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The aim of the study was to identify needs among young children with life-limiting diseases under 4 years old and their parents living in
rural area of Kharkiv region Ukraine during home visiting.

Materials and methods. After the creation of the first mobile pediatric palliative team, we reviewed the visits of 31 families at home to define
their clinical, and psychological, and social needs. The first mobile pediatric palliative care team has been created for 2015. 31 families who
have young children with life-threating diseases were visited to determine their clinical, and psychological, and social needs.

Results. All children (31) had severe pathology of the central nervous system: congenital birth defects (29 %); cerebral palsy (35.4 %); genetic
disorders (12.9 %). Parental and children’s needs were divided into three categories. Medical needs: orthopedic (93.5 %), vaccination (93.5 %),
food (80.6 %), posture (61.3 %), salivation (32.2 %), anticonvulsant therapy (16 %). Psychological problems: communication with siblings (100 %);
socialization of children (90.3 %); sensory activity (83.8 %), parental relationships (74.2 %). Social issues: the need for support/social worker
or volunteers (58.1 %), poverty (58.1 %), communication with local rehabilitation centers (54.8 %), the need for medical equipment (41.9 %).

Along with high medical, social and psychological needs of children with incurable diseases, both they and their families feel the lack
of pediatric palliative care, and at present they have no access to it. The authors suggest that pediatric palliative care in Ukraine requires its
development, application and inclusion in the general health care at all levels of the health system. The establishment of a national concept of
modern educational programs, protocols and standards, dissemination of public information communities is also very necessary due to author’s
point of view.

Conclusions. Mobile team that performs home visits may be one of the best ways to start creation of the pediatric palliative care services.
Zaporozhye medical journal 2016; Ne6 (99): 62—66

IHepumii 1ocBia BUIBHUX NeiaTPUUHUX NAJiaTUBHUX Opuraja B Ykpaini
0. O. Piza, /[picoan Mapcmon, A. FO. Ilenvkos

Meta po60TH — BH3HAYHTH NOTPEOH Cepel AiTeH MOJIOAIIOTO BiKy 3 HEBIJIIKOBHUMH 3aXBOPIOBAHHAMM Y Billi 10 4 poKiB Ta TXHIX OaTHKIB,
SIKi TIPOYKMBAIOTh Y CUIBCBKIN MiCIIEBOCTI XapKiBChbKOT 00J1aCTi, 32 JOIIOMOTOI0 JIOMAIIIHIX Bi3HTIB.

Marepiaan Ta metoam. I[Iporsirom 2015 poky cTBopeHi mepiiri MOOLIbHI KOMaHAN AUTAYO] MaTiaTUBHOI JOMOMOTH. 3AIHCHUIN BI3UTH 10
31 poamHH, AKi BUXOBYIOTh JiT€H pAaHHBOTO BiKY 3 HEBIJIIKOBHIMH 3aXBOPIOBAHHSAMH, ISl BU3HAYECHHS iXHIX KJIIHIYHUX, IICUXOIOTIYHUX, CO-
HiaJTBHUX TOTPEO.

Pesyabraru. [litn (31) Manu TSHKKY HaTOJOTIO IEHTPAIbHOT HEPBOBOI CHCTEMH: BPOKEHI Bau po3BUTKY (29 %), nepebpanbHuii napatia
(35,4 %), renernuni posnaau (12,9 %). barbkiBcbki Ta 1uTs4i 1oTpeOM MOAUIMIM Ha TPU Kareropii. Meguuni norpebu: oproneanyti (93,5 %),
BakmuHais (93,5 %), xapaysanus (80,6 %), mo3za (61,3 %), cmuroTeua (32,2 %), npotucygomua teparist (16 %). Ilcuxonoriuni mpobmemu:
KoMyHikamii 3 6paramu Ta cectpamu (100 %), comiamizamis xiteit (90,3 %), cencopna aktuBHIcTH (83,8 %), OarbkiBebKi cTocyHku (74,2 %).
CouiayipHi MUTAaHHS: HEOOXIHICTh MiATPUMKH/COLIiaIbHOTO TpaliBHuKa abo BosoHTepiB (58,1 %), 6ixuicTs (58,1 %), 3B’5130K i3 MiCLIEBUMH
peabinitamiiianmu nentpamu (54,8 %), morpeda B MmeanuHoMy obnanHanHi (41,9 %). He3Baxaroun Ha BUCOKI MEIWYHI, COLiaIbHI Ta TIICHXO-
JIOTi4YHI TOTPeOH, AITSIM i3 HEBIIIIKOBHUMH 3aXBOPIOBAHHAMH Opakye iHQPaCTpyKTypH HeaiaTpHIHOI MasliaTHBHOI JOIIOMOTH, HATEIep y HUX
BIJICYTHI{ TOCTYTI 10 Hel.

ABTOpY MPHUIYCKAIOTh, 10 PO3BUTOK TUTIUOI MaliaTUBHOI JOMOMOTY B YKpaiHi BUMarae po3poOKH, BIIPOBAKEHHS Ta BKIIOYEHHS 11 10
3arajJpbHOI MEAMYHOI TOITIOMOTH Ha BCIiX PIBHSIX CHCTEMH OXOPOHHM 30POB s,  TAKOXK CTBOPEHHS HAL[IOHAIBHOI KOHIICIIIT, CYy9aCHHX OCBITHIX
IIporpam, POTOKOJIIB i CTAaHJapTIiB, MOIIUPEHHS iH(pOpMAIIii cepes HaceICHHS TPOMa.

BucnoBku. Bui3na nangiatneaa 6purana Moxke Oy TH OJJHUM 3 ONITHMAJIBHUX CIIOCOOIB IT0YaTKy CTBOPEHHSI CITyKOH Ie{iaTpHYHOT aliaTHBHOT
JIOTIOMOTH B yMOBaX HU3bKUX JIOXOAIB i pecypciB KpaiHH.

Knrwouosi cnoea: naniamusna oonomoea, dimu, euizna opueaoa.
3anopizekuii meouunuit ucypuai. — 2016. — Ne6 (99). — C. 62—66

IlepBblii ONBIT BhIE3AHBIX MEeAUATPUYECKUX NAIHATUBHBIX OpUraja B YKpauHe
E. A. Puea, [{ncoan Mapcmon, A. FO. Ilenvkos

Lesan padoThl — ONpeAEIUTh MOTPEOHOCTH CPeaH AeTel MIIAJIIIEro BOo3pacTa ¢ HEU3IECUNMBIMH 3a001€BaHUAMH B Bo3pacTe 10 4 JeT U UX
poauTeeii, MPOKUBAIOIINX B CEJILCKOH MECTHOCTH XapbKOBCKOIT 001acTH YKpaHHbI, C TIOMOIBIO JOMAIIIHUX BH3UTOB.

Marepuanbi u MeToasl. B redenne 2015 roga co3qaHs iepBbie MOOMIIBHBIC OpUTaIbI IEANATPHYCCKON TAJUTHaTHBHON TOMOIIN. COBEPILIUITI
BU3UTHI B 31 CeMbI0, IMEIOIIYIO JETEH paHHETro BO3pacTa ¢ HEM3JICYMMBIMU 3a00JICBAHUSAMHE, VIS OTMPEICIICHHUS UX KIMHHUECKUX, TICHXOJI0-
THYECKUX M COLUAIBHBIX TOTPEOHOCTEH.

Pesyabrarsl. Bee netu (31) nmenn TsKETyI0 MATONOTHIO IIEHTPATbHON HEPBHON CHCTEMBI: BPOXKAEHHBIE TTOPOKH pa3BUTHA (29 %); mepe-
Opanbublil mapammd (35,4 %); renernueckue paccrpoiictsa (12,9 %). Ponurensckue u ferckue noTpeOHOCTH Pa3Aeiv Ha TPH KaTerOpHU.
MenunuHCcK#e HY)Ibl: opToneaundeckue (93,5 %), Bakuuuanus (93,5 %), nutanue (80,6 %), mo3a (61,3 %), cmronotedenue (32,2 %), IpOTHBO-
cypopoxHast Tepanus (16 %). [lcuxonorundyeckne mpobnemsr: KOMMyHHUKanuu ¢ 6parbamu u céctpamu (100 %), cormmanuzanus aeteit (90,3 %),
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CEHCOpHast akTUBHOCTH (83,8 %), pomurenbsckue otHomeHus (74,2 %). ColuanbHbIe BOIPOCH: HEOOXOMUMOCTh TOIICPIKKH/COUATBHOTO paboT-
HUKa 1n BOOHTEPOB (58,1 %), 6eqrocTs (58,1 %), CBSI3b C MECTHBIMHU PEaOUINTAIIMOHHBIME LIeHTpaMu (54,8 %), TOTpeOHOCTH B MEAUIIMHCKOM
obopynoBannu (41,9 %). Hapsiy ¢ BBICOKMME MEAUIIMHCKAMH, COLIMAIBHBIMHU U TICUXOJIOTHYECKUMHU MOTPEOHOCTSIMH JIeTel ¢ HeM3JIeUNMbIMHU
OOJIC3HSIMH, IM ¥ UX CEMbSIM HE XBaTaeT MeINaTPHUYCCKON MaJUIMATUBHON MOMOIIH, ¥ HA JAHHBIH MOMEHT y HUX OTCYTCTBYET AOCTYI K HEW.

ABTOpBI MPETIONAraT, YTO pa3BUTHE AETCKOH MajUTHaTUBHOM MoMolM B YKpauHe TpeOyeT pa3paOoTKH, BHEAPEHHS M BKIIOUEHUS e€ B
CTPYKTYpY 00LIeH MEMIIMHCKON OMOIIH Ha BCEX YPOBHSIX CHCTEMBbI 3[paBOOXPAHEHHS, @ TAKIKE CO3/1aHMs HALMOHAIEHOM KOHIIETIIIMH, COBPE-
MEHHBIX 00pa30BaTeNIbHBIX IIPOrPaMM, IPOTOKOIOB U CTAHAAPTOB, PACTIPOCTPAHEHHUSI HHYOPMALIUH CPEIH HACCICHUSL.

BruiBoabl. Beiesnnas nayiuaTuBHasi Opuraga MOXKeT ObITh OMHHM U3 ONTHMAIbHBIX CIIOCOO0B Havyajla CO3/IaHMs CIYKObI MeAHaTPUYUCCKOI
MAJUTHATHBHOW TIOMOIIU B YCIIOBUSX HU3KHX JIOXOJOB M PECYpCOB CTPAHBI.

Knrwouegwie cnosa: nariuamusnas nomoub, oemu, vie3onas opueaoa.
3anoposcckuit meouyunckuil ycypran. — 2016. — Ne6 (99). — C. 62—66

One of the barriers to pediatric palliative care use is that
pediatric clinicians generally have lack of understanding
and experience [1]. Ukraine is a country with a population of
45 million, that does not have national Pediatric Palliative Care
(PPC) policy. Today Ukraine is lacking specialists in pediatric
palliative care. There are no hospices for children and specia-
lized departments. There is a lack of literature sources regarding
global trends in the development of pediatric palliative care.
Unfortunately awareness of the possibility of receiving palliative
care for children is low, and the number of online resources of
information on pediatric palliative care is extremely limited [2].
Kharkiv region is the largest in area and population of Ukraine
(2.95 million people), but there is no access to PPC for children
with life-limiting and life-threating diseases [2].

Aim. To identify needs among young children with life-limi-
ting diseases under 4 years old and their parents living in rural
area of Kharkiv region, Ukraine, during home visiting.

Materials and methods

The target of first experience was 31 families — residents of
rural area who have young children with severe disorders of the
central nervous system. The mobile pediatric palliative team
has been formatted at the Kharkiv Regional Specialized Baby
Home Nel (KhRSBH) — an institution that provides medical and
social care in young children from rural area (from 2 months to 4
years) without parental care and children who are brought up in
families and have the pathology: organic lesion central nervous
system and the musculoskeletal system; mental and behavioral
disorders; congenital anomalies, deformations and chromosomal
abnormalities. These 31 families have been included by a method
of random selection. The list of states caused by disorders of
the central nervous system and determining the need for the
patient to obtain palliative care using 26 codes ICD-X in the
classroom (G00—G99) — “Diseases of the nervous system” and
82 codes in the classroom (Q00-Q99) — “Congenital malforma-
tions, deformations and chromosomal abnormalities” was used
[3.4].

The program of first mobile pediatric palliative team consists
from three stages: First stage was “Preparatory Phase”. Com-
munication with families to identify needs in maintaining and
obtaining informed consent and, development of schedule visits.
Create questionnaires. Second stage was “Providing advice”.
Formation of teams depends on prior requests of the families,
and organization of visits. The chronometry of visit for each
patient was conducted. Visiting every family performed twice
with an interval of 1-2 months to supplement the needs anal-
ysis and control of the final results of the first exit. Third stage

“Conclusion”. Analysis of the questionnaires and family’s needs.

All findings while visiting family recorded in a special e-da-
tabase (Exele for Windows) through which used methods of
descriptive statistics (Statistica 7.0).

Results

First stage. Our team, which consisted of five persons, a coor-
dinator, pediatrician, nurse, psychologist, and physical therapist,
identified the needs of families of children with life-limiting
diseases. First of all, for the coordinator of the project ques-
tionnaire by telephone family members to identify the needs
was set up and desires of visiting families at home. All families
who have been invited and visiting them at home gave a positive
response. In order to facilitate the evaluation of children’s health
at survey pediatrician separate document was created “Primary
examination visiting doctor service”, an important component
of which is the inclusion of the scale to measure the intensity
of pain for infants and children with nonverbal communication
“FLACC” 1997 [5].

With the purpose of determining a problems in families raising
young children with disorders of the central nervous system
was created questionnaires for the pediatrician, psychologist,
physical therapist. After entering data, and joint discussion
among mobile palliative team of the family’s problems, a general
conclusion was conducted.

Second stage. Results of the 2nd phase of the project, namely,
providing advice to children and their families, was visiting
family according with the schedule. Each family received two
visits. Visiting teams have also made referrals to qualified public
health institutions, nongovernment public organizations, which
have been useful in the case. But this is purely the function of
district health workers. Considering the basic principles and
philosophy of palliative care are examples of stories of our
children and their families that lack of communication, support
and sometimes basic care, sometimes — public awareness, and
sensitivity, and humanity.

The third stage — the analysis of the problems of the 31st
families who have children with special needs, through careful
study of documents created specifically for visits revealed the
basic needs related to medical, psychological and social assis-
tance component.

General characteristics of the cohort are presented in Table 1.
The number (n) and percentage (%).

It should be noted that no child is receiving oxygen therapy
and ventilation at home or had a gastrostomy/tracheostomy.

There were medical problems during in-depth two-time pe-
diatric visits (7Table 2).
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Table 1

Total demographic and clinical characteristics
(n=31)

Table 2

Identified health problems visiting mobile pediatric

palliative teams (n=31).

Baseline Characteristic Abs., (%) The number (n) and percentage (%)
Age, mo (Tables 2, 3, 4)
0-12 2 (6.5)
13-24 4 (12.9) Needs Abs., (%)
32836 241 (1627-97) Correction of anticonvulsant therapy 5(16.1)
el 16( 51’ 6) Correction of child’s posture 19 (61.3)
Matfm S?X ducation less th m r 5 (161 ) Orthopedic treatment 29 (93.5)
other’s e ucallon ess than college degree (16.1) Special equipment 24 (77.4)
Mother housewives 15 (48.3) - — >
- Adapting the conditions for the position of 12 (38.7)
Mgrnle%partneéed 274 (272754) “standing” (parent’s education) :
(LS'”g,e Ivorced) 26( 83;8) Operation of hip joints 1(3.2)
Powmtccl)me " 5 (161 ) Correction of vision 5(16.1)
Patrﬁnla smfocllr\\lgs (16.1) Treatment of hypersalivation 10 (32.2)
athology o — -
Congenital malformation 9 (29.0) Monlt(?rlng of physncal development 31 (100)
Cerebral palsy 11 (35.4) Genetic counseling 12 (38.7)
Hydrocephaly 3(9.6) Correction of feeding and nutrition 25 (80.6)
Microcephaly 4 (12.9) [
Genetics metabolic disorders 4(12.9) Hygienic care — 8(258)
- Improve of motor activity 26 (83.8)
Paralytics syndrome (class of Gross Motor 18 (58.0 — — -
Function Classification System IV-V) [6] (58.0) Advising on the vaccination of children 29 (93.5)
Seizures 7 (22.5)
GIT symptoms Tuble 3
Hypersalivation 20 (64.5) avte
Regurgitation 2(6.4) Revealed psychological problems psychologist visitin
swallowing difficulties 4(12.9) psy g . P Il M g g
Constipation 7 (22.5) palliative teams (n=31)
Orthopedics problem 29 (93.5) Needs Abs., (%)
Optic nerve atrophy 2(6.4) Psychological support for parents 12 (38.7)
Mild pain by “FLACC” scale, 1997 [5] 2(6.4) (parental requests) )
Parents Psychological support the results 17 (54.8)
The data suggests about more attention needs from the general | of the findings of psychologist
practitioners to these children and teaching them the basics of The issue of communication 28 (90.3)
o . . o o and socialization of children
p?.lllathet care. The pqllcy 9f young children with life-limiting Psychological correction intrafamily 23 (742
diseases in Ukraine It is an important component of health care relationships (74.2)
systems. The concern of parents unborn child 20 (64.5)
The result was the outline of psychological and social prob- | Psychological problems in sibling 7 (100)
lems (Table 3, 4). Organization of developmental space 21 (67.7)
Despite that only 38 % of families needed of psychological Stim“'a'tion of Sensory activity 26 (83.8)
support, psychologists identified a large proportion of psycho- gfog;raerﬁgorr;:tr;crii;electlon 28 (90.3)
logical problems in children and siblings.
Because all children were with special needs, their social Table 4
needs had been studded. . L .
Half of the families were the need for social services, as it Revealed social problems palliative team visiting crew
was reported to social services. Unfortunately, the family had (n=31)
not been visited by employees from social services. Therefore, Needs Abs., (%)
the principle of a holistic approach to support such families is The need for special equipment 13 (41.9)
not respected. Deficiency of money to buy medicines
During the home visits palliative teams not only find out the g?;;l?scg'r:g’;ﬁég"'t'es’ care items, 18(58.1)
needs of child.ren and families. They carrigd out interviews v.vith The problem of placement of the child 2 (6.4
parents at their request, performed “family support” function, for kindergarten ’
sometimes they taught parents. Chronometry visits ranged about Common ignorance about finding
Tiec | local rehabilitation centers 17 (54.8)
two hours: 1 hour 2 families in need, from 1 hour to 2 hours —28 _ :
families, more than 2 hours — 1 family. Question benefits y 2(6.4)
Lack of awareness on preferential programs 12 (38.7)
Discussion in the region )
The list needs a fairly large and complex. But he defines that Support volunteers 4(12.9)
our societies still imperfectly care of those with special needs | The need for communication
. \ : 18 (58.1)
with social services

who have never recover. We understand that parents who have
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children with life-limiting diseases need for support. So the
first step to improving the quality of life in low-income country
Ukraine may be mobile pediatric palliative service. Our neigh-
bors Moldova and Belarus organized mobile pediatric palliative
team and children’s hospices [7,8].

Moreover, teamwork is considered the foundation of philo-
sophical and palliative care approach to provide PPC is mul-
tidisciplinary approach [9]. The content of multidisciplinary
teams should be included specialists from different clinical
disciplines [10]. There is convincing evidence that teamwork
in palliative care gives children more benefits, while reducing
total cost of providing care by reducing the time that patients
spent like in hospitals emergency, effective treatment for pain
and other serious symptoms [9,10].

Thus, the main goal of a home visiting — to build and maintain
the most appropriate system to support child and family in the
medical, social, psychological and spiritual sense of existence
and continue the service [11].

Authors speculate that the state of pediatric palliative care in
the country should include following points:

1. The development and implementation at national level of
policies aimed at inclusion of palliative healthcare in the con-
tinuous process of providing medical services to patients with
life-limiting and life-threatening diseases at all levels of the
health system by establishing a national concept, with special
emphasis on primary care services care and the organization of
palliative care at the community level [12].

2. Content creation pediatric palliative care and its inclusion
in the curriculum of secondary and higher medical education
training [13].

3. Create a modern regulatory framework for the implemen-
tation of palliative care to children in terms of reforming the
healthcare industry [12].

4. Create interdepartmental group to promote research in the
field of pediatric palliative care, including the development of
standards, regulatory documents and models for this type of
service [14].

5. Development of communication standards and ethical
aspects of pediatric palliative care [15].

6. Providing pain control and pain management [16].

7. Ensuring adequate access to children who need palliative
care [17].

8. Ensuring that all components of pediatric palliative care
(medical, psychological, spiritual, and social) for children and
their families by trained specialists [12,13].

9. Information and education on palliative medical care,
achieving universal coverage of children needing palliative care,
taking measures to improve the quality and safety of palliative
care based on the needs of local communities [18].

Conclusions

In spite of high medical, social and psychological needs for
children with life-limiting conditions there is currently no PPC
infrastructure, no access to PPC for children with life-limiting
conditions in Ukraine beyond a model project. Home visit mo-
bile team approach could be the better way to begin building
of PPC service in condition of low income and resources of
the country.

Prospects for further research. Pain assessment scales and
medical or integrative correction of pain in young children with
incurable diseases should be applied.
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