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Rare diseases (RDs) is an emerging global public health priority. RDsare diseases which af-
fect a small number of people compared to the general population and specific issues are raised
in relation to their rarity. In Europe, and in Ukraine also, a disease is considered to be rare when
it affects 1 person per 2 000.To date, by the orphanet data, 6 172 unique rare diseases (71.9%
of which are genetic and 69.9% which are exclusively pediatric) have been discovered and
new diseases are regularly described in medical literature [1]. The number of rare diseases also
depends on the degree of specificity used when classifying the different entities or disorders.

Point prevalence is the most appropriate indicator for RDs as it provides a measure-
ment of the population burden of disease, and can thus inform focused service delivery tar-
geted at the specific needs of RD patients, pharmacoeconomic evaluation of orphan drugs,
appropriate health and social service commissioning [2].

According to the Directive of EU, patients suffering from rare conditions should be
entitled to the same quality of treatment as other patients; it is therefore necessary to stimu-
late the research, development and bringing to the market of appropriate medications by
the pharmaceutical industry; incentives for the development of orphan medicinal products
have been available in the United States of America since 1983 and in Japan since 1993, in
Ukraine since 2014 [3, 4].

Economic and social worth of the RDs consists in their severity as chronic diseases, and
often life-threatening. The other rare diseases may for instance be rareinfectious diseases,
rare cancers or rare auto-immune diseases. The 30 million Europeans and 25 million Ameri-
cans suffering from a rare disease coincide with six to eight per cent of thetotal population
[1, 4]. The reliability of epidemiological data has improved, but remain inadequate for most
of therare diseases to give firm details on the number of patients with a specific rare disease.

In 2013 the impact and burden of disease is beginning to receive more attention fromin-
vestigators in public health and are better funded at national and European level. As noted
early, activization of attention to RDs in Ukraine has had place from 2014 till now.

Basic knowledge about diseases, list of available drugs, lists of specialists or consul-
tants specialised in a given disease, are still not widely available in Ukraine, however, it is
fair to say that this problem exists in the world as a whole. WHO highlights the dissemina-
tion of information as a key issue in the field of RDs. Without information,diagnosis and
treatment cannot be improved, the patients are notempowered and there is ineffective use of
clinical and financial resources. Nowdays In Ukraine, about 5% of the population is diag-

nosed with orphan, or rare, diseases. 80% of these diseases are genetically determined [5].
© Komnexrus aBTopis, 2021
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Given the above, an important issue today is the understanding and analysis of the reg-
istered cases of orphan diseases in Ukraine, which will effectively plan the need for therapy
and forecast the cost of it.

Aim of the investigation was to analyze the available data on the registered cases of or-
phan diseases among children and adults in all Ukraine’s regionsand determining the share
of each disease in the overall structure in terms of age group of patients.

Materials and methods

The object of the investigationaredata on the cases of rare diseases, thathave been reg-
istered in Ukraine as of January 2020 and have been obtained from the Center of Medical
Statistics of the Ministry of Health on the basis of a cooperation agreementat the request of
the public association «Rare Diseases of Ukraine», because the data are not publicly avail-
able. Open access data of Medical Genetics Centerhave been used in the study alsoby four
orphan diseases: phenylketonuria, hypothyroidism, cystic fibrosis, adrenogenital syndrome.

The research was carried out usinginformative methods of analysis (collection and data
processing), systematization and generalization, mathematical and statistical calculations.

Results and discussion

The study summarizes the regional distribution of orphan patients by all registered nosolo-
gies. There was no information from 4 regions: Chernivtsi, Odessa, Zacarpatskiy regions and
the Kyiveity, which were not included to the analysis from Center of Medical Statistics of
the Ministry of Health data The generalization of information on the total number of orphan
patients according to the 18 nosologies that took part in the study, allowed to determine that
5 regions had been characterized by the highest total number of orphan patients: Kyiv (1518
cases), Poltava (898), Dnipro (777), Ivano-Frankivsk (703) and Kharkiv (617) regions (Fig. 1).

Luhansk (106 cases), Lviv (118), Kherson (273), Sumy (290) and Volyn (294) regions
had been characterized by the lowest number of orphan patients.

Khmelnytsky region 528
Kherson region 273
Kharkiv region 617
Ternopil region 551
Sumy region 290
Rivne region 454
Poltava region 898

Odessa region 1]

Mykolaiv regio 382

Lviv region 118

Luhansk region 106
Kirovograd 406
Kyiv region 1518
lvano-Frankivsk region 703
Zaporszhzhja region 456
Zacarpatskiy region a
Zhytomyr region 454
Donetsk region 470
Dnipro region 777
Volyn region 294
Vinnytsia region 530
0 700 400 GO0 /00 1000 1200 1400 1600
Fig. 1. The total number of orphan patientsby somedomestic regions*
N o te: * — by the Center of MedicalStatistics of the Ministry of Health data in 2020.
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The absence of registered cases of RDs according to any of the 18 nosologies in the
four regions of Ukraine, in our opinion, can not indicate the absence of orphan patients
in these areas. This may indicate a delay or imperfection of the information center’s data
transfer algorithm, which can be a threatening phenomenon to ensure proper registration
of orphan patients. It can be concluded that such significant variations in the number of
patients registered in different regions are due to differences in the organization of the ac-
counting system.

During the research it has been established that in Ukraine screening of newborns and
registration of it’s cases is carrying out by the Medical Genetic Center by four orphan dis-
eases (form — N 49, table 2350 «Newborn screening programsy): phenylketonuria, hypo-
thyroidism, cystic fibrosis, adrenogenital syndrome.

The analysis of the results of screening for 2020, which is presented in open access, is
presented in Table 1 [6].

Table 1
Domestic regions with the confirmed RDs cases by
«Newborn screening programs» in 2020%
Confirmed diagnosis, cases
N Region Phenyl-keto- Hypo- Cystic Adrenogenital
nuria thyroidism fibrosis syndrome

Ukraine 42 31 26 13
1 | Volyn region 11 8 2 1
2 | Dnipro region 1 3 3 2
3 | Donetsk region 2 1 2 0
4 | Zaporszhzhja region 0 0 2 0
5 | Ivano-Frankivsk region 1 3 1 2
6 | Kyiv region 2 3 1 1
7 | Lviv region 6 3 3 1
8 | Odessa regoin 5 3 3 2
9 | Kharkiv region 4 3 3 3
10 | Cherkasy region 1 1 2 0
11 | Kyiv city 9 3 4 1

N o te: * — by the Center of Medical Statistics of the Ministry of Health data in 2020.

The presented data indicate the presence of patients with phenylketonuria, hypothyroid-
ism, cystic fibrosis, adrenogenital syndrome in 2020 in Odessa region and in Kyiv (table
1).Evaluation of newborn screening results confirms the authors’ assumptions about the lack
of information on registered orphan patients for 18nosologies in Zakarpattia, Odessa, Cher-
nivtsi regions and the city of Kyiv at the time of the study, and not the absence of orphan
patients.It is important to emphasize that the absence of nosology «adrenogenital syndrome»
in the list of orphan diseases accounted by the Center for Medical Statistics of the Ministry of
Health, needs further discussion about the feasibility of expanding the list of accounted RDs.

Accordin gto the Medical Statistics’ Center of the Ministry of Health, atthetime of the
study, data on register edpatientsin 18 nosologie shave bee no btained. By the 18nosologies
only cases of RD in analyzed regions have been accounted. The totalnumber of patients
was 10786 patients, of whom children accounted for 54% (table 2).

Among given diseases the largest proportion of patients had been registered with a
diagnosis of «juvenile rheumatoid arthritis» — 2291 patients, most of whom — almost 80%
— children. A rare hematological disease, hemophilia, has taken the second place in terms of
the number of registered patients — 1784 patients, the fourth partwas children.
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Quantity of accounted RDs incidents in Ukraine*

Table 2

Total number of pa- Share in the general
tients, persons Total structureRDs
N Nosology K
children adults persons children adults

1 | Juvenile rheumatoid arthritis 1798 493 2291 0,78 0,22
2 | Hemophilia 464 1320 1784 0,26 0,74
3 | Nanism of various origins 1042 313 1355 0,77 0,23
4 | Crown’s disease 51 1297 1348 0,04 0,96
5 | Phenylketonuria 728 320 1048 0,69 0,31
6 | Cystic fibrosis 517 101 618 0,84 0,16
7 | Spinal muscle atrophy 269 325 594 0,45 0,55
8 | Pulmonary arteryhypertension 124 334 458 0,27 0,73
9 | Primary (congenital immunodefi- 382 58 440 0,87 0,13

ciency)
10 | Bullosis epidermolysis 99 119 218 0,45 0,55
11 | Osteogenesisimperfecta 128 75 203 0,63 0,37
12 | Tuber sclerosis 122 39 161 0,76 0,24
13 | Wilson-konovalov’s disease 13 86 99 0,13 0,87
14 | Mucopolysaccharidosis 46 17 63 0,73 0,27
15 | Idiopathic family dystonia 37 20 57 0,65 0,35
16 | Gaucher disease 17 20 37 0,46 0,54
17 | Pump’s disease 8 0 8 1,00 0,00
18 | Fabri’s disease 4 0 4 1,00 0,00

Total 5849 4937 10 786 0,54 0,46

N o te: * — by the Center of Medical Statistics of the Ministry of Health data

It is important to indicate pathologies that are diagnosed mainly in children, but are also
characteristic of adults.

According to the results of the analysis it has been found that the largest proportion
of children patients in the age structure (children/adults) at the time of the study were
characterized by the following pathologies: primary/congenital immunodeficiency (87% —
the share of children in the overall structure of registered patients), cystic fibrosis (84%),
juvenile rheumatoid arthritis (78%), nanism of various origins (77%), tuber sclerosis (76%),
mucopolysaccharidosis (73%), phenylketonuria (69%), idiopathic family dystonia (65%)
and osteogenesis imperfecta (63%).

It should be noted that among the current list of 18 rare diseases, for which there are
data on the registered casesin Ukraine, 2 nosologies, or 11%, were registered only among
pediatric patients — Pump’s disease, Fabri’s disease.

The described statistic data correlate with the available data on the quantity of cases of
RDsin the world. In particular, the significant dominance of cases among children in such
pathologies as cystic fibrosis, Fabri’s disease, juvenile rheumatoid arthritis, Pump’s disease
tuber sclerosisetc. [1-4, 6-7].

Todayin Ukrainethereis anorderoftheneed’s forthe purchase of medicinesdetermination
by health care institutions and institutions that are fully or partially financed from the
state and local budgets, approved by the Order of the Ministry of Health of Ukraine
11. 07. 2017 Ne 782, however, this Procedure does not apply to determining the need for
purchase of medicines to provide patients with Gaucher disease, to plan and calculate
the need for special foods for the treatment of patients with phenylketonuria, to plan and
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calculate the need for test kits (reagents) for screening newborns for phenylketonuria,
cystic fibrosis, for specific treatment of children, patients with cystic fibrosis, for the
specific treatment of children with primary immunodeficiency, for children with dwarfism
of various origins, for children with mucopolysaccharidosis, for the treatment of children
with juvenile rheumatoid arthritis, to provide children with hemophilia type A or B or
Willebrand’s disease, blood coagulation factors and medical devices [9—11].

In fact, the need for all orphan patients registered in Ukraine is determined by the
number of patients who need pharmacotherapy. It should be noted that the number of
registered patients and the number of patients in need of treatment may differ, which
should also be taken into account in the implementation of social and economic applied
and scientific research.

At the same time, actual and up-to-date data on the prevalence of orphan disecases are
essential for effective disease management from the perspective of the health care system.
Therefore, the next stage of the study was to estimate the total number of orphan patients by
nosology, that can be used to plan priority activities and priorities in the organization of medical
and pharmaceutical support of orphan patients. The obtained results are shown in Fig. 2.
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Fig. 2. Structure of accounted rare diseases in Ukraine*
N o te: * — by the Center of MedicalStatistics of the Ministry of Health data in 2020, share of the disease
in the general structure, %.

The existing system of registration of orphan patients in Ukraine allows to analyze the
whole sample of patients by individual nosologies in terms of regions of the country.

In the case of comparing the number of available cases of rare diseases by region for
management purposes, it may be appropriate to compare the relative prevalence, which
takes into account the number of inhabitants of the region.

The study revealed significant limitations and shortcomings in the ability to obtain
information on the prevalence of orphan diseases in Ukraine in general and by region in
particular. These include: lack of databases on the number of orphan patients in free access;
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differences in the organization of submission and collection of information on orphan
patients by regions; difficulties in obtaining summary available data and limited nosologies
for which information is presented; period between the collection of information and the
preparation of reporting forms.

It is fair to note that the identified limitations in the data system on orphan patients
are typical for other countries. RDs present fundamentally different challenges from
those of more common diseases and WHO indicates following general problems of RDs
management — the small number of patients, the logistics involved in reaching widely
dispersed patients, the lack of validated biomarkers and surrogate end-points, and limited
clinical expertise and expert centres [4, §].

The main positive phenomenon in the domestic system of medical and pharmaceutical
care of orphan patients is the functioning of a centralized system for collecting information
on the registered patients with orphan diseases. At the same time, the study showed the
need and importance of improvement in the cooperation between scientists, Ministry
of Health, Patients’ organizations and practitioners of medicine and pharmacy, that will
provide the most accurate and reliable data usage and increase the effectiveness of medical
and pharmaceutical care for orphan patients.

In conclusion, it is important to emphasize the importance and necessity of presenting
up-to-date data on the spread of socially significant diseases and those that are a significant
burden in the health care financing system, which will contribute to effective management
decisions.

Conclusions

1. Rare diseases — an emerging global public health priority. Nowdays 6 172 unique
rare diseases have been discovered in the world.

2. According to the Medical Genetics Center and the Department of Statistics of the
Ministry of Health the total number of patients was 10 786 patients, of whom children
accounted for 54%.

3. Among given diseases the largest proportion of patients had been registered with a
diagnosis of «juvenile rheumatoid arthritis» — 2 291 patients, most of whom, almost 80%,
are children. Hemophilia, a rare hematological disease, hadtaken second place — 1 784
patients, where children had occupied a quarter.

4. Ithas been found that the largest proportion of children patients had been characterized
by the following pathologies: primary/congenital immunodeficiency (87% — the share of
children in the overall structure of registered patients), cystic fibrosis (84%), juvenile
rheumatoid arthritis (78%), nanism of various origins (77%), tuber sclerosis (76%),
mucopolysaccharidosis (73%), phenylketonuria (69%), idiopathic family dystonia (65%)
and osteogenesisimperfecta (63%).

5. Among 18 rare diseases, for which there were data on the prevalence in Ukraine,
2 nosologies, or 11%, were registered only among pediatric patients Pump’s diseaseand
Fabri’s disease.

6. It has been established thatKyiv, Poltava, Dnipro , Ivano-Frankivsk and Kharkiv regions
had been characterized by the highest total number of orphan patients. Regions with the
lowestregistered number of orphan patients — are Luhansk, Lviv, Kherson, Sumyand Volyn.

7. There was no information on registered RDs in Chernivtsi, Odesa, Zakarpattia
regions and Kyiv city from the Center for Medical Statistics of the Ministry of Health,
but it was indicated the cases of four RDs in Odessa region and Kyiv city by newborn
screening program in 2020, that has shown problems in the collection, centralization and
coordination of the statistic information of RDs and needs to be resolved in the future at the
state and regional levels.
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8. Significant limitations and shortcomings in the ability to obtain information on the
registered cases of orphan diseases in Ukraine had been revealed: lack of databases on the
number of orphan patients in free access; differences in the organization of submission and
collection of information on orphan patients by region (lack of data from some regions of
Ukraine); difficulties in obtaining summary available data and limited nosologies for which
information is presented; period between the collection of information and the preparation
of reporting forms. It has been shown that identified limitations in the data system on
orphan patients are typical for other countries.
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ABSTRACT

Rare (orphan) diseases (RD) are a global priority for health systems. In Europe, including Ukraine, the
disease is considered rare with a prevalence of 1 patient per 2,000 population. To date, by the orphanet data,
6,172 unique rare diseases have been discovered. An important issue today is the understanding and analysis of
data on the prevalence of RD in Ukraine, which will effectively plan the need for therapy and predict its cost.

Aim of the investigation was to analyze the available data on the of the registered cases of orphan diseases
among children and adults in all Ukraine’s regions and determining the share of each disease in the overall
structure in terms of age group of patients.

The object of the in vestigation are data of the Department of Statistics of the Ministry of Health on the cases
of rare diseases, that were registered in Ukraine as of January 2020 and Medical Genetics Center’s data. The
study was conducted using informative methods of analysis (collection and data processing), systematization
and generalization, mathematical and statistical calculations.

According to the Center’s of Medical Statistics of the Ministry of Health data the total number of
registered patients was 10786 patients, of whom children accounted for 54%. Among given diseases the largest
proportion of patients had been registered with a diagnosis of «juvenile theumatoid arthritis» — 2,291 patients,
most of whom, almost 80%, are children. Among 18 rare diseases, 11%, were registered only among pediatric
patients: Pump’s disease, Fabri’s disease. It has been established that Kyiv, Poltava, Dnipro, Ivano-Frankivsk
and Kharkiv regions had been characterized by the highest total number of orphan patients. Regions with the
lowestregistered number of orphan patients — are Luhansk, Lviv, Kherson, Sumyand Volyn. There was no
information on registered RDs in Chernivtsi, Odesa, Zakarpattia regions and Kyiv city from the Center for
Medical Statistics of the Ministry of Health, but it was indicated the cases of four RDs in Odessa region and
Kyiv city by newborn screening program in 2020, that has shown problems in the collection, centralization and
coordination of the statistic information of RDs and needs to be resolved in the future at the state and regional
levels.

M. B. Ioxraiina (https://orcid.org/0000-0002-2088-0469),
H. A. Cninnoga (https://orcid.org/0000-0002-4041-5396),
B. B. Tytyx (https://orcid.org/0000-0003-4661-4908)
Hayionanenuii papmayesmuynuil ynieepcumem, m. Xaprie
AHAJI3 TTOKA3HUKIB KIJIBKOCTI 3APE€ECTPOBAHINX XBOPNX HA PIIKICHI
3AXBOPIOBAHHA B JEAKNX PETTOHAX YKPATHU
Korouosi cioBa: pinkicHi (op¢anHi) 3aXBOpIOBaHHS, 3apeeCTpOBaHi BUIAAKK, OpaHHi XBOPI, IITH, 1OpOCIi
AHOTAINIIA

PiakicHi (op¢anHi) XBopoOu — m100anbHUN MPIOPUTET CHCTEM OXOPOHH 340poB’s. Y €Bporii, 30kpeMa
i B YkpaiHi, 3aXBOPIOBaHHS BBaKAaIOTh PIAKICHUM 3a PO3MOBCIOMKEHOCTI 1 xBoporo Ha 2 000 HaceieHHs.
Ha crorozni, 3a manumu 6a3m pannx Orphanet, BusBieHo 6 172 pigkicHux XxBopoO. Baxmsum nurtaHHIM
CBOTOJICHHSI BU3HAYAETHCS PO3YMIHHS Ta aHANI3 AaHUX MIOAO 3apEECTPOBAHUX BUIAIKIB OphaHHUX XBOPOO B
VYkpaiHi, 10 JacTh 3MOTry e(eKTHBHO IUIaHyBaTH IOTpedy B Teparlil Ta MPOrHo3yBaTH il BAPTICTh.
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Mertoro nmocmimkeHHs Oyno TPOBEACHHsS aHaNi3y HAasgBHUX OAHWX IIOAO KITBKOCTI 3apEeCTPOBAHHUX
BUIIQ/IKIB PiIKICHUX XBOPOO cepes AiTel Ta JOPOCInX 3a perioHaMu YKpaiHH Ta BU3HAUCHHsI YaCTKH KOXKHOTO
3aXBOPIOBAHHS Y 3arajbHIi CTPYKTYpi 32 BIKOBUMU I'PYHaMHU XBOPHX.

006’ ext gocnimkenns — naui Lleatpy meanunoi craructux MO3 YkpaiHu o0 KiIbKOCTi 3apeeCTPOBAHUAX
BUIA/IKIB PiAKICHUX XBOpoO B YkpaiHi craHoM Ha ciuenb 2020 poky Ta nanux Meauko-renetuasoro LleHTpy.
JlocnijpkeHHsT BUKOHYBAJIM 31 3acTOCYBaHHAM iH(opMamiiHMX MeTomiB aHamizy (30ip Ta 0OpoOGIeHHS
iH(popMarii), MeTO/iB CHCTeMaTH3alli] Ta y3araJbHEHHs, MATeMAaTHYHUX Ta CTATUCTUYHUX PO3PaxXyHKIiB.

3a mannmu Llentpy menuunoi cratuctukn MO3, 3aranbHa KUTBKICTh XBOPHX 32 PiAKICHI XBOpoOH, 110
00mikoByI0TECS, ctanoBmia 10 786 ocib, i3 HUX miti craHoBmin 54%. Cepen 3a3HaUCHNX 3aXBOPIOBAHb Haii-
OiNpIIIa YacTKa XBOPHX 3aPEECTPOBAHA 3 IarHO30M «IOBEHUIbHUIA peBMaroimuuii aptput» — 2291 ocibd, Ginb-
IIICTB 3 IKUX, Maibke 80%, nitu. Cepen 18 pinkicHuX 3axBoproBaHb 11% 3apeecTpoBaHO JIUIIE cepe/t MallieHTiB
JIUTSYOTO BiKy — xBopoOa [Tomma, xBopo6a dabpi. Beranosneno, mo Haitbuiba KinbKiCTh Op()aHHUX XBO-
pux xapakrepHa s Kuiscpkoi, [TonraBeskoi, JHimpoBcrKoi [Bano-PpankiBebkoi Ta XapKiBCbkoi 00mIacTeid.
PerioHu 3 HaliMEHILIOIO 3apeeCTPOBAHOIO KUIBKICTIO opdaHHuX marieHTiB — Jlyrancbka, JIbBiBCcbKa, XepcoH-
cpka, Cymcpka Ta Bommnceka. [ndopmanii mpo 3apeectpoBani Bumaaku pifkicHux xBopoO y UepHiBeIbKii,
Opneckkill, 3akaprarcbkiid obmacTsx Ta micti Kuesi Bin LlenTpy meauuHoi crarnctukn MO3 He HaaXxoamIio,
ajie 3a MPOrpaMoOI0 CKPUHIHTY HOBOHapOmkeHUX y 2020 poiri Oy/10 3a3HAYCHO BUMAJKH YOTUPHOX PiIKICHHX
xBopo0O B Opneckkilt o6macTi Ta micti Kuesi, mo BusBuIO mpobieMu 3i 300py, HeHTpatizanii Ta KoopauHaril
CTaTUCTUYHOI iHpOpMamii o0 piAKiCHUX XBOPOO 1 MOTpedye BUPILIEHHS y MaiilOyTHEOMY Ha IEpPKaBHOMY Ta
perioHanbHOMY PiBHSX.

M. B. Ioxaraiinas (https://orcid.org/0000-0002-2088-0469)

H. A. Cnermmoa (https://orcid.org/0000-0002-4041-5396)

B. B. Tytyx (https://orcid.org/0000-0003-4661-4908)

Hayuonanvnouil papmayesmuueckuil ynugepcumem, 2. Xapokos

AHAJIN3 [IOKA3ATEJIE KOJIMYECTBA 3APETUCTPUPOBAHHBIX BOJIbHBIX PEJIKUMU
3ABOJIEBAHUSAMU B HEKOTOPBIX PETMOHAX YKPAMHBI

KuroueBslie ciioBa: penkue (opdanubie) 3a001eBaHus, 3apeTHCTPUPOBAHHBIE ClTydau, op(aHHbIe OOJIBHEIE,
JIeTH, B3pOCIIbIe

AHHOTALNA

Penxue (opdannble) OGomesHu — roOaidbHBIA HPHOPUTET CHUCTEM 37paBooxpaHenus. B Espore, B
TOM 4HCIIe W B YKpauHe, 3a00JIeBaHHE CUNTACTCS PEAKUM IIPH pactpocTpaHeHHOCTH 1 GombHON Ha 2 000
HaceneHus. Ha ceromusmHuil neHp, 0 JaHHBIM 0a3bl JaHHBIX Orphanet, BoLiBIeHO 6 172 penkux Ooe3Hen.
Baxupim BOIIPOCOM CETOAHALIHETO THA ONPEACIACTCA NIOHMMAHUE U aHAJIU3 JaHHBIX O PpaClpoOCTPaHCHHOCTH
opdaHHEIX Gone3Hel B YKpanuHe, 4To 1acTh BO3MOXKHOCTH () (PeKTHBHO IIIAHUPOBATh HOTPEOHOCTH B TEPATHU
U IPOTHO3MPOBATH €€ CTOUMOCTb.

Llenbto nccienoBaHus ObUIO NPOBECHUE aHAIM3a UMEIOIIMXCS JaHHBIX O PACIIPOCTPAHEHHOCTH PEIIKUX
Gorne3Hel cpenu JAeTei M B3POCIBIX 0 PerHOHAM YKpawWHBI M ONpe/eleHHe YacTH KaKIoro 3a00JIeBaHHs B
o01Ieit CTPYKType 10 BO3PACTHBIM I'PYIIaM OONBHBIX.

OObekT uccnenoBanus — gaHHele LlenTpa memuumHckoit craructikn MO3 YKkpanHbl OTHOCHTENBHO
3aperuCTPUPOBAHHBIX CIIy4aeB PEIAKHX OOJIE3HEH, 3apeTrHCTPUPOBAHHBIX B YKPAMHE 10 COCTOSHHIO Ha STHBAph
2020 roma. MccnenoBanue OCYHIECTBISUIA C MCHONB30BaHUEM HH()OPMALMHHBIX METOZOB aHanu3a (cOop u
00paboTKa JaHHBIX), CHCTEMATH3aIMU U 0000ILEHNUsI, MATEMAaTHIECKUX U CTAaTHCTHYECKUX PacueTOB.

ITo nanubM LleHTpa MeuIMHCKOI cTaTnCTUKH MuH3paBa, o0liee KOINIECTBO MAHEHTOB C PEIKUMU
60Ne3HAMH, 10 KOTOPBIM OCYIIECTBISIETCS y4eT, coctaBmio 10 786 uenosek, u3 Hux aetu — 54%. Cpean
JTaHHBIX 3200J1€BaHUI HAMOOJIBILIHI Y/ISIbHBIN BEC 3aPETHCTPUPOBAH Y MALUEHTOB C THarHO30M «IOBEHUIIBHBIN
peBMaTOMIHEIN apTpuT» — 2 291 00IBHOH, OONBIIMHCTBO M3 KOTOPHIX, moutn 80%, — metu. U3 18 pexknx
6onesneit 11% 3aperncTpupoBaHbI TONBKO CPEAM MEAMATPUUECKHX OONBHBIX — Oone3Hs Ilomme, Oone3Hb
®dabpu. YcTaHOBICHO, YTO HAHOOJbIICE O0IICe KOIHUYCCTBO MAMCHTOB HAXOAMIOCh Ha ydere B KueBckoid,
IMonraBckoit, [luempoBckoit, MBano-®pankoBckoii M XapbKoBCKOH 00nacTaX. PermoHsl ¢ HanmMeHBIINM
KOJIMYECTBOM 3apEeTrHCTPHPOBAHHBIX CIIydaeB peakux Oomesneil — Jlyranckas, JIpBoBckas, XepcoHckas,
Cymckas u Bonbiackas. IHopMaryy o 3aperucTprupoBaHHbIX peKux Oone3Hsx B YepHoBHLKo#i, OneccKoi,
3akaprarckoil obnactsax u ropoxe Kuese or LleHTpa MeaMIMHCKON cTarucTukd MuH3ApaBa HE OBLIO, HO
OBUTH yKa3aHBI Clydand 3a00JeBaHUS YETHIPHMs peakuMu OonesHsmu B Onmecckoit obmactu u ropoae Kuese
0 IIporpaMMe CKPHHHHTa HOBOPOXIeHHBIX B 2020 rofy, 4To 1mokasano npodnemsl B cOope, IeHTpaIn3aliu
U COINIACOBAaHMHM CTAaTUCTHUECKOH MH(POpPMAIUM O peIKuX Oone3HsX M TpeOyeT pemeHus B OyayieM Ha
TOCYAapCTBEHHOM U PETHOHAILHOM YPOBHSIX.

Enexmpounna adpeca ons nucmyeanus 3 asmopamu. sm211@ukr.net
(ITopraitna M. B.)
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