough)
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C3. Council of Europe Convention for the Protection of Human Rights and Dignity of
the Human Being with regard to the Application of Biology and Medicine: Convention
on Human Rights and Biomedicine, 1997, (SELECTED ARTICLES)

Article 1 — Purpose and object

Parties to this Convention shall protect the dignity and identity of all human beings and guarantee everyone,
without discrimination, respect for their integrity and other rights and fundamental freedoms with regard to
the application of biology and medicine.

Article 2 — Primacy of the human being

The interests and welfare of the human being shall prevail over the sole interest of society or science.

Article 4 — Professional standards
Any intervention in the health field, including research, must be carried out in accordance with relevant
professional obligations and standards.

Article 5 — General rule

An intervention in the health field may only be carried out after the person concerned has given free and
informed consent to it.

This person shall beforehand be given appropriate information as to the purpose and nature of the
intervention as well as on its consequences and risks.

The person concerned may freely withdraw consent at any time.

Article 6 — Protection of persons not able to consent

1. []...an intervention may only be carried out on a person who does not have the capacity to consent,
for his or her direct benefit.

2. Where, according to law, an adult does not have the capacity to consent to an intervention because
of a mental disability, a disease or for similar reasons, the intervention may only be carried out with
the authorisation of his or her representative or an authority or a person or body provided for by
law.

The individual concerned shall as far as possible take part in the authorisation procedure.

3. The representative, the authority, the person or the body mentioned in paragraphs 2 and 3 above
shall be given, under the same conditions, the information referred to in Article 5.

4. The authorisation referred to in paragraphs 2 and 3 above may be withdrawn at any time in the best
interests of the person concerned.

Article 8 — Emergency situation

When because of an emergency situation the appropriate consent cannot be obtained, any medically
necessary intervention may be carried out immediately for the benefit of the health of the individual
concerned.

Article 9 — Previously expressed wishes
The previously expressed wishes relating to a medical intervention by a patient who is not, at the time of the
intervention, in a state to express his or her wishes shall be taken into account.

Article 26 — Restrictions on the exercise of the rights contained in this Convention

No restrictions shall be placed on the exercise of the rights and protective provisions contained in this
Convention other than such as are prescribed by law and are necessary in a democratic society in the interest
of public safety, for the prevention of crime, for the protection of public health or for the protection of the
rights and freedoms of others.




Version for facilitators

C4. Council of Europe, EXPLANATORY REPORT ON THE BIOETHICS CONVENTION (selected
passages)

Article 4 — Professional standards

28. This article applies to doctors and health care professionals generally, including psychologists whose
interactions with patients in clinical and research settings can have profound effects and social workers who are
members of teams involved in the decision making process or in the carrying out of interventions. The term
"intervention" must be understood here in a broad sense; it covers all medical acts, in particular interventions
performed for the purpose of preventive care, diagnosis, treatment or rehabilitation or in a research context.

30. All interventions must be performed in accordance with the law in general, as supplemented and developed
by professional rules. In some countries these rules take the form of professional codes of ethics (drawn up by
the State or by the profession), in others codes of medical conduct, health legislation, medical ethics or any
other means of guaranteeing the rights and interests of the patient, and which may take account of any right of
conscientious objection by health care professionals. The Article covers both written and unwritten rules. When
there is a contradiction between different rules, the law provides the means of resolving the conflict.

31. The content of professional standards, obligations and rules of conduct is not identical in all countries. The
same medical duties may vary slightly from one society to another. However, the fundamental principles of the
practice of medicine apply in all countries. Doctors and, in general, all professionals who participate in a
medical act are subject to legal and ethical imperatives. They must act with care and competence, and pay
careful attention to the needs of each patient.

Article 5 — General rule

34. This article deals with consent and affirms at the international level an already well-established rule, that is
that no one may in principle be forced to undergo an intervention without his or her consent. Human beings
must therefore be able freely to give or refuse their consent to any intervention involving their person. This rule
makes clear patients' autonomy in their relationship with health care professionals and restrains the paternalist
approaches which might ignore the wish of the patient. The word "intervention" is understood in its widest
sense, as in Article 4 — that is to say, it covers all medical acts, in particular interventions performed for the
purpose of preventive care, diagnosis, treatment, rehabilitation or research.

35. The patient's consent is considered to be free and informed if it is given on the basis of objective
information from the responsible health care professional as to the nature and the potential consequences of the
planned intervention or of its alternatives, in the absence of any pressure from anyone. Article 5, paragraph 2,
mentions the most important aspects of the information which should precede the intervention but it is not an
exhaustive list: informed consent may imply, according to the circumstances, additional elements. In order for
their consent to be valid the persons in question must have been informed about the relevant facts regarding the
intervention being contemplated. This information must include the purpose, nature and consequences of the
intervention and the risks involved. Information on the risks involved in the intervention or in alternative
courses of action must cover not only the risks inherent in the type of intervention contemplated, but also any
risks related to the individual characteristics of each patient, such as age or the existence of other pathologies.
Requests for additional information made by patients must be adequately answered.

36. Moreover, this information must be sufficiently clear and suitably worded for the person who is to undergo
the intervention. The patient must be put in a position, through the use of terms he or she can understand, to
weigh up the necessity or usefulness of the aim and methods of the intervention against its risks and the
discomfort or pain it will cause.

37. Consent may take various forms. It may be express or implied. Express consent may be either verbal or
written. Article 5, which is general and covers very different situations, does not require any particular form.
The latter will largely depend on the nature of the intervention. It is agreed that express consent would be
inappropriate as regards many routine medical acts. The consent is therefore often implicit, as long as the
person concerned is sufficiently informed. In some cases, however, for example invasive diagnostic acts or
treatments, express consent may be required.

38. Freedom of consent implies that consent may be withdrawn at any time and that the decision of the person
concerned shall be respected once he or she has been fully informed of the consequences. However, this
principle does not mean, for example, that the withdrawal of a patient's consent during an operation should
always be followed. Professional standards and obligations as well as rules of conduct which apply in such
cases under Article 4 may oblige the doctor to continue with the operation so as to avoid seriously endangering
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the health of the patient.

39. Furthermore, Article 26 of the Convention, as well as Article 6 concerning protection of persons not able to
consent, Article 7 concerning protection of persons who have mental disorders and Article 8 concerning
emergency situations, define the instances in which the exercise of the rights contained in the Convention and
hence the need for consent may be limited.

Article 6 — Protection of persons not able to consent

41. Some individuals may not be able to give full and valid consent to an intervention due to either their age
(minors) or their mental incapacity. It is therefore necessary to specify the conditions under which an
intervention may be carried out on these people in order to ensure their protection.

42. The incapacity to consent referred to in this article must be understood in the context of a given
intervention. However, account has been taken of the diversity of legal systems in Europe: in some countries the
patient's capacity to consent must be verified for each intervention taken individually, while in others the system
is based on the institution of legal incapacitation, whereby a person may be declared incapable of consenting to
one or several types of act. Since the purpose of the Convention is not to introduce a single system for the whole
of Europe but to protect persons who are not able to give their consent, the reference in the text to domestic law
seems necessary: it is for domestic law in each country to determine, in its own way, whether or not persons are
capable of consenting to an intervention and taking account of the need to deprive persons of their capacity for
autonomy only where it is necessary in their best interests.

43. However, in order to protect the fundamental rights of the human being, and in particular to avoid the
application of discriminatory criteria, paragraph 3 lists the reasons why an adult may be considered incapable of
consenting under domestic law, namely a mental disability, a disease or similar reasons. The term "similar
reasons" refers to such situations as accidents or states of coma, for example, where the patient is unable to
formulate his or her wishes or to communicate them (see also paragraph 57 below on emergency situations). If
adults have been declared incapable but at a certain time do not suffer from a reduced mental capacity (for
example because their illness improves favourably), they must, according to Article 5, themselves consent.

44. Whenever a person is acknowledged to be incapable of giving consent, the Convention establishes the
principle of protection whereby, according to paragraph 1, the intervention must be for the direct benefit of the
person.

46. Furthermore, the participation of adults not able to consent in decisions must not be totally ruled out. This
idea is reflected in the obligation to involve the adult in the authorisation procedure whenever possible. Thus, it
will be necessary to explain to them the significance and circumstances of the intervention and then obtain their
opinion.

47. Paragraph 4 of this article draws a parallel with Article 5 concerning consent in general, stating that the
person or body whose authorisation is required for the intervention to take place must be given adequate
information about the consequences and risks involved.

48. According to paragraph 5, the person or body concerned may withdraw their authorisation at any time,
provided that this is done in the interest of the person not able to consent. The first duty of doctors or other
health care professionals is to their patient and it is also part of the professional standard (Article 4) to act in the
interest of the patient. It is, in fact, a duty of the doctor to protect the patient against decisions taken by a person
or body whose authorisation is required, which are not in the interest of the patient; in this respect, national law
should provide adequate recourse procedures. The subordination of consent (or its withdrawal) to the interest of
the patient is in keeping with the objective of protecting the person. While a person capable of giving consent to
an intervention has the right to withdraw that consent freely, even if this appears to be contrary to the person's
interest, the same right must not apply to an authorisation given for an intervention on another person, which
should be retractable only if this is in the interest of that third party person.

Article 8 (Emergency situations).

...The article is concerned only with the risk to the patient's own health... On the one hand, therefore, the article
protects the person's health (in so far as treatment of the mental disorder without consent is allowed when
failure to administer the treatment would seriously harm the person's health), and on the other hand it protects
their autonomy (since treatment without consent is prohibited when failure to administer the treatment
represents no serious risk to the person's health).

55. ...Protective conditions laid down in national law must be observed. The article specifies that these
conditions must include appropriate supervisory, control and appeal procedures, such as mediation by a judicial
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authority. This requirement is understandable in view of the fact that it will be possible for an intervention to be
carried out on a person who has not consented to it; it is therefore necessary to provide an arrangement for
adequately protecting the rights of that person.

56. In emergencies, doctors may be faced with a conflict of duties between their obligations to provide care and
seek the patient's consent. This article allows the practitioner to act immediately in such situations without
waiting until the consent of the patient or the authorisation of the legal representative where appropriate can be
given. As it departs from the general rule laid down in Articles 5 and 6, it is accompanied by conditions.

57. First, this possibility is restricted to emergencies which prevent the practitioner from obtaining the
appropriate consent. The article applies both to persons who are capable and to persons who are unable either de
Jjure or de facto to give consent. An example that might be put forward is that of a patient in a coma who is thus
unable to give his consent (see also paragraph 43 above), or that of a doctor who is unable to contact an
incapacitated person's legal representative who would normally have to authorise an urgent intervention. Even
in emergency situations, however, health care professionals must make every reasonable effort to determine
what the patient would want.

58. Next, the possibility is limited solely to medically necessary interventions which can not be delayed.
Interventions for which a delay is acceptable are excluded. However, this possibility is not reserved for life-
saving interventions.

59. Lastly, the article specifies that the intervention must be carried out for the immediate benefit of the
individual concerned.

Article 9 — Previously expressed wishes

60. Whereas Article 8 obviates the need for consent in emergencies, this article is designed to cover cases where
persons capable of understanding have previously expressed their consent (that is either assent or refusal) with
regard to foreseeable situations where they would not be in a position to express an opinion about the
intervention.

61 The article therefore covers not only the emergencies referred to in Article 8 but also situations where
individuals have foreseen that they might be unable to give their valid consent, for example in the event of a
progressive disease such as senile dementia.

62. The article lays down that when persons have previously expressed their wishes, these shall be taken into
account. Nevertheless, taking previously expressed wishes into account does not mean that they should
necessarily be followed. For example, when the wishes were expressed a long time before the intervention and
science has since progressed, there may be grounds for not heeding the patient's opinion. The practitioner
should thus, as far as possible, be satisfied that the wishes of the patient apply to the present situation and are
still valid, taking account in particular of technical progress in medicine.

Article 26 — Restrictions on the exercise of rights

148. This article lists the only possible exceptions to the rights and protective provisions contained in all the
provisions of the Convention, without prejudice to any specific restrictions which this or that Article may
involve.

155. The protection of the patient's health is not mentioned in this paragraph as one of the factors justifying an
exception to the provisions of the Convention as a whole. In order to clarify its scope, it seemed preferable to
define this exception in each of the provisions expressly alluding to it. Article 7, for example, specifies the
conditions on which individuals suffering from mental disorders may, without their consent, be given treatment
if their health might seriously suffer otherwise.
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C5. THE RECENT HISTORY OF THE ISSUE IN FRANCE

The questions of whether it is lawful and ethical to give a blood transfusion to a Jehovah’s Witness who refuses to
consent to the treatment has been the subject of much legal activity in France. In the first case, that of Mrs X, the
Conseil d’Etat decided that a transfusion could lawfully be given:

C5.1 The case of Mrs X (acting on behalf of her husband) (Conseil d’Etat, October 2001)

Mr. X, who was then 44 years old, was admitted to the Surgical Centre of Western Paris at La Garenne Colombes
on 2 January 1991 suffering from an acute renal failure, and was then transferred to another hospital in Paris on 22
January following a worsening of his condition. At that point Mr. X in writing declared that as a Jehovah's Witness
he refused to be given any blood products, even if this treatment would be the only way of saving his life. He
repeated that statement orally on at least one further occasion. Despite this, blood transfusions were given to him
following the appearance of serious anaemia.

Eventually the case was heard by the Conseil d’Etat. The Court examined various relevant European and French
legal and ethical documents (the European Convention for the Preservation of Human Rights and Basic Liberties;
the French public health code, and others), but decided that the most relevant document was Article 16-3 of the
Code Civil (Civil Code), which states that: "No infringement may be caused to the integrity of the human body
save in a case of therapeutic necessity for the person. The consent of the party concerned must be obtained
beforehand save where the patient's condition necessitates a therapeutic intervention to which there is no question
of consenting”

The Court concluded:

“Considering that, in view of the extreme situation of Mr. X, the doctors who cared for him decided, with the sole
objective of saving his life, to carry out an act which was essential for his survival and appropriate for his
condition; under these conditions, and whatever their obligation to respect his wishes based on his religious
convictions, they did not commit a fault whose nature engaged the responsibility of the hospital authorities”.

The transfusion was therefore decided to be lawful.

The Government of France reacted to this decision by making an addition to the French Code de la sante publique
(Public Health Code), which pointed to a different conclusion:

C5.2 The law of 4 March 2002 concerning the rights of patients and the quality of the health system

Article L 1111-4 of the Code de la sante publique now states that:

"Every person takes his or her own decisions concerning his or her health with the health professional, and having
taken account of the information and recommendations provided to him or her, The doctor must respect the wishes
of the person after having informed him of the consequences of his choice. If the person's wish to refuse or
interrupt a treatment endangers his life, the doctor must do everything possible to persuade him to accept the
necessary minimum care. No medical act or treatment may be carried out without the free and informed consent of
the person and this consent may be withdrawn at any time”

But it was not long before another case came before the Conseil d’Etat. Would the court follow the new Article L
1111-4 of the Code de la sante’ publique? The answer, it seems was “no”. Again, the Court decided that it was

lawful to give a blood transfusion despute the refusal of the paitent to consent:
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C5.3 The case of Mme. V.F. and Mme. LF. (Conseil d’Etat 16 August 2002)

Mme. V.F. was admitted on 28 July 2002 into the post-operative intensive care service of the Hospital Centre of St.
Etienne. She had already stated both orally and subsequently in writing that, by reason of her beliefs as a Jehovah's
Witness, she refused, whatever the circumstances, the administration of any blood product. The doctors of the
Hospital Centre, considering that recourse to a blood transfusion was essential to save the life of the patient, whose
condition was evolving in circumstances presenting a short-term risk to life, nevertheless performed such an act on 5
August 2002.

To stop a further transfusion being given Mme.V.F. and her sister, L.F., petitioned, on 7 August 2002, for an
injunction. This was granted, but it stated that a transfusion could be given if the patient "found herself in an extreme
situation putting at risk the prognosis of life itself". It was against this part of the order of the court that the two
sisters appealed.

The Conseil d’Etat considered both Art 16-3 of the Code Civil and Article L 1111-4 of the Code de la sante’
publique,

The Court Concluded:

“Whereas the right of an adult patient, when he is capable of expressing himself, to give his consent to a medical
treatment may be characterised as a fundamental freedom; however, the doctors do not impose upon this fundamental
freedom, as protected by the provisions of article 16-3 of the Civil Code and by article L 1111-4 of the Public Health
Code, a serious and manifestly unlawful attack when, after having done everything possible to persuade a patient to
accept the necessary minimum care, they perform, with the object of attempting to save his life, an act indispensable
to his survival and proportionate to his condition; the recourse, in such circumstances, to an act of this nature is no
longer manifestly incompatible with the European Convention on Human Rights and Fundamental Freedoms, and in
particular with article 9 thereof”. All the court would say was that the medical professionals must do everything
possible to persuade the patient to accept the necessary minimum care and, on the other hand, to satisfy themselves
that recourse to a transfusion would be an act indispensable to her survival and proportionate to her condition.

So, again, the Conseil d’Etat ruled in favour of the blood transfusion being given. It could only do this by, in
effect, ignoring Article L 1111-4 of the Code de la sante publique and giving priority to Article 16-3 of the Code
Civil. Clearly, the two provisions are incompatible. In the most recent case, the Tribunal Adminstratif de Lille (Lille
Administrative Tribunal), preferred Article L 1111-4 of the Code de la sante publique, and for the first time it was
decided that it is unlawful and unethical to give blood to a patient refusing on religious grounds:

C5.4 The Case of M. Jerome Guislain and Mme Carole Guislain (Tribunal Adminstratif de Lille, 25 August
2002)

Mme Carole Guislain was a patient in the intensive care unit of the Valenciennes hospital. She had informed the
medical team, both orally and by signing a discharge of responsibility that, by reason of her beliefs, she refused to
have any blood transfusion administered to her. Nevertherless one transfusion had already been given and there was
the possibility that one or more further would be given. M.and Mme Guislain sought an injunction to prevent any
further transfusion. The court analysed various documents (including Articles 3, 5, 8 and 9 of the European
Convention on Human Rights and Article L 1111-4 of the Code de la sante publique)

The Court Concluded

“The provisions of Article L 1111-4 of the Public Health Code regulate the principle of the inviolability of the human
body which is related to the constitutional principle of the protection of the human person and of individual liberty.
In particular, the performance of a medical act requires the free and informed consent of the patient. The lack of
respect for the wishes of Mme Carole Guislain, an adult, by the hospital authorities amounts to a serious and
manifestly unlawful attack on these fundamental freedoms.

The injunction was granted and any further transfusion of blood to Mme Guislain was be unlawful.
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C6. The English case of Re T COURT OF APPEAL, JULY 1992

T was injured in a car accident when she was 34 weeks pregnant. She was admitted to hospital and the possibility of her requiring
a blood transfusion arose. T had been brought up by her mother, who was a Jehovah’s Witness, but she was not herself a member
of that religious sect. After a private conversation with her mother, T told the staff nurse that she used to belong to a religious sect
which believed blood transfusion to be a sin and a bar to eternal salvation, that she still maintained some beliefs of the sect and
that she did not want a blood transfusion. Shortly afterwards she went into labour and because of her distressed condition it was
decided that delivery should be by Caesarian section. After being alone with her mother, T again told medical staff that she did
not want a blood transfusion and was informed that other solutions to expand the blood could be used and that blood transfusions
were not often necessary after a Caesarian section.

T then signed a form of refusal of consent to blood transfusions but it was not explained to her that it might be necessary to give a
blood transfusion to save her life. After undergoing an emergency Caesarian operation her condition deteriorated and she was
transferred to an intensive care unit where, given a free hand, the consultant anaesthetist would unhesitatingly have administered
a blood transfusion but felt inhibited from doing so in the light of T’s expressed wishes. T was instead put on a ventilator and
paralysing drugs were administered. T’s father and boyfriend applied to the court for assistance.

The JUDGMENT of LORD DONALDSON:

Where the problem arises is in the comparatively rare situation in which an adult patient declines to consent to treatment which in
the clinical judgment of those attending him is necessary if irreparable damage is not to be done to his health or, in some cases, if
his life is to be saved. It is only in that context that this appeal may afford guidance to the doctors and hospitals.

The conflict of principle

This situation gives rise to a conflict between two interests, that of the patient and that of the society in which he lives. The
patient’s interest consists of his right to self-determination—his right to live his own life how he wishes, even if it will damage
his health or lead to his premature death. Society’s interest is in upholding the concept that all human life is sacred and that it
should be preserved if at all possible. It is well established that in the ultimate the right of the individual is paramount. But this
merely shifts the problem where the conflict occurs and calls for a very careful examination of whether, and if so the way in
which, the individual is exercising that right. In case of doubt, that doubt falls to be resolved in favour of the preservation of life,
for if the individual is to override the public interest he must do so in clear terms.

Capacity to decide

The right to decide one’s own fate presupposes a capacity to do so. Every adult is presumed to have that capacity, but it is a
presumption which can be rebutted. This is not a question of the degree of intelligence or education of the adult concerned.
However a small minority of the population lack the necessary mental capacity due to mental illness or retarded development.
This is a permanent or at least a long-term state. Others who would normally have that capacity may be deprived of it or have it
reduced by reason of temporary factors, such as unconsciousness or confusion or other effects of shock, severe fatigue, pain or
drugs being used in their treatment.

Doctors faced with a refusal of consent have to give very careful and detailed consideration to the patient’s capacity to decide at
the time when the decision was made. It may not be the simple case of the patient having no capacity because, for example, at
that time he had hallucinations. It may be the more difficult case of a temporarily reduced capacity at the time when his decision
was made. What matters is that the doctors should consider whether at that time he had a capacity which was commensurate with
the gravity of the decision which he purported to make. The more serious the decision, the greater the capacity required. If
thepatient had the requisite capacity, they are bound by his decision. If not, they are free to treat him in what they believe to be
his best interests.

This problem is more likely to arise at a time when the patient is unconscious and cannot be consulted. If he can be consulted,
this should be done, but again full account has to be taken of his then capacity to make up his own mind.
The patient’s right of choice exists whether the reasons for making that choice are rational, irrational, unknown or even non-
existent. That his choice is contrary to what is to be expected of the vast majority of adults is only relevant if there are other
reasons for doubting his capacity to decide. The nature of his choice or the terms in which it is expressed may then tip the
balance.

The vitiating effect of outside influence

A special problem may arise if at the time the decision is made the patient has been subjected to the influence of some third party.
This is by no means to say that the patient is not entitled to receive and indeed invite advice and assistance from others in
reaching a decision, particularly from members of the family. But the doctors have to consider whether the decision is really that
of the patient. It is wholly acceptable that the patient should have been persuaded by others of the merits of such a decision and
have decided accordingly. It matters not how strong the persuasion was, so long as it did not overbear the independence of the
patient’s decision. The real question in each such case is: does the patient really mean what he says or is he merely saying it for a
quiet life, to satisfy someone else or because the advice and persuasion to which he has been subjected is such that he can no
longer think and decide for himself? In other words, is it a decision expressed in form only, not in reality?
When considering the effect of outside influences, two aspects can be of crucial importance. First, the strength of the will of the
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patient. One who is very tired, in pain or depressed will be much less able to resist having his will overborne than one who is
rested, free from pain and cheerful. Second, the relationship of the ‘persuader’ to the patient may be of crucial importance. The
influence of parents on their children or of one spouse on the other can be, but is by no means necessarily, much stronger than
would be the case in other relationships. Persuasion based upon religious belief can also be much more compelling and the fact
that arguments based upon religious beliefs are being deployed by someone in a very close relationship with the patient will give
them added force and should alert the doctors to the possibility—no more—that the patient’s capacity or will to decide has been
overborne. In other words the patient may not mean what he says.

The scope and basis of the patient’s decision

If the doctors consider that the patient had the capacity to decide and has exercised his right to do so, they still have to consider
what was the true scope and basis of that decision. If at the time the issue arises the patient still has capacity to decide, they can
not only explore the scope of his decision with the patient, but can seek to persuade him to alter that decision. However this
problem will usually arise at that time when this cannot be done. In such circumstances what the doctors cannot do is to conclude
that if the patient still had had the necessary capacity in the changed situation he would have reversed his decision. This would be
simply to deny his right of decision. What they can do is to consider whether at the time the decision was made it was intended
by the patient to apply in the changed situation. It may well have been so intended, as it was in the Canadiancase of Malette v
Shulman (1990) 72 OR (2d) 417 where the Jehovah’s Witness carried a card stating in unequivocal terms that she did not wish
blood to be administered to her in any circumstances. But it may not have been so intended. It may have been of more limited
scope, eg ‘I refuse to have a blood transfusion, so long as there is an effective alternative’. Or again it may have been based upon
an assumption, eg ‘As there is an effective alternative, I refuse to have a blood transfusion’. If the factual situation falls outside
the scope of the refusal or if the assumption upon which it is based is falsified, the refusal ceases to be effective. The
doctors are then faced with a situation in which the patient has made no decision and, he by then being unable to decide for
himself, they have both the right and the duty to treat him in accordance with what in the exercise of their clinical judgment they
consider to be his best interests.

Summary

(1) Every adult has the right and capacity to decide whether or not he will accept medical treatment, even if a refusal may risk
permanent injury to his health or even lead to premature death. Furthermore, it matters not whether the reasons for the refusal
were rational or irrational, unknown or even non-existent. This is so notwithstanding the very strong public interest in preserving
the life and health of all citizens. However, the presumption of capacity to decide, which stems from the fact that the patient is an
adult, is rebuttable.

(2) An adult patient may be deprived of his capacity to decide either by long-term mental incapacity or retarded development or
by temporary factors such as unconsciousness or confusion or the effects of fatigue, shock, pain or drugs.
(3) If an adult patient did not have the capacity to decide at the time of the purported refusal and still does not have that capacity,
it is the duty of the doctors to treat him in whatever way they consider, in the exercise of their clinical judgment, to be in his best
interests.

(4) Doctors faced with a refusal of consent have to give very careful and detailed consideration to what was the patient’s capacity
to decide at the time when the decision was made. It may not be a case of capacity or no capacity. It may be a case of reduced
capacity. What matters is whether at that time the patient’s capacity was reduced below the level needed in the case of a refusal
of that importance, for refusals can vary in importance. Some may involve a risk to life or of irreparable damage to health. Others
may not.

(5) In some cases doctors will not only have to consider the capacity of the patient to refuse treatment, but also whether the
refusal has been vitiated because it resulted not from the patient’s will, but from the will of others. It matters not that those others
sought, however strongly, to persuade the patient to refuse, so long as in the end the refusal represented the patient’s independent
decision. If, however, his will was overborne, the refusal will not have represented a true decision. In this context the relationship
of the persuader to the patient, for example, spouse, parents or religious adviser, will be important, because some relationships
more readily lend themselves to  overbearing the patient’s independent will than do  others.
(6) In all cases doctors will need to consider what is the true scope and basis of the refusal. Was it intended to apply in the
circumstances which have arisen? Was it based upon assumptions which in the event have not been realised? A refusal is only
effective within its true scope and is vitiated if it is based upon false assumptions.

Very short resumé :
In principles physicians should respect the will of the patient ant it is patient right to refuse its treatment But in that case, the

refuse was not clear enoughm. it seems she might have not anticipated on the fact that the situation could be worse and her life
would be in danger. And her will was not taking into account this situation.



