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Abstract. The author has analyzed the role of non-governmental organizations (NGOs) in the development
of palliative and hospice care in Ukraine from 2011 to 2024. Using such research methods, as bibliosemantic
and systems analysis, it has been determined that the need for such care remains high, with NGOs playing a
crucial role in its provision. Special attention is given to projects supported by the International Renaissance
Foundation. However, NGO activities are often fragmented, complicating the systemic development of
palliative care. The necessity of an integrated approach is emphasized, encompassing medical, social, and
legal support for patients, along with enhanced coordination between governmental and non-governmental
structures to ensure compliance with international standards. Additionally, conditions must be created in the
state for active civil society participation in shaping policies within this sphere.
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Introduction. Palliative and hospice care are essential components of any country's healthcare
system, addressing the needs of individuals with serious illnesses and their families. The number of
elderly individuals and those with severe, incurable diseases in Ukraine remains high. Due to martial
law, complete mortality statistics for 2022 and 2024 remain inaccessible. However, based on available
data, general trends can be identified. For instance, in 2017, the total number of deaths was 583,600,
while in 2021, considering the impact of COVID-19, it reached 714,263. The number of cancer-
related deaths in 2019 was 61,289, decreasing to 53,012 in 2021 and 42,660 in 2022 (excluding
temporarily occupied territories). Palliative and hospice care can be provided to these individuals.
The type of assistance described extends beyond healthcare and generates scholarly interest in related
fields such as political science, social work, psychology, and economics (Volf, 2024: 50-51).

Analysis of recent research and publications. Studying the practical experience of palliative and
hospice care providers, particularly non-governmental organizations (NGOs), can foster the devel-
opment of social work in this sector. As of December 2023, Ukraine had 208,385 registered non-
profit organizations (Kaplan et al., 2024: 5). Civil society in Ukraine is actively evolving, with the
number of charitable organizations increasing by 43% between 2021 and 2023 (Tygnyriadno, 2024).
Therefore, Ukraine's non-governmental sector represents a significant segment whose various aspects
of activity require further research.

The activities of non-governmental organizations (NGOs) in the context of social policy and social
work — especially in the specialized field of palliative and hospice care — have been insufficiently
studied in Ukraine. Oleg Kondratenko examined the broader relationship between NGOs and
authorities from the 1990s to the present (Kondratenko, 2023). Formal and informal support networks
for addressing the needs of elderly individuals were discussed in a monograph by Dzhuhan (Dzhuhan,
2023). Authors of another monograph briefly mention the role of NGOs in palliative and hospice
care (Moiseienko, 2022). However, a more detailed and focused analysis of the role of NGOs in this
field was conducted by O.O. Volf. In his doctoral dissertation in political science, he introduced the
concept of the humanization of social policy, which he defined as a process that imparts a human-
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centered direction to policy, expressed through enhanced democracy and an increased role for civil
society structures, ultimately improving citizens' quality of life (Volf, 2014).

According to the relevant scholarly literature, key standards for NGO activities include transpar-
ency, citizen engagement in democratic processes, and the protection of human rights.

The article’s purpose is analysis of the role of non-governmental organizations (NGOs) in the
development of palliative and hospice care in Ukraine from 2011 to 2024.

Research methodology: bibliosemantic and systems analysis.

Main part. It is unsurprising that one of the most influential players in palliative and hospice care
during the studied period was the International Renaissance Foundation. Founded by George Soros
(USA) in April 1990, it has become one of Ukraine’s largest charitable foundations. The Foundation
fosters an open society characterized by citizen participation in state-building and transparent,
accountable governance. A critical priority for the Foundation is the robust protection of human
rights. Until 2022, one of its programs was «Public Health». According to the Foundation's website,
the program aimed to «promote the development of an economically efficient and non-discriminatory
healthcare system, ensure transparent and rational use of budget funds, and guarantee equal access for
citizens, including vulnerable groups, to essential medicines and appropriate treatment« (Hromadske
zdorovja, 2022).

Unfortunately, much of the information regarding project activities (reports on project implemen-
tation) of organizations receiving financial support from the Renaissance Foundation for assisting the
seriously ill has not been published.

Between 2011 and 2016, with funding from the International Renaissance Foundation, a local
NGO, Charitable Organization «Network 100 Percent Life Rivne», implemented the project «Ensuring
Access to Pain Relief Medications for Palliative Care Patients in Rivne and Volyn Regions» (Nadani
Granty). This initiative aimed to uphold the right of individuals requiring palliative care to alleviate
pain and suffering by monitoring procedures related to prescribing, dispensing, and acquiring opioid
analgesics (Diialnist iz Zabezpechennia..., 2014).

During this period, particularly between 2015 and 2017, one of the primary focuses for NGOs was
ensuring adequate pain management for patients with chronic pain. Access to appropriate medica-
tions and medical procedures is one of the most critical aspects of palliative care. Without adequate
pain relief, patients face significant barriers to a dignified life and social integration. Supported by the
Renaissance Foundation, projects like «Palliative Care: Our Common Pain» were implemented by
the Sumy Regional Public Organization «Source of Life». Since 2017, the campaign «Time to Take
Off the Rose-Colored Glasses» has been underway (Nadani Granty). This initiative aimed to help
healthcare professionals and patients properly assess pain and appropriately prescribe and use analge-
sics. Key partners included the NGO «Institute for Legal Research and Strategies», the International
Charitable Foundation «Sobornist», the Charitable Foundation for Helping the Incurably 111 «Mother
Teresa», «Chance Cluby, «Institute for Social Development», «Ukrainian Legal Initiatives», and
«Network 100 Percent Life Rivne» (Husij, 2017).

Some projects supported by the Renaissance Foundation in 2016-2017 were implemented at
the local level and involved active public participation in shaping local palliative care policies. A
short-term outcome of such projects was the adoption of the Regional Programs for Palliative Care
Development.

Another focus area for NGOs during this period was their collaboration with the Office of the
Ukrainian Parliament Commissioner for Human Rights as part of the National Preventive Mechanism.
Monitoring visits were conducted to closed institutions, including hospitals, hospices, and palliative
care units, involving civil society activists (Uzahalnena Dopovid, 2017: 7). NGO representatives high-
lighted numerous violations of patients' rights, such as inadequate pain relief, lack of informed consent
for hospitalization, substandard care, and breaches of privacy (Uzahalnena Dopovid, 2017: 2).
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One of the key centers providing assistance to terminally ill citizens from 2011 to 2018, supported
by funding from the International Renaissance Foundation, was Ivano-Frankivsk. Here operated the
Charitable Foundation for Helping the Incurably Il «Mother Teresa». According to the Foundation’s
reports, a Training and Methodological Center for Palliative Care functioned within the organization
from 2009 to 2017, funded by the International Renaissance Foundation. The target audience for these
trainings was medical professionals. Analyzing the issues addressed in the trainings, for example, in
2016, it can be noted that they primarily focused on enhancing the professional qualifications of med-
ical personnel. Issues related to democracy, public monitoring, human rights, and the participation of
civil society (including professionals) in shaping public health policy were addressed only margin-
ally. The primary outcome of these numerous activities was the general dissemination of information
to specialists about palliative care as a modern form of support for terminally ill patients. The analysis
of the reports does not indicate that long-term results were achieved for community development or
the actual protection of human rights (Zvit pro diialnist navchalno-metodychnoho tsentru, 2018).

Thus, the activities of non-governmental organizations largely depended on international funding
(primarily from the United States) and were aimed at spreading information about this new type of
support for terminally ill patients — palliative and hospice care — as well as addressing the protection
of these individuals' rights.

As a result of this NGO activity, there was, according to the authors of the manual «Optimization
of the Palliative and Hospice Care System in Ukraine: Realities and Prospects», an «uncontrolled»
(Moiseienko, 2022: 83) increase in hospices and home care departments by 400% and 200%, respec-
tively, during 2019-2020 (Rohanski, 2020). In subsequent years, the number of palliative care facil-
ities continued to grow, while the quality of services provided remained questionable (Struk, 2024).

Since approximately 2020, the activities of most non-governmental organizations funded by the
International Renaissance Foundation have ceased, due to the lack of international grants.

Due to such unsystematic activities by civil organizations, the state was forced to reconsider its
role and approaches to regulating this sector. In the Analytical Note of the National Institute for
Strategic Studies, non-governmental organizations are not mentioned as key players in the field of
palliative care; instead, the leading role is assigned to the state, with one of the main barriers to the
development of palliative care cited as the absence of an appropriate law in Ukraine (Boiko, 2019).

Thus, the activities of non-governmental and state organizations were unsystematic and not always
coordinated, resulting in inconsistent quality of services provided in palliative care institutions.

Since 2011, Ukraine has had a public organization called the «League for the Development of
Palliative and Hospice Care». This organization was established on December 17, 2010. The first
initiative meeting aimed at creating the organization took place in November 2010 in Ternopil during
the seminar «Opening of a Hospice in Ternopil: Opportunities and Prospects». During the event,
participants reached a consensus on the need to establish an organization that would unite represen-
tatives from various fields — medical professionals, public activists, academics, clergy, volunteers,
and philanthropists — to develop palliative care in Ukraine. One of the key areas of the organization’s
work is improving existing legislation in the field of palliative care, as well as developing plans
and programs aimed at providing comprehensive medical, psychological, social, physical, and spir-
itual support for patients with incurable diseases (Ukrainska liha rozvytku paliatyvnoi ta khospisnoi
dopomohy). In subsequent years, the League continued its activities to regulate care for terminally
ill patients legally. Notably, representatives of the League are among the members of the multidisci-
plinary working group developing sectoral standards for medical care in «Palliative Medical Care»,
approved by the Ministry of Health of Ukraine on August 18, 2020 (Derzhavnyi ekspertnyi tsentr
MOZ Ukrainy, 2024).

Analyzing the activities of this public organization, it can be noted that its specialists primarily
focus on the medical component of palliative care. This is explained by the organization's staff com-
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position, which mainly consists of doctors. This leads to the medicalization of palliative care, turning
this field into an exclusively medical domain where even nurses have no decisive role. The roles of
social workers, psychologists, medical chaplains, and volunteers are diminished. Specifically, accord-
ing to the League’s official website and social media presence, issues related to nursing, social work,
psychology, and volunteerism in palliative care were only marginally addressed.

Therefore, the «Ukrainian League for the Development of Palliative and Hospice Care» is one
of the non-governmental organizations working to develop palliative care. The organization focuses
on improving the regulatory framework, with most changes concerning the medical component of
palliative and hospice care.

The experience of the charitable organization «Association of Palliative and Hospice Care»
founded in 2010, provides valuable insights into the operational methods of NGOs and their impact on
policies for the terminally ill. Notably, this organization did not receive funding from the International
Renaissance Foundation between 2011 and 2024.

Upon its establishment, the organization quickly became an active player in developing palliative
medicine in Ukraine. From the outset, it identified one of its key tasks as implementing integrated
multidisciplinary educational programs for professionals and volunteers, including medical workers,
social workers, psychologists, and patients themselves. The Association's educational activities aimed
not only at enhancing specialists' qualifications but also at promoting a comprehensive approach to
palliative care that considered the needs of both patients and their families (Volf, 2019).

The educational programs implemented by the Association integrated fundamental theoreti-
cal concepts of social work, particularly the socio-ecological theory and the Life Model of social
work practice developed by C. Germain and A. Gitterman. This theory viewed palliative care as a
holistic system in which each element — medical staff, patients' families, psychologists, and social
workers — plays a crucial role in improving patients' quality of life. It helped develop a training
approach focused on creating a supportive network for patients and their families.

The primary educational activities conducted by the Association of Palliative and Hospice Care
were informal education initiatives. In 2012, as part of a project to develop pediatric palliative care,
the Association organized training sessions for parents at a medical facility in Kyiv. The training
program covered topics such as basic care for terminally ill children, psychological support for fam-
ilies, and communication between families and medical staff. During these sessions, the Association
promoted innovative care models for the terminally ill, such as home-based pediatric care in collabo-
ration with volunteer organizations and state social services.

Patient rights and the participation of civil society organizations in shaping policies to uphold these
rights were essential pillars of the Association's activities. For example, in 2012, the «Association
of Palliative and Hospice Care» conducted a training session titled «Protection of the Rights of
Terminally Il Citizens» for civil activists (managers of civic and charitable organizations, socio-po-
litical movements, and associations) in the Kyiv region. This event was supported by the Democracy
Support Fund of the U.S. Embassy in Ukraine. The primary objective of the training was to enhance
the knowledge and practical skills of managers in civic and charitable organizations, socio-political
movements, and associations in areas such as access to social and medical services, adequate pain
management, and educational opportunities for terminally ill children (Treninh dlia hromadskykh
aktyvistiv, 2012).

The training was linked to the Association’s hotline for protecting the rights of terminally ill
patients. According to the hotline’s findings in 2013, there were numerous violations of terminally ill
patients' rights to pain relief, information, social guarantees (including housing and necessary trans-
portation), hospitalization, and the rights of terminally ill individuals with special needs. Even when
certain rights appeared adequately defined in legislation, practical implementation often revealed
violations, indicating the need for better enforcement (Govda, 2013: 23).
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A significant area of focus for the Association was the implementation of educational visit pro-
grams for Ukrainian healthcare professionals to European countries, including Poland, Slovakia,
and Sweden, between 2012 and 2013. These visits, lasting one to two weeks, provided insights into
European hospice practices, which led to the establishment of new hospice departments in Ukraine.
In 2016, educational visits to healthcare, social protection institutions, and charitable organizations in
Poland, Sweden, Norway, Hungary, and Belgium were organized, involving approximately 50 spe-
cialists. These international visits and exchanges of experience with European colleagues promoted
the development of palliative and hospice care (PHC) at the local level. During these visits, discus-
sions extended beyond medical care for the terminally ill to include professional education, public
awareness campaigns, and multidisciplinary collaboration between medical and social services (Zvit
pro diialnist blahodiinoi orhanizatsi, 2024).

A significant milestone was the partnership with the international volunteer organization PRIME,
established in 2013. This partnership facilitated the arrival of volunteer doctors to Ukraine, who
shared practical palliative care experience during week-long programs. This collaboration enabled
the creation of effective training programs based on advanced international practices. Cooperation
with the Shupyk National Medical Academy of Postgraduate Education, particularly the Department
of Palliative and Hospice Medicine, allowed Association specialists to integrate international expe-
rience into educational programs that continue to be successful today (Zvit pro diialnist blahodiinoi
orhanizatsi, 2024).

In 20162017, the Association contributed to the creation of Ukraine's first textbooks on palliative
and hospice care, with particular emphasis on social work in palliative medicine. This marked an
important step toward systematizing knowledge in this field and improving the professional skills of
specialists working with terminally ill patients. These textbooks, developed in close cooperation with
the Shupyk National Medical Academy of Postgraduate Education, became crucial tools for educa-
tional institutions training social workers and medical professionals (Istorychna dovidka, 2024).

Between 2011 and 2015, the Association actively collaborated with Ukraine's Ministry of Social
Policy and Ministry of Health to improve existing regulatory frameworks and implement educa-
tional programs. As a result of this long-term work, in 2014, a joint order titled «On Approval of the
Procedure for Interaction of Entities in Providing Palliative Care Services at Home for Terminally Ill
Patients» was developed by the Ministry of Social Policy and the Ministry of Health (Pro zatverdzhen-
nia Poriadku). In 2015, the Ministry of Social Policy, in collaboration with public sector experts,
developed the State Standard for Palliative Care, which defined the content, scope, norms, conditions,
and quality indicators for providing palliative care services (Pro zatverdzhennia Derzhavnoho stan-
dartu). This ensured that NGOs must now deliver social services in compliance with state standards,
whether on a paid or free basis.

Between 2017 and 2020, the Association conducted numerous training sessions for professionals
under the Ministry of Social Policy, including topics such as «Fundraising and Project Management
in the Field of Terminal Patient Rights Protection» (for instance, in the Mykolaiv region) (Na
Mykolaivshchyni vidbuvsia treninh, 2018). The primary goal was to strengthen cooperation between
governmental and non-governmental institutions and to initiate social projects aimed at improving
conditions for terminally ill patients. This trend was influenced by the political and socio-economic
situation in Ukraine. Since the onset of the war with Russia in 2014, there has been an acute need
for fundraising initiatives due to reduced state funding. One of the leading trainers engaged by the
Association from 2011 to 2018 was Yakiv Rogalin, head of the «Dobrota» foundation, who continued
fundraising efforts despite the occupation of Donetsk and its surrounding region.

During this period, the Association also organized educational events focused on resource acqui-
sition and closely collaborated with leading medical institutions, such as the «Okhmatdyt» National
Children's Specialized Hospital and the Institute of Pediatrics, Obstetrics, and Gynecology. These
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institutions frequently hosted training sessions for patients on effective care, psychological support,
and interaction with medical personnel (Treninh «Fandreizynh i1 proektnyi menedzhment...», 2016).

Ensuring the rights of seriously ill patients, particularly children, to receive proper palliative and
hospice care has been an important focus for this non-governmental organization. Between 2016 and
2019, the Association conducted relevant training sessions for representatives of non-governmen-
tal patient organizations and professional communities. As part of the project «Children's Rights in
Palliative Care», which was implemented in 2016 with the support of the British Embassy in Ukraine,
training sessions were organized on the rights of seriously ill children (Khvori dity, 2016). Participants
included representatives of non-governmental organizations and volunteer groups (Treninh «Zakhyst
prav tiazhko khvorykh ditei», 2016). During these events, the initiative «Second April,« dedicated to
protecting the rights of children with disabilities, was launched and continues to operate in 2024. In
2016, a report on «The Rights of Seriously Ill Children» was published (Volf et al., 2016).

A key aspect of these activities was the involvement of specialists from various fields, including
psychologists, social workers, and doctors, which allowed for an integrated approach to training and
facilitated knowledge exchange. For instance, in 2018, in cooperation with the Ukrainian Association
of Young Political Scientists, training sessions were held using future modeling technologies to pre-
dict the development of palliative care (Volf, 2019a).

An important part of the work of the Charity Organization «Association of Palliative and Hospice
Care» was its membership in the Ukrainian side of the EU-Ukraine Civil Society Platform. This
platform, established under Articles 469—470 of the Association Agreement between Ukraine and the
EU, consists of representatives of Ukraine's civil society and members of the European Economic and
Social Committee (EESC). The Association is part of Working Group 4 «Employment, Social Policy,
Equal Opportunities, and Health» (Ukrainska storona).

In 2020, the Association conducted an online school for nurses, in recognition of the Year of Nursing
(Zminy v okhorony, 2020). Since 2020, the Association has actively participated in the ISAR Ednannia
program, which aims to strengthen the institutional capacity of organizations founded by parents of
seriously ill children. This initiative included training events on organizational development, strategic
planning, advocacy, marketing, communications, and fundraising (Psykhoonkolohiia, 2020).

In 2021, the Association became an official provider of continuous professional development edu-
cational services for healthcare workers (Tsentr testuvannia pry MOZ Ukrainy). From 2013 to 2020,
the Association also worked closely with educational institutions that train social workers to raise
awareness about palliative care. Special training programs and internships in medical institutions
helped future professionals gain practical skills for working with seriously ill patients (Zvit pro diial-
nist blahodiinoi orhanizatsi, 2024).

The Association's intensive educational, scientific, and humanitarian activities have continued
since 2022. Thus, the work of the Association of Palliative and Hospice Care has played a crucial
role in the development of palliative medicine in Ukraine. Programs focused on training and pro-
fessional development of specialists have helped improve the level of medical and social support
for patients and their families. Through innovative approaches, interdisciplinary training, and effec-
tive cooperation with international organizations, the Association has become a leading educational
platform in the field of palliative care. The Association views its educational activities as a tool for
influencing state and local policies. According to the Association's report, between 2011 and 2024,
over 4,000 specialists, 2,000 patients and their families, and nearly 80 volunteers were involved in
educational events (Zvit pro diialnist blahodiinoi orhanizatsi, 2024).

Other non-governmental organizations active during this time included the charitable foundations
«LaVita» and «Svoi» which primarily focus on targeted assistance to families. From 2022 to 2024, these
organizations have directed their efforts towards providing direct support to individuals with serious
illnesses, supplying hygiene products and food to about 100 people each month (Volf, 2024a: 38).
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Conclusions. Based on the presented material, the following conclusions can be drawn.

The demand for palliative care remains high, driven by the significant number of individuals with
incurable diseases. Providing quality palliative care is an urgent social and medical issue that requires
a systematic solution at both the state and public levels.

In Ukraine, a substantial number of NGOs play a crucial role in the development of palliative and
hospice care. Some of these organizations conduct systematic activities in this field, while others
contribute to the implementation of individual projects.

The International Renaissance Foundation has become one of the key players in the development
of palliative care in Ukraine. Thanks to funding from the USA, a number of important projects
were implemented, aimed at ensuring the accessibility of pain-relieving medications and enhancing
the qualifications of healthcare workers. However, the impact of these measures on the long-term
development of palliative care remains limited, as the focus was primarily on the medical component,
while social aspects and human rights were less emphasized.

The activities of non-governmental organizations in the field of palliative care are often fragmented.
The lack of a systematic approach and coordination between state and non-state structures leads to
uneven development in this field. A significant challenge remains the medicalization of palliative care,
which narrows the role of social workers, psychologists, and volunteers within multidisciplinary teams.

AnimportantaspectofNGOactivitiesistheeducationalprogramsaimedatimprovingthequalifications
of specialists and volunteers. The activities of the charity organization «Association of Palliative and
Hospice Care» demonstrated the effectiveness of applying socio-ecological theory and the life practice
model of social work to create a comprehensive system of support for patients and their families.
The further development of palliative care in Ukraine requires an integrated approach that takes into
account not only medical, but also social, psychological, and legal support for patients. Systematic
cooperation between the state, non-governmental organizations, and international partners must be
ensured, as well as enhanced monitoring of service quality.

Fortheeffective development of palliative care in Ukraine, itis essential toimplement comprehensive
standards based on international experience, as well as create conditions for the active participation of
civil society in shaping policies in this area.
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