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CIVIL SOCIETY AND PALLIATIVE CARE
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In Ukraine, the participation of civil society in the development of the Palliative and Hospice
Care (PHC) system is not crucial, since professional Non-Governmental (Civil) Organizations
(NGOs) do not have the resources and powers necessary for such an impact. However, the
experience of other countries shows that the participation of NGOs in the creation of a PHC
system, which should be among the "best practices”, is mandatory. The study was conducted to
identify the areas of work of Ukrainian NGOs for the provision of PHC and influence on state
policy. The study was conducted using the method of system analysis and bibliosemantic
method, with a search for sources by keywords in Ukrainian and English in Google, Google
Scholar and PubMed. PHC consists of medical care, psychological, spiritual, social and legal
support for patients. Medical care and psychological support are entrusted to the healthcare
system, which should also coordinate other areas. However, the actual overload of medical
workers leaves other areas of PHC in the sphere of responsibility of social services and NGOs.
NGOs specializing in palliative care are mainly professional associations of doctors and nurses
in palliative medicine. Some NGOs also advocate for patients’ rights, support patients and their
relatives (caregivers), and provide social support. In countries with developed palliative care
systems, NGOs specializing in palliative care can organize their own hospices, be coordination
centers for palliative care, conduct training, conduct scientific research, and even issue licenses
to doctors and nurses to work in palliative care. In many countries where euthanasia is legalized,
NGOs have had a significant impact on the legalization process, studied public opinion, and
exerted the necessary influence on politicians. Ukrainian scientists are developing models for
organizing palliative care, in which NGOs should receive greater resources and powers to play
a greater role in the further development of the national palliative care system.

Keywords: palliative and hospice care, social support, psychological support, spiritual sup-
port, advocacy.
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Introduction

Public (Non-Governmental) Organiza-
tions (NGOs) have played an important
role in developing national systems of Pal-
liative and Hospice Care (PHC) in all coun-
tries, which are included in the list of the
best according to the classification of
Lynch T., Wright M. and Clark D. (2008/
2011) [1] and according to the Quality of
Death Index (2015) [2]. At all stages of the
development of such systems, NGOs advo-
cated for the rights of medical and social
workers, patients, and their relatives, de-
veloped educational initiatives, conducted
scientific analytical research, maintained
public interest in the topic [3], monitored
the quality-of-service provision, and influ-
enced politicians who made decisions on
legislative changes in the field of PHC.
Searching for information about the work
of Ukrainian NGOs in the field of PHC
gives a preliminary idea of the insignificant
influence on state policy and changes in the
PHC system during the healthcare reform
of both professional associations of pallia-
tive medicine specialists and organizations
that protect the rights of patients and their
relatives, or provide them with services and
support.

The activities of NGOs in countries with
a low degree of integration of the PHC sys-
tem into the general healthcare system, to
which Ukraine belongs, can be aimed at
implementing the general principle of pa-
tient-centeredness [4] and at meeting some
of the needs of patients. What are these
needs? Kotvitska A.A. et al. (2021) found
[5] that the vast majority (94.4%) of palli-
ative patients need psychological support,
close to 3/4 need pharmaceutical care
(75.5%), in particular symptomatic treat-
ment and pain relief, close to 2/3 need pro-
fessional care (71.6%) and social support
(67.4%). 43.2% of patients need spiritual
support, and 29.5% need legal assistance.

But an equally important area of NGO’s
activity is the formation of public opinion,

drawing attention to the problem of the un-
derdevelopment of the PHC system, which
IS unable to ensure the coverage of a suffi-
cient number of palliative patients and
meet their needs. We did not find data on
which issues the activities of Ukrainian
NGOs had a significant impact on the de-
velopment of the national PHC system, in
comparison with, for example, the work of
the Cicely Saunders NGO in the UK [6].

The aim of the study was to determine
the areas of work of non-governmental or-
ganizations in Ukraine to provide palliative
and hospice care and influence public po-
licy.

Materials and Methods

The study was conducted using the me-
thod of system analysis and bibliosemantic
method, with a search for sources using the
keywords "civil society", "non-governmen-
tal organizations", "palliative and hospice
care", "social support", "psychological sup-
port", "spiritual support”, "advocacy" in Uk-
rainian and English in Google, Google
Scholar and PubMed.

Results and Discussion

NGOs in countries with developed PHC
systems have an impact on the develop-
ment and implementation of palliative care
development strategies if they lobby for
legislative changes and advocacy: they ini-
tiate public discussions aimed at improving
access to palliative services, improving the
quality of services, protect the rights of
medical professionals working in palliative
medicine, or protect the rights of patients
and their relatives (caregivers). In Ukraine,
the activity of public organizations is
wave-like. Activity lasts for several years,
after which there is usually a lull. For ex-
ample, the State Enterprise "Institute of
Palliative and Hospice Medicine of the
Ministry of Health of Ukraine"” [7], estab-
lished in 2008 on the initiative of the NGO
"All-Ukrainian Council for the Protection
of Patients' Rights and Safety", has ceased
its activities [8]. The activities of the Public
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Organization "Ukrainian League for the
Development of Palliative and Hospice
Care" are dependent on grants, between
which there are breaks [9]. In addition, the
organization does not have representatives
in all regions of Ukraine, so today it cannot
claim the status of a future licensor that
could issue licenses to palliative medicine
doctors [10].

Periodic public events of NGOs most
often only confirm the intention to adhere
to a certain strategy in organizing PHC. For
example, during the National Congress on
Palliative and Hospice Care in 2023, the
clinical principles of developing the system
of PHC in wartime conditions, the social
component of palliative care, the features
of its provision to children and at the level
of primary health care, as well as the de-
velopment of palliative care in Ukraine
through the prism of law were discussed
[11]. According to our forecast, after re-
viewing the declaration of the meeting, the
event will not have an impact on accelerat-
ing the widespread use of medical canna-
bis, which is necessary for palliative pa-
tients in conditions of low availability of
effective pain relief, on improving chronic
pain treatment protocols [12-14], on in-
creasing the safety of palliative patients in
wartime conditions [15], on expanding the
list of palliative diseases, improving the
forecasting of the need for PHC, on return-
ing to the model of providing palliative pa-
tients with home hospice care by mobile
teams instead of family doctors. Let us
dwell on this issue in more detail.

Before the start of the package financing
of expenditures on PHC, public organiza-
tions implemented new models of provid-
ing palliative care at home, which did not
ensure a wide coverage of palliative pa-
tients with the necessary services, but al-
lowed to work out a model of high-quality
care for patients in comfortable conditions
for them. This was especially important in
conditions of limited funding [16]. Package

financing of expenditures on palliative
medicine within the framework of the me-
dical guarantees program and "Affordable
Medicines", introduced by the National
Health Service of Ukraine, made it possible
to develop both inpatient palliative care for
adults and children and mobile care at the
same time. Funding for the program has
grown significantly in recent years (2021—
2024), even in conditions of a full-scale
war. Heads of medical institutions were
willing to order funding packages for pal-
liative patients, but the actual coverage of
services for this contingent of patients grew
much more slowly. Researchers of the or-
ganization of PHC in Ukraine associate this
fact with the lack of a clearly defined list of
diseases that should be treated as palliative
in Ukraine, with the lack of a constant cal-
culation of the need for PHC in a regional
context, and the lack of forecasting of this
need [17]. Funding for PHC ordered by
medical institutions should correspond to
the calculated need, as well as be tied to the
register of palliative patients of each region
and territory, which will correspond to the
principle of "money follows the patient".
NGOs can also effectively participate in
solving the problem of assessing the need
for PHC and its forecasting. Their coope-
ration with medical universities, in particu-
lar with departments of palliative medicine
and health care organizations, is desirable.
Such cooperation will simplify the imple-
mentation of the forecast in compliance
with the principles of evidence-based me-
dicine and prevent falsifications [18].

But will these research groups have
a common opinion on the most important
issues of organizing palliative care? We as-
sessed the attitude to these issues based on
available (published) data. The results of
the search demonstrate both the difference
in the understanding of individual issues by
Ukrainian researchers and a common vi-
sion. Thus, in the issues of assessing the
need for palliative care, both the total
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number of patients requiring palliative care
and the list of nosologies for which such
care is required differ [19-21]. Researchers
demonstrate common views in the list of
services that palliative patients need: treat-
ment (with an emphasis on pain relief),
psychological, spiritual, social and legal
support [22]. To coordinate efforts, these
groups need to work together with the na-
tional association of palliative medicine,
which should have representatives in all re-
gions of Ukraine, the necessary resources
and authority for work.

At the local level, representatives of the
association will be required to coordinate
the volunteer movement, educational initi-
atives, and study public opinion on eutha-
nasia of palliative patients [23; 24]. NGO
information activities can be aimed at both
the general public and professional circles
of workers in the PHC system. In the first
case, it is possible to disseminate infor-
mation about palliative care through the
media, social networks, and printed mate-
rials, which will help raise public aware-
ness of PHC problems and reduce stigma-
tization of incurable patients. Professional
circles will understand the need to consider
more diseases accompanied by chronic
pain and with a negative prognosis for
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cine are mainly professional associations
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cine, as well as NGOs that protect the
rights of palliative patients. They can or-
ganize their own hospices, be coordination
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necessary influence on politicians. Ukrain-
ian NGOs should receive greater resources
and powers to play a greater role in the fur-
ther development of the national PHC sys-
tem. The final effect of all the proposed ar-
eas of work of NGOs in the field of PHC
should be to improve the quality of life of
palliative patients and increase their cove-
rage with necessary services.
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Cmianoe B.A., 'opnocmacsa I1.0.

I'POMAJSHCBKE CYCIHIIUIBCTBO TA IMTAJIIATUBHA JOITIOMOTI' A

B Vkpaini yyacTs rpoMajsIHCHKOTO CyCIUIbCTBA Y po30y1oBi cuctemu [lamiaruBHoi Ta Xoc-
nicHoi lonomoru (ITX/]) He Mae BHpIIIagbHOrO 3HAYEHHS, OCKUIbKU mpodeciiini Hellepkani
(rpomazcsbki) Opranizanii (HO) He MatoTh HEOOX1THUX JUIsSl TAKOTO BILJIMBY PECYPCIB Ta MOB-
HOBaXK€Hb. AJie JOCBIJ IHIIUX KpaiH cBiI4UMTh, 0 yyacTh HIO y ctBopenHi cucremu I1X/I,
sKa Ma€ HaJIeXKaTH JI0 «KpalllUX MPaKTUK», € 000B’s13k0BOK0. JlochimkeHHs: OyJIo MpoBEAEHO
3 METOI0 BU3HaueHHs HanpsMkiB podotu HJIO Vkpainu mis nHapanss [1X]] Ta BBy Ha aep-
’KaBHY MOJITUKY. J{OCHiKEHHSI POBEICHO 3 BUKOPUCTAHHSAM METOJly CHCTEMHOTO aHaJli3y Ta
610;110CEMaHTUYHOTO METOJTY, 3 TOLIYKOM JDKEpeN 3a KJIIIOUYOBUMH CIIOBAMHU YKPATHCHKOIO Ta
anrmiicekoro MmoBamu y Google, Google Scholar Ta na PubMed. ITX]] cknagaeTscs 3 MequaHOT
JIOTIOMOTH, TICUXOJIOTIYHOI Ta {yXOBHOI MIATPUMKH, COIIaIbHOTO Ta IOPUIUYHOTO CYIPOBOIY
XBOpUX. MeauyHa 1oroMora Ta MCUXOJIOriYHa MiATPUMKA MOKIaJleHa Ha CUCTEMY OXOPOHU
3JI0pOB’sl, KA TAKOX Ma€ KOOPJMHYBATH H I1HII HanmpsMKU. Ase (pakTUYHE MepeBaHTaXECHHS
MeAMYHUX MpaliBHUKIB 3anumiae iHu HanpsaMku [IX]] y cdepi BiAMOBIAaTBHOCTI COLIaIbHUX
ciyx6 ta H/1O. CrenianizoBani Ha I1X/] HJO nepeBaxHo € npodeciiHuMu 00’ €THaHHIMU
JKapiB Ta MEIUYHUX cecTep naniatuBHOI MenuuuHu. Yactuna HJIO Takox 3aiimaeTbes aaBo-
Kalli€lo TpaB MAIlI€HTIB, MATPUMKOIO MAII€HTIB Ta iX OMM3BKUX (AOTIIAJANBHUKIB), 3M1HCHIOE
coIialbHUM CynpoBia. Y Kpainax 3 po3BuHeHuMH cucteMamu [1X]] creriamizoBani Ha TTX]]
HO MoxyTh OpraHi3oByBaTH BJIACHI XOCIiCH, OyTH KOOpPJMHALIHHUMH LIEHTpaMH Majia-
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THUBHOI IOTIOMOTH, IPOBOJTUTH HaBYaHHS, HAYKOBI TOCIIPKCHHS 1 HABITh BUJABATH JIICH3IT JTi-
KapsM Ta MEIMYHUM CECTpaMm Il poOOTH y NajiaTUBHIA MeauIlnHI. Y 0aratbox KpaiHax, Je
neranizoBaHa eBTanasis, HJ{O Manu 3Ha4HMI BIUIMB HA MPOIIEC Jerani3allii, BUBYAIN IPOMaJi-
CbKY JYMKY Ta BUMHSIJIN HEOOX1JHUI BIUTUB HA MOJITUKIB. Y KPaTHChKI HAYKOBII pO3pPOOJISIOTH
mopeni opranizamii [IX/1, B axkux HAO maroTh oTpuMartu OUIbIII pecypcu Ta MOBHOBAXECHHS
JUISl BAKOHAHHS OUTBIIOT pouTi Y oAb po30y10Bi HallioHaIbHOT cuctemu [1X/1.

Knrwouoei cnoea: nariamusna ma xocnicna 00nomoaa, CoyianbHuii Cynposio, ncuxon02iyvna
niOMpUMKa, 0yXo8Ha NiOMpUMKa, a08OKayis.
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