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OPEN QUESTIONS ABOUT THE USE AND DEFINITION
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The article discusses the issue of determining the status of a palliative patient in the context
of ingtitutionalization of the national system of palliative care in Ukraine and the statistical
obscurity of palliative patients. The definition of "palliative status of a patient” is studied
using the materials of scientific Ukrainian and foreign sources. Semantics of the concepts
of "status’, "patient" and "palliative” are featured. The criteria for determining the patient's
palliative status and its differential diagnosis are discussed using modern approaches to its
categorization. Recommendations for determining the patient's palliative status, including

that of a child, were developed.

Conclusion. The question of the status of a palliative patient still remains unanswered in
practice, especially when palliative careis not finadly institutionalized as an integral part of
both clinical practice and collective consciousness of Ukrainian society.
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As it has been emphasized by the World
Health Organization (WHO), the global need in
palliative care (PC) will continuetoincreaseasa
result of thegrowing burden of non-communicable
diseasesand the continuing aging of the population
[1]. The WHO also recognizes that of the
40 million people on the planet who require PC
annually, only 14%receiveit (dataof 2011), which
is the evidence of a low level of PD and pain
relief accessibility and is a sign of the global
humanitarian crisis [2]. Unfortunately, most
patients requiring PC do not receiveit [3, 4, 6].
Thissituation, in our opinion, hasapredictor of a
methodol ogical, cultural and bioethical kind that
requires some theoretical and practical
elaboration. Moreover, the complexity and
inconsistency of the definition and differential
diagnosis of palliative patient status (PPS), the
guestion of itsdiagnostic limitsand classification
complicates the introduction of PC, which is
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accompanied by a certain degree of
misunderstanding among the medical community,
patientsand their families.

Inthe United Kingdom and the United States,
where PC system isinstitutionalized, the project
of the National Consensus on PC Quality
Improvement emphasizesits "importance ... asa
viable option for patients of any age with alife-
threatening, debilitating chronicillnessor injury"
(cit. in [3; 7]). Such phenomenological
descriptions, lack of specificity, normalized
unambiguous determinants and practical
recommendations in a language unified to
specialists of acertain national health and social
protection system that would enable the patient
identification asapalliative and provide him with
the necessary PC services. The necessity of
terminological unification and standardization for
the greater accessibility of PC, was emphasized
by the WHO in 2009 [1; 278]. It should also be
noted that such terminological interference,
according to the WHO, is a so observed with the
methodology used for the global assessment of
disability, whichisstill not up to dateand isbeing
improved [8].

Theaim of thiswork wasto raisethe problem
of determining the clinical and legal boundaries
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of the concept "patient's palliative status' in
Ukraine, which increasesthe PC accessibility and
preventsstatistical obscurity of palliative patients.

The object of the study was the definition
and differential diagnosis of the status of a
serioudly ill (incurable) patient.

The method of research was content
analysis of scientific literature on the semantics,
legal and clinical content of the concept of
"patient's palliative status’.
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Results and discussion. In Ukraine, there
isaclinical protocol that addresses the issue of
PC, but at the same time there is insufficient
implementation (about 25% were fulfilled fully)
of Human Rights Watch's recommendations on
PC standardsin Ukraine. Human rights activists
point out that, despite the changesinthe normative
framework, the legislation on PC (pain relief) is
ignored by the doctors and not implemented [9].
Obviously, Ukraine "needs an immediate
restructuring of the health system based on
humanism, human rights, 'patient-centeredness
inthe provision of medical services' [10; 1]. Itis
also clear that by introducing apalliative approach
in Ukraine, professionals and decision makersin
the health sector who are responsible for ensuring
that PC is accessible to the population are faced
with the problem of determining the palliative
status per se, since it is extremely difficult to
explain such situation using only economic
reasons. We also assume that this is precisely
the methodological "stumbling block™, which
nevertheless has the foundation of the collective
consciousness of anation that allows such astate
of affairs.

Historically, PC programsfocus primarily on
the needs of cancer patients with a very heavy
burden of aggravating symptoms[7]. Therefore,
the status of apalliative patient has been discussed
especially actively in cases that go beyond the
traditional focus of oncology [1], or neglected
because of the so-called phenomenon of
"medicalization" [11; 4]. Speciaistsdeciding on
the initiation of PC, also discuss the moment at
thetime of theterminal stage of the disease, when
PC should necessarily be proposed to the patient,
because of the difficulties associated with the
development of precise predictive criteria, in
particular, for non-malignant diseases[4; 12]. The
socio-psychological aspect of PPSisaso actively
debated by Ukrainian professionals and experts
because of fears of a certain stigmatization on
the basis of the presence of an incurable

disease/condition, even despite the legal
possibility for the patient with asimilar statusto
freely use pain relievers[12].

In Ukraine, since 2013, it has been legaly
determined that "a palliative patient is a patient
of all age groupswhoseillness does not respond
to the treatment aimed at recovery, and is
accompanied by chronic pain syndrome and
significant limitation of vital activity in its
absence"; the legal status of "palliative" is
determined by "aphysician sincethediagnosis of
anincurable progressive disease with a predicted
lifeexpectancy "[13]. A similar definition, despite
the criteria for exclusion from these medical
indications. acute and chronic (infectious, mental)
diseases in the stage of exacerbation, acute
surgical states and conditions after surgical
interventions, isobvioudly rather multipleand not
sufficiently deterministic. The situation of
statistical obscurity, obviously, originates from
normative (legal) plurality andincorrectness.

In the first approximation, the meaning of
PPSisdisclosed clinically and can be systematized
by ICD-10, DSM-IV and ICF headings[14]. The
featuresof classification of the phenomenological
diversity of the palliative human state have not
received the appropriate nomenclature yet, which,
asaconsequence, hasan unambiguous diagnostic
conclusion of thedoctor andisthelegal basisfor
the further route of the patient inthe medical and
social plane of his life. It should aso be noted
that the differential diagnosis of a palliative
condition/diseaseisstill not defined, and even the
expertsof the countriesleading inthefield of PC
(Great Britain, Australia) in spite of thehigh level
of achievement of their national PC systems, still
discuss the questions of the clinical aspects of
PPS[7, 11].

The most relevant answer to the dilemma
being discussed seems to have been found by
the experts from Australia and Germany in the
methodol ogy for cal culating the popul ation's needs
in the PC services.

Palliative status and its derived assessment
of the needsfor PC are complex and controversia
issues, and the corresponding methodology is
improved by the gradual specification of the
inclusion-exclusion criteriaadjusted by regional
peculiaritiesof the population of palliative patients,
resources of regional experts. Thelatter, in turn,
are regulated by national professional (ethical)
standards, which directly reflect the level of
culture and humanity of society.

It should be noted that palliative child patients
occupy a specia place in solving the discussed
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dilemma. To determine PPS in a child patient,
thereis"List of Lifestyle Restrictions' containing
about 400 | CD-10 codes associated with illnesses
that can restrict the child'slife. The classification
of the state as one that "restricts life" means: its
dynamics can be accurately described by at least
one of the archetypes set forth in the standards
of the Royal College of Pediatrics and Child
Health in 1997, aong with the Association for
child PC[15]. Thiscatalog was obtained in 2011
by grouping diagnostic data from children's
hospices and specialized groupson PC provision
from all over the UK and combining these data
with death certificate data [16]. As the authors
point out, the catal og isnot exhaustive. Thereare
certain conditionsthat alsolimit life, but they were
not included in the catalog because of the fact
that they were encountered extremely rarely.

The catalog is not decisive. Thisisalist of
conditionsthat can restrict life, not alist of children,
who should be sent to a specialist for PC. Not
every child withacondition from thislist will need
aspeciaized PC at any time, and it will probably
never be necessary for some, as some conditions
may be of varying degrees of severity, such as
cerebral palsy; even those children who will need
PC at some stage may not yet need it; not al PC
needsto be provided by specialists.

The catalog is not final. What is considered
"life-restricting” requires a certain subjective
judgment, which is influenced by modern
concepts, the availability of technologiesthat can
change over the time. The emergence of gene
therapy can make the states of the directory list
curable and they will not need to be included in
thelist. An acutetrauma, such asaroad accident,
on the other hand, isnot considered to bea"life-
restricting” state at this stage, but there are
reasons to consider it as such in the future.

Consequently, such multiplicity, polysemy and
etiologic diversity constitutethe obligatory context
of the palliative status process, which must be
taken into account by the clinician. The variety
of nosologies, clinical forms and pathological
health conditions that according to their
transfinitum have a subjective significance of
destruction of autonomy and self-service abilities
of the patient and, above all, a limited life
expectancy and an over-threshold risk of death
for the patient, in our opinion, constitute the
fundamental content of the palliative status per se.

Fromthe standpoint of multidimensiondity the
above clinical manifestations consider that in an
individual with apalliative status, it ispossibleto
detect awidevariety of damageat dmost dl levels

of life: chronic life-threatening and persistent
dysfunction of organs and systems of the body,
including dueto pain syndrome, psychophysiological
exhaustion, asense of lossof dignity and theright
quality of life. Multidimensionality, criterion
uncertainty, correlation with regional peculiarities
of the problem of PPSdeterminationisconfirmed,
in particular, by the definition of the European
Palliative Care Association (EPCA) inthe White
Book, "... PCisrequired by amuch larger number
of patients suffering from both cancer and non-
cancer illnesses. The number of these patients
also depends on the incidence of different
nosological forms in different countries. The
duration of PC can aso bedifferent - from several
days to several years, because due to the
possibilitiesof modern medicine, PCwill beneeded
for some patientsfor alonger time, and not only
during the last year of life"[4; 5].

A generally accepted European definition is
crucial: "PCisindicated to all patients since the
diagnosis of a life-threatening or debilitating
disease is made", which emphasizes the life-
threatening and debilitating ilIness of the palliative
patients"... who are constantly or periodically in
a state which negatively affects their everyday
life" [4; 12].

Semantically, PPSisdefined using thegeneric
conceptsof "gatus’, "patient” and "pdliative’. The
|atter two, as opposed to thefirst one (legal), are
purely clinical. Their intersection areais denoted
by thelegal fact that the doctor identifiesacertain
illness/condition asrequiring PC, thuslegitimizing
all subsequent clinical and social routes of a
particular paliative patient. Let us consider the
notion of PPS both from the legal perspective,
and fromitsclinical presentation.

The notion of "status" (Latin status - state,
position) hasa social and legal connotation, and
denotes a stable position of an individual within
the social system, associated with certain
expectations, rightsand obligations[17], whichis
determined by a number of features (economic,
professional, ethnic, etc.) [18]. Theterm "status'
relatesto the state of aserioudly ill patient within
the social stratification system of society,
reflecting the gradual destruction of his social
roles and situation with the course of the disease.
For our analysis, the semantic load, the explicit
(declarations and legal norms of society
concerning theserioudy ill patients) and thelatent
(the real attitude of the society to the incurably
sick person), which accumul ates and reflectsthe
social system of values and morals, is decisive.
Giventhe specific lifestylethat unitesthetotality
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of individuals in a similar status situation
(incurable illness), we can talk about the
corresponding status group.

Due to alimited life expectancy, the human
condition a priori has a downward trend in line
with the level of actual social and psycho-
physiological damage. It should be noted that the
notion of status has one more facet, alegal one,
which implies the direct effectiveness of the
constitutional rightsand freedoms of any citizen,
including therightsof aserioudy ill person, andis
ensured by the protection by justice (the content
of normative legal acts, direction of the activity
of all branchesof government, etc.). Consequently,
the concept of "status' of a person determines
the social and legal status situations between the
person and society: rights, duties, normative
communication, which stigmatize and/or
discriminatethe patients. For example, in Ukraine
thereisaspecial lega status of anindividual for
personswith disabilitiesand victims of Chornobyl
accident, which are defined by the rules of a
special legidation[19]. Actually, the existence of
a legal status defines a person as a subject of
law, thuslegally establishing arange of possible
and appropriate actions in his relations with the
society. It should be noted that only the legal
determination of the corresponding status (as a
collective decision of the state medical and social
expert commission, on therecommendation of the
doctor, who establishesthe preliminary diagnosis)
allowsacertainlevel of provision of thiscategory
of the population resources: financial, socid, etc.

With regard to the concept of "patient”, the
national legal framework providesthefollowing
definition: "a patient is an individua who has
applied for medical care and/or is provided with
such care" [20, 21], which, according to some
experts, is concise and incomplete, because it
contains" one-sided characteristics of the patient
as a consumer of medical services' (cited by
[22]). In the context of palliative issues, this
meaningful interference does not cause
conceptual remarks of the specialists, but is an
important component of theexisting semanticfield
of the concept of PPS, which complicates the
question of itsdefinition.

In our opinion, the main complexity and
contradictory of PPS definition are the practical
problemsof establishing itsdiagnostic boundaries
through polynosology that isimmanent. Based on
the definition of the WHO, which focuses on the
complexity of the physical, psychosocial and
spiritual problems, "associated with life-threatening
illnesses’ and suffering [ 23], wetend to distinguish

the main problem not only in its medical
components, but, first of all, of the main psycho-
physiological performanceindicators.

In general, the status of a palliative patient
makes debut alittlelater after setting the " patient
status', namely with the onset of apalliative stage
of the disease, when clinical manifestations of
the disease already contain indications of
incurability and/or theloss of self-care (autonomy)
of the patient. PPS should legally confirm the
aready existing "patient status', emphasizing the
deterioration of the clinical presentation and
limitation of the patient's life expectancy. The
clinical aspect of PPSis poorly explored due to
phenomenological manifestations of the
corresponding condition/disease, which, in turn,
are indicated by the codes of the known
international classifiers.

Itisobviousthat certain diagnostic collisions
are concentrated in the dynamic peculiarities of
the palliative status and its possible changes: the
diagnosis, the start/stop of the palliative period of
the disease/condition, possible exacerbation/
remission of the disease, the death of the palliative
patient, which, according to pp 2.4 of the order
of theMinistry of Health No. 41, "monitoring the
state ... when changing the patient's status' [24].
Consequently, thenotion of "palliative" obvioudy
attributes the state of health of a person who is
ontheverge of abnormal functioning and/or life-
death, when the basic psychophysiological indices
indicate the presence of athreatening pathol ogy,
which makes impossible adecent quality of life.
Theimpossibility of normativefunctioning to some
extent can be offset by medical, psychosocial
measures, but no means (technol ogy) can provide
dignity of a person's life/desth, as they reflect
the plane of the attitude towards the sick person,
his/her needs and values from the environment (
micro, meso- and macrosocium).

It seemsthat the very concept of "palliative"
concentrates methodological dilemma, which
leads to existing collisions of hypo- and
hyperdiagnosis of PPS. In fact, the determinant
definition of "paliative’ intheorder of theMinistry
of Health No. 41 issemantically disclosed through
the diagnostic procedureand clinical signs; "acute”
"chronic" and "exacerbation”, together with a
negative particle"no". Thismethod of determining
PPS, asit seemsto us, requires urgent correction
to alevel that will make statistical obscurity of
palliative patients and their discriminator
impossible[26; 56].

There is also a need to distinguish between
the palliative status and the diagnosis, which was
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pointed out by the WHO and WPCA that call for
caution when using | CD-10 diagnostic headings
for such an assessment, sincenot all patientswith
a definite diagnosis require PC [25]. To clarify
the PPS, they distinguish three groups of patients
who definitely need PC: (1) those who have a
palliative period of aprogressivedisease; (2) with
a stable/unstable course of the disease, with a
relatively small number of symptoms, whose
condition may deteriorate even to sudden death;
(3) and those suffering from chronic illnesses,
when the disease does not progress, with periods
of progression and remission, and who benefit
from the use of PC. The WHO and WPCA
emphasi ze the uncertainty of the proportions of
these three groups of patients and indicate the
specific symptomsof PPS: pain, end of lifeperiod.
Relative diagnosis is also indicated by the
European standard of PC, the White Paper: "PC
isnot limited to providing careto the patientswith
somedefinitediagnoss, it should be accessibleto
all patientswith lifethreatening illnesses’ [4; 21].

Conclusion. Our brief critical review of the
state of PPS diagnosis can be summarized as
follows: PPSdefinitionistheresult of interaction
of conventiond (legal, socid), expert (professiona)
and ethical (traditional, social) markers. These
include, in particular, mortality dataof theregion
(country), the resources of the regional health
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