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'IBH3 «TepHoninbcvbkull 0epaucasHull MeourHUll yHisepcumem
imeni L. 4. 'opbauescvkozo MO3 Ykpainu»
I'pomadcvka op2anizayis «O6’'eOHaHHA 6ambvKis dimetl 3 po3uW,LIUHO0 Xpedbma
1 2idpoueaniero «Catiso [yxy», TepHonine

CIIBITPAIA TAIIEHTCHKUX OPTAHI3AIIINA TA JIIKAPCBKUX ACOIIIAIIIA Y
HAJAHHI JOITIOMOTH JITAM 3 PIIKICHOIO ITATOJIOTIERO

MeTta gocnif)keHHs1 — OLiHUTU MiXXHAPOAHWIA Ta BITYM3HSHWI JOCBIA chiBNpaLi NalieHTCbKMX opraHisauiin i npodeciiHnx
nNikapcbkMx acouialiidi, nokasartu ix BNAVB Ha OpraHisalito MegnyHoT 4oMOMOry AiTAM 3 PiI3HOMaHITHOK NaTosOrIELD.

HekomepL,iliHi opraHisauii, o 06’e4HYI0Tb XBOPUX YK TX NPEACTaBHNKIB, 3aXMLLA0Tb NpaBa NaLieHTiB i Ni4TPUMYHOTb BacHe ix
camux Ta ix ciM’i. YacTo BOHM € €AMHNM JKepenioM MoLMpPeEHHS iHhopmaLii Npo 3axBOpPtOBaHHSA, 0COBGNBO SKLLO Lie CTOCYETbCSA
4iTeli 3 pigkicHo opchaHHO naTonoriet. HekoMepLiiHi 6aTbKiBCbKi OpraHizaLil — BaXK/IMBWIA eN1eMeHT NiATPUMKM CiIMEN, B AKX 4iTH
noTpe6yoTb 0COBIMBOrO AOMAAY Ta NikyBaHHsA. CaMe 0COOUCTWI AOCBIf NepeXBaHHS 3aXBOPIOBAHHSA A0NOMarae iHLUM 1AM
onaHyBaTu cebe Ta cuTyalLito, L0 BUHMKA. YacTo MLle HasiBHICTb TakoT opraHizalii € pyLUiiHO CU/I00 B MPOBEAEHHI fOCNIIKEHD
LLIOA0 BUBYEHHS pigKicHOT natonorii. Ha cborogHi npeacTaBHMKIB NALIEHTCHKMX OpraHisadiin 3anpoLuytoTb Ha KOHhepeHL,ii pi3Horo
piBHS. BOHM 6epyTb yyacTb Y NPUAHATTI BaXK/IMBMX PilleHb, SIKi HanpaB/ieHi Ha MOKPaLLEHHS SSKOCTi XUTTS NaLEHTIB i3 pigKiCHMM
Ta XPOHIYHMMYM 3aXBOPIOBaHHAMN. Ha npukiagi nauieHTCbKMX OpraHisauin 4itei i Opoc/vX i3 NepBUHHUMK iIMyHoZediuuTamm 1a
3 pOo3LLi/IMHOK XpebTa i rigpouedaniero nokasaHo OCHOBHI NlaHKK TX po60TK Ta crniBrpaLto 3 JIikapCbKMMK acolialissmMy B perioHi,
YkpaiHi i cBiTi. [isiNIbHICTb NALEHTCHKNX OpraHi3auini TakoX cnpsiMoBaHa Ha CNpPUAHHA NiABULWEHHIO CTaHAAPTIB MEeANYHOro 06-
CNyroByBaHHS NaLEHTIB, HAYKOBOMY Ta NPaKTUYHOMY BUPILLEHHIO CyYaCHMX 3aBAaHb Y Pi3HUX rany3sax MeaULMHW, 3340BOMEHHIO
MeAMYHMX Ta opraHisauiiHnx notpeb haxiBuiB. 3anyyeHHs1 NpeacTaBHMKIB NaLEHTCbKMX OpraHisauin 40 opraHisalii 0XopoHK
3[10POB’A € BAX/IMBUM acnekTom y pethopmyBaHHi CICTEMU OXOPOHM 340POB’A Ta (DOPMYBaHHI PO3BUTKY MEeANYHOI chepu 3a/iex-
HO Big NoTpe6b nauieHTa. Mowyk niTepaTypu 34ilicHI0BaIn 3a gonomMoroto 6a3 gaHnx PubMed, GoogleScholar Ta CyberLeninka.

KnrouoBi cnoBa: naujieHTCbka opraHisaLlisi; NikapCcbki TOBapuUCTBa; 4iTU.

COTPYOHNYECTBO NMNAUMNEHTCKUX OPFAHI/I3ALI,I/II7I N BPAHEBHbIX ACCOLI,I/IALI,I/II7I B NMPEAOCTAB/TIEH NMOMO-
LM AETSAM C PEAKOW NMATONOIMMEN

Lenb nccnepoBaHusl — OLEHUTb MEXAYHAPOAHbIA U OTEYECTBEHHBIN OMbIT COTPYAHUYECTBA NaLMEHTCKUX OpraHm3auuii n
npocheccroHasibHbIX BpauebHbIX accoupaL i, nokasaTb UX BAWSHUE Ha OpraHM3aLyio MeAVLHCKOV NOMOLLY AETSIM C Pa3/IMYHOIA
natosnorue.

HekoMMmepueckne opraHu3auum, KoTopble 06beANHAT GOMbHbLIX UM UX NpeacTaBuTenNeld, 3allyiLaoT npaBa nauueHToB 1
NoAAEPXNBAKT COBCTBEHHO X CAMUX N UX CeMbU. HacTo OHM ABNSKOTCA €AMHCTBEHHLIM MCTOYHMKOM pacnpocTpaHeHns nHeop-
Mauum o 3aboneBaHn1, 0COGEHHO eC/N 3TO KacaeTcs AeTell C pefKoil opdhaHHol naTtonormeil. Hekommepyeckue poguTensckue
opraHv3auumn — BaXHbIA 3/1eMEHT NoAAEPXKM CEMEN, B KOTOPbIX AETU HYXJaloTCs B 0CO60M yxoAe 1 1eYeHNN. VIMEHHO NNYHBII
OMbIT NepexviBaHus 3a601eBaHNA NOMOraeT ApyruMm NoAsM 0BNafeTb CO60 1 cuTyaumeld, Kotopasi BO3HUKNA. YacTo ToNbKo Ha-
Nnyve Takoi opraHm3auum ABNSETCA ABWXKYLLEN CUI0 B NPOBEAEHUN UCCNEA0BaHNIA NO N3YyYEeHUO peaKon natonorun. CerogHs
npeacraBuTenell NaUMeHTCKMX opraHu3aumnii NpurnaaT Ha KOH(EPEHLMN Pa3IMuyHOro YpoBHSA. OHW y4acTBYIOT B MPUHATUN
BaXKHbIX PELLEHUIA, HANPaBEHHbIX Ha YNyYLIEeHNEe Ka4eCcTBa XU3HN NaLMEHTOB C PEAKMMU U XPOHUYECKMMUN 3a60neBaHusiMu. Ha
nprMepe NauMeHTCKMX opraHn3aumii AeTeli 1 B3pOC/biX C NePBUYHbIMY UMMYHOAEMULATAMA U C PACLLENNHOM NO3BOHOYHMKA U
rnapouecbannein nokasaHbl OCHOBHbIE 3BEHbS X Pab0Thbl M COTPYAHUYECTBO C BpayebHbIMU accoupaumsMm B pernoHe, YkpaviHe
1 Mupe. [eATenbHOCTb NaLMeHTCKMX opraHn3aumii Takke HanpaeneHa Ha cofelicTBre NOBbILLEHUO CTaHAAPTOB MeANLIMHCKOTO
06CNyXNBaHUS NALMEHTOB, HAYYHOMY M NPaKTUYECKOMY PELLEHMI0 COBPEMEHHbIX 3a4ay B pas/iMuHbIX 061acTAX MeAULVHBI,
YA0BNETBOPEHNIO MEAVLMHCKUX 1 OPTaHM3aLOHHbIX MOTPe6HOCTel cneumanucToB. MNpuBneyeHre npeactaBuTenein naLmeHTcKmx
opraHv3auuin K opraHusauum 34paBooXpaHeHns ABASETCS BaXHbIM acnekToM B pethopM1poBaHum CUCTEMbI 34paBOOXPaHEHUS
hopMUpOBaHMM Pa3BUTUA MEAULIMHCKON chepbl B 3aBUCMOCTU OT NOTpe6HOCTel naumeHTa. Movck nuTepaTypbl OCYLLECTBASNN
C nomotyblo 6a3 gaHHbix PubMed, GoogleScholar n CyberLeninka.

KnroueBble cnoBa: nayneHTckas opraHusaums; Bpaqe6Hble accounaunn; neTn.

COOPERATION BETWEEN PATIENT ORGANZATIONS AND PROFESSIONAL ASSOCIATIONS FOR THE IMPROVEMENT
OF MEDICAL CARE IN CHILDREN WITH RARE PATHOLOGY

The aim of the study — to assess the international experience of cooperation between patient organizations and medical
associations and its impact on the medical care for children with different diseases. Non-profit organizations unite together
patient’s or their representatives are important for the protection of patients' rights, as well as promotion. Also, they are important
for protecting the patient’s rights and supporting themselves and their families. Often, they are the only source of information
about the disease, especially for children with rare orphan pathology. It is the personal experience of the disease that helps other
people to seize themselves and the situation that has arisen. Often, only the presence of such an organization is a driving force
in conducting research on the study of rare pathology. Today, representatives of patient organizations are invited to a different
medical conference. They are involved in making important decisions that are aimed at the improving the quality of life of patients
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with rare and chronic diseases. On the example of patient organizations for children and adults with primary immunodeficiency
and spina bifida and hydrocephalus, the main links of their work and cooperation with medical associations in the region, Ukraine
and the world are shown. Patient organizations are also aimed at promoting the standards of medical care for patients, scientific
and practical solutions to modern problems in various fields of medicine, and the promotion of the satisfaction of medical and
organizational needs of specialists. Involvement of patient organizations in the arrangement of health care is an important aspect
in reforming the health care system and in shaping the development of the medical sector, depending on the patient's needs. The
search of literature was carried out by using PubMed, GoogleScholar and CyberLeninka databases.

Key words: patient organization; medical societies; children.

3a BM3HAYeHHAM EBPONeNCbLKOro areHTCTBa 3 KOHTPOS0
3a nikapcbknummn 3acobamu (European Medicines Agency),
naljieHTCbKa OopraHizalis — ue HekomepLiliHa opraHizauis,
OpiEHTOBaHa Ha NaujieHTa, B SKili GiNbLUICTb YIEHIB KEPIBHUX
opraHiB CTaHOB/IATbL MauieHTn i/abo ocobwu, ki 3a HAMKU [0-
rnagaoTb (Y pasi, AKLWO NalieHT He MOXYTb NPeacTaBnaTm
cebe cami) [1-3]. OCHOBHI 3aBAaHHA JaHOT opraHisauii — 3a-
XWCT NpaB NaLjeHTIB Ta 3a0BOIEHHS iX NOTpe6. HasBHICTb
6aTbKiBCbKOI OpraHisavii, 0co6/iMBO B pasi XpPOHIYHOIO 3a-
XBOPOBAHHA AUTVHW, € BaX/TMBOIO CBITOBOIO TEHZEHLIEI.

3Ha4yHOro MOLUMPEHHA Y CBITi NALEHTCbKI opraHisauii
Habynn y 2000-x pokax. Ha gaHwii 4yac BOHM JOCUTb MO-
LUMPEHI Y CBITi. 3aNeXHO Bif METU AaHi opraHisauii MoxHa
CTBOPOBATU Ha Pi3HMX PiBHAX. 30KpeMa, Lie Moxe ByTn pe-
rioHasIbHe 06’€4HaHHS, HaLiOHa/IbHE YK GiNbLL MacluTabHe,
Hanpukiag eBponericbke abo cBiToBe. MNMepeBaxkHO Taki opra-
Hi3aLii 06’egHy0Tb flogei abo X NpeACTaBHUKIB 3 MEBHO
XBOPOO6OI YK TPynoto 3axBOpIOBaHb. LieHTpasibHe Micle B
LMX MaLiEHTCbKMX rpynax BiABOAATb caMe iHAUBiAya/lbHOMY
[0CBiZly, OGroBOPEHHIO BMIACHNX MEPEeXyBaHb i BiguyTTiB.
OcobucTnin AOCBIA, NEPEXMBaHHA XBOPOOU € BXKIMBUM /15
iHLLIWX | gonomarae nauieHToBi YK 1ioro 6aTbkam (onikyHam)
cnpaBuTUCA 3i 3MiHaMW, O BUHUK/N B iX XunTTi. Came Tomy
naLjieHTCbKi OpraHisaLii CTBOPHOOTL MePEBaXHO 15 Ntoaei
i3 XPOHi4YHUMK i/ab0 pigKicHMMU XBOpOo6amu. Y Takiin cutyau;i
BCE XMNTTS JIIOANHN 3MIHIOETbCA Ha3aBX Ay, | 6aratboM 4acTo
BaXKKO 3MUPUTUCS 3 LM i NPUAHATY «HOBOro» cebe [4—6].

CTBOpPEHHS TakmNX OpraHisawiii HabyBae 0CO6/IMBOrO 3Ha-
YEHHSs NpW PiAKICHMX 3aXBOPIOBAHHAX Y AiTeil. O6’eaHaHHSA
6aTbKiB Y/ OMiKYHIB XBOPUX AiTel BRXMBE HacaMmnepes ans
HUX caMmX. AIDKe NOKPaLLy€ETbCA MOX/MBICTb TX CMiSIKYyBaHHSA
MiXX CO6010, L0 Ma€E BaXK/IMBE NCUXOOTIYHO-CoLia/ibHe 3Ha-
yeHHs. MNauieHTCbKi opraHisauii € mxkepesom iHhopmal,ii Ta
NiATPUMKM NOCTPaXKAa/IMX CiMe; BOHU BifirparoTb BaXK/IMBY
porib Yy NiABUWLLIEHHI 3HaHb NPO PiAKICHI XBOPO6YK cepes rpo-
Ma/ICbKOCTi 1 MEAUYHOT CMiSIbHOTY, SKi, Y CBOKO YEPry, MOXYTb
CNpVATY paHHii giarHocTuui [7]; y BU3HAYEHHI KOHKPETHUX
npobnem, WO MaktTb 3HAYEHHS A/19 XBOpux nwogei [8].
Okpim TOro, y CBITi MayiEHTCbKI OpraHizaLii MatoTb K/1o4oBe
3HaYeHHs1 B NPOBEAEHHI JOCNiMKEeHb 3 BUBYEHHSA Ta JliKy-
BaHHS Pi3HNX 3aXBOPHBaHb, 0COG/MBO OphaHHNX XBOPOO
[8]. Ockinbkn AaHa naTosoris € 4OCUTb PIAKICHOK, TO YacTo
JIMLLEe aKTUBHICTb 6aTbKiB LLOA0 3aXMCTy Npas iX AUTUHN Ha
[0noMory Ta NikyBaHHS € BUPILLa/IbHOH).

Hanpuknag, y 1994 p. yTBOprBCS EBPONENCHKNI a/ibsiHC
XBopo6wm lMoLe, Lo Mif CBOEH erifoto 06’eaHaB 31 acoujadito
(3 32 kpaiH €Bponu) i 8 acoujilioBaHMX YNeHIB (y 7 kpaiHax
€Bponu), ki 06’eAHYIOTb MaLEHTIB Ta CiM'i, L0 CTPaXaatoTb
BiZ XBOpPO6U loLwLe [2]. OCHOBHA posib a/1bsIHCY NoJiArae B nif-
TPUMLI NaUiEHTCbKMX OpraHisauii Xxeopobu lowwe, cnpusiHHI
YK1a[EeHHIO KEPIBHMLTB | pEKOMeHaLii, NoBifOMIEHHI NPO
OCTaHHi HOBMHM B PO3YMiHHi €TIONOTrii Ta naToreHesy AaHol

naTosorii; 3a0X04YeHHI MPOBEAEHHSA AOCNILKEHb XBOPOOU
rowe; poboTi 3 MeaNYHUMM NpaLiBHYKaMM | HAYKOBLAMU /15
BM3HAYEHHS NPIOPUTETIB Y BYBYEHHI LIbOTO 3aXBOPIOBaHHS Ta
oro Tepanii; NpeAcTaB/IeHHi iIHTEpeCiB NaLieHTIB i3 XBOPO-
6010 [oLLe B EBPONENCLKUX | MDXKHAPOAHMX OpraHisauisx 1a
opraHax; HaZaHHi 4ornomMorv B 3abe3neyeHHi BiAnoBiAHOIO
NiKyBaHHS, LWo 6yno 6 AOCTYNMHUM ANs BCIX MaUiEHTIB, SAKi
oro notpebytotb [2].

MauieHTCbKi opraHisadii € NOTY)XHUM CTUMY/IOM AJ151 NPO-
Be[leHHS HayKOBUX AOC/IKEHb 3 NOKPALLEHHS [iarHOCTUKN
3axBOpPIOBaHb Ta BEAEHHS NaLEHTIB 3 PiAKICHOK NaTOMOrIEL0.
Ha cborofHi y CBIiTi € HM3Ka NaLiEHTCbKMX OopraHisaduii, ski
06’eHYI0Tb 6aTbKIB Ta AiTell 3 NepBMHHUMM iMyHOAedILu-
Tamun (M14). Y 1980 p. y CLUA 6y/10 CTBOPEHO HaLiOHa/TbHY
navieHTCbKy opraHisauito «Immune Deficiency Foundation»
(IDF), meTa K0T — NOKpaLLEeHHS AiarHOCTVKM i JTiKyBaHHS na-
uieHTiB 3 M1, yepes JOCNIMHKEHHS, HABYaHHA Ta NiATPUMKY.
B 1987 p. 6atbku xs1onynka Jxedpi Mogena, skvin mas M1/
i B 15 pokiB nomep Big NMHEBMOHIT, cTBOpunv doHg, «Jeffrey
Modell Foundation» (JMF) gns fonomMorv /iloasam i3 4aHok
narosniorielo. Ha gaHnii yac ue BCECBITHA HekomepLiiHa
opraHisauis, Wo giHaHCYEe KNiHIYHI JOCNIIKEHHS, CTBOPIOE
nabopartopil, NigTpUMye XBOpMX Ta iX CiM™l, CNpUSiE MOLWNPEH-
HI0 3HaHb NPO NEPBVHHI IMyHOZEeILNTN cepen Nikapis pis-
HMX cneujianbHocTel. LieHTpun «Jeffrey Modell Foundation»
CTBOPEHO B Pi3HUX KpaiHax CBIiTy. BesMKoro 3HaueHHs ooH,
HaJla€e NPOCBITHULIbKIV pO6OTi cepen NikapiB Ta HAaCEeNeHHs,
CTBOPEHHIO iHPPACTPYKTYpU paHHbOi aiarHoctukm MI4 [9,
10]. 3 uieto METOH NOLIMNPHOKTLCA GPOLLYPU LLIOA0 HACTOPO-
XYHUMX 03HaK iIMyHOAeiLuUTY, AKi Buaana KoHCysTaTnBHA
MeanyHa paga oHgy. AKTUBHY MIATPUMKY (DOHA Hadae
BMNPOBAPKEHHIO CKPUHIHTY HOBOHAPOMKEHUX A/19 BUSB/IEHHS
T-KNITUHHOTO iIMyHOZEeiUMTY Ta T-KMITUHHOT NimcboneHil.

Y 1990 p. B M. Okcdhopgi (BenvkobpuTaHis) 6yno npuii-
HATO pilUEeHHSA NpPO CTBOPEHHS MiXHapoAHOT opraHizauil
nauieHTiB 3 nepBuMHHUMYK iMyHoaediumTamn (IPOPI). Ye-
pe3 aBa poku, B 1992 p., Taky opraHizauito 6yno odiliiiHo
cTBOpeHo B M. JlyraHo (LLBeliyapis). BoHa 3abesneuye
MiXXHapofHe NpeAcTaBHULTBO Ta MiATPUMKY HaLiOHa/TbHUX
nauieHTcbkux opraiszauin MI4 y Bcbomy cBiTi. Cnpusanu
CTBOPEHHIO OpraHisadii Sk NpoBifHI HayKOBLi, TaK i 6aTbku
aitein 31M14. 3 momeHTy cBoro cTBopeHHs IPOPI npoBoanTb
CBOI MICil0 W00 MiABUWLLEHHA 06i3HAHOCTI, AOCTyny A0
paHHbOI AiarHOCTMKM Ta ONTUMasIbHOTO /iKyBaHHS NaLieHTiB
3 M4y ceiTi [3].

[JaHi nauieHTCbKi opraHisavii TICHO criBnpauoTb 3 MiX-
HapoAHUMU NpodheciiHUMM opraHizalismn: €BpoNericbKUm
ToBapucteoMm imyHogediuntis (ESID), ToBapmucTBOM Ki-
Hi4YHUX imyHosoriB MiBHIYHOT Amepuku (CIS), MixxHapoaHoo
rpynot MefuyHux cectep ans imyHogediuyutis (INGID),
NatuHoamepukaHcbknum ToBapuctBom Ml (LASID), 6a-
ratbMa heiepasibHAMM Ta HaLiOHa/TbHUMU MPOGIECIAHMMM
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acoujauisimn. Ha cborogHi Bci koHdpepeHLuii ESID, CIS, LASID
Bi10yBaOTbCS 32 aKTVBHO YUaCTHO NALEHTCLKMX OpraHisadii.

B YkpaiHiy 2014 p. 6yn10 3aCHOBaHO rpoMafCbKy opraHi-
3aLjto «PifKICHI iIMyHHi 3aXBOptoBaHHS». [i CTBOPWAN BaTbKK
aiTeli Ta nauieHtr 3 MIA. OpraHi3zauis cnpusie NigBULLEHHIO
CTaHAapTiB MeANYHOro 06C/yroByBaHHS NaLEHTIB, HAyKO-
BOMY i NPAKTUYHOMY BUPILLEHHIO CyYaCHMX 3aBAaHb y rasysi
iMYHO/10Tii, 3340BOJIEHHIO MEAMNYHMX Ta OpraHisauiiHnx no-
Tpeb chaxiBuiB y rasy3i imyHonorii. BoHa TicHO cniBnpautoe 3
MiXXKHapPOAHMMM NaLiEHTCLKUMI OpraHisauisiMm Ta Bceykpain-
CbKOH acoljaujieto AMTAY0T iMyHOOriT Ha OCHOBI CMiSILHOCTI
iHTepeciB A5 CNPUSHHS PO3BUTKY AMTAYOI iMyHOMOriT B
YkpaiHi. B ocTaHHi pok/ po3BMBatOTbCS PEriOHa/TbHI LLEHTPY
nauieHTCbKNX opraHisauiii, y Tomy umcii B TepHONINbChKIM
ob6nacri. batbkiB giteit 3 MI[ akTMBHO 3anyyarTb A0 MPO-
CBITHMLBKOI p060THK, 3a6e3neyeHHst CBOIX AiTell HaikpaLLMm
NiKyBa/IbHUMW TakTUKaMK, SIKi CbOTOAHi iCHYHOTb Y CBITI.

[HWKM NprKNagoM akTMBHOI POOOTM MaLEHTCbKUX Op-
raHizauii € o6’'egHaHHS MauieHTiB Ta Aiten i3 spina bifida
i/labo rigpouedanieto. MixxHapogHy theaepauiio «Spina bifida
Ta rigpouecpanis» (IF SBH) 3acHyBanu B 1979 p. nauieHT i3
spina bifida Taix cim'i. 3a 6araTto pokiB BOHa BMpOC/ia 3 106po-
Bi/TbHOrO 06’€AHAHHS B MPOCECIiIHY OpraHi3avito 3 r/106a/1bHM
MOKPUTTAM, AEMOKPATUYHOK CTPYKTYPOIO Ta Npo30pumMm nia-
3BITHMMM npouecamn. Ynenun IF SBH TicHO cniBnpautowTh i3
MEANYHMMM A OCBITAHCBKMMM haxiBUSMM Ta AOC/igHMKAMM,
BPaxOBYHUMN BXXMBICTb TaKoi Koonepawii 4518 po3BUTKY i Mo-
KpaLLEeHHsT SKOCTi XXWUTTS AiTeli Ta gopocamx i3 spina bifida. Ak
BigranyxeHHs MixHapoaHoi doegepadii «Spina bifida Ta rigpo-
uedpanis» B 1990-x pp. yTBopuiack opraHizauisi «Child-help»,
METOLO SIKOT 6y/10 HaJaTV OAHAKOBUIA AOCTYN A0 MEANYHOT A0-
Momory Ta nepeAoBOoro CBITOBOrO AOCBIAY AiTSIM 3 00MEXEHMU
MOX/IMBOCTAMM 3 KPaiH, L0 PO3BMBAOTLCA.

3a iHiujaTrBOo 6aTbkiB TepHONi/IbCbKOT 061acTiy TpaBHi
2017 p. cTBOpeHO pomaachbky opraHizauito «O6’eAHaHHS
6aTbKiB AiTel 3 po3LwiMHoto xpebTa i rigpouedanieto «Cai-
B0 [lyxy». [i MiCielo € CpUAAHHA NOKPaLLLEHHIO AKOCTI XUTTA
nwogeii i3 spina bifida i/fa6o rigpouedanieto Ta YneHiB ix Ci-
Mei, a TakoXX 3aXMCT npaB i CBOOOA, 3a/10BO/TIEHHST 3aKOHHUX
iHTepeciB CiMel, siki BUXOBYIOTb fiTeli 3 AaHUMU AiarHo3amu.
Baxk/1MBOIO METOHO OpraHisaLlii € pO3NOBCHIKEHHS 3HAHb NMPO
crnocob6u 3anobiraHHs aedektaM HEepPBOBOI TPYOKM i ypo-
[DKEHVIM BaZiam PO3BUTKY, MOLLMPEHHS cepes, rpPOMaaCbKoCTi
iHdhopmauii npo spina bifida i rigpouedanito.

CniBpo6ITHUKM TepHOMNiINIbCbKOTO AEepPXaBHOrO0 Me-
ONYHOTO YHiBEpPCUTETY iMeHi |. A. Fopb6ayeBCbKOro TiCHO
CMiBNpaLoTh i3 NaLiEHTCbKMMM OpraHizauismu. Tpyu poku
nocninb CRilbHUMK 3yCUINSMU MPOBOAATLCSA 3axo4n [0
BcecBITHbOIO TWXKHSI MEPBUHHUX IMYHOAEILMTIB, METOH
SKMX € MNiABULLEHHS HACTOPOXEHOCTI HacesIeHHs WoA40
AaHoi npobnemun. Bigbynucs 3ycTpiui giteid Ta ix 6aTbkiB
3 iHhopMaLiiHO METOK Ta A1 OKPEC/IEHHST Npo6neMm, 3
AKMMUW BOHW CTUKAIOTbLCS.

Y TpaBHi 2018 p. Ha 6a3i TepHONIi/IbCbKOT 06/1aCHOT Au-
TAYOI flikapHi 6yN10 NPOBEAEHO K/iHIYHY KOHGIEPEHLLiHO LWoA0

CyyacHVX MOX/IMBOCTEN BeAEHHS | peabiniTauii aiten i3 spina
bifida. ¥ gaHomy 3axogj, Kpim fikapiB, 6pasa y4acTb Takox
rosioBa (pomaackbKoi opraHizaui «O6’egHaHHA 6aTbKiB AiTel
3 po3LuinrMHot xpebTa i rigpouedasieto «CanBo ayxy», Lo
NpeAcTaBAsie AiTel i3 Uieto nartonorieto Ta ix cim’i. Mig vac
KOHdhepeHLii 6y/10 06roBopeHo CyyacHi acnekTy AiarHOCTUKM
i Tepanii HeMporeHHOro Ce4YoBOro Mixypa, WAsSXN iX ynposa-
[DKEHHSA B MeAVYHY MPaKTUKy, a TakoX OCHOBHI npobriemu,
3 SIKUMW CTMKalOTbCA 6aTbku Ta iX A4iTn. 3aBaskn koonepau,i
3yCW/1b BMPILLEHO CTBOPUTX 06/1AaCHWIA LIEHTP A0NOMOru ai-
TsM i3 spina bifida Ha 6a3i o6nacHoi AUTSYOI NikapHi i3 3a-
JNly4eHHsM cneuiasicTiB NikapHi Ta kaceapy AMTAUNX XBOPOO
3 AMTSAYOI0 Xipyprieto.

BusHavasibHOK € posb NaUEHTIB UM TX OpraHizauii i B
[OCNIAXEHHI Pi3HUX 3axBOpPIOBaHb, 0COGNBO PiAKICHMX,
reHeTUYHMX naTonorin [8]. MaujieHTiB Ta ix opraHizadujii 3a1y-
YyaroTb A0 NPOBEAEHHS AOCNIAKEHDb (K PyHAAMEHTAIbHUX,
Tak i KMiHIYHUX), 0COGMBO Ha pPaHHIX CTagisiX, yyacTi B po3-
po6Li NiKapcbKnx 3ac06iB Ta BU3HAUEHHS X BapTOCTi. OfHUM
i3 HallycnilHilWnX Npuknagis € Association Frangaise contre
les Myopathies, sika WopoKy BUAiNSE€ 613bK0O 60 MisbAOHIB
€BPO Ha BMKOHAHHSA AocnigpkeHb. OKpiM TOro, Naui€HTCbKI
opraHisauii B €sponi Buginnan y 2010 p. B 3arasibHomy 13
MifIbIAOHIB €BPO Ha AocnimpkeHHs [8, 11, 12].

YacTo ymoBoto criBnpadi M pisHumn oHgamm ta fo-
CNIAHVUBKMY MEAVNYHUMW YCTaHOBaMK € CaMe HasiBHICTb
nauieHTCbKMX OpraHis3auiii, ski cniBnpaytolTb MK CO60H0.
AKe AisSNbHICTL CMOHCOPCBLKMX OpraHi3auin cnpsimoBaHa
came Ha HaZjaHHs1 I0NOMOr W II0AsIM, SiKi LibOro NoTpebyoThb.

Takum YyMHOM, cniBnpays nikapiB i NaLieHTCbKMX opra-
Hi3aLiil € BXX/IMBOK /TAHKOK HaAaHHSA MeAMYHOI A0NOoMOorn
Ta NoKpaLLeHHs KOCTi XUTTSA aiTeli i gopocnmx. O6’egHaHHSA
3yCW/Ib MALEHTCLKNX OpraHi3aii i Npod)ecinHmX NiKapcbKnx
acoujiauii nuwe cnpusTMMe BAOCKOHANIEHHK MeAUYHOi
[0MoMOru, BMPOBaKEHHIO NepeaoBOi CBITOBOI MPaKTUKMU.
MauieHTCbKi opraHisauii MoXyTb BNAMBaTV Ha pediopmy-
BaHHA CMCTEMU MeAu4YHOro 3abesneveHHs. Lie BaxnBo
AN 6e30n1aTHOro HaZaHHS AOPOrMX MiKiB UK cnewjiasibHOro
XapuyBaHHS. Hanpuknag, B €Bponi CTBOPEHO cneliasibHi
CTPYKTYpW, 5SIKi 3a6€e3nevytoTb y4acTb NAUIEHTIB Y NPUIAHATTI
pilleHb WOA0 3MiH Y CUCTEMI OXOPOHM 3[10POB’S, LLIO BU3HA-
YEHO creLia/ibHOK PEKOMEHJALLIE KOMITETY MiHICTpiB Paan
€sponn Ne R(2000)5 [1, 11, 12].

BVUCHOBOK. P03BMTOK Maui€HTCbKMX OpraHisadili B
YKpaliHi € BaXX/IMBOK CBITOBOI TeHAEHLiE. CriBnpaus Mix
nauieHTCbK1MM OpraHisauisiMy Ta /likapCbKUMKM acoujalisiMm
cnpsiMoBaHa Ha NoKpaLLeHHs HaJaHHSA JONOMOr, NiABULLEH-
HS TPMBAJ/TOCTI A MONINLLEHHS AKOCTI XXUTTSA AiTEN | AOPOCNX
3 PiAKICHOI Ta XPOHIYHOK NATO/IOTIED | MOXE MAaTN BXX/IMBE
3HAYEHHS B MPOBELEHHI NoJasbLUMX HAYKOBUX AOCMIAKEHD
Ta pethopmyBaHHi CUCTEMY OXOPOHM 340PO0B’S.

MNEPCNEKTUBU NOAABbLUNX AOCNIAKEHDb. Pos-
BUTOK CriBnpali Naui€eHTCbKMX OpraHisauiii Ta nikapCbkux
acouiauii cnpuaTMEe NOKPaLWEHHIO HafgaHHS MeAUnYHOil
[0MOMOrU AiTAM i pPO3p0o6Lji HOBMX HAyKOBUX AOC/IAKEHb.
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