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Summary

In the context of armed conflict, palliative care, pain management, and care for the dying and bereaved require increased
and urgent attention. The devastating humanitarian crisis in Ukraine makes these issues even more critical. In 2021, a project
working group was created in the Kharkiv region to prepare the program for the implementation of palliative care for children
in the Kharkiv region. The main reasons for the imperfect development of pediatric palliative care in Kharkiv region were some
points such as: lack of a systematic vision of the organization of pediatric palliative care services, acute shortage of qualified
medical personnel, lack of educational programs and opportunities to study best practices in this field; lack of relations between
primary and secondary (tertiary) links of medical care and coordination, lack of formulations of children’s drugs for pain
relief and fear of prescribing opioid analgesics, an imperfect system of informing medical workers about the rights of children
as patients; lack of interdisciplinary cooperation in the field of providing pediatric palliative care (education, social services,
clergy, lawyers, economists), lack of joint programs between health, social and education departments in the field of pediatric
palliative care; lack of a state policy in the field of pediatric palliative care; lack of a system for financing pediatric palliative
care measures and monitoring their effectiveness. Before the war, the approximate number of children in need of palliative care
in the Kharkiv region was 9,000 - 10,000, plus an estimated 21,000 - 25,000 family members. As of January 1, 2022, there were
426,000 children under the supervision of health care institutions in the region. 216,900 children lived in the city of Kharkiv,
209,700 in the rural areas. In the pre-war period there were 9,372 children with disabilities in the Kharkiv region. The structure
of the causes of disability was as follows: congenital malformations - 25.5% (2389 children), diseases of the endocrine system
- 16.4% (1537 children), diseases of the nervous system - 16.0% (1497 children), mental and behavioral disorders 13.8% (1295
children), ear diseases - 9.2% (862 children). The authors’vision is: to start policy development and creation of an effective
system of pediatric palliative care in accordance with the needs and international standards, creation of an effective system of
training of medical and social workers in pediatric palliative care protocols and standards; development of coordinated pediatric
palliative care at the place of residence/stay of the child; mobile teams, hospital beds and hospital teams, wide public awareness
and involvement of public organizations in the provision of pediatric palliative care; attraction of budgetary and extra-budgetary
funds for financing pediatric palliative care. Authors also speculate that other important steps need to be implemented to regional
program of pediatric palliative care and integrated with international recommendations and organizations.
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According to WHO, humanitarian emergencies and
crises are large-scale events that affect a population or
society and cause a variety of difficult and distressing
consequences, including massive loss of life, disruption
of livelihoods, breakdown of society, forced displacement,
and other serious political, environmental, economic,
social, and psychological effects [1].

In the context of armed conflict, palliative care,
pain management, and care for the dying and bereaved
require increased and urgent attention. The devastating
humanitarian crisis in Ukraine highlights the importance
of these issues [2].

The global network Palliative Care in Humanitarian
Aid Situations and Emergencies (PallCHASE) and a WHO

guide “Integrating palliative care and symptom relief into
the response to humanitarian emergencies and crisis”
determine the following provisions:

1. The most fundamental goal not only of palliative
care, but also of medicine itself, including medicine
practiced in humanitarian emergencies and crises, is to
relieve human suffering. Saving lives is a crucial way to
achieve this goal but not the only way.

2. Humanitarian responses to emergencies and crises
should include palliative care and symptom control.
Responses that do not include palliative care are medically
deficient and ethically indefensible.

3. In humanitarian emergencies and crises, the
statements that palliative care “regards dying as a normal
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process” and never intends to “postpone death”, as in the
2002 WHO definition, require additional clarification.
In this setting, any clinician, including those trained in
palliative care, should make every effort to save the life of
any patient who may be savable. The only exception should
be patients with a pre-existing chronic life-threatening
condition who had decided and left clear instructions to
forego life-sustaining treatment.

4. Palliative care never intentionally hastens death,
but provides whatever treatment is necessary to achieve
an adequate level of comfort for the patient in the context
of the patient’s values.

5. Palliative care and life-saving treatment should not
be regarded as distinct from each other. Palliative care and
symptom control should be integrated as much as possible
with life-saving treatment for patients with acute life-
threatening conditions.

6. Palliative care should commence immediately, as
needed, for patients with non-life-threatening conditions
whose injury- or disease-specific—treatment may be delayed.

7. Palliative care must be provided for all patients
deemed expectant and should commence immediately [1, 3].

In 2021 in Kharkiv region a project working group was
established for the preparation of the program of palliative
care for children in Kharkiv region (hereinafter — the
program). Taking into account the status quo, the working
group came to the conclusion that this type of assistance
is insufficiently developed in the region. For the creation
of the Program and its effective implementation in the
Kharkiv region, international recommendations should
be used as sources. Planning and implementing palliative
care services —a guide for program managers the full paper
of WHO 2016 and Building Integrated Palliative Care
Programs and Services [4, 5].

Estimates of the number of children in need of palliative
care in the Kharkiv region in the pre-war period were
approximately 9,000-10,000, including an additional
21,000-25,000 family members. As of January 1, 2002,
there were 426,000 children under the supervision of health
care institutions in the region. 216,900 children lived in the
city of Kharkiv, 209,700 in rural areas.

Before the military conflict, health care for children
aged 0-17 in Kharkiv included outpatient care provided
by 10 municipal children’s polyclinics and 2 polyclinic
departments that are part of municipal children’s hospitals,
as well as one family medicine department of the municipal
polyclinic. For children of Kharkiv region: In the regions,
outpatient medical care was provided in primary health care
facilities by general practitioners-family doctors, but all
children have access to consultative care by pediatricians
in all areas of the region. Inpatient care was based on
the 690 beds provided by two regional children’s clinical
hospitals. Currently, these two hospitals will be merged
into one in 2023. In 2021 and 2022, between 9,300 and
17,700 patients were treated. It should be noted that in
connection with military operations in the Kharkiv region,
the forced departure of the population outside the region, the
number of registered diseases decreased by an average of
1.5. Pediatric palliative care was provided in two institutions.

There were opened “Department of palliative care —
children’s hospice” (for municipal children) and “Regional
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Clinical Center of Medical Rehabilitation and Palliative
Care for Children “Hippocrates™ (for regional children).
The “Department of Palliative Care — Children’s Hospice”
was opened in 2018 and had 20 beds for round-the-clock
qualified palliative treatment and care, psychological,
social and spiritual support of a sick child aged 1-18 years
and members of his family, mobile team. The Regional
Clinical Center of Medical Rehabilitation and Palliative
Care for Children “Hippocrates” was transformed from
the Baby Home in 2021 and had inpatient department for
children under state care — 15 beds, inpatient department
for joint stay with or without parents (individual wards) —
10 beds, mobile palliative team — 5 services, children’s
hospice — 10 beds.

By January 2022 in Kharkiv city and Kharkiv region
9372 children with disabilities were registered. The
structure of the causes of disability was as follows:
congenital malformations — 25.5% (2389 children);
diseases of the endocrine system —16.4% (1537 children);
diseases of the nervous system — 16.0% (1497 children);
mental and behavioral disorders — 13.8% (1295 children);
ear diseases — 9.2% (862 children). The study of age
structure shows that 18,7% of children with disabilities
are in the age interval from 0 to 6 years, 58,9% in the age
interval from 7 to 14 years, 22,4% in the age interval from
15 to 17 years.

Treatment of disabled children in medical, preventive
and sanatorium institutions of the Kharkiv region is
carried out at the expense of the estimated allocations of
the general and special fund for each institution, as well
as centralized supplies at the expense of the state budget.

In order to provide medicines to children suffering
from oncological and hematological diseases, medicines
are ordered annually, taking into account the balance of
the previous fiscal year and the redistribution of some
medicines in accordance with the orders and letters of the
Ministry of Health of Ukraine.

In 2021, Kharkiv region received medicines and
medical products in the total amount of 172,363,248.0
UAH centrally at the expense of the state budget. In 2022,
UAH 103,293,599.0 of medicines and medical products will
be received from the state budget. In order to implement
the main priorities of the state social policy in the field
of health care at the regional level, taking into account
the specific tasks of socio-economic development of the
region, the regional program “Health of Slobozhan oblast”
is approved annually by the decision of the session of the
Kharkiv Regional Council. The measures and financial
support of the mentioned program are primarily aimed at
improving the level of medical care for the most vulnerable
segments of the population, in particular children, by
providing children’s hospitals with medical equipment
and apparatuses, preventing disability and improving the
health of disabled children, providing surgical interventions
for children with congenital malformations, high-cost
medicines for some rare diseases, prevention and treatment
of respiratory diseases in severely premature children,
rehabilitation of children with congenital irreversible hearing
disorders, etc. No funds have been allocated for 2021-2022.

Medical and social rehabilitation groups have been
created and operate on the basis of 4 regional children’s
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homes. Children under 7 years of age living in families
with neurological pathology, congenital malformations,
diseases of the musculoskeletal system, children with
chromosomal anomalies, mental and behavioral disorders
are referred for rehabilitation to medical and social
rehabilitation groups in regional children’s homes, as well
as children with metabolic disorders, diseases of endocrine
pathology and children born to HIV-infected mothers.

In addition to medical treatment methods, a complex
of physiotherapeutic procedures (electrotherapy, heat
therapy), massage, physiotherapy, balneotherapy
(hydrokinesitherapy, hydromassage, therapeutic salt
baths and mud therapy), swimming lessons, aromatherapy,
hippotherapy, lessons on special simulators are used
for rehabilitation. In addition, there are classes with
a psychologist, special education teachers, speech
therapists.

In connection with the introduction of martial law in
Ukraine, military operations on the territory of the Kharkiv
region, the existing real threat to life and health of the
children in the children’s homes, children and staff were
evacuated in March 2022 to the city of Poltava (Ukraine),
the city of Vorokhta Ivano — Frankivsk region (Ukraine),
the city of Hegenberg (Federal Republic of Germany),
the city of Kaunas (Republic of Lithuania). Children with
oncohematologic problems were evacuated to St. Jude
Children’s Hospital (USA).

During the massive shelling and bombing of Kharkiv
and the Kharkiv region, and especially during the
occupation of the territories, medical and palliative care
faced challenges:

— How to organize access to food, water, and medicine

— How to hide in basements for people with disabilities
during incessant shelling?

— How to stand in line at the border when the child is
dependent on equipment?

— What to do with a child dependent on mechanical
ventilation and other equipment during a prolonged power
outage

— How to help people with severe cognitive disabilities

— How do children and people with cognitive
impairments react?

These people are unaware of what is happening, but
during shelling and fires, they feel misfortune (or distress)
and an overwhelming sense of fear. A series of such
experiences plunges them into chronic anxiety and stress.
Such people cannot be prepared for the challenges of war.
They are totally defenseless.

- The main reasons for the incomplete development
of pediatric palliative care in the Kharkiv region were

- Lack of a systematic vision for the organization of
pediatric palliative care services;

- Acute shortage of qualified medical staff,

- Lack of educational programs and opportunities to
study best practices in this field;

- Lack of relationships between primary and
secondary (tertiary) medical care links and coordination;

- Lack of pediatric formulations of analgesics and fear
of prescribing opioid analgesics;

- An imperfect system for informing health
professionals about children’s rights as patients;

- A critically low number of pharmacies licensed to
distribute controlled drugs;

- Lack of interdisciplinary cooperation in the
provision of pediatric palliative care (education, social
services, clergy, lawyers, economists);

- Lack of joint programs of health, social and educational
departments in the field of pediatric palliative care;

- Lack of government policy in the field of pediatric
palliative care;

- Lack of a system for financing pediatric palliative
care and monitoring its effectiveness.

- The main provisions of the program proposed for
implementation are

- Initiation of policy development and creation of an
effective system of pediatric palliative care in accordance
with needs and international standards;

- Creation of an effective system of training medical
and social workers in protocols and standards of pediatric
palliative care;

- Develop coordinated pediatric palliative care at the
child’s place of residence/stay; mobile teams; hospital beds
and hospital teams;

- Increasing public awareness and involvement of
public organizations in the provision of pediatric palliative
care;

- Attracting budgetary and extra-budgetary resources
to fund pediatric palliative care;

- Methods and ways of implementation.

- Ensure access to pediatric palliative care for all
pediatric patients, regardless of their place of residence/stay;

- Provide 100% analgesia with effective analgesics in
sufficient quantities and in appropriate dosage forms;

- Provide pediatric patients with modern, effective
technologies for symptom management and end-of-life
services;

- Provide support programs for family members of
pediatric patients;

- Create an effective training system for medical,
pharmaceutical, social and educational personnel on the
topic of pediatric palliative care;

- Create conditions for the development of primary
palliative care, general palliative care and specialized
palliative care for children;

- Ensure 100% coverage of training for health
professionals working with children from 0 to 18 years of
age to ensure children’s right to access palliative care;

- Ensure continuity of pediatric palliative care;

- Increase public and non-governmental activity in
the implementation of the program, development of charity
and volunteerism;

- Establish local protocols and other medical
documentation for the provision of pediatric palliative
care and monitor their use;

- Establish justification for the level of reimbursement
for palliative care medications and medical devices;

- Establish monitoring of the physical and economic
availability of medicines and medical devices for palliative
care patients;

- Create pathways for palliative children both
between institutions, services (regardless of the form of
subordination), and within each medical institution;
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- Create programs and services for the treatment of
acute, procedural and chronic pain in children;

- Create a respiratory center and provide 100% of
children with the necessary equipment for respiratory
support;

- Create a playroom in children’s hospitals in the
Kharkiv region;

- Develop a list of equipment for the appropriate level
of palliative care (hospital, mobile team, outpatient, etc.);

- Conduct an epidemiological study to determine the
need for pediatric palliative care, and calculate the services
and resources needed;

- Provide educational opportunities for children with
terminal illnesses;

- Create burial programs for children with terminal
illnesses;

- Create support systems for a family that has lost
a child;

- Establish cooperation and involvement of social
services, educational institutions, public and religious
organizations to provide social, spiritual and psychological
support to children and their family members;

- Organize and implement a program of respite
services;

- Conduct targeted information campaigns on
palliative care and access to analgesia;

- Organizing conferences and round tables with the
support of public authorities and organizations and with
the participation of the general public;

i

-

- Develop a step-by-step plan for the implementation
of pediatric palliative care in the health care and social
services system of the region based on the principles of
coordination, continuity, accessibility and sustainability;

- Establish an interdisciplinary monitoring group
with representatives from health care, education, social
services, lawyers, economists and clergy to monitor the
development and implementation of pediatric palliative
care in the Kharkiv region;

- Creation of a monitoring group responsible for the
financing and expenditure of funds for the implementation
of the program.

How should the program change in light of the military
conflict and humanitarian crisis? What has been lacking
in pediatric palliative care since the early days of military
violence?

- Telemedicine and other communication points;

- Knowledge;

- Coordination;

- community information;

- “not prepared for a crisis”;

- Lack of adequate social support;

- Large number of refugees among staff;

- Lack of psychological support;

- Lack of bereavement support and end of life
services.

Pediatric Palliative care during armed conflicts should
be based on these additions to the basic principles of
palliative care (Figure 1).
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Fig. 1. The basic principles of Pediatric Palliative care during armed conflicts and humanitarian cri-
ses additionally to traditional holistic approach

2. Internationalization of education through partnerships
with ICPCN, PallCHASE, WHPCA, EPEC-P, etc.

What aspects of palliative care do the authors believe
should be considered in the state in general?

1. Development of universities and research centers:
pre- and in-service training, evaluation and research.

8

3. Group of National Education Council with plan of
development of pediatric palliative care.
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4. Creation of educational programs in pediatric
palliative care.

5. Advocate for specialization in pediatric palliative care.

6. To participate in international multicenter research
in pediatric palliative care.

7. Translation of pediatric palliative care textbooks.

8. Creation of a national educational website in
pediatric palliative care.

9. Support of new design (international) of national/

11.Revise elements of training programs; adapt and
translate program materials, tools, manuals and training
modules.

12.Improve and expand training programs until national
coverage is achieved.

13.Review programs and action plan every 3-5 years.
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ACIEKTH PO3BUTKY IIPOI'PAMU HAJIATUBHOI JOIMMOMOI'H JITSIM XAPKIBCbKOi OBJACTI
Y BUKJIMKAX BIACBKOBOI'O KOH®JIKTY

0. Piza', /[c. Mapcmon?’, M. Xaycmos', B.Mscoedos', A.Ilenvkos’, P.Mapaosn’

XapkiBcbKuii HaLioHAALHUI MeTuuHMIT YHiBepcuTeT (XapkiB, Ykpaina)'
Jutsiumii xocnic «COHSAIIIHMK», YeH BUKOHABYOro komitery PallChase, mouecHuii kKoHCy1bTaHT XapKiBCbKOIro
HalioHaabHOro MeauuHoro yHisepcurery (IliBreHHo-Adpukancbka Pecny6uika, IloTnanais)’
IpuBarHa am0yaaTopHa nexiarpuyHa Jgikapus «[lexiatp+» (M. Xapkis, Ykpaina)’
Oo6snacHuii KJIIHIYHUI HeHTP MeTnYHOI peadijiTanii Ta najgiaruBHoi fonomoru aitsim «innokpar» (M. Xapkis, Ykpaina)*

Pesrome

VY koHTeKkcTi 30poifHOro KOH(IIKTY MmajiaTHBHA JOIOMOra, JTiKyBaHHS OOJIO Ta JAOTIAA 32 BMUPAIOUUMU Ta 3aTHOINMHU
NoTpeOyIOTh i IBUIIEHOI Ta TepMiHOBOI yBaru. HumiBaa rymanitapHa kpusa B YKpaiHi HOCHITIOE XKUTTEBY BaXKJIUBICTD [IUX TUTAHb.
V¥ 2021 pomi B XapkiBchKiit 001acTi CTBOPEHO IPOSKTHY poO0OUy IpyIly 3 HiAroToBKH [IporpaMu BpoBaKeHHS NaliaTHBHOI
JIOIIOMOTH AiTIM XapKiBCbKoi 061acTi. OCHOBHUMU IMIPUYHHAMHI HEZOCKOHAJIOT0 PO3BUTKY IEAIaTPUYHOI NaliaTUBHOI JOIIOMOTH
B XapKiBchKii 001acTi Oy Taki MOMEHTH, SIK BiJICy THICTh CHCTEMHOT0 OaueHHsI OpraHizanii nejiaTpHaHoi naliaTHBHOI JOIIOMOTH;
rocTpuil nedinuT KBanigikoBaHOr0 MEIMYHOrO NEPCOHAILY, BIICYTHICTh OCBITHIX IIPOrpaM i MOXKJIMBOCTI BUBYCHHS MIEPETOBOTO
JOCBiY B Liif Tairy3i; BiACYTHICTh B3a€MO3B’SI3KY MIXK IEPBHHHOIO T4 BTOPUHHOIO (TPETHHHOIO) JaHKAMH HaJJaHHS MEIMYHOI
JIOTIOMOT Y T2 KOOPJMHAIIT; BIACY THICT TUTSYNX (OPM MpenapaTis st 3HEOOIEHHS Ta O0S3Hb MPU3HAUYCHHS OO THIX aHAIBI € THKIB,;
HeJI0CKOHAaJIa CHcTeMa iHGOPMYBaHHS MEJUYHUX IIPAIliBHUKIB PO IIpaBa AiTeH SK Mali€HTiB; KpUTUYHO MaJa KIJIBKICTh allTekK, SKi
OTpPHUMAJIN JIILEH3110 Ha 00IT MiIKOHTPOJIBHUX JIIKapChKUX 3aC001B; BiICYTHICTh MIXKAMCIUILIIHAPHOI CITiBIIpani y cepi HalaHHs
TIe/iaTPUIHO]I ATiaTHBHOI TOIIOMOT' | (OCBiTa, COIiabHI CIIyKOH, 1yXOBEHCTBO, IOPHCTH, EKOHOMICTH); BIICY THICTh CIIJIBHUX ITPOTpaM
MIX BiJJIiJTaMH OXOPOHH 37I0pOB’sl, COLiaIbHOI chepu Ta OcBITH y cepi mepiaTpHIHOI MaTiaTHBHOI JOIIOMOT'H; BiACY THICTB A€PKABHOT
MOJITHKY y cepi meiaTpuvHOi MariaTHBHOI JOMOMOTH; BiJICYyTHICTE CHCTEMH (DiHAHCYBaHHS 3aXOAiB IeiaTPUIHOI MaTiaTHBHOT
JIOIIOMOTHY Ta MOHITOpUHTY i1 eexTuBHOCTI. [lepern BiliHOIO MpHOIN3HA KITBKICTH AiTEH, SIKi TOTpeOyBaIy MaIiaTHBHOI JOIIOMOTH,
y XapkiBcbkiit 06macti cranoBmiia mpudimuzao 9 000-10 000, murtoc mpubausao 21 000-25000 unenis cimeit. Ctanom Ha 1 ciunst 2022
POKY ITiJ] HaTJISIIOM 3aKJIaJiB OXOPOHU 3/10pOB’s o0sacTi nepedysaio 426 tuc. gited. Y micti Xapkosi mpoxusaino 216,9 tuc. nitei,
y cinmbebKiit MiciieBocti —209,7 Tuc. niTell. Y noBoeHHnH nepion y XapkiBceKiit obsacti Oymno 9372 nurunu-inBaniga. CTpykrypa
MIPUYUH iHBAJiAHOCTI OyJIa TaKoIo: BPOIKEHI Bau pO3BUTKY —25,5% (2389 niTeil); 3aXBoploBaHHS €HIOKPUHHOI crucTeMu — 16,4%,
(1537 nireit); 3axBOproBaHHS HEpBOBOi cucteMu — 16,0%, (1497 nireit); po3naau ncuxiku Ta noepinku 13,8% (1295 nireit); xBopodu
Byxa—9,2% (862 nutunM). baueHHs aBTOPIB: PO3MOYATH PO3POOKY MOTITHKHU Ta CTBOPEHHS €()eKTUBHOI CHCTEMU NeqiaTpUIHOT
NaJTiaTUBHOI TOMOMOTH BiJIIIOBIIHO 70 TTOTPed Ta MI>KHAPOAHHUX CTAHIAPTIB; CTBOPCHHS e()eKTUBHOI CUCTEMHU HAaBYAHHS MEIHKO-
coliaJbHUX NPAI[iBHUKIB IIPOTOKOJIAM i CTaHJapTaM Me/iaTpUIHOI MaTiaTHBHOI JOIIOMOT H; PO3BHTOK CKOOPAWHOBAHOT Ie/{iaT pHIHOT
NaJTiaTUBHOI IOTTIOMOT'H 32 MiCIIeM POKUBAHH/TepeOyBaHHs TUTHHN; MOOIIBHI Opuraiu; TiKapHsHI JIXKKa Ta JIIKapHIHI Opuraiy,
mupoke iHGOPMYBAaHHS HACSJICHHS Ta 3aJIy4eHHs IPOMAaJChKUX OpTraHi3amiil 1o HaJaHHs NeJiaTpPUYHOI MaliaTHBHOI JOIIOMOTH;
3aIydeHHs OI0P)KeTHHUX Ta M03a0I0/PKeTHUX KOIITIB JUIsl (piHAHCYBAHHS IeiaTPUYHOI MaJiaTUBHOI JOIOMOTH. ABTOPH TaKOX
MIPUITYCKAIOTh, IO 1HIII Ba)KJIMBI KPOKU MAIOTh OyTH 3xiHicHEHI 10 perioHanbHOI [Iporpamu negiaTpuaHOi MaliaTHBHOI JOIIOMOTH
Ta IHTErPOBaHi 3 MIXXHAPOJAHUMH PEKOMEHAIIIMU Ta OPraHi3alisIMH.

KurouoBi ci10Ba: naniarusua gonomora; iitu; rymMaHitapHa Kpusa; nporpama; 36poiHuil KoH(uIikT.
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