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Summary

The unfavorable medical and demographic situation in
Ukraine requires of Primary Health Care (PHC) providers
(GPs) and health specialist’s involvement in palliative and
hospice care (PC), such as Health Facilities (HF) of various
Ministries and Departments, different forms of ownership. The
optimal PC System in Ukraine at the PHC level conceptual
model is substantiated; in particular, the PC involved institu-
tions are substantiated: 1) PHC HF; 2) PC multi-disciplinary
teams; 3) Licensed Pharmacy Facilities; 4) Social Care Fa-
cilities. At the PHC level it provides: 1) Identification and
registration of palliative patients (PPs); 2) Providing palliative
medical care, organization of PPs hospitalization to stationary
PC HF; 3) PPs and their families members of psychological,
social and religious/spiritual support organization; 4) PPs
and their families members counseling, information and
education; 5) Coordination and cooperation of the General
Practitioners-Family Physicians (GP-FP) with a PC multi-
disciplinary team, or PC HF stationary, health specialist,
social care institutions, NGOs, volunteers etc. The presented
functional and organizational model of the PC System at the
PHC level is aimed at ensuring the availability and quality
of medical and social care to incurable patients in outpatient
settings and at home, to determine the role and interaction
of PHC health care professionals and other specialist involved
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in PC providing. It requires special training and motivation
of GP-FB, the relevant regulatory framework and adequate
financial and political support of the Government of Ukraine,
regional and local authorities, and the interest and support
of the whole society.

Keywords: palliative and hospice care; health care system;
primary health care

Rezumat

Argumentdri medicale si sociale pentru crearea unui model
functional si organizatoric de acordare a ingrijirilor paliative
si a asistentei de tip hospice la nivelul medicinei primare in
Ucraina

Situatia medicald si cea demograficd nefavorabild din Ucraina
impune implicarea furnizorilor de asistentd medicald primard
si a specialistilor din domeniul sandtdtii in ingrijirea paliativd
si de hospice (PC), cum ar fi facilitdtile sanitare (HF) ale dife-
ritor ministere si departamente, diferite forme de proprietate.
Sistemul PC optim in Ucraina a fost creat in baza modelului
conceptual al AMP si este sustinut, in special, de asa institutii
PCimplicate cum ar fi: 1) PHC HE; 2) echipe multidisciplinare
PC; 3) facilitdti de farmacie licentiate; 4) facilitdti de asistentd
sociald. La nivelul AMP, acesta oferd: 1) identificarea si in-
medicale paliative, organizarea spitalizdrii PP in PC HF
stationard; 3) PP si membrii familiilor acestora, membri ai
organizatiilor de suport psihologic, social si religios/spiritual;
4) PP si membrii familiilor acestora, consiliere, informare si
educatie; 5) coordonarea si cooperarea medicilor generalisti
- medicilor de familie (GP-FP) cu o echipd multidisciplinard
PC sau PC HF stationar, specialist in sdndtate, institutii de
asistentd sociald, ONG-uri, voluntari etc. Modelul functional
si organizatoric prezentat al sistemului PC la nivel de AMP
vizeazd asigurarea disponibilitdtii si calitdtii asistentei me-
dicale si sociale pentru pacientii incurabili in ambulatoriu i
la domiciliu, pentru a determina rolul si interactiunea dintre
profesionistii din domeniul sdndtdatii AMP si alti specialisti
implicati in furnizarea de PC. Aceasta necesitd o pregitire si o
motivare speciald a GP-FB un cadru de reglementare relevant
si sprijinul financiar si politic adecvat al Guvernului Ucrai-
nei, al autoritdtilor regionale si celor locale, dar si interesul si
sprijinul intregii societdti.

Cuvinte-cheie: ingrijire paliativd si de top hospice; sistem de
sandtate; asistentd medicald primard

Pesrome

Meouuunckue u couuanvHvie 000CHOBAHUS 0TI CO30AHUS
PYHKUUOHATOHO-0P2AHUZAUUOHHOTL MOOeNTU CUCTeMbL
NARIUAMUBEHOT U XOCHUCHOT HOMOULU HA yPOBHe nepeuy-
HOli MeOuyUHbL 6 YKpaune

Hebnazonpusmuas meouxo-oemozpaduueckas cumyauus
8 Ykpaure mpebyem yuacmusi nocmasuukos nepeuuHot
meduxo-canumaproti nomouwy (IIMCII) u cneyuanucmos
30pABoOXPAHEHUS 8 NANNUAMUBHOL U XOCNUCHOU NOMOUWLU
(IIK), maxux xax mMeOUUUHCKUe y4penoeHUs pasnutHbLx
MUHUCMEPCME U 8e00MCMB, PA3utHble POPMbL COOCNBEH-
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Hocmu. Onmumanvras cucmema I1K 6 Ykpaume o6ocnosana
Ha yposHe KoHuenmyanvroi modenu IIMCII, 6 uacmuocmu,
060cH08aHDbI yupescoeHus, sosnevennvle 6 IIK: 1) IIMCII XP;
2) IIK mnozonpodunvHvlx komano; 3) nuuyeH3uposariovle
anmexu; 4) coyuanvrole yupexcoenus. Ha yposre IIMCII ona
obecneuusaem: 1) udeHMUPGUKALUIO U Pe2UCMPALUI0 NATI-
auamusHvlx navuenmos (I111); 2) okazanue naatuamusHotl
MeOUUUHCKOL noMouU, opeanusayus ocnumanusavuy I111
Ha cmayuoraprom ITK X®; 3) I1I1 u uneHvt ux cemeii A675-
1OMCA YIeHAMU OPLAHUZAUUL NCUXOTI02UHECKOT], COUUATILHOTE
u penueuo3noil/0yxosHoti noddepiucku; 4) ITIT u unenvt ux
cemeli KOHCYTbMUpyom, UHGOPMUPyom u npoceeusanm;
5) KOOpOUHAUUS U cCOMPYOHUUECMB0 CeMeliHbix 8paeil
o6ueti npakmuxu (CB) ¢ MexOUCUUNAUHAPHOL KOMAHOOT
IIK unu cmayuonaproim I1K, cneyuanucmom 30pasooxpa-
HeHUsl, yupeicoeHuaImMU coyuanvHozo obecneuwenus, HIIO,
gononmepamu u m.o. [IpedcmasnenHas PyHKUUOHANLHAS U
opeanusayuonHas modenv cucmemvt IIK na yposre IIMCIT
Hanpasenena Ha obecnevenue JOCMYNHOCMU U KA4eCmea
MeOUUUHCKOTE U COUUATLHOLE NOMOULU HEUTIEHUMBIM NALU-
eHmam 6 amoOyIamopPHbLX YCTI0BULX U 00MA, HA OnpedeseHue
pornu u e3aumodeiicmeust meouyuHckux pabomuuxos IIMCIT
U Opy2ux CNeUUAnUCInos, 3aHUMAULUXCS NPpedocmaseHuem
IIK. Omo mpebyem cneyuanvHoli no020mosKuU U MOMuea-
yuu CB, coomeemcmayoujeii HOpMAmMuHo-npasosoti 6asvi
U adeK8amHol PUHAHCOBOU U NOTUMUUECKOL] NOOOEPHKU
CO CIMOPOHBL NPABUMENCMBA YKPAUHDI, Pe2UOHANIbHBIX U
MECHbIX 0P2AH086 67IACU, A MAKIHE 3AUHINEPECOBAHHOCINU
U no0depHKU 8ce20 00uLecmaa.

Kniouesvie cnosa: nannuamusHas u XOCNUCHAS NOMOULD;
cucmema 30pasooOXpPAHEHUST; NePBUUHAST MEOUUUHCKAST NO-
MOULy

Introduction

Around the world now, most patients with
serious chronic diseases or life-threatening health
problems and a lot of elderly people lack access to
palliative and hospice care (PC), especially people
in low- and middle-income countries (LMICs). It is
estimated that 40 million terminally ill people and
millions of others not imminently dying, need PC
every year. But 86% of palliative patients (PPs) do
not receive it, including 98% of children in need in
LMICs [1-3].

According to modern concepts, the PC is an
innovative patient-family-oriented medical-social
and humanitarian approach that most adequately
provides the needs and proper quality of life of PPs
and their relatives, contributes to the preservation
of human dignity at the end of life. An important
part of reforming the healthcare sector in Ukraine
is the creation and implementation of an accessible,
high-quality and efficient PC System, which has led
to the need to find new ways of inter-agency and
inter-sectoral interaction and rational forms of or-
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ganization of medical and social assistance to PPs,
including limited life expectancy, optimization of
the provision of PC at the primary health care (PHC)
level, in particular the involvement of general prac-
tice-family doctors (GP-FD), the new Declaration of
Astana (2018) which highlights PC as one of the key
components of PHC [4-13].

The purpose of the research was to create the
medical and social grounds of the optimal functional
and organizational model of the PC System at the
PHC level.

Research materials and methods

Medical statistics data, national and internatio-
nal literary sources, results of sociological research,
bibliosemantic, statistical and sociological research
methods, methods of systemic and structural-func-
tional analysis were used in this work.

Results and discussion

The analysis of literature shows that the main
objective of the PCis to ensure the highest possible
quality of life and to preserve the human dignity of
incurable patients and their families’members. Due
to the holisticapproach to the patient as a person, PC
can most effectively relieve the physical and moral
suffering of PPs and his relatives[5, 8,9, 12, 13]. WHO
defines PC as the prevention and relief of suffering of
adult and children patients and their families facing
the problems associated with life-threateningillne-
ss. These problems include physical, psychological,
social and spiritual suffering of patients and their
family members [14].

With the aging of populations and the growing
burden of long-term chronic and incurable illness
and multiple morbidities, include not only cancer
and major organ failure, but also HIV/AIDS and men-
tal health conditions such as substance use disorders,
depression and dementia. PC should be integrated at
alllevels of Health Care Systems [15, 16]. Attention to
the social determinants of ill health, and responding
to social suffering with programs such as these, are
fundamental both to PHC and to PC and reveal their
interfusion [17-21].

The Astana Declaration on Primary Health Care
(2018) about the importance of providing the PC
at the PHC level: «<Promotive, preventive, curative,
rehabilitative services and palliative care must be
accessible to all» and «PHC will be implemented in
accordance with national legislation, contexts and
priorities. (...) We will prioritize disease preventi-
on and health promotion and will aim to meet all
people’s health needs across the life course through




comprehensive preventive, promotive, curative,
rehabilitative services and palliative care» [22]. PHC
and PC have in common an emphasis on continuity
of care and solidarity (accompaniment), respect for
patients’ values and attention not only to patients,
but also to their families [6, 8, 18, 19, 23].

According to most domestic politicians, heal-
thcare organizers, scientists, the state of health of
the population in Ukraine over the last decades is
unsatisfactory and continues to deteriorate. The
peculiarities of the medical and demographic situ-
ation in Ukraine over the past decades are the rapid
aging of the population, high rates of morbidity and
mortality from cancer and severe complications of
chronic NCDs, HIV/AIDS, TB and TB/HIV co-infection,
viral hepatitis B and C, and the Chernobyl accident
consequences etc.

As you can see, one of the highest mortality
rates in Europe is observed in Ukraine [24, 25], which
substantially actualizes the problem of creating and
developing an affordable, high-quality, and efficient
PC System (see figure 1, 2). An analysis of the causes
of mortality in Ukraine has shown thatin 2017, asin
the last 5 years, the first 5 places have been occupied
by: CVDs (392,300 people, which is 67,2% of the total
number of deaths); oncological diseases (79,0 thou-
sand people - 13,5%); external causes of death (31,7
thousand people - 5,4%); diseases of a digestive
system (22,0 thousand people - 3,8%); diseases of a
respiratory system (13,8 thousand people - 2,4%).

The results of our analysis allowed us to deter-
mine the need of PC in Ukraine, in accordance with
the Order of the Ministry of Health of Ukraine dated
July 15,2011 no. 420 On Approval of Methodological
Recommendations for Calculation of the Population’s
Need for Medical Care. According to the order, not
less than 80% of patients with incurable forms of
oncological and other chronic diseases in terminal
stages require PC.

At the same time, one of the most important
factors determining the growth of the demand for
PC is that during the last half-century, in the most
developed countries of the world, including Ukrai-
ne, there are profound demographic and social
changes characterized by rapid aging population
and significant accumulation in the populations of
the elderly (on average - from 20 to 30% or more).
Today, Ukraine is one of the 30 oldest countries in
the world. Analysis of data from the State Statistics
Committee of Ukraine and the Center for Medical
Statistics of the Ministry of Health of Ukraine [24, 25]
shows that as of January 1, 2018, in Ukraine about
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1,337 million people were aged 70-74 years, 1,588
million people — 75-79 years old, and 1,678 million
people - 80 years and older. If in 2000 in the general
structure of the population the proportion of peo-
ple older than the working age was 20,7%, then in
2017 this figure increased to 22,9%. The analysis of
medical and demographic data made it possible to
determine the need in PCiin the age aspect, as well as
the estimated amount of PPs in Ukraine, thatin 2017
amounted to 457.4 thousand people, or 1078,4 per
100 thousand people in population (see table).

According to our data, there are 2 PC Centers (in
Kharkiv and Ivano-Frankivsk) and 17 hospices (567
beds in total), as well as 68 PC units/departments in
hospitals, which have 1626 beds for PPs, and also
543 beds for PPs in different profiles hospitals. In
total in Ukraine there are 2736 beds for PPs, which
is 64,3% of the need. Establishments of the PC pe-
diatric profile HF operate in only 5 cities of Ukraine.
In Ukraine, only 11 PC mobile teams, including 5 PC
mobile teams for children, are provided PC at home.
This is extremely insufficient, and it predetermines
a situation in which most of the PPs are dying at
home, under the supervision of PHC physicians and,
in particular, GP-FDs.

Thus, PPs and their family members can receive
PC outpatiently, including at home, or permanently
by GP-FDs of any form of property. At the same time,
different organizational forms of PC can be used.
Organizational forms of PC System (see figure 3):

Outpatients (do not provide round-the-clock
medical care and treatment), including at home:

- involvement of health care professionals
at the PHC HF (in particular, GP-FP), with support
(counseling, patronage) of specialists of specialized
PC HF;

- involvement of social workers;

- outpatient multidisciplinary PC teams at
home, which are based on specialized PC HF, PHC
HF or specialized HF (oncological, pediatric, geriatric,
psycho-neurological profiles, etc.);

- multidisciplinary teams of palliative care
at the home of social care territorial centers for the
population;

- PHC consultancy rooms and pain control
cabinets, which are based on specialized PC HF and
specialized HF (oncology, geriatric, psycho-neurolo-
gical profiles, etc.);

- day-care hospitals/day-care hospices, which
are based on specialized PC HF, multidisciplinary and
specialized HF and non-state-owned institutions.
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Stationary (provide round-the-clock medical
care and treatment):

- PC beds/department/units in the HF (specia-
lized or general profile);

- specialized PC HF - hospices, PC centers;

-PCbeds/departments in the social protection
system inpatient institutions (social care houses for
the elderly, children, persons with disabilities, vete-
rans of wars and labor, territorial centers of social
services, etc.);

- PC units/PC beds in nursing hospitals/long-
term care departments;

- PCinstitutions of non-state ownership (priva-
te, charitable and community organizations, etc.).

The main GP-FP’s tasks when providing the PC
at PHC level are:

- palliative/symptomatic treatment, in particu-
lar, relief or complete control of pain and other severe
symptoms of diseases that impair PP’s quality of life,
and, when necessary, to provide hospitalization PP
to PCHF;

- affirmation of life and death as a natural pro-
cess, ensuring the maximum achievable for PPs full
active life, working capacity and social activity;

- ensuring the maximum possible quality of life
for PPs and their families members;

- organization of psychological, social and
spiritual support to PPs and their family’s members
during PPs illness and in the period of severe loss/
sorrow after PP death;

- informing a PPs and their family members
about a course of the disease;

- training PPs and their family members on the
rules and methods of providing hygiene, nutrition
and care and relieving the suffering of PP;

- making a partnership relations between PP,
members of a family and GP-FP and other specialists
involved in the PC;

- ensuring PP’s right to autonomy and making
informed decisions;

- co-ordination and collaboration with a PC
multidisciplinary team or stationary PC HF;

- co-ordination and cooperation with health
specialists of specialized HF according to nosology
of PP;

- co-ordination and cooperation with the social
protection institutions;

- co-ordination and cooperation with NGOs,
charitable foundations, volunteers.

Animportant condition for the effectiveness of
GP-FP PCis the improvement of special PC trainings
for students, interns and doctors specialized in fa-
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mily medicine, at under- and post-graduate level of
medical education that were issued in our previous
articles [9, 12, 26-28]. PC Training Courses for GP-FP
are conducted at the Department of Palliative and
Hospice Medicine of the Institute of Family Medicine
of the Shupyk National Medical Academy of Postgra-
duate Education now.

According to the proposed conceptual model
of the PC System, GP-FPs at the PHC level, specia-
list doctors or physician’s assistant detect PPs with
progressive incurable diseases, diagnose/confirm
the patient’s palliative status in stationary HF
secondary and tertiary levels, register a PP in the
electronic registry. At this stage, the incurability
of the diagnosis of the underlying disease is veri-
fied, if necessary - the pain syndrome control and
symptomatic therapy are provided, consultations of
specialists in the corresponding nosological profile,
the consultations about an appropriateness and
extent of surgical intervention, special treatment
methods (chemo- and radiation-therapy, etc.) are
provided. Next, an incurable patient is under the
control of a GP-FP or a physician’s assistant who
provides general PC, as determined by the Order
of the Ministry of Health of Ukraine dated January
21, 2013, no. 41 On the organization of palliative
care in Ukraine.

By worsening of a PP’s health status, PP may be
hospitalized, if necessary, to a specialized hospital for
secondary or tertiary level of medical care.

Thus, a systematic analysis of the current
state of Ukrainian PC, literary sources, regulatory
and statistical data makes it possible to make the
following

Conclusions

1. The main goal of the proposed conceptual
PC System model is to maximize a relief of suffering,
to preserve human dignity and to provide appro-
priate quality of life for incurable patients and their
family members. The presented PC System functio-
nal-organizational model of at the PHC level is aimed
at ensuring the availability and quality of medical
and social assistance to incurable patients, including
at the terminal stage, in outpatient settings and at
home, to determine the role and interaction of PHC
health specialist and other physicians, involved in
the PC, that should improve PPs" and their families
the quality of life.

2. The proposed functional and organizational
PC System model at the PHC level of requires special
professional training, professional development
and motivation of GP-FP, the relevant regulatory




framework and, of course, an adequate financial
support and political support of the Government of
Ukraine, regional and local authorities, and interest
and support of the whole society.

3. The one of a main conditions for the pro-
vision the PHC to incurable patients in outpatient
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settings and at home is the work of GP-FDs as a part
of a PC multidisciplinary team to combine the efforts,
coordination and collaboration of GP-FPs and specia-
list doctors, social protection institutions, volunteers,
private sector representatives, public organizations
and priests etc.
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/00— 630,9 630 632,7
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2247 223,6
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Note. Excluding the temporarily occupied territory of the Autonomous Republic of Crimea and the City of Sevastopol
and part of the combat zone on the territory of regions of Donetsk and Lugansk.

Figure 1. Dynamics of the deaths number (thousand people) in Ukraine (2000, 2012-2017)
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and part of the combat zone on the territory of regions of Donetsk and Lugansk.

Figure 2. General mortality rates (%o) in Ukraine and their dynamics (2000, 2012-2017)
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Figure 3. Functional-organizational model of PC System in Ukraine

The calculated need in PC in terms of age and gender structure of mortality from diseases of the Ukraine population in
2017*%

] . The estimated PC
Age Number of deaths The estimated PC Number of deaths The estimated PC need (men and wo-
category (years) (men) need (men) ata (woman) need (woman) at a men) at a coefficient
gory v coefficient of 0.80 coefficient of 0.80 of 0.80

0-9 2177 1742 (0.78%) 1596 1277 (0.55 %) 3019 (0.67 %**)
10-19 887 710(0.32 %) 405 324 (0.14 %) 1034 (0.23 %*¥)
20-29 4576 3661 (1.63 %) 1390 1112 (0.48 %) 4773 (1.06 %)
30-39 13350 10680 (4.77%) 4428 3542 (1.52 %) 14222 (3.15 %)
40-49 22384 17907 (7.99%) 8208 6566 (2.82 %) 24473 (5,41 %)
50-59 43080 34464 (15.39%) 17385 13908 (5.97 %) 48372 (10.68 %)
60-69 66209 52967 (23.65%) 38029 30423 (13.06 %) 83390 (18.36 %)
70-79 69199 55359 (24.71%) 79581 63665 (27.32 %) 119024 (26.02%)
80 and older 58423 46738 (20.87%) 140059 112047 (48.09 %) 158785 (34.48%)
Total 280285 224228 291081 232865 457093 (100%)
Total number of deaths (men and women) - 571366
The estimated PC need at a coefficient of 0.80 counted based on the number of deaths — 457093 and pro 100 thousand of popula-
tion-1078,4

Note. * Excluding the temporarily occupied territory of the Autonomous Republic of Crimea and the City of Sevastopol
and part of the combat zone on the territory of regions of Donetsk and Lugansk.
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