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Abstract

This article raises the issues of organizing palliative care as one of the forms of implementing the right to life.
The authors identify and describe the principles of palliative care. International law regulating palliative care is
reviewed, along with a brief overview of the development of Russian law concerning palliative care and a list of
patients who may be subject to palliative care. Special attention is given to the issue of decision-making by the
patient's family. In connection with that, examples are cited for foreign models of communication between
palliative care and decision science researchers, theorists, and clinicians, patients and their families for the
purpose of exchanging information and studying the patients' health issues, discussing treatment options and
making coordinated decisions during the life-limiting illness of patients.

The results of this research are based on using the following methods: universal dialectical method of scientific
cognition, as well as general scientific methods based on it (description, analysis, synthesis, induction, deduction,
comparison, analogy, generalization) and specific scientific methods (comparative law method, systematic
structural method and formal law method).
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1. Introduction

The right to life was first formally declared and established in late XVIII century. Charles Montesquieu, an
Enlightment era philosopher, stressed that all civil and political laws are "preceded by laws of nature, called that
way because they solely arise from the constitution of our existence".

Until the middle of the XX century, states did not realize how fundamental is the notion of the right to life. It
only became a focus of the international community after World War II. The Universal Declaration of Human
Rights, passed by the UN in 1948, established (in Article 3) the inalienable natural right of the human - the right
to life.

In Russia, the right to life was first proclaimed in the Declaration of Rights and Freedoms of Human and Citizen
of 1991, and later written into the current Constitution of the Russian Federation. This category of utmost
importance as the highest social value is a determining category for the entire Russian legal system.

This right is guaranteed by a group of legal tools specified in either the Russian Constitution or in specific
regulations.

Paragraphs 1 and 2 of Article 7 of the Russian Constitution, Russia is proclaimed a social state where human
health is protected by the state, and Article 41 establishes the constitutional right of each person and citizen for
healthcare and medical help.

«what is closely interrelated: they have one function, the maintenance and preservation of human health»

Since the second half of the XX century, among the types of medical care, the medical community identifies
palliative medical care, which is a type of palliative care.

2. Methods

The comparative law method allowed us to identify the principles of providing palliative care.

Using the systematic structural cognition method allowed us to identify the features of palliative care regulations
on the international and domestic level.

The formal law method of research was used to identify the content of such notions as palliative care, shared
decision making, life limiting illness and others.
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3. Results

One of the central goals of palliative care is to support and assist patients and families with complex decision
making; collaboration with decision scientists may provide important insights and evidence for palliative care
practitioners.

Currently, developing evidence-based approaches to assist patients with life-limiting illness and their families
facing multiple complex decisions over time is a palliative care research priority.

A recent National Cancer Institute report, Patient-centered Communication in Cancer Care: Promoting Healing
and Reducing Suffering, identified deficits in communication around decision making across the trajectory of
cancer. The main research gaps identified were the need to include discussion of alternative options such as
forgoing cancer treatment, surrogate decision making, and decision making as the end of life (EOL) approaches.
These problems should become a primary task of science, since it is science that should answer the questions
arising from decision-making during a serious illness. Indeed, we should note that as soon as a patient is
diagnosed with a life-limiting illness, their family will face the need to make many complex decisions. In foreign
practice, Shared decision-making (SDM) describes a model for health communication which encourages an
egalitarian approach to decision making, recognizing the skills and experience offered by all participants
involved in treatment decisions. Also it has been defined as a relationship among patients, family, and one or
more health professionals where the participants clearly establish the decision that needs to be made, discuss the
options (including outcomes of options), elicit patients' values and preferences associated with those options, and
engage patients or their surrogates, to the extent desired, in making and implementing a decision. SDM
constitutes an ethical imperative to include patients and their families in health care decision making.

This is why we believe that citizens of Russian Federation need similar communicative communities, which can
become the framework for establishing cooperation between palliative care and decision science researchers,
theorists, and clinicians, patients and their families to exchange information and study the patients' health
problems, discuss treatment options and make coordinated decisions during the life-limiting illness of patients.

4. Discussion

The importance of palliative care for the international community as one of the forms of implementing the right
to life is evidenced by the creation of international organizations such as the Global Alliance for Palliative and
Hospice Care, the European Association of Palliative Care, the International Association of Hospice and
Palliative Care, and the emergence of similar associations in European, American and South East Asian
countries.

The World Health Organisation (WHO) first presented its "Global Atlas of Palliative Care at the End of Life"
(2014). It defines palliative care as comprehensive professional care aimed at improving a person's life when the
opportunities for treatment are limited or exhausted.

The principles of palliative care are listed in a dedicated document of the European Association of Palliative
Care called the White Book.

Palliative care is not limited to easing the pain, but also comprises psychological, social and spiritual support for
the patient and their family. According to WHO, over 20 million terminally ill patients require palliative care
each year, and unfortunately 6% of them are children. Currently only 20 countries have developed a proper
system of palliative care.

The "Basic Law of Healthcare in the Russian Federation" of 1993 does not mention palliative care. The structure
of the Russian healthcare system underwent a qualitative transformation in the 1990s. Deficiencies in some types
of medical services provided by the state, including palliative care, were identified.

Generally, only the legislation concerning pain alleviation for such patients was developing. This was reflected
in the Federal Laws "On narcotic and psychotropic substances" and "On the circulation of medical drugs". To
implement these laws, the Government of the Russian Federation passed seven regulations concerning this area
(including novel regulations about the use of narcotic drugs, psychotropic substances and their precursors for
medical purposes); the Ministry of Healthcare and Social Development also passed a number of regulations.

A whole new stage of the organization of palliative care in Russia started on 1 January 2012, when the Federal
Law No. 323-FZ "On the basics of healthcare in Russian Federation" dated 21 November 2011 took effect.

In Article 32, it describes a new type of medical care, the palliative medical care.

Part 1 of Article 36 defines it as "a group of medical interventions aimed at eliminating pain and alleviating other
serious manifestations of a diseases, for the purpose of improving the quality of life of terminally ill patients".
Part 2 of this article defines the conditions of such care (outpatient and inpatient), and the persons who are
authorized to provide such care (medical workers who complete a course in such care).

Paragraph 4, Part 1, Article 80 of that law states that "medical organizations provide palliative medical care as
part of the guaranteed national healthcare for citizens...", and "as part of the guaranteed free palliative care for
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citizens, they should be provided with medicines included into the list of vital, essential and necessary medicines
in accordance with Federal Law No. 61-FZ "On the circulation of medicines" dated 12 April 2010, and with
medical products required by the standards of medical care".

Part 4 of Article 83 formulates the regulations for financing the palliative medical care: these could be funds
from regional budgets granted as part of local guaranteed healthcare programmes, or other sources of funds in
accordance with Federal Law No. 323.

Paragraph 6 of the Order of the Ministry of Healthcare of the Russian Federation No. 187-n dated 14 April 2015
defines the patients who may be subject to palliative care - these include not only patients with various forms of
malignant growth, but also patients with other incurable chronical progressive diseases and states (serious forms
of dementia, patients with late-stage degenerative neural diseases and others).

In implementing these regulations, charities, funds, professional associations and government authorities
(Federal Service for Surveillance in Healthcare, Social Security Fund, Ministry of Healthcare) increasingly argue
for important amendments to the Federal Law of the Russian Federation "On the basics of healthcare for
citizens in the Russian Federation".

The urgency of these changes is also determined by the WHO resolution WHA 67.19 "Strengthening of
palliative care as a component of comprehensive care throughout the life course" (Geneva, Switzerland, 19-24
May 2014).

On 6 March 2019, Article 36 of the Federal Law "On the basics of healthcare of citizens in the Russian
Federation was amended. For the first time, it specifies two types of palliative medical care - primary care
(including pre-medical and medical care) and specialized care.

Now, in accordance with that law, care can also be provided at home and in outpatient conditions, and not only
by medical workers, but also by social organizations in cooperation with medical workers.

5. Findings

These changes also required amendments to the Federal Law "On the circulation of medicines", since the
expansion of forms of palliative care also expands the range of persons authorized to deal with strong painkillers.
The progress of biomedical technologies today allows optimal preservation of life for patients who were
previously doomed to death as of late XX century.

Despite the crisis of the modern social state, state institutions integrate qualitatively new opportunities for
palliative care into the healthcare system, thus supporting the implementation of everyone's most important
natural right, the right to life.

The provision of palliative care is based on the principle of respecting the decisions of patients and is directed at
providing practical support for their families, particularly to overcome the loss of a family member during the
illness and after the patient's death.

6. Conclusions

The next steps in the development of Russian legislation concerning palliative care should include:

1) regulating the specific details of providing optimal palliative care for different age groups (e.g. geriatric and
underage patients);

2) adopt clinical protocols for providing various forms of palliative medical care depending on the specific
circumstances of the disease;

3) expand the list of diseases that require palliative care, amending the relevant regulations of the Russian
Ministry of Healthcare;

4) taking into account the expansion of the notion of the "right to life" in the modern world, the immediate
goal of the state and the society in general should be not only to extend the life of critically ill patients and
supporting their biological function, but also to create dignified conditions for their high-quality social and
intellectual life; that will require adopting a number of regulations for inter-department cooperation between the
Russian Ministry of Healthcare and Ministry of Labour;

5) as a result, the adoption of a specific Federal Law "On palliative care in Russian Federation" is
unavoidable.
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