3MiHM Ha Kpalye — e iHTpUrytoya ictopisi TpMHaAusATH poKiB
po60TK, CNPAMOBAHOT Ha 3MiHM Y cUcTeMi gornsay B YKpaiHi.
Ii poanosigaoTb N0AK, WO HaWBINbL TICHO 3anyyeHi A0 uiei
fisnbHocTi | B YKpaiHi i y Higepnanaax. Lle ocobucTi
posnoBigi npodecioHanis, AKi BKN1agaTb CBOE cepLe Ta
Aylwy B NOKpPaLLeHHA SKOCTI XXUTTA Ntoaen 3 06MexXeHuMu
MOXX/IMBOCTSAAMU B YKpaiHi.

Lle TakoX icTOpiA 3yCcTpiyi ABOX CBIiTiB Ta Il BNAUBY Ha Ui
CBITU, @ TaKOX TOro, IK BAANOCA AOCArTU HE3BUYHO
NO3UTUBHUX PE3YyNbTaTIB, | BpAXEHHS, ike L N0A0POX
3anMLLIaEe Ha BCiX 3aNy4yeHux.

Making a Change tells the intriguing story of thirteen years of
work changing care in Ukraine, told by the people most
closely involved both there and in the Netherlands. These are
personal narratives from professionals who put their hearts
and souls into improving the quality of life for people with
disabilities in Ukraine.

It is also the story of an encounter between two worlds and
its impact on those worlds, as well as how unusually positive
results have been achieved, and the impression this journey
leaves on all concerned.
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YkpaiHa 3aiimae niouyy 600 000 KM?, Lo pobuTh i HanbinbLo KpaiHot B EBponi. HaceneHHs: 45,4 MAH. oci6 (2016)

Ukraine covers an area of 600,000 km?, making it the largest country in Europe. It is about twice the size of Italy.
Population: 45.4 million people (2016)

[lepeamMoBa

MpaBninHA GoHay SOFT tulip nogymano, Wo HacTaB Yac 3aJOKyMeHTYBaTK AOCBIA
Hawoi po60TK B YKpaiHi. Pe3ynbTaT Limux 3ycuib - He WO iHLUEe, AK KOMMJIEKCHa

nporpama pedopm y chepi gornsay.

dopMa, AKY NpuUiiMace Lei 3BiT, NOXOAUTb 3 HALWOro MUHYONO, afXXe MU MoYnHanu
AK MepeXkeBa opraHisallisi; M1 BUPILLWAW HagaTy CNIoBO NI0AAM, AKi copMyBanu
Hally Mepexy. Ha ocHOBI Uux iHTepB'to, 3'ABUNaca ABaAuAaTb ogHa HedopManbHa

ocobucTa icTopis, AKa cninbHO hopMye LinicHWIA 06pas: us KHura. Lle cBoepigHui

nam’sTHMK, OCOBIMBO y4YacTi BCiX Y4aCHMKIB fIK 3 rofiaHACHKOI, TaK i 3 yKpaiHCbKOI

CTOPOHW. Pa3oM BOHM BHEC/IN Bpa)Karodi 3MiHW B Aornag, 3a ioabmMu 3
06MeXeHMMM MOXJTMBOCTSIMUM B YKpaiHi, Npouec, B X0A4i AKOro 6arato 4yoro 6yno

BUBYEHO 3 060X CTOPIH.

Xouy noAsikyBaTu HalMM YKpaiHCbKUM MapTHepam, adininoBaHUM 3akiagam
Jornagy Ta crioHcopam, TakuMm iK noconbcTBo HigepnaHgis y Kuesi Ta pisHuUM
npveaTHMM PoHAaM, 3a AOBIpYy Ta 6araTopiyHy NiATPMMKY, AKY MU OTpUManu.
Lis nigTpMMKa fo3sonuna HaM oTpuMaTy YHiKanbHUn JOCBIA, MPO AKUI MOXXHa

fi3HaTnCA B LN KHUSI.

Ba)karo NpUEMHOro YnTaHHs!

Big, imeHi npaeniHHs SOFT tulip
Cnopg Bertep
(Sjoerd Vegter)

lonoBa nNpaBniHHA

preface

The board of SOFT tulip thought the
time was ripe for documenting the
experiences of our work in Ukraine. The
result of those efforts is nothing less than
a comprehensive reform program in care.

The form this report takes, originates
from our background as a network
organization; we chose to give the floor
to the people who have shaped our
network. Based on interviews, twenty
one informal, personal stories have
now emerged that bundle together the
complete image: this book. It is a small
monument, especially to the involvement
of all employees on both the Dutch and
Ukrainian side. Together they have made
impressive changes in the care of people
with disabilities in Ukraine, a process,
during which much has been learned, on
both sides.

I wish to thank our Ukrainian partners,
the affiliated care institutions and the
sponsors, such as the Dutch embassy in
Kyiv and various private funds, for their
trust and the many years of support we
have received. This support has made
it possible for us to obtain the unique
experiences you can learn about in this
book.

Enjoy reading!

On behalf of the Board of SOFT tulip
Sjoerd Vegter
chairman
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SMIHVIH AR ANTE

eHuuo HIXTO He Mir nepe,q6a YnUTH HaCTl.ﬂbKM KomnneKCHyi
nporpamy, CnpﬂMOBaHy Ha CTPYKTYPHY pedJopmy ,qornﬂ,qy 3a i
NI0bMH 3 06MeXXeHNMH MO)KHMBOCTHMM AKa 6y,qe dJyHKulo-'

HyBaTM B YKpalHl y 2019 poui...




3MiHM Ha KpaLue

TpuBoru u cnoiBaHHS

Y pamkax KoHdepeHUii B Yxropoai 6yna opraHisoBaHa eKCKypcis
pi3HMMU 3aknagamu. 3yCTpiTUCH i3 TaKUMK CYyBOPUMU OB6CTaBUHaAMK Y
JepXXaBHUX yCTaHOBax ANA AiTe 3 06MeXEHUMU MOXIIMBOCTAMMU 6yno
LWOKYOYNM focBiAOM. CTano 3po3yMino, Wo Ui 3aknagm 6ynm 4acTUHOO
CUCTEMMU, KA iCHYE We 3a pafsHCbKUX YaciB, WO XapaKTepusyeTbCs
iHCTUTYLiOHani3auieo nogen 3 06MEXXEHUMN MOXIIMBOCTAMU B AYyXe
noraHMx yMmoBax XuUTTA. EKCcKypcia Takox nepepbdavyana BiaBiayBaHHSA
peabiniTauiiHnXx LEHTPIB, SKUMU KepyBanu 6aTbku. Takox Bigdynuca
3ycTpivi 3 monogmumu daxisuamu y chepi gornagy. Ha BiamiHy Big,
Jep)XaBHUX YCTaHOB, i Li 6aTbKMK, i npodecioHanu 6ynu gy>xe MOTUBOBaHI
6ynyBaTu HOBY, 'YMaHHYy cMCTeMy Aornsgy Ha 6asi rpomagu.

A noTim 6yna 3ycTpiy 3 ¢isnyHMM TepaneBToMm Jleceto KanaHasik. BoHa
noyvasna npavtoBaTV BOIOHTEPKOK Y Aep)XaBHOMY 3aknafi Ansa giten 3
YNCNEHHVWMU po3najiaMun PO3BUTKY, e Y YaCTUHWM JiTei 6yno BUABIIEHO
HefoIAaHHSA, AiTn 6ynun 3aHebaHi, Wo Bifo6paXkanocs y BUCOKOMY piBHi
CMepTHOCTI. B peaynbTaTi ii cnpo6 3MiHUTK cuTyaLito y LboMy 3aKnagi,
Jlecs oTpumana nucta Big MiHicTepcTBa couianbHUX Cnpas, B AKOMY i
6yn10 3a60POHEHO JOCTYN 4O LbOro 3aknagy.

CnpuUATAMBUIA I'PYHT

Mig yac cemiHapy ronnaHacbkoro ¢oHay "Cocipec” (Socires), fiku
NpPoxXoAmMB Nifg Yac KoHdepeHLii, cTano 3po3yMmino, Wo CTiKi CTPYKTYpPHi
3MiHK AiAcHO BigbyayTbca nuwe TOAi, KOnM ocobu, Wo BignNoBigarTh
3a noniTKKY y couianbHin cdepi, 6yayTb Ha Bali CTOPOHI, NOKN BU
Hanarog)xyete go6py npakTuky gornagy. Lito igeto npunHanu, 3-nomix
iHwux, HaTanis Ckpunka, gupekTopka HauioHanbHOi acambnei nogen
3 iHBanigHicTio (HAIY) Ta KepiBHULTBO peabinitauilHux LeHTpiB
«LlLnax xuTtTa» B Yropogi Ta «[xepeno» y JlbBosi. Lle, B uinomy, 6yno
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. nokpawuTu, pepopmMyBaTh 3aKknaaun Ana fiten, AOPOCNMX Ta NoAen NOXMNOro Biky

improve, reform institutions for children, adults and the elderly

PO3LWMPUTU MOXNUBOCTI 6aTbKIBCbKUX OpraHisauin
empower parental organizations

no6puM cepefioBulleM Ans 3MiH, wo 3mycuno SOFT tulip Bupiwntn
cnisnpautoBaTu y Ui cnpasi. byno 3anoyaTkoBaHO NMapTHEPCTBO, fike
TpUBae i AOHUHI.

Ane 3 yoro i ik noyatu? 9K MOXHa LOMOITUCS YOoro-Hebyab y Takii
BENIMYE3HIN | ckNafHin KpaiHi, sika 6opeTbcA 3 aBTOPUTAPHUM
pagsaHCbKUM MUHYNUM, B AKOMY i ypsaf, i rpoMafsiHCbKe CycCninbCTBO
He JoBipAOTb OfiHE OAHOMY? AK MU MOXXEMO BHECTU HEOOXiAHI 3MiHU B
LbOMY Ta 3aCTOCYyBaTW 3HAHHA HifepnaHACbKUX eKCnepTiB 3 gornaay?

AMGITHI nnaHu

O6miHanuca ipeamn 3 HAIY, «Oxepeno» Ta «LUnsax Xutts» wopo
BUpilIeHHss uux npo6nemM. B pesynbTaTi Takoro cnifNbHOro 06MiHY
AYMKaMU BUHUK MNaH, Wo MiCTUTb TaKi efleMeHTH:

+ ToLWYK COIO3HMKIB Ha MicLLleBOMY, perioHasnibHOMY, HaLlioHaNbHOMY Ta
MiXXHapOAHOMY PiBHAX.

+ MNocuneHHs couianbHOro Ta MOMITUYHOrO TUCKY 3@ [ONOMOrow
CUNIbHUX MepeX, IKi BUKOPUCTOBYIOTb MpUKAIaAn nepefoBol NPakTUKn
y CBOEMY J106i.

« NigrotoBKa YKpaiHCbKUX TpeHepiB, AKi HaBYaTUMYTb MepcoHan
[lepXXaBHUX 3aKsafiB; 3abe3nevyeHHs TepaneBTUYHUM XapyyBaHHAM
ANA JiTeln 3 BaXKol GopMoto HefoiaaHHA Ta peopMyBaHHS NpaBu
AN HUX 3aKnagis.

+ 3ano6iraHHs iHcTUTyuioHanizauii wWwnsaxoM no6yaoBM CUCTEMMU
paHHbOro BTPy4YaHHA y cnienpadi 3 I[HCTUTYTOM paHHbOro BTPyYaHHA
y Xapkosi.

+ 3MiLHeHHs 6aTbKiBCbKUX OpraHisadiit.

+ PosBuTokK npodecii pisnyHoro TepanesTa Ta CTBOPEHHS HauioHanbHoT
acouiauii pisnyHux TepanesTiB y cniBnpaui 3 JIbBiBCbKOO acouialieto
bi3nyHUX TepaneBTiB.

2019

NiACUNEHHA HauioHanbHOT opraHisauii GpisuyHux TepanesTiB
strengthen organization of physiotherapists

3anoyaTkyBaTu nporpaMmy PaHHbOro BTpy4aHHsa

set up Early Intervention

Jlecs KanaHasak/ Lesya Kalandyak
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Making a change

Dismay and hope

A tour around various institutions was
organized as part of the conference in
Uzhhorod. Being confronted with such
atrocious circumstances in the state insti-
tutions for children with disabilities was a
shocking experience. It became clear that
these institutions were part of a system
dating from the Soviet era, characterized
by the institutionalization of people with
a disability under poor living conditions.

The tour also involved visits to rehabilita-
tion centers run by parents. Meetings with
young care professionals also took place.
In contrast to the state institutions, both
these parents and professionals were very
motivated to build a new, humane and
community-based care system.

And then there was a meeting with
physiotherapist Lesya Kalandyak. She
had started working as a volunteer in a
state institution for children with multi-
ple disabilities, where some of the child-
ren were malnourished, malformed, and
neglected, which was reflected in a high
mortality rate. As a result of her attempts
to change things, she received a letter
from the Ministry of Social Affairs denying
her access to the institution.

A good breeding ground

During a workshop of the Dutch Socires
Foundation, which was held during the
conference, it became clear that sustai-
nable, structural changes really will only
take place when you get policymakers on
your side while building good care prac-
tices. This idea was embraced by, among
others, Nataliya Skrypka, director of the
National Association for People with
Disabilities (NAPD) and the management
of the day and rehabilitation centers “Path
of Life” in Uzhhorod and “Dzjerelo” in
Lviv. It was, all in all, a good breeding
ground for change, which made SOFT
tulip decide to collaborate in this. A part-
nership, which continues to the present
day, was established.

But where and how to start? How can
one achieve anything in such a huge and
complicated country, struggling with an
authoritarian Soviet past, in which both
government and civil society distrust each
other? How might we make necessary
changes in this, and deploy the know-
ledge of the Dutch care experts?
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result of a brainstorm session

An ambitious route map

Ideas were exchanged with NAPD, Dzhe-
relo, and Path of Life about tackling these
problems. A roadmap emerged from this
exchange, containing the following ele-
ments:

.

Finding allies on a local, regional, nati-
onal, and international level.

Increasing social and political pres-
sure through strong networks that use
examples of good practices in their
lobby.

Training of Ukrainian trainers who
would instruct the staff of state insti-
tutions; providing therapeutic food for
severely malnourished children and
reforming the regulations for these
institutions.

Prevention of institutionalization by
building a system of Early Intervention,
in collaboration with the Institute for
Early Intervention in Kharkiv.

Strengthening of parents’ organizati-
ons.

3

The development of the profession of
physiotherapist and the creation of a
National Association of Physiothera-
pists, in collaboration with the Lviv As-
sociation of Physiotherapists.



Oleksandra Churkina

OnekcaHpgpa YypkiHa

f1 noyana 3aMaTu nocagy 3acTyrnHUKa MiHiCTpa couianbHOI MNONITUKK Y
2017 poui,ane Bxe 4ynanpo ®ong SOF T tulip, konu s npautosana s UNICEF,y
Kuesi, Toai konn UNICEF MaB NpoeKT A1 po60TU B MYNIbTUAUCLUMNAIHAPHUX
KOMaHfax paHHbOro BTpyyaHHsi. Mosi 6e3nocepefHa cniBnpaus 3
SOFT tulip noyanacsa, Kkonu A cTana 3acTyNMHWKOM MiHicTpa. CniBnpaus
30cepep)eHa Ha PO3BUTOK PaHHbOrO BTPYYaHHA Ha HauioHanbHOMY
piBHi Ta y YOTUPbOX MiNOTHUX perioHax. MNepwum, XTo 3BepHYB yBary Ha
®doHp SOFT tulip, ctaB [lenapTaMeHT couianbHUX NUTaHb 3akapnaTCbKoil
o6nacTi. Mloro npauisHuKM gyxe nuwarTbca 6araTopiyHow cnisnpayeto
3 SOFT tulip B ycTaHOBax Ta HaBYaHHAM Pi3HUX KOMaHA y LlbOMY PErioHi.
SOFT tulip npuHOCWUTbL peanbHU [OCBIL PaHHbOro BTPYyYaHHA. HAK
pesynbTaT, 6araTto ekcnepTiB B YKpaiHi foBiganucs, Wo paHHe BTPYYaHHs
- uUe He NpocTo MeAWKaMEHTO3He NiKyBaHHA, a LuificHa cuctema
couianbHO-NCUXONONYHOT Ta MeAWYHOI AOMOMOru, fika NigTPUMYE He
Nvwe AUTUHY, a i ycto ciM'to. | ue BaXK/IMBO pobUTM sIKOMOra paHille,
ajgXe nepwi TpuM poOKM MalwTb BUpillanbHe 3HAYEHHA Yy PO3BUTKY
anTtunun. 3aBaskm SOFT tulip, nocTpagsiHCbKe BU3HAYeHHs gornagy 3a
HaMeHLWNMU LiTbMU 60 3MiHEHO, AOMOBHUBLIMCH NPOMNO3ULiAMU LWOAO
3MiH O HOBOro 3aKoHofaBcTBa. Baxknueo, wo ®oHg SOFT tulip npucyTHin
Ha HauioHanbHOMY piBHi, Wo6K MoXxHa 6yno BKasaTW Ha MOX/UBI Baau
B HawWii NoniTuui Ta HagUXHYTM Hac XOpOoLWMKM npuknagom. Pasom mu
6ynemMo, KpoK 3a KPOKOM, po3po6asiTU ONTUMasibHYy CUCTEMY pPaHHbOro
BTPYYaHHS.

MNip yac BisuTy Ao HigepnaHais, s 6yna cBiAKOM CnpaBXXHbOI criBnpawi Mix
couianibHUM, OCBITHIM Ta MEAUYHUM CEKTOPOM Y MyNbTUAUCLMUMNNIHAPHUX
KoMaHgax. B YkpaiHi My Bce We AyMaeMO B PisHUX, OKpeMUX CErMeHTax.
Konu a Bigsigana LleHTp paHHboOro BTpy4YyaHHsa B HigepnaHgax, A nomituna
Ul MikaucuunniHapHy cniBnpauto i 3anutana XTo i1 3aMOBUB | UM €
cneuianbHui 6rogykeT AN i dpiHaHcyBaHHSA. Y BiANOBiAb Ha Le A no6aynna
3MBOBaHi 0651M44s. He 6yno aHi 4OpPYYEHHS, aHi cneuianbHOro 6roaxeTy!
“Mu npautoeMo Tak, TOMy Wo MU — KoMaHga!” MNMpuemMHo 6yno 6auunTw,
o icHye poboye cepefioBuLLE, B AKOMY BCi CEKTOpPM MpaLooTb pasom
NPUPOAHUM YMHOM. Lle 6yB yHiKanbHWIN AOCBIf AN MeHe, KU TaKox
OO03BONMB MiAHATUM AUCKYCitO B YKpaiHi Npo HauioHanbHY KoopauHauito
paHHbOro BTPYYaHHSA Ha BULWMK piBeHb. TOMY WO TaKUA MiXranyseBun
nigxigHe nuwe amMyLwye kepyBaTu TapoouTb hiHaHCYBaHHA ePEKTUBHILLUM,
ane Mae BeMKe 3HaYeHHA AN auTuHu Ta ciM’i. Ller BisuT go HigepnaHais
BiAKPUB HaM oyi. CnocTepiratoym 3a co60t0, NepeXxxnBatoym Lie Ha npakTuLi,
3 peasibHUMU NtoabMU, NpodecioHanaMu, 6aTbkamMu Ta AiTbMU, TaKOrO He
JoBifaewcs 3 KHMKOK. Lle 36aratunnio Mit foceig 3acTynHuka MiHicTpa Ta
nornMéuno Moi 3HaHHA | po3yMiHHSA. Lle foCBig, WO Mae BennKe 3Ha4YeHHA
ansa nobpobyTy YkpaiHu!

é

OnekcaHapa YypkiHa — 3acTynHUK MiHicTpa couyiasibHOI MoaiTUKu
YKpaiHu 3 nuTaHb €BPOMenchbKoi iHTerpayii. Jo yboro BoHa mamxe
yoTupu poku npayroBasa B UNICEF B YKpaiHi crieyianicToM 3 nuTaHb
noniTMKN, a paHiwe B AMepUKaHCbKIA areHyii 3 MiXHapoZHoOro
po3sutky USAID, Pagi €sponu, MiHicTepcTBi tocTuyii Ta IHCTUTYTI
coyiasbHux A[OCHig)XeHb 3 nuTaHb fgemorpagii Ta couyianbHoI
noniTUKN. Lle Lunpokuii crekTp opraHi3ayiv, SKUi OXOM/atoe 30Kkpema
coyianbHi yini. Onbra oTpumasna CTyrMiHb Marictpa 3 AepXaBHUX
¢iHaHciB, TOMY, KoM BOHa npaytoBana Hag npoektom USAID, y 2014
poyi Paga €sponu 3anporoHyBana ii BUKOPUCTATU CBOI 3HaHHSA B
ranysi gep)xaBHux (iHaHciB y NPoOeKTi MicL{eBOro caMoBpsifyBaHHA
Ta couyianbHOI nonitukn. JlocBig, SIKWi BUSIBUBCS HaL3BUYaHO
KOPUCHUM AN5 1i HUHIWHbOro ctaHoBuLwya: “Y couianbHin nonituyi
(iHaHCOBMII acreKT Mae BupiLlaibHe 3HaYeHHs!”

Hesabapom BiabyayTbcs HOBI BUGOPYM Ta Npuinae HoBUIM ypaa. Mosinopaaa
doHay SOFT tulip: npogoBxyiTe giatu! Mu ix BigyanaywHo noTpe6yemo,
TOMY LLIO MU IULLIE Ha NOYaTKY PO3BUTKY PaHHbOro BTpPy4yaHHs. Mu pasom
NOBWHHI MepeKoHaT HOBUI YPAL Y MOro BaX/IMBOCTI. 3 KOXHUM POKOM
MW crnocTepiraemMo 36iMblUeHHsI HapOAXYBaHOCTI AiTen 3 disnyHMMK Ta
NcUxiYHMMKU npo6nemMamu. K 3acTyMHUK MIHICTPa, A CKNajy AOPOXHIO

KapTy A CBOrO HACTYMHMWKA, B SIKi onuLly, WO MU BXe 3po6usun, YHomy
Lie TaK BaXJINBO, 3 KUM MU MpaLtoBanu Ta XTO € BaX/IMBUMU pagHUKaMMU.
[yxe Baxnueo, WwWo6 SOFT tulip posnoyaB po3MoOBY 3 HOBOK YpPSiLOBOLO
KOMaHAow. MOXNMBO, A TeX 3MOXY 3irpath Tam CBOK poJib. BoHu
3pebinbworo 6yayTb MOMOAMMW NOAbMMU, i, CNOAIBAEMOCb, BOHU Lie
MaTUMyTb LWe 6inblwe MOTMBAUIl Ans HOBWUX igei. Ane KepiBHULTBO
MiHicTepcTBa cepefiHbOl NTaHKU 3aNLLNTLCA 3HAYHOIO MIPOO HE3MIHHUM.
BoHU 3a6e3mneyaTb NPOAOBXKEHHS HUHILIHBOT NOAITUKMN Ta BUCTYNATUMYTb
MOCTOM Yy BigHOCUHaX MiX HoBOto Bnagoto Ta SOFT tulip.

Mu npuAWwAn B Len CBIT 3 NeBHOK MeTow! MU He NOBUHHI 3akpuBaTH
0Yi Ha couianbHi Npo6nemMu. Y MeHe Lie HeMae AUTUHW, ane A Lie 3Hato:
ans 6aTbkKiB, AKi MalTb AUTUHY 3 Npob6nemMamu, abCoNIIOTHO BaXJMBO,
Wo6 ix AUTMHA MOrna po3BMBATUCH siKHaWMKpalle, 60 BOHA MOXE XUTU
3 HMMW, @ He MOTpanATU Ha BCe XMUTTA A0 ycTaHoBU. OCb YoMy Tak
Ba)XK/IMBO, W06 MU NPOAOBXKYBanu npautoBaTh pa3oM, MiXX CEKTopamu,
MiX YpPAAOBUMW Ta HEypAAOBUMU OpraHisauisMu ta Mix KpaiHamu. Mu
NOBWHHI NPOAOBXYBATU 6OPOTUCS 3a CBIT — i He TiNbkK B YKpaiHi, ane i
y Hipepnanpax, CLLA uu MonbLi, abo fgeiHae — B SSKOMY yCi AiTM MalOTb
MOXJIMBICTb BUPOCTMU, LLO6 6YTH LiHHUMU YneHaMm CycninbCcTBa.

ypsiaoBa generayis, sika Bigsigye MiggiH - Panssavik (Middin — Rijswijk), HigepnaHan
governmental delegation visiting Middin —Rijswijk, The Netherlands

Oleksandra Churkina is the Ukrainian
Deputy Minister of Social Affairs for Euro-
pean Integration. Prior to this, she worked
for nearly four years at UNICEF Ukraine as
a policy officer, and previously at USAID,
the Council of Europe, the Ministry of Jus-
tice and the Social Research Institute for
Demography and Social Policy. A wide

spectrum of organizations, all with social
objectives. However, she did a master’s
in public finances. When she worked for
the USAID project, in 2014 the Council of
Europe invited her to use her expertise in
the field of public finances in a project for
local government and social policy. An ex-
perience which proved extremely useful

for her current position: “In social policy,
the financial aspect is cruciall”

| started as a Deputy Minister of Social
Affairs in 2017, but | already heard
about SOFT tulip when | was working
at UNICEF, in Kyiv, while UNICEF had a
project for working in multidisciplinary
Early Intervention teams. My direct
collaboration with SOFT tulip started
when | became Deputy Minister. The
cooperation focuses on the development
of Early Intervention at a national level
and in the four original pilot regions. The
first to point out SOFT tulip to me was
the Department of Social Affairs of the
Zakarpattia region, where they are quite
proud of their many years of collaboration
with SOFT tulip in the institutions and
training of the various teams in that
region.

SOFT tulip brings in real experience with
Early Intervention. As a result, many
experts in Ukraine have become aware of
the fact that Early Intervention is not just a
medical treatment, but a coherent system
of social psychological and medical care,
supporting not only the child but the
entire family. And we do this preferably as
early as possible, because the first three
years are crucial in the development of
a child. Thanks to SOFT tulip, the post-
Soviet definition of care for the smallest
children has been changed, translating
into proposals for amendments for new
legislation. It is important that SOFT tulip
is present at the national level in order
to be able to point out possible flaws in
our policy and to inspire us with good
examples. Together we will-step by
step—develop an optimal system of Early
Intervention.

During a visit to the Netherlands, | wit-
nessed genuine collaboration between the
social, educational and medical sectors,
in multidisciplinary teams. In Ukraine we
still think in different, separate segments.
When | visited an Early Intervention
Center in the Netherlands, | noticed
this interdisciplinary collaboration and |
asked who commissioned it and whether
there was a special budget to finance this
collaboration. This was answered with
surprised faces. There was no assignment,
no special budget! “... we work like this
because we are a team!” It was nice to
see that there is a working environment
in which all sectors work together in a
natural way. This was a unique experience
for me, and raised the discussion in

Ukraine about the national coordi-
nation of Early Intervention to a higher
level. Because such an intersectoral
approach not only makes managing and
financing care more effective, but is of
great importance to the child and the
family. This visit to the Netherlands
has opened our eyes. Observing it for
yourself, experiencing this in practice,
with real people, professionals, parents
and children; that is quite different from
reading about it. It has enriched my
experience as a deputy minister and
deepened my expertise. An experience
of great importance for the well-being of
Ukraine!

Soon there will be new elections and a
new government. My advice to SOFT
tulip: keep on going! We desperately
need them, because we are just at the
beginning of the development of Early
Intervention. Together we must convince
the new government of the importance
of this. Every year we see an increase in
the birth of children with physical and
mental problems. As a Deputy Minister,
I will put together a road map for my
successor, in which | will describe what
we have already done, why this is so
important, with whom we have worked
and who are the important advisers. It is
of great importance that SOFT tulip starts
a conversation with the new government
team. Perhaps | can also play a role
there. They will mostly be young people
and hopefully they will be even more
motivated for new ideas. But the middle
management of the ministry will remain
largely unchanged. They will ensure the
continuation of current policy and act as
a bridge in the relationship between the
new government and SOFT tulip.

We are in this world for a purpose!
We should not close our eyes to social
problems. | don’t have a child myself yet,
but | know this: for parents who have
a child with problems it is absolutely
crucial that their child can develop as
well as possible, for it can live with
them and not end up in an institution.
That is why it is so important that we
continue to work together, between
sectors, between government and non-
governmental organizations and between
countries. We must continue to fight for a
world -and not only in Ukraine, but also
in the Netherlands, the US or Poland, or
wherever- in which all children have the
opportunity to grow up to be a valued
member of society.
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Valeriy Sushkevych

Banepin CywikeBuy

3a cBOE XUTTA A NpautoBaB 3 6araTbMa MiXXHapoOLHMMU OpraHisauiamu,
ane “SOFT tulip” ana MeHe 3aBXxAau 6yna oco6nunsoto. Mo-neplue, s BXe
MaB 3B'130K 3 HigepnaHaamum 3 0CO6MCTUX NPUYMH. Y HOHI POKU S aKTUBHO
3alMaBcA MapaniMniiCbKMMKM BuAamu CnopTy, Ta B poni npesupeHTa
YKpaiHcbkoro [lMapaniMnincbkoro Komitety s NigTPUMyBaB KOHTaKTU 3
Koferamu Ta akTUBICTaMW CnopTy ntofen 3 iHBanigHicTio HigepnaHais.
A1 TakoX BifBifaB pag 4YynoBMX peabiniTauiiHMX LEeHTpIB y Uik KpaiHi.
HipepnaHau Takox 3aliMaloTb nepefoBi No3uuil y chepi npas NoAUHK
Ta npaB oci6 3 iHBanigHicTo. LLlo MeHi oco6nueo cnogobanock y “SOFT
tulip”, ue ix cnpaAMoBaHiCcTb Ha AiTe 3 iHBanigHicTio. Konu a 3ycTpis Epika
[Bnymkonka, aupekTtopa “SOFT tulip” (pea.)], A oapasy moMiTUB Woro
BigAaHICTb cnpasi Ta NOPAJHICTb.

Y MeHe € 0CO6MCTi MpUYMHM ANs ONOMOrU AiTKam 3 iHBanigHicTio.
Mepwi TpM poKKM CBOro AMTUHCTBA A 6YB LiJIKOM 340pOBUM, ane MoTiM
MeHe BpasuB nonioMienit i MeHe napanisyBano. OgHaK y HacTYyMHi poku
MeHi Bce-Taku BAaBanocs BUUTUCA. Mako YHiBEpPCUTETCbKWUIA CTYMiHb 3
MaTeMaTMKK Ta 3aKiHUMB crnewianbHicTb KibepHeTUKU. Ane 6araTo pokis
MOET JiSiNIbHOCTI BBaXato CBOEK Mici€to AONOMOryY AiTAM 3 iHBanigHICTHO.
CaMe TOMYy, 1 BBaXkato, L0 Lie TaKk HeMMOBIpHO BaxnuBo, wo “SOFT tulip”
Jonomarae HaM BKJIH0MaTW paHHE NiKyBanbHO-TepaneBTUYHE BTPYYaHHSA
[0 HaWoi CUCTEMU OXOPOHM 3AO0POB'S, OCKINbKU Le € Halkpawum
Cnoco60oM AOMNOMOrTU LiTAM 3 iHBanNiAHICTIO NMOBHOLIHHO iHTerpyBaTucs
Ao cycninbctBa. TOMy nepwmM MOIM 3aKOHOMPOEKTOM Y yKpalHCbKOMY
MapnameHTi 6yna ponomora AiTAM, fIKi MaloTb NEBHi YpaXKeHHs i
noTpe6ytoTb NIATPUMKM fepXKaBu.

MoyunHaroum 3 2006 poky, 4HacTKOBO 3aBAAKK pisnbHocTi “SOFT tulip”, A we
pas yceigoMums, Wo YKpaiHa, AK KpaiHa KonuwHboro PagsaHcbkoro Cotoay,
MOXXe 6araTo Yoro HaBYUMTUCA y EBPONU, 30KPEMA, LLLO CTOCYETbCA AOCBiAY
ekcnepTuaun, eheKTUBHILLNX METOAIB HajaHHA MeAMYHOI Ta couianbHOT
NiATPUMKM NOAAM 3 iHBaNigHICTIO Ta NIATPUMKM BiIHOCHO 3a6e3MneYeHHs
IXHix npaB. fl po3rnsaas ue AK WoCb Ha3BUYanHoO BaXKnuee Ans YkpaiHu.
CnpaBXHbOK Npob6aeMoto iHBanigHOCTI 6yNo Hacamnepeg CTaBEHHS
00 UbOro MNUTaAHHA HaWWX AepXaBHUX IHCTUTYUiIN. [lo-cnpaBXHbOMY
npo6neMHMM TyT 6yB, Ha Mill Nornag, MeHTaniTeT HaWWUX [epXXaBHUX
AifdiB, AKi NPOCTO He 3MOrAN 3pO3yMiTH, WO AiTU 3 iHBaNIAHICTIO AiACHO
NnoTpebytoTb He TiIbKM NacUBHOI 4ONOMOIU, @ MOBUHHI 6YTU BKIIOUYEHI A0
cycnifibCTBa Ta MaTu MOXUBICTb 6yayBaTu NOBHOLHHE XUTTA. Pospue
MiX “3gopoBuMK” Ta “iHBanigaMn” HeobxifHO 6yN0 YCYHYTK.

OpHO6OKMI NOrNsaAg Ha NoAen 3 iHBanifHICTIO K HA NpeAMeT XanocTi Ta
JOMNOMOrM € NOCTINHOK NPO6EMOLO B HALWIOMY CYCNiNbCTBI, CnajWwmMHo
pPaAstHCbKOro MUHYNOro. Ha »kanb, M1 He MOXXEMO 3MIHUTU Liei MeHTaniteT

Banepini CywikeBu4Y npoBiB MaviXKe BCe CBOE XUTTA 3axuvljaroyun
npaBa aro4en 3 iHBanigHicTio. BiH 6yB yneHom BepxosHoi Paau
YkpaiHn masixe 16 pokiB Ta 6yB O4HUM i3 Heb6araTbox, XTO 3a/iMaBCs
HanucaHHSIM fpaBoBoOi 6a3n LWOAJO 3aXUCTy fpaB Ta coyiasbHOi
3axuULLeHOoCTi Jogen 3 iHBanigHicTio. BiH onuHuBca B nonaitTuyi
yepes Te, WO opraHizayia oci6 3 iHBasnigHICTIO, B AKi BiH 3aiiMaB
rnocagy 4sieHa npasJliHHA, BUCYHYysa MOro KaHAuAatypy Ha poJib
yjieHa napsameHTy. Banepii € npe3nfeHToM Ta CriB3acCHOBHUKOM
HayioHasnbHOro mnapasniMnificbKoro KoMmiTeTy YkpaiHu. A Takox,
KepiBHUKOM HaubinbLoi opraHiszayii gna ocié 3 iHBanigHicTo B
YkpaiHi - HayioHanbHoOi Acambnei nroger 3 iHBanigHicTio. | ocek,
BXe MPOTAroM M'AITW POKiB, BiH 3aliMae rnocady HalioOHa/bHOro
YnoBHoBa)xeHoro [lpe3ungeHTa YKkpaiHu 3 npaB nto4en 3iHBaaigHICTHo,
Lo € NPakKTUYHO OMOYACMEHOM 3 LiNX MUTaHb.

nuie NpoTAroM OJHOro MNoKoniHHA. Lle nmpouec, AKkuMiA po3BUBAaETbCA
MOBINIbHO | 3aBepWWUTbCA TiNbKU TOAI, KONW JOAW 3 iHBanigHICTHO
BBa)aTUMYTbCA PiBHUMU, @ CYCMiNIbCTBO YCBIAOMUTb iX PiBHiCTb. | BCe
Taku LWOPOKY A MOMiyato 4yA0Bi NO3UTUBHI 3MiHM AK Y AiepXXaBHi NoNiTuL,
TaK i B MeHTanbHOCTI cycninbcTBa. f cnoAiBatocs, WO afekBaTHa NnpaBoBa

nigTpumMKa nogen 3 iHBanigHICTIO 3HAXOAUTbLCA Ha ropuU3oHTI. By Takox
MoOXeTe BiA4yTW 3MiHYy iIXHbOro couianbHOro cTaTycy: Bif MacuUBHUX,
HY)XAEHHUX Ta CTpaXKAalibHUX [0 PIBHOMPaBHWUX, aKTUBHUX i 3AI6HUX
rpomMagsiH, iki MOXYTb 3pO6UTU CBIill BHECOK Y cycninbcTBO. Haikpalyuit
crnoci6 NpofoBXyBaTW Lel nporpec — MNpoAOBXYyBaTWM 60poTbOy 3a
npaea ntogen 3 iHBanigHICTO y GOpMYyBaHHiI CBifOMOCTiI yKpaiHCbKOro
cycninbcTBa. | pa3oMm, - a 8 Mato Ha yeasi “SOFT tulip” , HauioHanbHy
acambneto nogei 3 iHBanigHICTIO Ta caMoro ce6e K 3aKoHojaBLUA Ta
oM6yaCcMeHa - MU BXe 6araTo Yoro fOCSIrv B LLbOMY nfiaHi. Afie noTpi6Ho
BUKOHATW e 6araTto po6oTH, i 1 Mato Ha AyMLUi ABi OCHOBHI Wini: noganblie
nigBULLEHHSA 06i3HAHOCTI NPO NpaBa i MOX/IMBOCTI NitoAew 3 iHBanNiAHICTIO
Ta 3a6e3neyeHHss Toro, Wo6 ypsa Ta NPesnpeHT nodyanu npautoBatv B
LbOMY HanpsiMKy BigMoBiAHO A0 €BPOMNENCbKUX CTaHA4ApPTIB, BUXOAAYM 3
LMX npas.

Y 3sacobax MacoBoi iHdpopmauii, B AKUX [ob6pe BifobpaXkaeTbes
MEHTaNbHICTb CycnifNbCTBa, MU MOXEMO M06a4yuTU MOMITHI MO3UTUBHI
3pyLleHHs. Hanpuknag, HewoAaBHO A N06a4yunB Ha Tenie6adyeHHi nporpamy
Npo BeuipKy, NpucBaYeHy 3aKiH4eHHIO HaBYanbHoro poky. Lllacnuea nogis
3 6aTbKaMu Ta AiTbMu. OfHa 3 yYeHuULb 3anuTana agnpekTopa: “4n Moxy s
TPOXM NOTAHLUOBATK 3 XJIONYMKOM-BIZOYHUKOM?” [InpeKTop BigNoBiB: “Hy
... le He Aiy>Ke MPUEMHO, TaK, YN He BUTNAAAE Lie TPOXM ... AMBHO?". 3roaom
Ha TenebayeHHi Ta B COLUiaNbHUX Mepexax PO3ropHynacsi BesMyesHa
OUCKYCI MK MPUXUbHUKaAMKU Ta MNPOTUBHUKAMM MpaB XxJonymka Ha
iHBanigHOMY Bi3Ky Ta AiBYMHOIO, AKa XOTina noTtaHutoBaTu. Lle cBiguntb

() k

3yCTpiY i3 Bije-npem’ep-MiHiCTPOM, MiHICTpaMu OXOPOHU 340PO

- L e . 4

Valeriy Sushkevych has spent almost his
entire life defending the rights of people
with disabilities. He has been a member
of the Ukrainian Parliament for almost 16
years and is one of the few involved in wri-
ting a legal framework for the protection
of the rights and social security of people
with disabilities. He ended up in politics
because he was nominated as a member
of the parliament by organizations for the
disabled, where he was on the board. He
is at the head of the largest organization
for the disabled in Ukraine: the National
Assembly for People with Disabilities.
Going on five years now, he holds the po-
sition of national commissioner—ombuds-
man—for people with disabilities. Valery is
also the chairman and co-founder of the
Ukrainian Paralympic Committee.

In my lifetime | have worked with quite a
few international organizations, but SOFT
tulip has always been special to me. To
start with, | already had a connection with
the Netherlands for personal reasons. In
my younger years, | was actively involved
in paralympic sports, and in my role as
president of the Ukrainian Paralympic
Committee, | maintained contacts with
the Dutch branch. I also visited a number
of excellent rehabilitation centers in that
country. The Netherlands is also at the
forefront when it comes to human rights
and rights for people with disabilities.
What particularly appealed to me about
SOFT tulip was their focus on children
with disabilities. When | met Eric [Bloem-
kolk, director SOFT tulip (ed.)] | immedi-
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meeting with vice prime minister, ministers of Health, Social Policy and Education, Unicef, SOFT tulip, Charkiv E.I. center and parents organisation
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ately noticed his dedication and decency.
I do have a personal reason to help disa-
bled children. For the first three years of
my life, | was entirely healthy, but then
I was struck with polio and became pa-
ralyzed. In my later years, however, |
did manage to study; | have a university
degree in mathematics and graduated
on the subject of cybernetics. But | now
see it as nothing less than my mission to
help children with disabilities. And that is
why | think it is so incredibly important
that SOFT tulip helps us to include Early
Intervention in our care system because
that is the best way to help children with
disabilities integrate fully into society. As
a legislator, my first proposal was, there-
fore, to focus state funding on support ra-
ther than on aid.

From 2006 onwards, partially due to the
activities of SOFT tulip, | became aware
once again that Ukraine, as an ex-Soviet
country, could learn a lot from Europe,
in particular with regard to the expertise
available there, the more efficient tech-
niques in providing medical and social
support to people with disabilities and in
regard to safeguarding their rights. I loo-
ked upon this as something of great im-
portance for Ukraine. The real disability
problem was primarily the attitude of our
civil service in this regard. The real issue
here was, in my opinion, the mentality of
our policymakers, who simply were not
able to comprehend that children with
disabilities should indeed be included in
society and be able to build a full life. The
gap between “healthy” and “disabled”
people had to be closed.

This one-dimensional view of disabled
people as a subject of pity and aid is a
persistent problem in our society, a lega-
cy of the Soviet past. You simply cannot
change that mentality in just one genera-
tion; it is a process that evolves slowly and
is only complete when people with disa-
bilities are considered equal. But every
year, | notice delightful changes in both
state policy and mentality; | am hopeful
that adequate support for people with
disabilities is on the horizon. You can also
perceive a shift in their social status: from
passive, needy victims to equal citizens
who can contribute to society. The best
way to keep this movement going is to
continue to imprint the rights of people
with disabilities into the consciousness
of the population. And together-and |
mean SOFT tulip, the National Assembly
for People with Disabilities and myself,
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LLlopoky 51 noMiyato 4yaoBi 3MiHU SIK ¥ AepXXaBHiN NONITULI, TaK | B MEHTaJ/IbHOCTI.

npo Te, L0 YacTMHa CycnifibCTBa 3apas BXe PO3YMie HeObXifHICTb pPiBHUX
npas Nto4en 3 iHBaniAHICTIO, ane cTapui paagsaHCbKUI MeHTanITeT BCe We
LMPKYNHOE, CBITOrNAA BUKITHOUHO 3i CTEPEOTUNOM «ifeaNibHOT KapTUHU», Ae
NoAun 3 iHBANIAHICTIO LWe € i NOBUHHI 3anuwatuca HeBUAMMUMMU.

3 TOro MoMmeHTy, sk “SOFT tulip” noyaB npautoBaTu B YKpaiHi, MeHe
Bpa3uno NigBULLLEHHSA PiBHA Aornaay Ta nocnyr Ana Aiten 3 iHBanigHicTo
B HallMX LWKoNax-iHTepHaTax. f1 BXe OyB 3HalloMuii 3 peanismu
iHTEepHaTHUX 3aknagiB Ansa Aitei 3 iHBanigHICTIO B YKpaiHi, BOHU 6ynun
BiZiBEPTO NOraHMMM, 0CO6NNBO ANA AiTei 3 BaXXKUMMU ypaxKeHHAMU. Ane
MOIM Koneram 3 Acam6nel Ta MeHi 6pakyBasio AOCBIAY Ta NPaKTUYHUX
3HaHb, aby WOCb 3MIHUTU. MU TaKOX He 3MOIIN XOAHUM YNHOM 3pO6UTH
Ui WKONM-iHTepHATM BiAKPUTUMM HACTINbKK, W06 NHOAM 3pO3yMinn Ta
OLiHUNM cepilo3HicTb cuTyauil. Bo piTn, AKi TaM 3HaxoaATbecs, 6ynu
CyTTEBO O6MExeHi B npaBax. A iHogi Hepoiganu, 60 BOHM He MOIM
CaMOCTINHO Xxap4yyBaTuCs, a BMXoBaTeni, WO He Manu BignoBigHOI
kBanidikauii i pocsigy, He 3HanW, AK opraHidyBaTu rogyBaHHS LuUX SiTeN.
“SOFT tulip” opraHisyBaB Bi3WT rofilaHACbKUX €KCNepTiB 40 LNX YCTaHOB,
L0 AO3BONINIIO Yepe3 HaBYaHHS i BNpOBaA)XeHHA LOCBIAY ronnaHACbKuX
KOJSler 3Ha4yHo NoKpaLmMTn cuTyauito Ana giten B iHTepHaTax. Lle cnpasuno
rMMGoKe BpaXKeHHA Ha MeHe Ta MepcoHan yKpalHCbKUX iHTepHaTiB.

Xouy we pas nigkpecnutu, wo Te, yoro “SOFT tulip” gocarnu y ranyasi
pPaHHbOro BTPy4YaHHs, He MoXxe 6yTu HepgoouiHeHum! Ls poboTta
KOMaHAuM cnpaBufia Ha MeHe rnMMboke BpaXKEHHS i 3acnyroBye BMCOKOI
OLUiHKK. BaxnnBo, WO nicna 3aBeplUeHHA LbOro npoekTy us poboTta
Ma€e NpPOLOBXEHHA Yy MOKpalleHHi po60TK MepcoHany, AKW npaute B
YKPaiHCbKUX AUTAYMX IHTEpHATHUX 3aKnagax. A nifCyMKOM Ui€l gisanbHOCTI
“SOFT tulip” € Nno3nTMBHI BNINBK Ha AepXXaBHY NoNiTUKy Ykpaiiu B cdepi
couianbHOI AJONOMOrM AiTKaM 3 iHBaniAHICTIO Ta 3a6e3neyeHHs ix npas.
OKpeMo A xouy nigKkpecnnTn Bu3HayHy posnb “SOFT tulip” B ranysi paHHboro
BTpyYaHHs. f1 Bu3Hato, wo “SOFT tulip” 6yna ofHieto i3 HanBNANBOBILLNX
opraHisauin, ska gyXke BMAMHyNa Ta Mana BupillanbHe 3HA4YeHHsA Mnpu
po3pobLi HOpMaTMBHO-NPABOBUX aKTiB YKpaiHW, AKi 3po6uan MoXxXnneum
PO3BUTOK PaHHbOro BTPYyYaHHSI AK OAHOrO i3 KJIKOYOBMX HanpsMmKiB
ONA BiAHOBNEHHA XUTTEBO BaX/MBUX GYHKUIA LIiTOK, AKi NoTpebytoTb
nNigTPUMKM.

| KpiM UbOro, s TakoX XOTiB 6M nepegatn ocobucTe noCNaHHA
ronnaHACbKOMY 4YuTaueBi Uiel KHUrM 3okpema. [pocTte “cnacubi” He
nigxoantb. Crogmn nigxoanTb rnMboke cepaeyHe CNOBO MiLHOT NOASKY .
LisnbHicTb “SOFT tulip” B YKpaiHi fana MeHi 3po3yMiTu, Lo Le AyXXe Tenna

Banepin Cylkesuy 3 MNapaniMmniicbkoro KomaHAoto Ykpaitm (2018)
Valeriy Sushkevych with the Ukrainian Paralympic team (2018)

opraHisauis, 3 AyXe BiAKPUTUM XapaKTepoM, HaZ3BUYANHO LWaHO6MMNBA,
ayXe «M’sika» y CnifiKyBaHHi, 3 NMpekpacHUM pPO3YyMiHHSAIM MpoueciB Ta
pilleHb Woao Noaen 3 iHBanigHICTIO, AN KOHKPETHOT cuTyauii B YKpaiHi.
TaKoX, - a 1 Ha Lje AUBJIOCb AIK Ha LOCb, L0 Ma€e BefInKe 3HayeHHs - “SOFT
tulip” - ue opranizauifa 3 BenMYE3HMM MOYYTTAM BiAMNOBIAANBHOCTI, X
LisiNbHICTb 6a3yeTbCA Ha I'PYHTOBHUX AOCAIAXEHHAX Ta NPOBOAUTbLCS
BMCOKOKBanipikoBaHMMU ntogbMu. Lie Takox fAano MeHi yaB/eHHA Npo Te,

HacKinbku HigepnaHan e oco6nnMBUMU, SIK HAPOL, i IK HaLlis, 0COBMBO KLU0
MOBa e npo couianbHy NONITUKY Ta NpaBa nofen 3 iHBanigHicTio. A Bif
LLMPOro cepus cnogiBatoch, WO MM 3MOXXEMO NPOAOBXYBaTK cniBnpawo
3 “SOFT tulip”. | oco6nmBo, 5 xo4y noaskysaTu Epiky, AKWUiA BiAKPUB HaLi
cepus i MOCTiMHO NiATPUMYBaB Hac. A Mosi 0co6/IMBa NoAsika TakoX ycim
ronnaHAcbKMM ekcrnepTam, AKi BigBiganu Hac, Wwo6 noainutucs ceoimMu
3HAHHAMM Ta BMiHHAMM ¥ 4yA,0Bill aTMocdepi npodeciiHoi cniBnpau,i.

YPOYHCTA 3YCTPIY
HALIOHALHOI NAPAIMIACHKOI
3IPHOI KOMAHAY YKPAI
3 X0 HMOBIX MAPAMIMMIICh s~

as a legislator and Ombudsman-we have
already achieved a lot in this regard. But
more work has to be done and I have two
main goals in mind: to further raise awa-
reness of the rights of people with disabi-
lities and to ensure that the government
and the president start working in this
regard according to European standard
standards, based on these rights.

In the media, in which the mentality
of the population is well reflected, we
can see remarkable positive shifts. For
example, yesterday | saw a program on
television about a party at the end of the
school year—a happy affair with parents
and children. One of the students asked
the headmaster, “Can | dance with the
boy in the wheelchair?” The headmaster
replied, “Well... maybe that’s not a good
idea; won't that look a little... weird?”
Subsequently, a huge debate broke out,
on TV and in the social media, between
supporters and opponents of the rights of
the boy in the wheelchair and the girl who
wanted to dance. This shows that a part
of society is now defending the interests
of people with disabilities, but that the
old Soviet mentality is still circulating; a
world view with only room for the “per-
fect picture”, in which people with disabi-
lities are and should remain invisible.

Since SOFT tulip started working in Uk-
raine, | have been impressed by the rai-
sing of the standard of care and services
for children with a disability in our boar-
ding schools. | was already familiar with
the circumstances of these children befo-
re; those were downright bad, especially
for the seriously disabled children. But
both my colleagues from the Assembly
and myself lacked experience and prac-
tical knowledge to do something about
it. We were also unable to open these
boarding schools to the public in any
way, in order to make people aware of
the seriousness of the situation—because
the children who stay there were almost
without rights. And they were sometimes
malnourished because they are unable to
eat independently and the caregivers just
did not know how to feed these children.
SOFT tulip has managed to have these
institutions visited by Dutch experts who
have considerably improved the situation
through information and training. That
has made a deep impression on me, as
well as the fact that after this project was
completed, those improvements also pro-
ved to be consistent-and that they conti-
nue to influence policy in this regard.
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Finally, I want to emphasize once again
that what SOFT tulip has achieved in the
field of Early Intervention cannot be ap-
preciated enough! It is clear to me that
SOFT tulip, at least as far as Ukraine is
concerned, was one of the most impor-
tant influencers in this respect and was
of decisive importance in drafting the bill
that made the development of Early Inter-
vention possible.

And then | would also like to pass on a
personal note to the Dutch reader of this
book in particular. A simple “thank you”
won't do. A deep, heartfelt word of inten-
se thanks fits here. The activities of SOFT
tulip in Ukraine have made it clear to me
that this is a very warm organization, with
a very open character, extremely respect-
ful, very “soft” in communication, with a
great insight into processes and solutions
in terms of people with disabilities, for the
specific situation in Ukraine. And-and |
do look upon this as something of great
importance-SOFT tulip is an organization
with an immense sense of responsibility;
their activities are based on thorough
research and are carried out by highly
skilled people. This has also given me a
picture of how special the Netherlands is,
as a people and as a nation, especially
when it comes to social policy and the
human rights of people with disabilities.
I hope, from the bottom of my heart, that
we can continue our cooperation with
SOFT tulip. And | especially want to thank
Eric, who opened our hearts and constant-
ly supported us. And my special thanks
also go to the Dutch experts who have
visited us to share their knowledge and
skills in a great atmosphere of profes-
sional cooperation.

Banepiii 3 Epikom BriromkosbkoM i3 SOFT tulip
Valeriy with SOFT tulip’s Eric Bloemkolk
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Pieter Jan Wolthers

MiTep AH BonbTepc

Micns 3aBepLIeHHS HABYAHHSA Ha OPUANYHOMY PaKynbTeTi 6yB NpU3BaHUi
Ha 060B'A3KOBY BilICbKOBY CyX6y. 1 BUGpaB LLKONY BiCbKOBOT pO3BiAKU
y XappepBeiiky, fe MpoTSroM Maixe ABOX POKiB BiCbKOBOT CyX6u
A HaBYaBCA AK BINCbKOBWUWM pocCiicbkuii nepeknagay. Lle dakTuyHo
BM3HAuuIo0 Mo nopanbly kap'epy. licna Toro, AK MeHi BAanocs
BMKOPUCTOBYBaTU POCINCbKY MOBY Ha NpakTuui nig 4yac Tak 3BaHOro
“akTUBHOro nepiogy” 3 nepcoHanoMm lepworo apmMincbkoro Kopnycy B
AnenpopHi, s nogana sanBy B MiHiCTepCTBO 3aKOPAOHHUX cripaB i 6yB
npuinHATMI Tyam B 1975 poui. MNig yac cBOET AgunaoMaTUyYHOI Kap'epu A
6araTto NoYeprnHyB Bif Wiel OCBiTH, i § 4O CbOrOAHIWHbOrO AHSA BAAYHUMN
MiHicTepcTBY 060POHM 3a LIHO MOXJIUBICTb.

3axonneHHsa CxigHo EBpoONOIO NoYanocs y MeHe 3 loHOoCTI. 1ig yac BinHuK,
HaByatoumch y HendTi, Miih 6aTbko BigMOBMBCS MignucaTty geknapauito
Npo NOANbHICTb, AKY OKYyMaHT BWMaraB Bif CTYAEHTIB i BukKiagadvis,
ToMy 6yB 3aapeluToBaHui.. 3a nporpamoto Arbeitseinsatz [HaumcTcbkal
npumycoBa po6oya nporpama (pef.)] BiH nepe6yBaB y pidHuUx Tabopax B
HiMeuumHi, Nokn Moro He 3BiNbHUAN poCisiHU B OpaHieHBypsi, No6ansy
BepniHa. Konu BiH iHOAI roBOpMB NPO Len Yac 3i MHOMO, TO 3yCTPiy 3 MU
pocisiHaMK 3aBXAauW nocigana oco6nvMee Micue B Moro posnoeigsax.. [o
TOro 4yacy BiH BTpaTuB BCe, i MOro 340poB’ss 3Ha4YHO Moripwano yepes
cepinosHe HepoigaHHA. BiH nomMep ayxe paHo, B 1964 poui, Konu MeHi
6yno 16 pokiB. MNonpu Bce, NaM’siTb NPO Lji pO3MOBM 3aBXAN 3anuwianacs
3i MHOt0. | A Ay>Xe NUwaBcs TUM, WO B OAHIN 3 YNCNEHHUX aHTUKBapHUX
KHWKKOBUX KpaMHMYOK, ¥ AKi A 4acTo No610 3aX0ANTH, A 3HANLIOB ToWn
camMui NigpyYHUK, AKUA BPYyYMB MOMY pociicbkui conpat, “Mos nepeas
pycckas KHura”, abo “Miin nepLumnii pociicbkui 6yknet”.

HanpukiHui Mmo€i kap'epuy MiHicTepcTBi 3aKopAOHHUX cnpaB leHepanbHUI
cekpeTap rnoBigOMMB MeHE LLO € iBa BaKaHTHI MicUA B perioHi, AKi MeHe, y
Bapwagi Ta Kuesi. Ha Toi1 yac s Bxe 6yB gpyrum y MonblLyi, Tomy- BU6paB
YkpaiHy. Liss kpaiHa gy>xe LikaBuna MeHe, 40 TOrO X 51 BXXe fO0CUTb 6arato
3HaB LLe 3 YaciB MOro nepLioro npuaHavyeHHa B MockBi, konu Kuis wwe 6yB
yacTuHoto PagaHcbkoro Cotoay.

Ane nosepHiMocsa go Monbuwi, Ao Bapwasu, mixk 1995 i ‘1999 pokamu.
A 6yB cCBigKOM no4yaTKy noOWyKy KpaiHoto camoi ce6e. [lonblya
noxoguna 3 aBTOKPATUYHO-KOMYHICTUYHOI ¢dOpMM MpaBfiHHA, a
3Morna nepeTBOPUTUCH Ha AEeMOKpaTito 3 6aratorpaHHOK PUHKOBOK
eKoHoMiKoto. Lle cynpoBog)xyBanocsi ABOMa pyxamu: NparHeHHAM [0
yneHcTBa B EBponencbkoMy Cotosi TauneHcTsa B HATO. | nonsakam gincHo
[OBEIoCs BUHAX0AUTU KOJTIeCco, MOCTINHO 3anunTytoumn cebe: sik Lie npautoe?
Ik CTBOPUTWU BHYTPILHIO CTPYKTYPY B YpAAi, AKa 3MoOXe Bignosigatu

MiTep SIH BonbTepc yce XUTTA 6yB Ha C/1yX6i ronnaHACbKol fepxaBy,
Ha Pi3HUX [UNIOMaTUYHUX Mocajax, rnepeBaKHo B LleHTpasibHin
Ta CxigHiv €sponi. [licns gunnomatnyHmx nocag y Mocksi, BigHi Ta
bptrocceni (HATO), 3-moMix iHLWOro, BiH cTaB 3aCTyMHUKOM KepiBHUKa
cnyx6u 6esnekn B lNMonbiyi B 1995 poyi. 3 2000 o 2005 pik BiH 6yB
rnocsioM y PymyHit, a 3 2009 poky — o Bigctasku B 2013 poui — nocsiom
Ykpaitu, 3i cniB-akpeauntauietro gns Pecny6niku MongoBa.

KoneHrareHCbKMM KpUTepisim, Lo 6y BU3HadYeHi EBponelicbkoto Pagoto
Ha TOW yac, Wo6 MaTu MpaBO Ha MOYaTOK npouecy 36amxeHHA? OnA
MonbLyi ue Bce 6yno abCONOTHO HOBUM, a BiTakK i AyXe cknagHuM. Tum
He MeHL, MeTOLOM cnpob Ta MOMUMOK M Le, BpewTi-pewT, Baanocs. |
Konu A nepedyBaB y PymyHii 3 2000 no 2005 pik, A BApyre cTaB CBiAKOM
TOr0 X NpoLecy, uLLe i3 3anisHeHHAM, agxxe PyMmyHis (pa3om 3 bonrapieto)
noyana BcTyn Ao €C nuiwe 4yepes Kinbka pokiB, Ni3Hille HiXX neplia rpyna
KpaiH LeHTpanbHoi €Bponu, Ao KO HanexuTb [onbuwa. Y byxapecTi
NoAN WBKAKO Nigiépany Te, WO NOASKU NOBUHHI 6yNn BUHAWTH LWINAXOM
eKCMepuMeHTy, i mpouec MiArOTOBKM MNpOMWOB JocuTb pobpe. Tum
He MeHLe, Ui N'ATb POKiB NeperoBopiB 6yNnn AN MeHe 3axOmnioynM
nepiofom, TOMy WO NpoLec Takoi 3MiHU flyXe paguKanbHUM | TOMY HiKon

He € NlerknMm. | came ToMy, Wo 51 6YB TaK rMNBOKO 3anyyeHuid B Li npoLiecu
eBponencbkoliHTerpauily BapwasiTta ByxapecTi, 8 Aymas, Konu npuixas go
YKpaiHu, o MeHi foBeAeTbCA NepexunTn Ton caMuin npouec — NpuHanMHi
YaCTKOBO — 3HOBY, 3 iHLIOK 3aTPMMKOIO, OCKiNbkK YKpaiHa He 6yna y
Mepwin xBuni poswnpeHHs €sponencbkoro Coroasy, He B APYriN i HaBiTb
He 6yna 3anpolueHa y TpeTto. OgHak TeMnu 3MiH i TpaHcdopmauii B Kuesi
po3yapoByBasiv; MoXHa 6yn0 Y4iTko No6aunTy, Wwo YkpaiHa nepebysana nig
KOMYHICTMYHMM NpaBfiHHAM HabaraTo goslue, (Mpu6anusHo 3 1920 poky),
Hi>k Monbwa Ta PymyHisa (nicna Opyroi ceiToBoi) ntogen 3 4OCBIAOM Ta
3HaHHAMMW NpPO AeMOoKpaTito Ta BepxoBeHCTBO npaBa NpocTo Ginblue He
6yno. Came ToMy nogii B YkpaiHi po3BnBanucs nNoBifbHO.

Konu a npunwos Ha nocagy B Kuesi y 2009 poui, 1 Bpyuns cBOIO Bip4y
rpamoTy lNpesuaeHTosi lOueHky. Moro 6arato xTo nam’sAtae Ak nigepa
MomapaHyeBOT peBontoLil, a NisHile 3a horo psade 06aMYYs, BHACNifOK
OTPYEHHA [AiOKCMHOM. lOWeHKO MaB Ccepio3HMA KOHONIKT 3i CBOEM
KONIMWHbOK MOMITUYHOK MNApTHEPKOK —  npemM’ep-MiHicTpoM lOnieto
TuMoweHKo (KiHKa 3 Kocoto). Lleit KOHDNIKT 6YyB HACTINIbKU CeplosHUM,
Wo $paKTUYHO [0 KiHLS TepMiHYy NOro NoOBHOBaXeHb BiH HacnpaBAi Mano
o po6us, a NpocTo 6/10KyBaB BCe, WO BOHa NponoHyBana. | HaBnakw.
Lle npusBeno fo Toro, Wo Hezabapom nicnsa Toro, sk A npuéys ao Kuesa,
B3umMKy 2009-2010 pp. Ao Bnagu NpUMULLIOB NPO-POCINCbKUIA Mpe3naeHT
AHyKoBMY. JltoauHa 3 06MeXeHOK OCBITOM, 3i cxoay KpaiHu, LoH6acy,
panoHy, Ae po3TaloBaHi 6inblWicTb ranysei BaXXKoi NMPOMWUCIOBOCTI,
i e npoxwuBae 6iNblWIiCTb €THIYHUX POCiAH, i TOMy B OCHOBHOMY Tam
pO3MOBAAKTb pociicbkot. Posnag PagaHcbkoro Cotosy, a pa3oM 3 HUM
i posnnyTyBaHHsA dikcoBaHMX TOProBMX MOAeNeN, Wo iCHyBanu A0 Lboro
yacy, CTBOpWMIO BaxxKi yMoBM Ang uiel ranysi; binblwe Toro, Bussunocs,
wo CxigHa YkpaiHa, 6€3yMOBHO, HE B 3M03i BNopaTUca 3 KOHKYpPeHLieto
i3 3axofy, moyacTu TOMy, O TaM HiKONKN He 6YN0 XOAHUX IHBECTULIN B
MoJepHisauito. binbwe TOro, 3acrtapina cranennsapHa NpoOMUCNOBICTb,
Hebe3neyHi WwaxTh i BCi iHWI 36MTKOBI KOMMNaHii YyacTo nigkoptoBanucs
KOpPYMMOBaHUM «4epBOHUM AUPEKTOPaM», AKiCcKaHAaibHO 36aravyyBanmcs.
Lle 6yna cBoepigHa aTMocdepa, B sIKil IOAM TaKOX PIBHANUCA Ha LKUX
TUNiB. AHYKOBWY GYB 3pa3KOBMM YJIEHOM Li€i KOpyMnoBaHOI Kabanwu.
Micna Toro, sk BiH BTik Ao Pocii nig yac Pesontouii Mangany, 24 niotoro
2014 poky roro ogilintHa pe3naeHUis cTana fOCTyMNHa WMPOKOMY 3arany.
Kpunuywimi, 6ypxnmBuii iHTep’ep ACHO nNokasas, WO BHYTPILHIN CBIT uiel
NIOAVHU [OCUTb 06MEXeHUI. BXXe HaBiTb He rOBOPAYM Npo Te, WO cTano
3p0O3YyMifo, HaCKiNbKK po3ikpanu gep)xaBHY ckap6Huuto. KpaiHu-uneHu
€C Big noyatky 6ynu He AyXe 3agoBoneHi AHYKoBuYeM. Ane s MyLly
BifAaTh oMy HanexHe (a Npo Le Mu iHoai 3a6yBaemMo): AIHYKOBUY GYB TUM,
XTO 3peLUTOoto AOKNaB NeBHUX 3yCUIb, W06 CTBOPUTHK Yroay Npo acouiaLito

Pieter Jan Wolthers has spent his entire
working life in the service of the Dutch
state, at various diplomatic posts, mainly
in Central and Eastern Europe. After seats
in Moscow, Vienna and Brussels (NATO)
among others, he became Deputy Chef
de Poste in Poland in 1995. From 2000
to 2005 he was Ambassador to Romania
and later, from 2009 until his retirement in
2013, Ambassador to Ukraine, with co-ac-
creditation for the Republic of Moldova.

After completing my law studies, | was
called for compulsory military service. |
made the choice to attend the Military In-
telligence Service School in Harderwijk,
where over the nearly two years that mili-
tary service took at that time, | trained as
a military Russian translator. This actually
determined my later career. After | had
been able to put Russian into practice in
my so-called “active period” with the staff
of the First Army Corps in Apeldoorn, |
applied at the Ministry of Foreign Affairs
and was accepted there in 1975. In my
diplomatic career | have benefited im-
mensely from that education and I'm still
grateful that the Ministry of Defense has
given me that opportunity.

This fascination with Eastern Europe was
rooted in my youth. In the war, when
studying in Delft, my father had refused
to sign the declaration of loyalty that the
occupier demanded from students and
teachers and was arrested; Arbeitseinsatz
[the (Nazi) forced labour prorgram (ed.)].
He was placed in different camps in
Germany until he finally was liberated by
the Russians, in Oranienburg, near Berlin.
And sometimes he spoke about that with
me, especially about the meeting with
those Russians, of course; that was some-
thing very special. He had lost everything
by that time and severe malnourishment
had taken its toll. He died very early, in
1964, when | was 16 years old. But the
memory of those conversations has
always stayed with me. And | was very
proud when, at one of the many antiqua-
rian bookshops | like to frequent, | found
the same textbook that a Russian soldier
had handed to him: Moas nepsas pyccras
xHuza, or “My First Russian Booklet”.

When | was told by the Secretary-General
at the end of my career: two places have
become vacant in the region that you are
interested in, Warsaw and Kyiv, l-as | had
already been number two in Poland—cho-
se Ukraine; viewing it as a very interesting
country about which | was well informed,
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from the time of my first placement in
Moscow, when Kyiv was still part of the
Soviet Union.

But let’s get back to Poland. in Warsaw,
between ‘95 and ‘99. | had witnessed the
start of the search of a country coming
from an autocratic-communist form of
government, for a transformation into
a democracy with a multiform market
economy. This was accompanied by two
movements: the pursuit of membership
of the European Union and of NATO
membership. And the Poles actually had
to invent the wheel: how does this work?
How do you set up a structure, internally,
in your government, eligible for meeting
the Copenhagen criteria—which were set
by the European Council at the time—to be
eligible for the start of a rapprochement
process? This was something utterly new
and therefore very complicated. But with
trial and error they finally succeeded.
And when | was in Romania from 2000 to
2005, | witnessed the same process again,
with a delay as it were, because Roma-
nia (together with Bulgaria) only started
EU accession a few years later than the
first group of Central European countries,
to which Poland belonged. In Bucharest,
people quickly picked up what the Poles
had to invent by experiment and the pre-
paration process went pretty well. Never-
theless, these five years of negotiations
were an exciting period for me, because
the process of such change is very radical
and therefore never easy. And precisely
because | had been so deeply involved
in these European integration proces-
ses in Warsaw and Bucharest, | thought,
when | came to Ukraine, to experience
the same process—at least partly-again,
with another delay, because Ukraine was
not in the first wave of enlargement of the
European Union, not in the second and
not even invited for the third. But the
pace of change and conversion in Kyiv
was disappointing; you could clearly see
that Ukraine had been under Communist
rule for much longer, since around 1920,
so that-unlike in Poland and Romania,
which came under the influence of Mo-
scow after the Second World War—people
with experience and knowledge about
democracy and the rule of law just were
not present anymore. Therefore the deve-
lopments in Ukraine were slow.

When | took office in Kyiv in 2009, | of-
fered my credentials to President Yush-
chenko, the man who will be remembe-
red by many as the leader of the Orange
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... 0C061MBO MOJ1I04b NO BCIiN YKpaiHi, 1 agymalo, Big4yyBana cebe 3pafgXXeHol.

3 EBponenicbknm Coto3oM. Lle aiicHo pogae nomy yecTi. HOWEeHKO Takox
OronocwuB, WO Le Mae BigbyTucsa - neperoBopu Bxe noyanucsa B 2007
poui, ane BiH TaK i He JoeAHABCA A0 LbOro npouecy no-crnpaBXHbOMY.
AAHykoBUY (iHaHCyBaB MeperoBOPHMIA NPOLIEC | MOYAB KOPUTyBaTU YNHHE
3aKOHOAaBCTBO, WO 6yN0 AiNCHO BaXXMMBUMU KpoKaMu. | MU He NOBUHHI
3abyBaTw, L0 B TO camuii nepiod B Pocii Bin6yBanucs pisHi ypsiioBi 3MiHuK,
a Ti, XTo 6ynv npu BRagi, nokasanu neBHy — s1 6 HaBiTb CKa3aB 6paTHIO —
NPUXUNbHICTb A0 YKpaiHu. Jlloan B MockBi He 6a4nnu peanbHOT He6e3MneKu
B MOAifX, Wo cTocyBanucs uboro gorosopy 3 €C. YneHctso B HATO He 6yno
Ha nopsAAKy AeHHOMY, 6yno nuviie 36nmxeHHs 3 EBponencbkuM Coto3om.
Cam NyTiH cnoyaTKy He pearyBaB He,06P0O3MYIMBO Ha 3MiLLHEHHS 3B'A3KIB
Kuesa 3 bptoccenem.

Xoua Ha 3axopgi (3BuuaiiHo, B Mexax €sponeiicbkoro Coto3y) MocTynoBo
noyanu BUHMKATK Ginbll CNpUATAMBI BpaXeHHs Big AHyKoBMYa, BiH
3pO6MB MONITUYHY MOMUIIKY YB'A3HUBLUN NaHi TUMOLLEHKO. | Lie Ha BCINSKMX
BUragaHux i, ik MiHiMyMm, posayTux nigctaBax: HiGUTO BOHa BKpana
rpowi 3 aep>kaBHOI cKapOHuUi i 36araTtuna cebe 3a paxyHOK Hapoay B
TiHbOBMX yrogax 3 MyTiHUM wopo HadTK i rasy, i Tak gani. Ak Hacnigok,
€sponeicbkuit Cotos 6yB 3MyLLEHUI CKa3aTu: MOKW BU, NaHe HYKOBUY, He
3BiNbHUTE 1T — MW He ByAeMo WTH J0 NpoLiecy 36/IMKEHHS, 3aCHOBAHOMO Ha
dbyHAaMeHTi noBaru fo npas JIIOAWHU, HE3aNeXHOCTI Cy0BOT BNaau Ta iH.
AHYKOBMY NOYyBaBCA AELL0 HEMEBHO, ane Lie He HaBaXKyBaBCA 3BiNIbHUTU
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naHi TUMOLLEHKO; BiH AYMaB, LLLO BOHA MOXe CTaTu MONYAPHILLOK, HiXK BiH
caM. BignoBigHO, BOHM NOCTYNOBO 3aMLUAMN B FAYXMIA KYT, i Lie 6yNn0 raHb6040;
Le BUWKAUKANO BenuKy 3aTpuMKy. Tinbku nicna Ayxe iHTEHCUBHUX
ANNAOMATUYHMX 3YyCUNb 3a nawTyHkamu 3'aBuBcA modus vivendi 3a
3BiNIlbHEHHA naHi TumoweHKo. Lle ycyHyno ocTaHHK nepelwkoay Ans
yknageHHs Yroau npo acoduiauito 3 €EC. bByno ,oMoBNeHo, Wwo y BinbHioci 29
nucTtonaga 2013 poky Ha EBponeiicbkiit pagi 3 YkpaiHoto 6yge nignucaHo
Yroay npo acouiauito. MNpoTe, 3a TUXAEHb A0 UbOro, AHyKOBUY 319KaBCs
i ckasaB: A Uboro He 3po6t0. Busiunocs, wo MNyTiH 3anponoHyBas oMy
N'ATHaAUATb MINbAPAIB KPeauTiB, 3 AKUX MepLlli Tpu Minbspan 6yaytb
BUMNAyeHi roTiBKOo, Wo6 yTpUMaTuca Bif NiANMCaHHA LbOro AOroBopy.
BiH gopas norposy: sKWo BM NignuweTe — Toproea BiiHa 6yae Ha BaLliit
COBICTi; 1 3a60pOHSIt0 BaM HabnuxaTtucs fo €sponeiicbkoro Cotosy. Hy,
pesynbTaT fobpe BiLOMUIA: 0cO6AMBO MONoAb Mo Beii YKpaiHi, A gymato
— | Ha cxofi KpaiHuM Tex — noyyBanacsa 3pajxeHotw. byno 3posymino,
WO nepcnekTMBa HapewTi XUTU B AeMOKPaTUYHIN KpaiHi, MOXIUBOCTI
BiNlbHO NOAOPOXYBATH i BUpiLLyBaTU BCAKOrO poAy cnpaBu y cBo6oAi 6yna
nopyLeHa. | ntogy BUNLWNKW Ha BYNULUi — Hapoaunacs pesontouisa Mangany,
HasBaHa Ha YecTb nJowi HesanexHocTi B LeHTpi Kueea. Ane a ocobucto
Nvwe 4yacTKoBO 6YB CBifKOM L€l OCTaHHbOI YaCcTUHM Uiel icTopil, ska
$hakTUYHO po3BuBanaca HEMMOBIPHO LWBKUAKO, TOMY Lo BRiTKY 2013 poky
nepiog Moei po60Tn y Knesi 3akiHYMBCS, OCKiNbKW S [OCAT MeHCilHOro
BiKy (BUMLIOB Ha neHcito). OgHaK A Taku MaB Harofy NnosHanoMuTucs 3
npesunaeHToM MopoLIeHKOM, cnoYaTKy K MiHICTp 3aKOpAOHHMX cnpas. A
ay>xe fobpe noro 3Hato; BiH 6yB HaBiTb HA MOEMY NpoLLasbHOMY 06igi, i
NOro gpyxuHa TexX, Ao pedi. Ane ue BXe iHwa ictopis. MNaHi MNopoleHko
04O0NIO€E OpraHisauito B YKpaiHi, ika npautoe Hag npouecoM iHK o3Il giten
3 iHBanigHicTIo. B Mexax uiel gisnbHOCTi BOHa TakoX Mae 3B'A3Ku 3 SOFT
tulip. Lie npMeMHi cTOCYHKM.

MoBcAkaeHHa pob6oTa nocna B OCHOBHOMY CTOCYETbCA ABOX Npobnem:
Tak 3BaHOI 6araTOCTOPOHHbLOI PO6OTM Ta ABOCTOPOHHbLOI po6oTu. Mig
6araToCTOPOHHbO POBOTOI A Mato Ha yBasi Te, WO NOCAU KpaiH-4YieHiB
€C iHofi 3ycTpivatoTbCA WOTMIKHSA, W06 OO6MIHATUCA BpaXK€HHAMU Mpo
HaMBaXXNMBILWIi MOTOYHI nogii. IHOAI TakoX 06roBoprotoTb, YM 6yno 6
6a)kaHo, 3 TOYKM 30py €C, akTUBHO AOBOAUTU A0 3arasbHONPUNHATOT
KpaiHU chifibHe NOHATTA EC,y NeBHOMY KOHTEKCTI, NiATPMMYBaTU PO3BUTOK
y LM KpaiHi abo HaBiTb KopuryeaTtw ix. Take ganekocsxHe 3anyyeHHs €C
3aCTOCOBYETbCA NULLE y BUNAAKY, AKLLO NpuiAMaroda CTopoHa nparHe fo
36nMxXeHHs 3 €C, BKasylun Ha CBOK BiAKPUTICTb A0 KOHcynbTauin. Y
KueBi My, Ik npaBuno, 3yctpiyanuca 3 rpynoto 6am3bko 20 nochnis, He BCi
28 kpaiH 6ynu npeAacTaBrieHi Nig ronoByBaHHAM nocna EBpPONenNcbKoro
Coto3dy. lNoTiMm o6roBoptoBanucsa gemMaplli — AUNAOMATUYHI BisUTM A0

ypsay, Wwob nepepatu neBHe nocnaHHA. Taki AiTl yacto Bigb6yBanucsa
HaBKOJIO MUTAHHA NPO 3aTPUMaHHA TUMOLLEHKO; MW HEBTOMHO LUyKanu
cnoci6 3actocyBaTu TUCK. Hanpuknag, Mu KOOpAWHYBanuM Hawi nosuuii
Tak, Wwo6 nocnu €C nocunanu Te X came NoBigoMJIEHHS, y BUNaAKY AKL0 6
BOHM iHAMBIAYaNnbHO 3ycTpiyanuca, Hanpuknag, 3 MpesngeHTtom, NMpem’ep-
MiHicTpoM, MiHicTpOM BHyTpilWHiX cnpaB, MiHicTpoM tocTuuii Towo. “
Tak cnpaBa He nige! | aKwWo BU NpoAoBXyBaTUMeTe Le — MU NPUNUHUMO
cniBnpauto». TMM 4Yacom, MU MOroAMIIUCS MiXK CO6010, L0 HaM foBeAeTbCA
6inblue iHBECTYyBaTH B AeAKi o6nacTi, HanNpuknag, 3a AONOMOrok Halux
nporpamM [ABOCTOPOHHbOrO CRIBPOGITHMLTBA. MoXXHa Aymatu npo
nigTpMMKY cynoBoi Bnagu, NiAroTOBKY MPOKYpPOpPIiB Ta CNy»60BLiB; Ha
BiAMOBIAHNX HAaBYaIbHUX Kypcax, Nif Yac AKMX MU JAaeMO 3pO3YyMiTH, Lo
“Aani Tak cnpaBa He nige” — a TakoX Wo: “... XxabapHULTBO aX Hifk He €
BapiaHTOM y 3axifgHi Mofeni AemMokparii, B AKy B1 xo4yeTe BupocTu!”

Takox B po60Ti mocna € ABO6GiYHA CKafjoBa;, BUKOPUCTAHHA BalWX
ABOCTOPOHHIX3B'A3KiB,3PiSHUMUMIHICTpaMUTAIHLUIMMUYNHOBHUKAMU, NS
NOLIMPEHHSA NOBIAOMIIEHb, OPIEHTOBAHUX Ha BifHOCUHM 3 HinepnaHgamu.
By TakoX Mo)eTe BMKOPWUCTOBYBaATWM Balli nmporpamu AoNoMoru Aans
BMNJIMBY Ha NEBHi MPOLEeCM B KpaiHi y 6axxaHOMY, 3 roNnaHACbKOI TOYKM 30pY,
HanpsAMKY. NoconbCcTBO Mae Uinuin psag iHCTPYMEHTIB A4Na cniBnpadi, 4ns
npocyBaHHs 6i3Hecy, ane, Wo 6inbl akTyanbHO B KOHTeKCTi SOFT tulip, ue
MOXMBICTb CIPUATK couianbHin TpaHchopmauii. Came gns couianbHUX
3MiH, nporpama MATRA e, 6e3yMOBHO, HallBa>KJIUBILLO, afi)Xe BOHa
30CcepeiKeHa Ha CnpaBXHik NONITUYHIN NiATpMMLI. Mato ckasaTu: MeHi
3aBXAuM nogobanocs, WO MeHi A03BONATb Aonomarat y npoBefeHHi
npoekTieB MATRA. 1 6paB y4yacTb y HE3NiYEHHIN KinbKOCTi KOHbepeHLUin
Ta, 3BUYAIHO, HaNBa>XK/INBILLEe - MeHi 6y/10 ,O3BONEHO BUAINATU rpoLui, 3a
[LOMOMOroK AKMX MOXHa AOCArTU abCONMOTHO HEOBXifHMX couianbHMX
3MiH, Ha ocHoBi focBigy 3 HigepnaHais, (a6o npuHaiiMHi 3aoxouyyBaTu
O Takux 3MiH). Y BuMnafky YKpaiHu, ofiHiEl0 3 BaXnuBuMX Uinei 6yno
HamaraTucsa MigHATU OXOPOHY 340POB'S A0 3axifHOro crtaHpapTty. A He
TiNbKM Mato Ha yBasi, Lo 0XopoHa 340poB’'a y CxigHin €Bponi 6yna sKicHO
ripwoto, Hixky 3axigHin €sponi,aneBoHaTaKOX AYyXe BiApi3HANAcsay CBOEMY
nigxoai. Oco6nMBO Ue cTocyBanocs AiTed — TaM 6ynun Ti CTPaLLHi AUTAYI
iHTepHaTw. Tig yac pesontouii B PymyHii HanpukiHui 1989 poky bi-bi-Ci
BAANocsa 3af0KyMeHTYBaTH BpaXkatoumnin 3BiT, AKMIA BUKIMKAB r106anbHUi
NPOTeCT y CBITOBI CMiNbHOTI: OrofieHi AiTH, NpuB'A3aHi Ao NiXxkeyok. ToX,
W06 YHUKHYTM TaKoro 3/10BXWBAHHSA, MU XOTiNKW iHBECTYBaTu B YKpaiHy.
Hacamnepepn, 3apagu AeiHCTUTyuioHanisauii — 3MeHLWeHHS KilbKOCTi
JiTen B ycTaHOBax — i AOMOMOrn BNPOBaAUTM NiAxia, 3aBAAKN SKOMY
ZiTV 3 iHBanigHicTO Mornu 6 oTpuMaTu skoMora 6inblue nocnyr gornagy
y HOpManbHOMY CiMEMHOMY KOJi 3 3anpoBajXXeHHAM Nporpam paHHbOro

Revolution, with that pockmarked face
later, due to dioxin poisoning. Yushchen-
ko was in a bitter quarrel with his former
political partner, Prime Minister Tymos-
henko (the woman with the braid), such
that by the end of his term of office he
actually did little else but just block eve-
rything she proposed. And vice-versa.
This led to the situation that shortly after
| arrived in Kyiv, in the winter of 2009-
2010, Russia-oriented Yanukovych came
to power. A man with limited education,
from the east of the country, the Donbas,
the area where most heavy industries are
located, and where a majority of ethnic
Russians live and therefore a lot of Rus-
sian is spoken. The collapse of the Soviet
Union, and with it the unraveling of the
fixed trade patterns that existed up to that
time, had put this industry under pressure;
moreover, it turned out that East Ukraine
was definitely unable to cope with com-
petition from the West, partly because
there had never been any investment in
modernization. Moreover, the outdated
steel industry, unsafe mines and all kinds
of other unprofitable companies had of-
ten been taken into possession by corrupt
‘Red Directors’, who scandalously enri-
ched themselves. It was a kind of an at-
mosphere in which people also looked up
to these types. Yanukovych was an exem-
plary member of that corrupt cabal. After
he fled to Russia during the Maidan Revo-
lution, on 24 February 2014, his official
residence was opened to the public. The
flashy, boisterous interior clearly showed
the background of this man to be fairly li-
mited. Regardless, it became clear to what
extent one can loot the state treasury. The
EU Member States were initially not too
happy with Yanukovych. But | have to
give this to him (and we sometimes forget
this): Yanukovych was the one who even-
tually did put his shoulder to the wheel to
establish an Association Agreement with
the European Union. That really adds up
to his credit. Yushchenko also had an-
nounced that this had to happen—negotia-
tions had already begun in 2007-but had
not made any real effort. Yanukovych fun-
ded the negotiation process and started
to adjust the applicable legislation. Truly
important steps. And we should not forget
that during that very period different go-
vernmental changes took place in Russia
and those in power showed a certain-I
would almost say ‘fraternal’—affection to-
wards Ukraine; people in Moscow did not
see any real danger in the developments
concerning this treaty with the EU. NATO
membership was not on the agenda, only
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rapprochement with the European Union
was. And Putin himself initially did not re-
act unkindly to Kyiv’s strengthening of ties
with Brussels.

Although, in the West (certainly within
the European Union) a more favorable
impression of Yanukovych gradually
started to emerge, he made the political
blunder to imprison Ms. Tymoshenko.
And that on all sorts of fabricated and at
least overblown grounds: supposedly she
had stolen from the treasury and enriched
herself, at the expense of the people, in
shady trades with Putin concerning oil
and gas, and so on. As a result, the Euro-
pean Union was more or less forced, for
credibility reasons, to say: as long as you,
mister Yanukovych, do not release her,
we will not proceed with a rapproche-
ment process based on the foundation of
respect for human rights, the independen-
ce of the judiciary, et cetera. Yanukovych
became somewhat uncertain, but he still
didn’t dare to release Mrs. Tymoshenko;
he thought she could be more popular
than himself. Accordingly, they gradu-
ally went into a stalemate and that was
a shame; this caused a huge delay. Only
after very intensive diplomatic efforts be-
hind the scenes, was a modus vivendi for
the release of Mrs. Tymoshenko found.
This eliminated the final obstacle to the
conclusion of the EU Association Agree-
ment. It was agreed that in Vilnius, on No-
vember 29, 2013, at a European Council
with Ukraine, the Association Agreement
would be signed. However, one week be-
fore that, Yanukovych got cold feet and
said: | won't do it anyway. It turned out
that Putin had offered him fifteen bil-
lion credit, of which the first three billion
would be paid out in cash, to refrain from
signing this treaty. He added a threat: If
you sign, you'll have a trade war on your
hands; | forbid you to get closer to the
European Union. Well, the result is well-
known: especially the younger generation
throughout Ukraine, | think-also in the
east of the country—felt betrayed. It was
felt that the prospect of finally living in a
democratic country, free traveling, and of
deciding on all sorts of things in freedom,
had been broken. And they took to the
streets—the Maidan revolution was born,
so named after Independence Square in
the center of Kyiv. But that last part of
this history, which developed incredibly
fast, | only partly experienced, because in
the summer of 2013 my time in Kyiv was
over, for | had reached retirement. | did,
however, make my acquaintance with the
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YcBigoOMeHHs, Lo 3MiHN HeobXigHI, MTOBUHHO NPUIATHU BXKe 3apas.

BTPYYaHHS Ha OCHOBI iIHKJTIO3UBHOCTI. f1 AyMato, WO LA IHBECTULif, 3 TOUYKM
3opy MATRA i SOFT tulip, BusaBunacs pigkicHoto ictopieto ycnixy. Te, wo
MW JOCSAINN, € He MeHW 4YypoBuM! f He MOXXY HasBaTW XXOLHOIO BUNAAKY,
KONV NpuBaTHIN opraHisauii, Takin ak SOFT tulip, Baanocs gocartu ycnixy
3 nocunaHHAM Ha KoHBeHUii OpraHisauii O6'egHaHux Hauin npo npaea
OUTWHU Ta NpaBa iHBaniAi., i 3a NIATPUMKU roNnaHACcbKoro ypsagy. BTim,
3BiCHO, HaMBaxnuBiwow 6yna pornomora oaxiBuis 3i (criopigHeHux)
opraHisauin, Aki 3abesneuyunu, wWo6 nigxig Ao Jornagy 3a AiTbMu 3
iHBanigHicTio, AK MM 3HaeMo B HigepnaHgax, B 4aHWi Yac cTaB YaCTUHOMO
3aKOHOAaBCTBA iHWOT KpaiHu. Lie heHoMeHanbHe AoCATHEHHS!

Ly>xxe BaxnnBo 6yTv B NOTPiIGHOMY MicLi B NOTPiGHMI Yac. YCBiAOMNEHHS,
LLLO 3MiHWN HEOOXiAHi, MOBUHHO NPUIATY BXe 3apas. | nuLie ToAi XTOCb MOXe
3anpornoHyBaT NEpPeKOHNMBY icTopito. AKLWO Bali igel 3ycTpiyaroTbeA
Nvule 3 Heb6aXkaHHAM YM OMOPOM — BW AaNieKo He 3aingeTte. Ane TyT, cepef
iHWoOro, uen npouec MWOB AOCUTb NapasnenbHo. | A BBaxato, WO HaMm
nowiacTuno, agxe Togi pasom i3 SOFT tulip mn Biapasy 3Haniwnun gyxe
NO3UTUBHI cunn B YKpaiHi, 3 BAHATKOBUM 3pa3KOBMM EHTY3ia3MOM.

LLlo cTocyeTbca MabyTHLOIO, TO XOTinocs 6 ckasaTtu, no-nepue, npo SOFT
tulip: npofoBXyiTe xopoly po6oTy! 4 NoMiTUB, WO NtoAM 3i CNOPiIAHEHUX
opraHisauin, ki i3gMnu Ha NogibHi NpoekTW B YKpaiHi Ta iHWKX KpaiHax,
noBepHynucsa 3 ¢deHOMeHallbHUM €eHTY3ia3aMOM, HaBiTb wWe 6inbLu
MOTMBOBAHI, aHiXK KON nodynHanun. BoHW BBaxkaloTb, WO iXHA cnpaBa €
OY>)Xe KOPUCHOI He Nuule AnAa yKpaiHuis, ane n Ana HUx camux. Lle pae im
PO3YMIiHHSA: ... MM MOXXeMO BBaxaTu cebe wacnusumu B Higepnangax! f
AyMalo, Lo Le TakoX Npobyaykye noTpedy e 6inblie gonomaratu. Ta ocb,
LLLO TAKOX BaXK/INBO: Lji NtoAM 6a4aTb, Lo NiAXiA B iHLWIM KpaiHi 40 BUpilLeHHA
Tiel )X Npo6nemu, SIKy MU HaMaraemocs BuUpilwnTK B HigepnaHgax, Moxe
6yTnAy>xepisHMM.OfHa 3 byHAAMeHTaIbHUX BiiMiIHHOCTEW, Ha MO0 iYMKY,
MiX OXOPOHOI 3A40POB'A B LinoMy B CxigHih €EBponi i Ty — Te, WO MEAUYHI
npobnemMu, ik NpaBuIO, BUPIWYOTLCA 3a AOMOMOrOK Pi3HOMaHITHUX
TexHiYHux 3acobiB. B YkpaiHi Bce e icCHye 6inblue NHOACbKUX KOHTaKTIB,
3a BiJCYTHOCTI JOPOrMX TEXHONOTIN. | Nikap YyacTilwe AMBUTbHCA NaLiEHTOBI
B OYi, Tak 6U MOBUTU. MOXNIMBO, BU3HAHHA LUKUX BiAMIHHOCTEN y NigxoAi
MOXe 6yTW HaBiTb KOPUCHUM AnsA 060x CTOpiH. A aymato, wo cdepa, B
AKIA MU BUSIBUNUCA OCOBNMBO €PEKTUBHUMU — He TiNIbKU BUPILLEHHS
COMaTUYHOT Npo6nemMu, ane  BUPILLEHHSA MCUXOCOLiaNbHOrO KOHTEKCTY
HaBKOJIO Hei — Morna 6 go6pe BNUcaTucAa y cxigHoeBpPONECbKMI Niaxia,.
Came L5 B3aemMopifs MOXe BUSBUTUCS NAILHOO.

B YkpaiHi Bu 3ycTpivyaeTeca 3 6aTbkamu, ki B paMKax HOBUX MpPOEKTIB
y cdepi OXOpoHM 3[0pOB'S Ta paHHbOro BTPyYaHHA 3apa3 panToMm

noyyBatoTb Cebe NoYyTUMM TaM, i€ PaHille BOHM MOYYBaNCSA 3aMKHYTUMU,
i Le BennKMI nporpec. | A nepexue Le B 6aratbox NpoekTax. Hanpuknag:
«Josti Band» [ronnaHacbka MysnyHa rpyna, Lo CKiagaeTbCa 3 MOMOA 3
posymoBMMM Bafamu (ped.)] Konuch BiABiayBana YKpaiHy 3 KOHLiepTamy,
Ha AKi A Mir 3anpoCcuTK Koner i YNHOBHUKIB 3 YKPaTHCbKOIro ypsaay, a Takox
6aTbKiB i YUneHiB ciMelt giTen 3 iHBanigHicTio, siki 60ponuncsa 3 NofJiGbHUMMU
npo6neMamu, siK i Ui Moniofi My3uKaHTU. | 5 HiKonn Uboro He 3abyay —
KOMu ofHa NaHi (XKiHkKa), nigiiwna Lo MeHe Nifg Yac nepepsw, 3i cbo3amu
Ha oyax, Wo6 cKasaTu MeHi: “Bu HacTinbku 36aratunm Hawe xutta!l 4
HaBiTb He yABNANa WO WOCh Take € MOXINBUM.. [laBaTu MOXJ/IUBICTb
NOASAM 3 iHBaNiAHICTIO MOKasaTK, WO BOHW MOXYTb, @ He BigkuaaTm ix.”
deHoMeHanbHO! | 1 BBaXKato, WO Wi NMTaHHA iHOA4I MOXYTb 3anuwaTucs
nosa yBarow, HaTOMICTb OCHOBHWI aKLUeEeHT pPo6UTbCS Ha Te CKinbKu
rpoLlei NnoTpiGHO BUTPATUTHU, HA KOO UM Lo, i TaK Aani.

flneBeH, WO AKLLO Taka opraHisauis, sk SOFT tulip, 31THe3aMiHHUM BHECKOM
ekcnepTiB i3 BiANOBIAHUX 3aknagiB AoOrnsay, MoXe CNpuUATU 3HAYHOMY
couianbHOMY pPO3BUTKY, TO BOHa pPo6UTb HENMOBIPHO XOpOLLYy PO6GOTY.
Leski noan iHOAI KaXKyTb, WO ronnaHAcbKi ycTaHOBW, fKi OTPUMYIOTb
rpowi Big ypaay, NOBUHHI gonomaraTu KnieHTam y HigepnaHgax, a He 3a
KOpAOHOM. | cnpaBAi, Taki ycTaHOBUW NOBUHHI, KpiM BUNIaTn ayxe Manoro
BHecKy B SOF T tulip (nMwwe Kinbka TUCAY €BPO Ha piK), TaKOX 3a6e3snedvyBaTu
nepcoHan ANs HajaHHA UMX HaBYyalbHWUX Nporpam 3a KOpAOHOM. Taki
3anepeyeHHs], Ha MO AYMKY, € 3aHaaATo popManbHUMK / dpiHAHCOBUMMU,
OCKifIbKM haKTUYHO icHye 6araTo HemaTepiafibHUX BUrog (nepesar) ans
UMX ronnaHACbKMX opraHisauin (nornnéneHHs AocBigy Ta NiABULLEHHSA
MOTMBaLiT CBOIX NpauiBHUKiB). TOMy A AyXe X0oTiB 61 6a4nTK, Lo HabaraTto
6inble BUNagKiB, HACTYNHUX CeEMU B AaHUI Yac nos'a3aHux 3 SOFT tulip,
OXOMOKTh YCBIAOM/IEHHA TOTO, L0 OPiEHTOBaHi Ha pe3ynbTaT nporpamu
OOMNOMOrW, TaKiAK Ti, Wwo 3giicHIooTbes nigerigoto SOFT tulip, e HeliMOBiIpHO
uiHHMMK. He Tinbkn gns BigBiAyBaHUX KpaiH, a 1 onocepefKoBaHo i Ans
rofiNaHACbKOI CUCTEMU OXOPOHWU 3[0pOB'A Ta 1T nmpauiBHUKIB. |, AKWO
MOXJIMBO, A HaBiTb CroiBatocs, WO BCe rossaHACbKe HaceneHHs 6yae
nepexkoHaHe B MOro KOPMCHOCTI; e 6yno 6 Halkpalle. ToMy st cnogiBatocs,
WO UA KHMra cnpusaTuMe nigBuULLEHHIO 06i3HAHOCTI Npo po6oTy SOFT tu-
lip Taii napTHepiB. Y MOi KONULWHIN npodecii «NigBULLEHHS 06i3HAHOCTI»
BMKOPUCTOBYBasioca Ik NpPodeciMHUM iHCTPYMEHT, ane TyT HacnpaBgi
Te, Npo Wo nae mo.a. Lo X A0 MeHe, TO 1 TOYHO 3Hato, Lo TYT pobuTtbes
BUKJIIOYHO rapHa po6oTa. OTxe: Tak TpumaTu! 1 6axkato Bam ycnixis!

later President Poroshenko, first as Fo-
reign Minister. | know him very well; he
was even at my farewell dinner-and his
wife too, by the way. But that’s another
story. Mrs. Poroshenko leads an organiza-
tion in Ukraine that works for the inclusi-
on of children with disabilities. From that
background, she also has ties with SOFT
tulip. These are pleasant relationships.

As an ambassador, your daily work is
mainly about these two matters: the so-
called muiltilateral work and the bilateral
work. With multilateral work, | mean
that you and other ambassadors from EU
Member States sometimes meet weekly
to exchange impressions on the most
important current developments. Some-
times it is also discussed whether it would
be desirable, from an EU perspective, to
actively bring a common EU notion to the
attention of the host country, in a certain
context, to support developments in that
host country or even perhaps adjust them.
Such far-reaching EU involvement is only
applicable if the host country is com-
mitted to rapprochement with the EU,
indicated its openness to advice. In Kyiv
we usually met with a group of about 20
ambassadors —not all 28 countries were
represented— chaired by the ambassador
of the European Union. And then it was
discussed which demarches would be
made; diplomatic visits to a government
to convey a certain message. Actions like
that occurred very frequently around the
issue of the detention of Mrs. Tymoshen-
ko; we have been busy endlessly looking
at options to exert pressure. For example,
we coordinated our positions so that the
EU ambassadors would send the same
message if they would individually meet,
for example, the President, the Prime Mi-
nister, the Minister of the Interior, the Mi-
nister of Justice, etc., to convey: “...this re-
ally won’t do! And if you continue this, we
will pull the plug.” Meanwhile, we agreed
amongst our ranks that we would have to
invest more in some areas, for example
with the help of our bilateral cooperation
programs. You can think of support for the
judiciary, the training of public prosecu-
tors and clerks; at the associated training
courses we'll convey that “this will not
do.”-message along with: “...bribery is by
no means an option in the Western de-
mocracy model you want to grow into!”

And then there is the bilateral component
in the work of an ambassador; using your
bilateral contacts, which you have with
all sorts of ministers and others, to dis-

seminate messages focused on relations
with the Netherlands. You can also use
your aid programs with the aim of influ-
encing certain processes in that country
in a direction considered desirable, from
a Dutch perspective. An Embassy has a
whole range of instruments for coope-
ration, to promote business, but, more
relevant in the context of SOFT tulip, to
promote social transformation. For the
latter, the MATRA program [a Dutch fund
to support the transition to democracy
(ed.)] is the most important and truly fo-
cuses on political support. And | have to
say: | have always enjoyed it very much
to be allowed to assist in carrying out
MATRA projects. | have opened, partici-
pated in and closed countless conferen-
ces and, of course—probably the most
important thing—have been allowed to
allocate the money with which, based on
expertise from the Netherlands, desirable
or downright necessary social changes
could be achieved or at least encouraged.
In the case of Ukraine, one of the impor-
tant objectives was to try to raise health
care to a western standard. And by that,
| don’t only mean that health care in Eas-
tern Europe was qualitatively worse than
in Western Europe, but it was also very
different in its approach. And certainly
when it comes to children; those terrible
children’s boarding institutions. If one
thing had become clear to us, based on
the images of the revolution in Romania
at the end of 1989... | am thinking now
of the hugely impressive report the BBC
broadcast at the time: naked children,
tied to their beds; how this raises a global
protest. And so, in avoiding this kind of
abuse, we wanted to invest in Ukraine,
first of all by advocating de-institutionali-
zation—fewer children in institutions—and
helping to introduce an approach aimed
at helping children with disabilities to get
as much childcare as possible, in a nor-
mal family context, with the introduction
of Early Intervention, on a basis of inclu-
siveness. | think that this investment, from
the viewpoint of MATRA and SOFT tulip,
has turned out to be a rare success story.
What we have achieved there is just won-
derful! I can't tell of a single case where
a private organization like SOFT tulip
succeeded, with reference to the United
Nations Conventions on the Rights of the
Child and the Rights of Persons with Disa-
bilities, and with the support of the Dutch
government, but mainly with the profes-
sional input provided by the affiliated or-
ganizations, in ensuring that the approach
to care for children with disabilities as

we know it in the Netherlands, currently
is part of the legislation of another coun-
try. That is a phenomenal achievement!
A matter of great importance is to be at
the right place at the right time. The awa-
reness that things have to be different
should already be present. And only then
someone can come up with a convincing
story. If your ideas only meet with reluc-
tance or resistance, you won't get far. But
here this ran quite parallel. And I think we
were lucky, with SOFT tulip then, that we
immediately found very positive forces in
Ukraine, with a kind of exceptional en-
thusiasm we very well might look upon
as exemplary.

Regarding the future, | would like to say
—to begin with—to SOFT tulip: keep up
the good work! And | have noticed, in
the contacts with the people who come
from the affiliated organizations, who
went to projects of this kind in Ukraine
and elsewhere, that they came back with
phenomenal enthusiasm; even more mo-
tivated than when they departed, because
they feel that what they are doing there
is very useful, not only for the Ukrainians
but also for themselves. It gives them an
insight of: ..we can consider ourselves
lucky, in the Netherlands! That I think it
also awakens the need to lend a helping
hand even more. But what also is impor-
tant: these people see that an approach in
another country, of the same problem that
we are trying to solve here in the Nether-
lands, can be very different. Because one
of the fundamental differences—I think—
between health care in general in Eastern
Europe and here, is that medical problems
are usually tackled with the help of many
technical aids. In Ukraine, there is still
more human contact, in the absence
of expensive technology. And a doctor
looks a patient in the eye more often, so
to speak. Maybe recognizing these diffe-
rences in approach can be even benefi-
cial for both parties. | think that the field
we have proven to be particularly good
at-not only solving the somatic problem
but also tackling the psychosocial context
around it-could then fit well into the Eas-
tern European approach. It is exactly this
interaction that might prove to be fruitful.

You meet parents there in Ukraine who,
within these new health and Early In-
tervention projects, now suddenly feel
heard, where they used to find themsel-
ves locked out, and that is a great pro-
gress. And | have experienced that in
many projects. For example: the “Josti-
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band” [a Dutch musical group, consisting
of mentally handicapped youngsters (ed.)]
once visited Ukraine to give performan-
ces, where | could invite colleagues and
officials from the Ukrainian government
as well as parents and family members of
children who struggled with similar pro-
blems as these young musicians. And-I'll
never forget this—there was this lady who
came to me, with tears in her eyes, to ex-
press to me during the break: “You have
enriched our lives so much! | didn’t know
this was even possible... Bringing people
with disabilities to show what they can
do, rather than being put away.” Pheno-
menal! And | do think these matters so-
metimes might be left out in the cold, ba-
lanced look upon how much money there
is to spend, on who or what, and so on. |
look back on this encounter as something
really, really special.

And | do think that if an organization like
SOFT tulip, with its indispensable input
of experts from affiliated care instituti-
ons, can contribute to this kind of social
development, then it does an incredibly
good job. Some people sometimes men-
tion that Dutch institutions which receive
money from the government should help
clients in the Netherlands, not abroad.
And indeed the affiliated institutions
must, in addition to their payment of a
very small contribution to SOFT tulip,
also free up staff to provide in these trai-
ning programs abroad. Such objections
are, in my opinion, too formal/financial,
because in fact there is a lot of intangi-
ble gain for these Dutch organizations in
terms of deepening experience and the
increased motivation of their staff. | very
much would therefore like to see that far
more instances, next the seven currently
affiliated with SOFT tulip, embrace the re-
alization that result-oriented care efforts
such as these, under the aegis of SOFT
tulip, are incredibly valuable-not just for
visited countries, but indirectly also for
the Dutch care system and its employees.
And if possible, | even hope that the en-
tire Dutch population will be convinced
of its usefulness; that would be the best
thing. Therefore | do hope this book will
contribute to a greater awareness of the
work of SOFT tulip and its partners. In
my former occupation ‘raising awareness’
was employed as a professional tool, but
here it is really what is all about. As far as
I am concerned, it is exceptionally good
work that is being done here, and this is
completely beyond dispute. So: Keep it
up! | do wish you every success!
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Paul de Bot

NMon pe boT

A1 nepeliHAB nocagy ckap6Huka doHay SOFT tulip Big Moro koneru Po6
KoHiHra, akuii niwos y BiacTaBky, kKoTpuity 2011 poLi 3po61B BCe MOXMBE,
wo6 rpyna MapHacia ctana naptHepoM ¢oHay SOFT tulip. ¥ npoueci
po60OTH S TAKOX [06pE 3Mir BHUKHYTH Y CNipaBu, OTPMMYHOUM BignoBigi Ha
NMUTaHHA: XTO Ui NapTHepu? 3a Wo MU BUCTynaemo? AKi BUAN JiSNbHOCTI
MU MPOBOAMMO, K BUFNAAAE HALl MNNaH, XTo 6epe yyacTb? KoXxeH uneH
BHOCUTb (ikcoBaHy CyMy Ha pik, ane MapHacia Hagana foAaTKoBY CyMy
Ha HaCTYMHi poKMu.

HacnpaBgi € ABi npuynHmM Wwo6 6yt naptHepom SOFT tulip. Mo-nepue, y
HigepnaHpax y Hac € 6e3/i4 BCbOro, L0 CTOCYETbCA 3HaHb i MaTepianis,
i nopi6HMx peyeir. YkpaiHa X 0Co65nMBO NOTpebye LbOro BCbOrO.
YKkpaiHcbKi axiBui, 663yMOBHO, MOXXYTb BUKOPUCTOBYBATH Halli 3HAHHSA,
JOCBiZ Ta KomneTeHuii. 1 BBaXkato, Lo HaA3BMYaNHO KOPUCHO, WO doHA
SOFT tulip € akTUBHMM Ha pi3HUX PiBHAX: Ha PiBHI MiHICTPiB Ta BiAOMCTB i
[Yy>Xe KOHKPeTHO Yy crevlianisoBaHunx 3aknagax. Te, AK M1 fony4aeMocChb 0
cnienpaui Ta npefcTaBisieMo cebe TaMm, Te, IK MU 34iCHIOEMO noganbLui
Bi3NTW, 32 AOMOMOIOHO AKUX MU NOKA3YEMO Hally BMNEBHEHICTb Y iXHbOMY
PO3BUTKY, @ TaKOX AKY MiATPUMKY MM Byaemo M HajaBaTu, 0co6aUBO
CTOCOBHO PaHHbOIO BTPyYaHHS.

Epik BntoMkonbk [aupekTop doHay SOFT tulip (pea.)] Aoknagae Bennkux
3ycunb LWoAO0 NONITUYHUX TaypsagoBux acnekTiB. 3MapHaciie Hu3Ka nogen,
AKi TaKOXX 3po6uUNn CBii BHECOK y Le. Mosi Yyepra npuiiina B MUHYNIOMY
poui. 1 XOTiB Ha BNacHi o4i No6aynMTh, NPo WO NAETbCs, i NepeBipuTU
edeKTUBHICTb HaWNX 3yCUNb — HACKifIbKU BOHU BUABUINCH KOPUCHUMMU.
Mii nigxig 6yB TakMM: MM fL@aeEMO NEeBHY CyMy Ha piK, afie Yn pauioHanbHO
6ynun BUTpayeHi Li rpowi? Y Bianosiab — ryyHe “Tak!”. Y Takui cnoci6 ui
Bi3UTW Ay>Xe KOPUCHI, BU HE MOXeTe BYTH YeHOM MpaBJliHHA opraHisauii,
He NO3HaWOMMBLUMCH 3 peaNibHUMM ob6cTaBMHamu. binbwicTe 4yneHiB
HalWol opraHisauil TakoXx 3filncHoBanu Noisaku 3 Uieo MmeToto. |, 3HOBY
XX TaKWu, Lie He nuLe rpae Ha agMiHicTpaTUBHOMY Y/ BUKOHABYOMY piBHi,
ane came Us KOM6iHaUis NoeHye Te, Wo MU 6epeMo 3 coboto, Beayuum 40
HaginHoT GopMuM Ta CTPYKTYpMU.

IHWKWI acneKkT nonsirae B TOMY, WO MM MPOBOAUMO TaKy po60Ty 3 JOCUTb
6araTbMa ycTaHOBaMW, 3 AKMMU MU BXe cniBnpaytoemMo B HigepnaHgax.
EdekT BiA Takoi cniBnpaui € nogBinHW. Bu BXe npautoeTe pasom y
Hinepnanpax, Hanpuknag, 3 MigaiHom Ta lMameriepom, i Tenep y Bac €
CNiNbHWIA NPOEKT 3a KOpAOHOM. Jltoau, AKi TyT npodeciiHo 3ycTpivyatoTbes,
cknajaloTb pa3oM nnaH i NoTiM 3A4INCHIOTb NOI3AKY pasoM, ane Takox
3a/IMLWAaTbCA KOHTAKTHO OMOPOt0 ANA Ntofer Tam, Wo6 AaTh iM NOHATTS
HacTynHocTi. Lle, 3Bu4yanHO, TakoX BNAMBae Ha cnisnpaut Baoma. A
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llon pge boT npayroe KepiBHUKOM MPoeKTy B rpyni llapHacisi, Aka
crieyianisyeTbCsl Ha MUTaHHSX MCUXIYHOro 3[0POB'A, | Hajiyye
6inbL Hix 500 nokaviv B HigepnaHngax. Ha yivi nocagi BiH npuginse
ocobauBy yBary (piHaHcaM Ta iHWI uYncesnbHii po6oTi Ta Mae
nig cBoiM nignopsAKyBaHHAM PSS MPOEKTIB, 0CO6/NBO TUX, LYO
CTOCYIOTbCSl PO3BUTKY yrpaBniHHA. ¥ mexax rpynu [MapHacis, Mon
BignoBigae 3a cnisnpauyto 3 poHgom SOFT tulip, ae 3arimae nocagy
CKap6HUKa.

BBaXato, L0 TYT MPOCTO He MOXKHa NpaLoBaTh pa3oM i 3rofoM XapTyBaTu
ofHe Haja oAHMM. Bu npautoeTe Ta nnaHyeTe pasoM, i Hamaraetecb
nigTpMmyBaTu Le, 3 TUM JOAATKOBUMM e(heKTOoM, Lo BM 3MOXeTe 3HOBY
3HaNTW TUX camux nroaen y HigepnaHaax 3 nutaHb K afMiHICTPaTUBHOrO,
TaKiBMKOHaBYOro piBHA. Lle gincHo 3amiyHoe Hawy mepexy B HinepnaHgax.
MNepeBaradoHay SOFT tulip, Ha MOto AYMKY, NONsIrae B TOMY, LLLO Lie yCTaHOBA
3 MepeXxero Ta opraHisauieto, 3aBAsiKU AKill BU MOXeTe came Lie poouTu. |
BM MOXeTe 3po6uTKH Le Habarato eheKTMBHiILle, OCKiIbKW, ONMUHUBLUUCH
B OAHOMY Micli, BU MOXeTe 6e3nocepefHbo 3B'A3aTUCA 3 MOTPIGHUMM
NoAbMU, 3HATU NpaBuUibHI NopTanu, 3a3ganerigb 6yTM B KypCi ik BCe
npautoe i 3abesneyye HaCTYMNHiCTb. Lle fy>xxe Baxko, AKLLO HE HEMOXXJTMBO,

Ona ofHiel opradisauii camoTyxku. SOFT tulip 3Hae igeanbHui nigxig
[0 Lboro, ToMy 6araTto 6yno peanisoaHo. Bu giiicHo MoxeTe no6auntu
3HaYHi NO3UTUBHI 3MiHU, AKX MU JOCSATIN 32 OCTaHHI POKU.

CnocTepiraTv 3a UMMM YKpalHCbKUMM cneuianisoBaHMMU ycTaHOBaMMu
TakoxX 6yfo AnA MeHe CrpaBAi 3HAYYLLOK NMOAIEID HA OCOBUCTOMY PiBHiI.
BaunTtun papgicHy peakuito nauieHTiB Ha Ui Bi3UTW, yCBigOMMOBaTU LWO
ue ANA HUX O3Hayae -- Le CTOCYETbCA €MOUIAHOT CTOPOHU. | Konu BU
NnoMiYyaeTe YUCTY pilWlydiCTb MiCLEBOro NepcoHasny Ha Uux HaB4yasibHUX
nporpamax 4u Te, ik BOHW 3MYLUYIOTb Bac NoyyBaTu cebe H6a)kaHUmu, Le
npocTo npuronomMwnuneo. Lle 6yB Miit nepLuuii pas, ane Konu Bu Bigeigyete
yacTiwe, BM 060B'A3KOBO NMOMITUTE MOKpaLLEeHHS. Lle LWocb cnpaBai yynoBe.

A1 TakoX 6yB NPUCYTHI Ha KOHdepeHLUii 3 yciMa ycTaHOBaMu, i cepep iHLWMNX
6yB KepiBHWK fenapTaMeHTy couianbHUX NUTaHb. TaM 6ynu 3pob6neHi
peanbHi KOHKpeTHI Kpoku. YynoBun AocBif, AKUN fae we pas 3posyMiTu:
Bif, MPOCTOI NPUCYTHOCTI Ha MiCcLAX Mano KOPUCTi, 0CO6/IMBO 6€3 CTOCYHKIB
3 ypaaoM. | BaM cnig ue 3pobuTu Tak, K BaM NiAX0AUTb, CTEXTe 3a TUM,
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komaHga SOFT tulip Ha 3acigaHHi nig ronoByBaHHsIM rosioBY JenapTaMeHTy cousaxucTy Muxarina eTpiwku B M. Yxropog (ksiteHb 2019 p.)

Paul de Bot works as a project director at
the Parnassia Group, specialists in mental
health care, with more than 500 locations
in the Netherlands. In this position, he
pays particular attention to finances and
other numerical work and has a number
of projects under his responsibility,
especially those having to do with the
development of management. Within the
Parnassia group, Paul is responsible for
the cooperation with SOFT tulip, where
he holds the position of treasurer.

I took over the position of treasurer
of SOFT tulip from my now-retired
colleague Rob Koning, who in 2011 made
it possible for Parnassia to become a
partner of SOFT tulip. In the process, |
also took a good look inside the matters:
who are these partners? What do we
stand for? What kind of activities do
we have, what does our plan look like,
who is participating? Each member
contributes a fixed amount per year,
but Parnassia has made an additional
amount available for the coming years.

the SOFT tulip team at a meeting, chaired by the Head of the Social Department, Mykhailo_Petrishka, in Oezjhorod (April 2019)
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There actually are two considerations to
be a partner of SOFT tulip. Firstly, in the
Netherlands, we have an abundance of
everything, both in terms of knowledge
and materials, and things like that. And
especially in Ukraine there is a desperate
lack of everything; they can certainly use
our knowledge, experience and expertise.
What | see as a huge benefit is the fact
that SOFT tulip is active at various levels:
at a ministerial and departmental level
and-very concretely-at the institutions;
how we are involved and present, the
recurring visits by which we show our
confidence in their development; a kind
of support we will continue to give,
especially in regard to early intervention.

Eric Bloemkolk [director SOFT tulip (ed.)]
makes a great effort concerning the
political and governmental aspects. From
Parnassia there are a number of people
who also contributed in this. My turn came
up last year. | wanted to see with my own
eyes, what it is all about. And | wanted to
scrutinize the effectiveness of our efforts—
how beneficial these proved to be. My
approach was: well, we give a certain
amount per year. Is this money well-spent?
And the answer is a resounding “yes!”.
These visits are very helpful in that way;
you can’t be a member of the board of
an organization without meeting the real
circumstances. Most members made this
trip also to experience this themselves.
And, again, this not only just plays on an
administrative or an executive level, but
it is specifically this combination that
makes the connection with whatever we
take with us, leading to a reliable form
and structure.

The other consideration is that we do this
with quite a few institutions with which
we already cooperate in the Netherlands.
The effect is twofold; You already work
together in the Netherlands, with Middin
and Pameijer, for example, and now you
have a joint project abroad. People who
meet each other professionally here,
make a plan together and then make the
trip together, but also remain a point of
contact for the people over there so
as to give them a notion of continuity.
That, of course, also has an effect on
the collaboration back home. | believe
one just can't work together over there
and subsequently play tricks on each
other over here. You work and plan
together, and try to maintain that, with
the additional effect that you can find the
same people again, in the Netherlands,
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... e cnpaBAi 3MiLHIO€e Hawy Mepexy B HigepnaHgax.

Wwob umx 3aknafiB cTano MeHle, a iX KNieHTiB couiafbHO iHTerpyeanu,
TaKOX 3a JONOMOrOt0 TepaneBTUYHOro BTpy4YaHHs npodecioHanis.

Ak6Kn npautoBaB B YKpaiHi, To, neplw 3a BCe, JOCNIANB 6U, KK i MOXY
yBiYHUTK 3B'A30K i3 SOFT tulip. Ane, Hy... Ue BXe iHWa KpaiHa, Takumn
pisHMiI1 piBeHb, HacnNpaBAi LiIKOBUTO iHWMKI (HEMOXJIMBO MOPIBHIOBATH).
MpaBunbHUM nigxiag uUe -- NoBaxaTn AAen Takumu, AKi BOHW €. He
KaxiTb: «Y Hac B HigepnaHpax Bce fo6pe, TOX pob6iTb Tak, SK Mul» yn B
ToMy ayci. Hi, 3anuTaiiTe cebe, 4oro BXe BLANOCS AOCATHYTU LUM NIOASM,
UMM opraHisauiam, i K 9 MoXy ue nigTpumatun? Lle BxigHa eHepris i
niATPUMKa, sika BaM NoTpi6Ha. | Mu 3a Le BignosifanbHi. Yu nigxoamTh Te,
L0 MU po6MMO? YN € BOHO KOPUCHUM? YU MOXKEMO MU 3HOBY MOO6ILATH
NPoAOBXeHHA chiBnpaui? 3 iHWoro 60Ky, B AKUACb MOMEHT NOTPiGHO

LO3BONIUTY, W06 fesKiiHiliaTuBK nigxonatoBana camMmakpaina. Lie Mae 6ytu
BaLUOO KiHL,eBOIO MeTOow. My, 3BUYaitHO, 06roBoproBasu Lie 3 NpaBJsliHHAM
MapHacii, un BapTO NPOAOBXYBATH MpautoBaT B YKpaiHi. | He 3abyBaliTe
Lo LA KpaiHa aAy>ke Benuka. M akTUBHI B AleKiNIbKOX MiCLSIX, ane MoXeMo
pO3LWMNPOBATUCSA B iHWI MicUS, 3 SKUMWU MU TaKOX BXXe MO3HaNOMUIIUCS.
Mu TakoXX MOXeMO BKJHOUYMTU Le oAHY abo ABi iHWI KpaiHuW, Hanpuknag,
MongoBy. Ane My, 6e3yMOBHO, He MOBWHHI 3YNMUHATU Hali 3ycunns B
YKpaiHi, TOMY O Te, WO MU CTBOPUIIN, MOXE PYNHYBATUCSH, Ha MOKO AYMKY.

Ha minn nornsag, ana ¢onpy SOFT tulip BaXnuBeo Te, WO MU pobUMO, HaBiTb
6epyyun [0 yBaru LK KHUTY, Hanpuknag, i B KOHTeKCTi fo6poi kagpoBoi
NoNiTUKKU, PO3BUTKY OCOGUCTOCTI — 3aLlikaB/IEeHHA N0AeN 3 HALWNX YCTaHOB
3anponoHyBaTU CBOIM MpauiBHUKAM MOXJIUBICTb 3pO6UTU BHECOK Y
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uto cnienpayto. 9 gyxe cnogisatocs, WO UA KHUra 3pobuTtb [o6pui
BHECOK Y Hally CcrniBnpauto, afxe 3aBXAu 3HanAeTbCA Kinbka nrogen, sKi
MOXYTb 3axOMUTUCA UMM. Ane BOHU TaKOX MOBWHHI MaTu MOXJIUBICTb
MaKCMManbHO aKTWBI3yBaTW CBOIO BriaCHY opraHisauito, po3snosigarouu,
YOMY MM Lie pobuMo i 4oro My gocsarnu. | ue Hacnpaegi Bpaxae — Takum
MW He HaATO YacTO MOXEMO NoxBanuTUcs. BpelwTi-pewwT, yce cTocyeTbCs
NOACBLKOT Fif4HOCTI, NoBarn Ta He06XiAHOCTI CNPUSATN 3MICTOBHOMY XUTTHO
nojen, Akiy LboMy YaCTKOBO 3anexaTb Bifi Hac. | KOXXHOro pasy Le noLwyk
dGopmary -- Wo nigxoamMTh, a WO Hi, ane e HaA3BMYanHo LiHHO. Lle yypoBa
iHBECTMUIA, AKY MW pa3oM 3 6araTbMa iHWWUMWU MOXEMO 3pobuTu nig,
npanopoM SOFT tulip. | A cnoaiBatocs, Lo MU 3MOXXEMO NPOAOBXYBaTH Lie
LLle BMPOAOBX 6araTbOX POKiB.

on matters on both an administrative
and executive level. This does strengthen
our network in the Netherlands. The
advantage of SOFT tulip—in my opinion—
is the fact that it is an institution with a
network and an organization through
which you can do exactly this. And you
can do it way more effectively because
once at a location you can directly
contact the right people, know the right
portals, be aware-in advance-how
things work and ensure continuity. That
is very difficult, if not impossible for
one organization on its own. SOFT tulip
knows the perfect approach there, so a lot
has been realized. You really can see the
difference we made in recent years.

To observe these Ukranian institutions
was also a truly meaningful event for me
on a personal level. The happy reactions
of patients on these visits, to be aware of
what it means to them—it touches one’s
emotional side. And when you notice
the sheer determination of the local
staff at these training programs or how
they make you feel welcome, it is simply
tremendous. This was my first time, but
when you visit more often you'll surely
notice improvements. That is something
truly wonderful.

I was also present at a conference with all
institutions and—among others—the head
of the Department of Social Affairs. Real
concrete steps have been taken there.
A wonderful experience, making clear
once again: just being present in the field
is of little use without dealing with the
government. And you should do that in
a way that suits you, see to it that these
institutions become smaller and their
clients socially integrated, also by means
of interventions.

If my job was in Ukraine, | would, first
of all, see how | could perpetuate the
connection with SOFT tulip. But, well...
it is sich a different country, such a

23

different level-really incomparable. The
right approach is to respect people as
they are. Don't say, “We do fine in the
Netherlands, so do it like us!” and so on.
No; ask yourself, how accomplished are
these people, those organizations, and
how can I support that? That is the input
power you need. And we are accountable
for that; does what we do stick? Is it
useful? Can we promise—again—con-
tinuity? On the other hand, at some point
it must be made possible for some things
to be picked up by the country itself. That
should be your ultimate goal. We have
—of course—discussed this in Parnassia’s
board, whether we should continue in
Ukraine. And keep in mind: the country
is very large. We are active in a few
locations, but may expand to other places
where we already have looked. You could
also include one or two other countries,
Moldova for example. But we certainly
must not stop our efforts in Ukraine,
for what we have built up then still may
collapse, in my opinion.

What is important for SOFT tulip, in my
view, is that what we do, for instance,
with this book and in the context of good
personnel policy, offer our affiliated care
providers the opportunity to give their
employees new experiences. | really hope
this book will make a good conversation
piece in this, because while there are
people who may be enthusiastic about it,
this may help getting their organization
on board, by telling why we do this and
what we have achieved. And that is
something really impressive—we can’t say
this often enough. In the end, it’s all about
human dignity, respect and the need to
contribute to a meaningful life for people
who are partly dependent on us. And
every time it’s a search for a format, what
fits and what doesn’t, but this is extremely
valuable. A wonderful investment that
we, together with many others, can make
under the flag of SOFT tulip. And | hope
we can continue this for years to come.

Mon 3 generayieto 3 Ykpaiu, nig Yac ixHboi ekckypcii B Higepnavgax (sepeceHb 2018)
Paul with delegations from Ukraine, at their tour in the Netherlands (September 2018)
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€aHaHHA

AM6iyii poHgy SOFT tulip Ta oro ykpaiHCbKux napTHepiB 6y/u BACOKUMU: BOHU
nparHynu 3ano6irTv iHCTUTyLioHani3ayii WasAXoM 3anpoBaf)XKeHHs paHHbOro BTPYyYaHHS,
pedopmu 3aknapgie gNs Biten Ta JOPoC/AnX 3 06MeXXeHNMU MOXK/IMBOCTSAAMU, CTBOPEHHSA
asibTepHaTUBHOIO BOINAAY Ta 3MiLHeHHSl opraHi3ayin 6aTbKiB BiTe# 3 iHBanigHicTo.
BoHu nparHynu go BCbOro Ljboro, noegHaBLIN JO6pi NnpaKTUYHi npuknagu cnocobis
BIMJINBY Ha NMOJiTUKY, 06’'cgHaBLUM HeYpPAAOBI 3aKknagn fornsagy Ta 6aTbkKiB y MiLHY
Mepexxy, cnisnpawyrooydu 3 Mi>kHapogHumu HYO, 30KkpeMa 3 TaKUMU opraHizayissMmu, K
UNICEF Ta CBiToBui 6aHK, i, nepw 3a Bce, 3'egHytoyn HYO 3 MicyueBuMHU, perioHasIbHUM

Ta HalioHaJIbHUM YypsifOM Ta MoJliTUKOIO.

dopmMyBaHHS A0BipU

PapsaHcbke MUHYNe3anuwmnno rnnbokicnian BykpaiHCbKOMY CycnifibCTBI.
HepoBipa Mix HeypsaoBUMW opraHisauisMu Ta ypaAaoM, a TakoX MiX
camumm HYO i 6aTbkamu Ta npodecioHanamu, 6yna rnuboKo BKOpPiHeHa.
3HayHy YacTUHY Uiel HeJOBIpM CNPUYNHUIN OKPEMI CBITU, B AKUX XKUIU
NoaK, i AKHacNifoK - B3aeMHa He3HanoMicTb. TOMy cTpaTerianonaranas
TOMY, 06 3aCTOCOBYBATU 6y ib-AKY MOXJIMBY LiSINIbHICTb A5 opraHisauii
3yCTpiven; pisBHOMaHITHI TpeHiHrn, BidauTKM Ao YkpaiHu un HigepnaHgis,
KOH(epeHLii, 3ycTpiyi Ta Beyepi BUKOPUCTOBYBANUCb AN NOEAHAHHSA
ntojen 3 pisHMX CBITOBMX OpraHisaui, MiXKHapoAHMX opradizauin Ta
ypsaais. Kpim Toro, SOFT tulip Ta napTHepu pasom BigBigyBanu pisHi
opraHu Bnafu, Wo6 nepekoHaTu iX y HEOBXiAHOCTI Ta MOXJ/MBOCTAX
3MiH. Konu pianor (we) He 6yB MOX/MBWM, MW HaBiTb npobyBanu
3acTocyBaTV NEBHWU TUCK 3a4A HaNaroAXeHHs LUbOro Aianory Wiasxom
CTBOPEHHSI TaK 3BaHUX Mepex «baraTbox 3alikaBfeHUX CTOPiH», WO
cKnafanucs, Hanpuknag, 3 KinbKox NoniTUKiB Ta npeacTaBHUKIB peko-
KaTonuubKoi LuepkBu YkpaiHu, OOH Ta HauioHanbHUX Ta MiDXXHapoAHUX
rpoMagCbkux opratisauin. CniNbHUN TUCK CTaB TakUM MOTYXHUM, LLO
6yN1I0 HanarofXeHo Aianor Npo cuTyauito B iHTEpHaATHUX 3aknajax 3
ToAiWwHIM MiHicTepcTBOM couiafibHUX Cripas.

Jlecs Kananasik Ta TeTsHa MilLyk 06roBoprotoTb Mpo6reMy HefloiiaHHS 3 AMPEKTOPOM 3aKnaay
y 3anyyyi (2007)
Lesya Kalandyak and Tetyana Mishchuk discussing malnutrition with director Zaluchya (2007)

3acigaHHs1 KOMaHAM 3 paHHbOIO BTPyYaHHS - IpuHa PolukoBuY, AHHa
Kykypy3a, OkcaHa KpusoHoroBa, TeTsHa Milyk Ta Hatanis Ckpurka (2019)
Early Intervention team meeting - Iryna Roskovych, Anna Kukuruza,

Oksana Kryvonogova, Tatyana Mishchuk and Nataliya Skrypka (2019)

NMepeKkoHaHHSA

MowykK cunbHUX napTHepiB 6yB BUpilWaNbHUM ANA  [OCATHEHHSA
6axkaHux pedopMm. OfHaK >axsmBa cuTyalia B UMX 3akiagax, ki
MailXe BCi 3HaxoAAaTbCA B i30/1bOBaHUX, BaXXKOAOCTYMHUX CilbCbKUX
paioHax Ta NpauloTb PO3PaxoBYOYM nuLle Ha cebe, 6yna NpakTUYHO
HeBigoOMa LWMPOKOMY 3arany. 3aBAsKU (BONOHTepPChKil) po60Ti 0fHOro
3 HallMX NapTHepiB y 3aknafji AnA AiTen 3 iHBanigHICTIO Ta iHOAI NpOCTO
wokytouux dotorpadin, aki My si6panu, y Hac 6yna B po3nopaLKEHHI
«BUBYyxoBa» iHhopMaLis. Ane 3amicTb TOro, Wo6 nogatu Lein maTepian
00 3MI i, TakKuM YMHOM, CNPUYMHUTM NMPOCTO KOPOTKOYACHUI CKaHAaan,
MW BUPIWIMAM BUKOPUCTATU WKOro, W06 NEepeKkoHaTW iHWi CTOPOHW,
BKJIHOYAOYM KEPIBHULTBO Ta BiAOMCTBA, BiANOBiAaNbHi 3a Lit0 cuTyauito,
Yy HEOBXiAHOCTI CNiNbHOI pO60TH AN1A BUPILLEHHA LUX HENOACBKUX YMOB i
CTPYKTYPHUX Npo6aemMu.

Connecting

The ambitions of SOFT tulip and its
Ukrainian partners were high: they
desired the prevention of institutiona-
lization through Early Intervention,
the reform of institutions for children
and adults with disabilities, and the
creation of alternative care and the
strengthening of organizations of pa-
rents of disabled children. They aspired
to all this by connecting good practical
examples with influencing policy, by
bundling NGO care institutions and
parents in a solid network, by co-
operating NGOs with international
organizations such as UNICEF and the
World Bank and, above all, connecting
NGOs with local, regional and national
governments and politics.
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Building trust

The Soviet past had left deep marks in
society. Distrust between NGOs and
the government-but also between
NGOs themselves and between parents
and professionals-was deeply rooted.
Much of this distrust was caused by the
separate worlds in which people lived
and the resulting mutual unfamiliarity.
The strategy, therefore, was to apply
every activity to organize meetings;
every training, every visit to Ukraine
or the Netherlands, every conference,
meeting and dinner was utilized to
connect people from the different worlds
of NGOs, international organizations and
governments. In addition, the various
authorities were often visited by SOFT
tulip and partners together, to convince
them of the need and possibilities for
change. When a dialogue was not (yet)
possible, pressure was put on to establish
that dialogue, by creating so-called
“multi-stakeholder” networks comprised
of, for example, a few politicians and
representatives of the Ukrainian Greek
Catholic Church, of UN organizations
and national and international NGOs.
The joint pressure became so powerful,
a dialogue about the situation in the
institutions with the then Ministry of
Social Affairs was enforced.

Convincing

Finding strong partners was crucial to
achieve the desired reforms. However,
the dire situation in these institutions,
which are almost all located in isolated,
hard-to-reach rural areas and operating
in seclusion, was virtually unknown.
Thanks to the (volunteer) work of one of
our partners in an institution for disabled
children and the sometimes shocking
images that we had collected, we had
explosive images at our disposal. But
instead of going to the media with this
material and thus forcing just a short-term
scandal, we decided to use it to convince
other parties, including the management
and governments responsible, of the
need to work together in order to solve
these inhuman conditions and structural
problems.
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Mykhailo Petrishka

Muxaunno lNeTpiwka

«J10 LbOTO 51 HIKONN He MpautoBaB Yy colianbHii chepi — 6yayBaB Kap'epy
y CBiTi PpiHaHciB Ta npaBa. Y uin cdepi A 3Mir JocarTu nocagm 3acTynHukKa
AvpekTopa o6nacHoro pAenaptaMeHTy diHaHciB. TUM 4acoMm, MeHe
JeKinbka pasiB 3anpolyBanu o4onuTuK [lenapTaMeHT couianbHUX NOCAYT,
BTiM, A BiguyBaB, L0 He rOTOBUW KepyBaTu TaKUM BeIMYE3HUM i B TOM Xe
yac BaXXKMM HanpssMKoM. JTtoamn fOBKoJIa TaKoX Kasanu: “He BapTto! T He
3HaeL, 3a Wwo 6epewca!” "Ane HanpukiHui 2017 poky A ckazas “Tak”. Y Tolt
yac 51 6yB NeBeH, L0 Mato AOCTATHbO 3HaHb 3 (iHAHCOBOIO MEHEAXMEHTY
Ta NOACbKUX pecypciB. |, AiNCHO, ue CKnagHuUn | BeUKUIN fenapTaMeHT;
60-70 BigcoTKiB HaceneHHa 3akapnatTa [npu6nusHo 1,2 MinbioHa
MelukaHuis, (pea.)] BpewTi pewT, y NeBHUA MOMEHT XUTTS ONUHAIOTLCS
B Hawin cucTteMmi. [enapTaMeHT couialibHOrO 3axUCTy HaceNeHHsA
Hagae pi3HOMaHITHI nocnyru, Big pisHnx Gopm couianbHOI gonoMoru 4o
(iHaHCOBOI NiIATPUMKMW.

Konu s npuiwos y uen [lenaptaMeHT, A HeBAoB3i noyyB npo SOFT tulip
i 3axoTiB AizHaTMCA 6Ginblue Npo L opraHisauito. fAkuUM xe 6yno Moe
3AMBYBaHHSA, KOMW A[OBigaBcs, WO cniBnpaua 3 UUM roffiaHACbKUM
¢dboHzomM TpuBae we 3 2006 poky. |, 3BMYaHO, A XOTiB 61 i HaJani ocobucTo
niATPMMYBATH L0 AiANbHICTb, Wo6 caMoMy BiguyTH Leit npouec. Y To yac
A BXXe 6yB BpaXeHMin TUM, 4Oro BAasIoCs AOCArTH, i Loci nepebyBato nig
BpaX€HHAM BCbOro MacluTaby NnpoBeAeHOl po6oTH.

Ak BifoMo, 3apas B YKpaiHi BinbyBaeTbcs 6arato 3MiH, fIK y couianbHii,
Tak i B OCBIiTHiI/ cdepax, a TakoX y cdepi OXOpoHM 3[0poB's. ToMmy,
0CO6/MBO B MOEMY JenapTaMeHTi, MW BignoBiAaeMo Ha BUKJIUKK, AKi
MW MOXeMO BUpIlWKUTK 3a gonomoroto SOFT tulip. PaHHe BTpy4aHHs €
rapHuUM NpUMKNagoM LbOro; Lie CTOCYETbCA BCiX 3ragaHux cdep, a Takox
iHKNO3UBHOI OCBITU. Lle peanbHi cnpaBu, AKi NOKpaLLyOTb AKICTb XUTTA
HawWoro HacesieHHA. 3HaHHA Ta gocig SOFT tulip Ta Moro napTHepiB
BeAyTb Hac, 4ONOMaralym HaMm YHUKHYTW «MacTOK» Ha HaloMy LUMAXY.
Mu He cnino nNpurMMaemMo Mofesnb 3 OAHIET KOHKPETHOI KpaiHu, ane mu
MOXXEMO «TOYHO IMMOPTYBATU» Ti ENIEMEHTMH, AKi HallKpalle MOXYTb 6yTU
peanisoBaHi (3 AesKMMM MonpaBKamu) ANs Halwoi MicueBoi cuTyalii:
rofnnaHAcbka Mofenb McuxiaTpUyHol gonomoru, mopaenb PaHHboro
BTpy4YaHHs 3 OpaHuii a6o weeiuapcbki nporpamu peabinitadii.

f1 MOXY MiACYyMyBaTH OZHY 3 FOJIOBHUX NPO6NeM, 3 SKUMU MU CTUKAeEMOCS
CbOrofHi B KinbKox cnoBax: 3a6e3neyeHHss HafjaHHs sIKiICHUX nocnyr
3 pjornsfy B iHTEpHaTHUX ycTaHoBax 3akapnaTtTta. K Mu 36upaemocs
peopraHisyBaTu Ta NigTPUMYBaTH iX TaKUM YNHOM, LLLO6 BOHWN MOTM 6paTu
yyacTb y nporpamax niATPMMaHOro NpoXwuBaHHSA, AEHHOro cTauioHapy,
nporpamax peabinitayii Towo? | sk M1 NOBMHHI peanisyBaTu Ui npouecw,
a60 SK X MOXXHa nokpawmTn? OcKinbKK, KpiM opraHisauin «Mapaconbka»

3 nuctonaga 2017 poky Muxanno [leTpilika 04YO/HOE OJHUH 3
HanbinblnX penapTaMeHTiB 3akapnaTcbKoi 06/1acCHOI fepxaBHOT
aAMiHicTpayii — JlenapTaMeHT couiaslbHOro 3aXMCTy HaceseHHS.
Y coepi coyianbHOro 3axucty HacesieHHsi 3akapnarcbkoi o6sacTi
MuxaiinoBi nignopsigkoBytoTbcs 6m3bko 3500 oci6. Mwuxaino —
4Yy#oBUUM NpuKNag BITPY 3MiH, IKUA Bie yepes YKpaiHy: Monozuy,
CKPOMHMI, JOBPO3NYINBUIA i, NepLu 3a BCe, AOCTYMHUI MaricTpar.
Y BigKpuTii aTMocgepi My npoBean HegpopmMasbHy PO3MOBY 3 UM
HaTXHEHHUM LiNI0BUM MEHELXXEPOM.

Ta «[lopora XutTsa» [ABi HOBI ycTaHOBM Jornaay B Uit o6nacTi (pea.)], Taki
nporpamu 6inblue Hige He AitoTb. Ane My npautoemo Hag unm! NMpobnema
nonsirae B TOMy, WO (akTUYHO Hemae MnpakTUYHOro goceigy. | gyxe
Ba>XKO TUM, XTO BXe 3aiAHWUI y Ui/ BiANbHOCTI, yABUTH, IK caMe NOoTpibHO
BNpOBaAXXyBaTu Ui nporpamun. TyT BaxnuBy pofib Bifirpae gonomora
SOFT tulip. Mn no6aunnu, 3HOBY X Taku, B4opa Ha 3acigaHHi PerioHanbHoi
METOANYHOT pajm, HaCKiNbKN BaXKO MEpPeKoHaTU 3alikKaBIeHi CTOPOHM,
L0 HacnpaBAi Yac BNpoBagXyBaTu Ui 3MiHW. [oTpibHO npautoBaT KPoK
3a KpOKOM ane, Npu LbOMY, 3BMYANHO, HEe BTpayaTu 3 yBarum OCHOBHI

Yxropoa, ctonnysa 3akapnatcbkoi o6nacTi / Uzhhorod, capital of the Zakarpattia region

noTpe6un nauieHTiB. binblwe TOro, peasnbHi 3MiHW NPaKTUYHO HEMOXXJIUBI,
AKLWO 6a30Bi YMOBM He 3a6e3neYeHi. Asie MU MOBUHHI fOCSTTU TOUYKMW, B SIKi
Li YMOBW ANS HAWOro perioHy 6yayTb afleKBaTHUMMU, BXXe Y HAaWKOPOTLLi
CTPOKM.

Hanpuknag, y Hac € AnTauun 3aknag, ae we y 1992 poui nnaHyBanu
nobynysaTtu ipanbHo! Toku i1 He 6yno 36yf0BaHO AITU 3MYLUEHi 6ynu
ICTM B TEXHIYHOMY MpUMiLLEHHi. 1 0COBUCTO NMepeKoHaB TX, Wo fani Tak
TpuBaTun He Moxe! | TM Le BAanocs. 3apas AiTM iasTb y HOBOMY NPUMILLLEHHI
3 HaNeXXHUMKU ymoBaMu. | Lue cnpaBai Baxxnmeo. e oaguH npuknapa: 6yna
ycTaHoBa 3 BOAOMPOBIAHOK CUCTEMOIO Yy FeTb HeHasleXXHOMy cTaHi. Bu
HaBpsiA UM 3MOFIM 61 NPUAHATY TaM Ayw. Y HUX He 6yNo HaBiTb peanbHUX
MaTpauiB i HOpManbHOI NOCTINbHOT 6ifIN3HK, @ LLle MM TOBOPMMO MpPO 0Ci6
NpUKYTUX Ao nixka! Cuctemu onosiweHHA ANna nepcoHany? loxexHa
curHanisauif? Hivoro 3 uboro He 6yso. | e MM roBopuMO Npo 6a3oBi yMOBU
...l Ha wacta, M1 aMornu BUpilWKTK Uto Npobiemy. | nuwe Yyepes aBa-Tpu
poKM TaM BXXe noYyanu npautoBaTi nporpamu peabinitauii Ta eprotepanii.

Mpykhailo Petrishka has been head of the
Department of Human Services in the
Ukrainian Zakarpattia Region since No-
vember 2017. In this department, one
of Ukraine’s largest, Mykhailo manages
around 3,500 people. Here we meet a
fine example of the new wind blowing
through Ukraine; a young, modest, friend-
ly and above all accessible magistrate. In
an open atmosphere, we had an informal
conversation with this inspired no-non-
sense manager.

I had never worked in the social sector
before—-was working on a career in the
world of finance and law. | worked my
way up to vice director of the Department
of Finance. In the meantime, | had been
asked a few times for this position, but
initially did not feel that | was ready for
such a huge department. People around
me also said: “Don’t! You do not know
what you are getting yourself into!” But
late 2017, | said “yes”. At that time, |
was sure that | had sufficient knowledge
of financial management and human
resources. And it is a complex and large
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department indeed; 60 to 70 percent of
the population of Zarkapattia [approx.
1.26 million residents, (ed.)] ends up in
our system at some point. Our depart-
ment provides a variety of services, from
various forms of social assistance to finan-
cial support.

As | entered this department, | soon heard
about SOFT tulip and wanted to know
more about it. To my surprise, | learned
that collaboration with them had been
going on since 2006. And of course, |
wanted to further support this personally,
to experience things for myself. | was al-
ready impressed at that time with what
has been achieved, and I still am.

As you know, many changes are taking
place in Ukraine, both in social and
educational areas and in health care. So
especially in my department, we meet
challenges we can tackle with the assis-
tance of SOFT tulip. Early Intervention is
a good example of this; it applies to all the
areas mentioned, as well as to Inclusive
Education. Affairs that improve the quality




28

Konun eu no-cripaB>XHbOMY NpUcCBAYYyeETe cebe YOMYCb, TO 6atmre, Lo BCe HaCﬂpaBﬂi MOJXKJINBO.

3aBAAKN HALIMM YeCbKMM MapTHepaM i LWBehLapCbKUM Koneram, Ham
HaBiTb BAANOCA BIAKPUTU MANCTEPHIO 3 NINKWU 3 rNuHK Towo. ToAai mu
LINCHO 3MoXeMo cnpobyBaTuM posnoyaT¥ nporpamMu MigTPMMaHOro
NPOXXMBaHHS Ha 6asi LMx ycTaHoB. Jlnwe Tohi, Konn 6a3oBi yMOBMU - CBITNO,
BoAa KaHanisauia GYHKUIOHYIOTb HaneXHUM YMHOM, MOXHa noyaTu
AymMaTu Npo KOHKPEeTHi mocnyru, fKi NigBULLYIOTb AKICTb XWUTTA. IHWa
npo6nemMa nonsirae B ToMy, WO Li yCTaHOBM MPOCTO He NoByAoBaHi siK
ycTaHoBM gornagy. MNig taki saknagu Bigaasanu 6yab-siky ctapy 6ygiento,
fIKka HacnpasAi 30BCiM He Bignosigana XoAHOMY KpuTepito. Lle uinkom
NPOTUNEXHWUA Niaxiag A0 TOro, WO 3acTOCOBYKOTb Yy pewTi €Bponu, ge
ANS TaKUx cuTyaLiin 6yaytoTb HOBI 6yfiBni, cneuianbHO NPUCTOCOBAHI A0
KOHKPEeTHOI NOCNyru.

41, 3BMYaitHO, 6araTo YOMy HaBYMBCS 3a OCTaHHiI MiBTOpa pPOKYy; Uue
HOBWI JenapTaMeHT, WO O06CNYroBye AyXe BenuKy TepuTopito. BTiMm,
Luen HanpssIMOK po60TK 3axONtoYMi i LikaBUn. 3aBAsiKM Uil po6oTi A
nosHaomMmueca 3 6araTbMa LiKaBUMMU i fiyXXe JOCBiAYEHUMU OABMU — 3
pPi3HMX EBPOMENCLKUX KpaiH — 3 Be/IMYEe3HUMUN 3HAHHAMM Y Ui cepi. A
LYy>XXe 3a[0BOJIEHUN, WO AINCHO MOXY 3p06UTK CBill BHECOK Yy PO3BUTOK
couianbHOi chepu MOEeT KpaiHM Ta 3akapnaTtTa 30Kpema, BupillyBaTu
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pacoBa / Mykhailo is being interviewed by Paul Meijer - with interpreter Maya Tarasova
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Npo6reMHi MUTaHHS, SKi 9 6a4MB Y MUHYSIOMY. [IMPEKTOPU PiSHUX YCTAHOB
Ay>xe fo6pe 3HalTb, WO 5 Matko BennyesHe 6a)kaHHs 3MIHUTUK cuUTyalito,
AK npodeciliiHo, Tak i ocobucTo. | MabyTb, Lie 3apa3Ho. Hanpuknag, 6yB
3aknaf, Kyau A nocTinHo TenedoHyBaB: A nutas: «| wo? Ak cnpaeu 3
HOBMMM MaTpauamMu? "3pellToto, A po3noyaB NeperoBopu 3 KOMMaHieto,
WO nocTavyae MefuyHi ToBapwW, i BOHM Ha Ue Bignosinu: “ ... B YoMy
npo6nema? Lle He 6yfe kowTyBaTu gyxxe 6araTto!”. | Mu amornu BuainuTu
KOLWTK Ha ue. ToMy Wwo Mu, 6e3yMOBHO, XOTiNu, Wo6 y nexaymx nauieHTiB
6ynu BignosigHi MaTpauu. Konu BM no-cnpaBXHbOMY MNpPUCBAYYETE
cebe YoMycb, TO 6aunTe, WO BCe HacnpaBAi MOXIMBO. € 6araTo Takux
npuknagie. NpocTe Kpic/o KoficHe Y BaHHY MOXKHa 3anpocTo npuabaTtun
i BCTAHOBUTU TaM, e BOHU cnpaBAi Heo6XifHi. | YacTo Le He nuwe Linkom
MOXJINBO, @ N HaBiTb AyXe Nnerko....

A1 BiINCHO X04y 3MIHUTU AKICTb HaJaHHA colianbHUX NOCNYr B 3akapnaTTi.
3a CBOE NPUPOAOIO A € TUM, XTO XO4e BNPOBaAXyBaTh 3MiHU, A Lie 3pobuBs
BXe y MOii nonepeaHin kap'epi y cdepi diHaHciB. Lia po6oTa pobutb MeHe
CUNbHIWKUM. f Bif UbOro oTpUMYyto 6araTo eHeprii. | 6a4nTy, Wo A AincHo
MOXY 3MIHUTWU pedi pa3oM 3i CBOIMWU KOofleramu, Le € He WO iHwe, AK
CNpaBXXHE A)KepPesio HaTXHEHHS...
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of life for our population. The knowledge
and experience of SOFT tulip and its part-
ners lead us around the pitfalls. We don't
blindly adopt a model from one particular
country, but we can “import”, fairly pre-
cisely, those elements that can best be
implemented (with a few adjustments)
for our local situation: the Dutch model
of psychiatric care, the Early intervention
model from France or the Swiss rehabili-
tation programs.

| can summarize one of the major chal-
lenges that we face today in two words:
residential care. How are we going to
reorganize and support them in such a
way that they are able to participate in
assisted living, daycare and rehabilita-
tion programs? And how we should im-
plement these processes, or how we can
improve them? For except in Parasolka
and Path of Life [two new care institutions
in that area (ed.)], such programs are not
in effect anywhere. But we are working
on that! However, the problem with this
is that there is hardly any practical ex-
perience available. And it is difficult for
those involved to imagine how to execute
these programs. The help of SOFT tulip
is of vital importance here. We did see,
again, yesterday at the Methodological
Council in our county seat, how difficult
it is to convince the stakeholders that it is
really high time to actually initiate these
changes. Step by step without, of course,
losing sight of the basic needs of patients.
Moreover, real change is almost impossi-
ble if the basic conditions are not in order.
But the point at which these conditions—
for our region—will be adequate should be
reached this year.

For instance, there is this children’s insti-
tution where a dining room was planned—
in 1992! In the meantime, the children
had to eat their food in a kind of technical
room. | have personally convinced them
that this really isn’t tolerable! And they
did manage it; the children now eat in a
normal environment. And that is some-
thing really important. Another example:
there was this institution with a totally
inadequate water supply system. Showe-
ring was almost impossible. They didn't
even have real mattresses or decent bed-
ding-and we're talking about bedridden
patients here! Alarm systems for staff? A
fire alarm system? Not present. Talking
about basic conditions...!  Fortunately,
we were able to solve that. And in two
to three years we have rehabilitation and
work therapy programs running there.
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And thanks to our Czech partners and
Swiss colleagues, there will even be a
clay workshop. Then we can really try to
start assisted living programs from these
institutions. Only when the basic con-
ditions-light, water, and sewerage-are
functioning properly, one can start thin-
king about specific services that increase
the quality of life. Another problem is that
these institutions are simply not built as
a care institution. Often any old building
which in fact did not meet any criteria
was put into use. Quite the opposite to
the rest of Europe, where new construc-
tions, tailored to a specific service, are
raised for these situations.

I surely have learned a lot along the past
year and a half; this is a new department,
servicing a very broad terrain. Extremely
fascinating and interesting. Thanks to this
work, | have met many interesting and
very experienced people—from various
European countries—with tremendous
knowledge in this area. The fact that | can
really contribute to the medical/social
structure of my country, settle abuses |
have seen in the past, provides me with
great satisfaction. The directors of the
various institutions know only too well |
have an enormous drive to change things,
professionally as well as personally. And
apparently, that is contagious. Or else I'll
see to that. For example, there was that
institution that | kept calling by phone
every two weeks: “And? What about the
new mattresses?” Eventually, | got into
a conversation with a medical supplies
company and they were like “ ... what’s
the problem anyway? This doesn’t have
to cost that much!” And we were able to
extricate funds for this. Because we de-
finitely wanted the bedridden patients to
have adequate mattresses. If you really
commit yourself to something, you will
see that it just is possible. There are plenty
of examples. That simple wheelchair, that
bathroom; those can just get there where
they are needed. And it is not just pos-
sible, but often not even that difficult to
manage.

I really do want to change social servi-
ces. | am by nature someone who wants
to change things, | did that already in my
previous career in finance. To find out la-
ter, after | had left, everything was done
in the old way. Oh well. Anyway: this job
has made me stronger. | get a lot of energy
out of it. And to see that | can really chan-
ge things—together with my employees—is
nothing less than inspiring.
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Oksana lhnatyzhak

OkcaHa IrHaTuxak

Ha Toit uac, Konu ypaa wykaB KOrocb, Wo6 3anoBHUTK L0 nocagy, f
3aKkiHUMMa BUBYEHHSI MeHe[)XMEHTY Ta o6ilMana nocapy AupekTopa
TYpUCTUYHOrO 3aknagy. Lle cnpaBgi 30BCiM iHWe none. OTXe, W06 MOXHa
6y/10 NOBHICTIO 3pO3YMITH, WO U PYHKUiA HacnpaBAai 03Havyae, Yn MeHi
ue nigxoauTb, S crneplwy BigBifana yci nofibHi yctaHoBu B KapnaTax.
f1 npocTo xoTina Ha BRacHi o4i No6aunTu siIK BUrNSAAE MOBCAKAEHHE
XUTTS, chopMyBaTU 06’'€KTUBHUIA 06pPas, a TaKOX NOGAYNTU PO36INKHOCTI.
CTano sicHo, wo 3aknag y Typ'i PemeTi 6yB y Haitripwomy cTaHi. Lle 6yno
CnpaBXXHiM BUKNKOM!

A 3pebinbworo A6at0 Npo NOriCTUKY TYT, W06 BCe MPOMLWIO FIafKo i
Wo6 AKICTb XUTTS B LbOMY BifiHOLWEHHi ONTMManbHO NiATpUMYyBanacs —
HacnpaBgi, Lie He TakK, Ik Ha MOTii nonepegHi po6oTi. PisHUUS - NHO4CbKUIA
tdhakTOp; Ntoamn TYT He B 3M03i nog6atu npo cebe. Po6oTa TyT - Le Moe
npusHayeHHsA. 1 € TYT 3 AKOICb NPUYMHW. | 9 BiptO, WO Ue NpU3HaYeHHsA
npe 3Bepxy. Lis po6oTa 3pobuna MeHe M'AKLLIO, YyTAMBILLO. A paHile
6yfla MeHLW eMoLiHOoM.  Tak 3BaHa “CUfibHa XiHKA"; MeHe Te TaK Nerko
MOXHa 3aCMyTUTWU. Anle KONW 51 BMeplue npuiia coaun, MeHe Bpasuna
3HeBipa. AKiCTb XUTTA 6yna HaCTiIbKU NPUrONOMLUAIMBO HU3bKOMD, WO A
3agymanacs, Sk MOXHa B3arani TyT BUXuUTWU. Tofi s 3anuTana cebe: gns
KOro A ue 6yay po6uTtu? f novana nepernsgatu dainu (oco6oBi cnpasm):
“XTO Ui ntoan? | AK BOHU onuHUAMcA TyT?” | NepeKkoHaHHs, Wo A TyT Ha
CBOEMY MicLi, i MeHe HasgorHano rnubéoke 6GakaHHs [OMNOMOITU LUM
NoAsAM.

3a YOTMpKM POKM, AKI A TYT Npawutolo, MeHi BAanocs, y YoTUpbox BuMagkax,
KOrocb BMBECTWU 3 LbOro 3aknagy. Mu smornu 3giiCHUTU MO3UTUBHUN
NOBOPOT Yy IXHbOMY XXWUTTIi, i BOHM 3apa3 MalTb HOpMasbHe XUTTA 3i
cBoimu ciMm'amu. Lle wocb HebayeHe B YKpaiHi. Hanpuknapg, y HinepnaHpax
CTaHAapTHMMMNPOLLECOM €:0340POBJ/IEHHSA, pecolianisauisigakHanwsunawe
NOBEPHEHHS B CyCNiNbCTBO. Ane KONU BU NOTpanfisfeTe y Takum 3aknag y
Hallin KpaiHi, ue, AK npaBuo, Ha Bce XUTTsa. Kpanka.

Y Hac 6yno ABa KJIeHTW, AKUX fepxaBa BU3Hana «Hepie3faTHUMMW»:
74-piyHWiA YONOBIK Ta MOIOANI YONOBIK. BOHM «06TAXYBanu» cBOI CiM'T i 1x
NiALWTOBXHYNN Jo npoueaypu ohopMNeHHs HelieagaTHOCTI. K Hacnigok,
Ui YONOBIKM BTpaTUAMN OpUCAMKLIO. MU nepeTArysanu ix 3 04HOro cyay B
iHWKWIN aBa poku. BpewTi-pelwT, HaM BAanocsa 3anpocuTu 4o po3rnagy uier
cnpaBu eKcnepTiB HesanexHoro «MeauyHoro cyay». CTaplioro 4yosnoBika
3pewTolo 3abpana fOLOMY Meplla APYXUHA, @ MOIOAUIA YOJIOBIK 3apas
npautoe B Knuesi, HaBiTb Mae nnaHun oapyxutucs!

IHWKWIN Npuknapj: HacTOATeNb CYCiAHbOroO MOHAacTUpPSA LIyKaB ntofen, AKi
MOrnn 6 fOMNOMOrTVM NOMY AOrNAAaT TEPUTOPI0 HABKOIO MOHACTUPSA Ta

TYP'Sl PEMETIBCHKHA
TICHXOHEBPOJIOITYHHH
IHTEPHAT

OkcaHa IrHaTukak, inonor ta KONULIHSA BYMTESIbKA YKpaiHCbKOI
MOBM, AMPEKTOpKa 4osoBi4yoro iHTepHaty B Typ'i Pemerti, wo
npn6ansHo 3a 35 KM Ha cxig Big Yxropoga. Lle, 3BicHo, HeBecene
Micye: gBa npocTopi, gewo 6e3nagHi TabipHi MagaHYnku 3
rnogekyAun HanieapynHoBaHUMuU 6yiBASIMY, WO HarafyroTb Ka3zapmu,
no sikux 6nykaroTb nMoHag 320 KJI€HTIB, i3 LUMPOKUM CrEKTPOM
MCUXiYHMX npo6aeM: Bif HE3HaYHUX MOpylleHb A0 CepHo3HUX
rncuxiyHMx posnagis. Ase, rornpu Bce, TYT MOXHa MOMITUTU PIi3HI
B/JOCKOHaJIEHHS i, HE B OCTaHHIO Yepry 3aBAAKW Ui MO3UTUBHIN,
peaniCTUYHIN i CMMMNaTUYHIN KepiBHULI, Ka OonaHOBYye MUCTELTBO
onTumisayii cuTyayin 3 06MeXeHUMMN pecypcam.

Ha ¢depwmi. Lle 6yna nnaTtHa po6oTa. [oTiM MU 03HaNOMWUIIM ABOX HaLLMUX
KNIEHTIB i3 cuTyauieto, WO ckNlanacs; wob 3po3yMmiTh, Un 6yayTb BOHU
TaM noyyBaTtu ce6e kombopTHO. OAMH i3 ABOX YOMOBIKIB, AKWIA LLe MaB
npaBo3faTHICTb, BUSBUB 6a)KaHHS TaM XWUTW i NnpautoBaTu, i MM 3mMornm
MNoro 3anuwnTu Tam. Ane 6yB 1 iHWINA MONOANIN YONOBIK, AKWUIA 3@ NneYMma
MaB TpariyHy icTopito. BiH nopaHnB HOXXxeM cBOtO 6abycto, Nicss Yoro Noro
NOoMiCTUAM JO0 NCcUxiaTpUYHOI NONiKAiHIKK, @ NOTiM oro ciM’s Bignpasuna
noro Ao Haworo 3aknagy. Mu nonpocunu p[o03BOJYy Yy MOro martepi
[O3BONIUTY MOMY NpawutoBaT B MOHACTMPI, Ha NPo6Hil ocHoBI. Lle paBano

NOMYy MOXNUBICTb NepebyBaTv Y MUPHOMY CepefoBULLi, ke oMYy 6yno
TaK NoTpi6He. Y MoHacTUpi BiH MaB BRacHy KiMHaTy i Mir JO6poBiNibHO
BiAABiZyBaTM LLepPKOBHI Cny>6U. 3 Haworo 60Ky, MOrno 6yTu AOCTaTHbO
pPO6GMTM NOMY OHY iH'EKLitO Ha MiCSiLb, SKY MW MOFIM TaM BBOAMUTMU, @ iHOZ
BiH MPOCTO, 3a BAACHOIO iHiLiaTUBOIO, MPUXOAUB ANS LbOro A0 Hac. Moro
MaTu, BpewTi-pewT, 4O3BOoAMNa NOMYy CKacyBaTu peecTpaLito y Halomy
3aknagi, i BiH 3apas XuBe B MoHacTupi. Lle npuknaaum, aki ByaTb Hac, Wwo
MW MOXEMO 3po6UTK HabaraTo binblue, HiXK MPUAHATO BBaXaTW.

TyT € WwWocb ocobnnBe aKkTyanbHe: Ha AaHU MOMEHT Yy MeHe 326 KJIEHTIB,
cepef AKUX arpecuBHi NauieHTH, ankoroniku, HapKoOMaHu, ryxi nayieHTun.
BCiBOHM XMBYTb pa3oM. AKLLO XTOCb i3 HE3HAYHOI MCUXIYHOK NPO61EMOIO
OMUHSIETBCA TYT, A1 TAKOrO NauieHTa Lie cnpaBfAi 3arpoXxye peungmBom.
Ocb YOMYy TaK BaXIMBO BUBECTU MOro 3BiACKM sSikOMOra wBuplle, K y
BMNaAKYy 3 OHAKOM, iKW NopaHuB 6abycto. Ane Halli iHTepHaTHI 3aknagm
pajle He CTBOpPEHi ANnA AONOMOrM nauieHTam. Taki 3aknafau iCHYHTb
A8 TOro, Wo6 cycninbCcTBO MO0 NO36yTUCH TaKUX NoAen, Wob MoxHa
6yno Npo Hux 3abyTu. Jlroam, BiA AKMUX Ui NauieHTU NOBMHHI 3anexartw,
CTaBNATbCA 4O HUX, K A0 cMITTA. | Toai 3'ABNaAeTbCs We ofHa poOAMHa,
fAKa CKMAae Ha Hac CBOK “npobnemy”... IHOAI IXHIO CUTyaLit0o MOXHa
3p0O3yMiTH, ane B 6iNbWOCTi BUNaAKiB... Lle Moxxe 6yTu HenpaBWUNbHO, ane
MW HacnpaBfi He MOXeMO MOBOAUTUCH 3 LUMU NOAbMU [06p0O3NYINBO.
MU NpoCTO 3acyg>XYyEMO iX.

CycninbCTBO AMBUTLCA Ha LUX YOJIOBIKiB TakK, Hi6U BOHM € He6e3neYHnMmn
3M104YNHUAMU. A Ue, 3a BUHATKOM MOOAMHOKUX BMMAAKiB, — MNpPOCTO
HOHCeHC. | TyT, HaBiTb MicnAs HaWTpuBianbHiWOI NOAiII, MM MaEMO MaTu
cnpaBy 3 generauieto 3aHENOKOEHNX XXUTENIB Cena, AKi ONUHAIOTbLCA Y Hac
Ha Nopoa3i, i 1 3HOBY NOBMHHA MOSICHIOBATMW, WO List yCTaHOBA HiKONN He Byna
NPUYETHOIO A0 XXOAHOrO CEepPMO3HOro iHUMAEHTY 3a Bci 60 pokiB cBOro
icHyBaHHs. |, 3ayBaXKTe, MU TyT npautoemo nonosuHoto cena (!). OgHoro
pasy A 3HsANa Ha BXxoAi Tabnnuyky «3akpuTa ycTaHoBa», 60 Le iHTepHaT!
Micnsiyoro Ha Hac «BNano nekaox». CycninbCcTBO pajLue XoTino 6, wo6 Hawa
ycTaHoBa 6yna BiAropoAxeHa Ko/to4YnM poTOM 3 eN1IeKTPUYHUM CTPYMOM.
LincHo BaXKko nepekoHaTu YKpaiHy, o A0 KOXHOIO Cif CTaBUTUCS AK [0
noguMHn. Ane Mnm HamaraemMochb 3 ycix cun.

CnoyaTky y MeHe 6yna HeraTuBHe Bpa)XeHHs Nicns MOET NepLuoi 3ycTpiyi 3i
SOFT tulip. Bce Burnsgano sikocb abcypAHo; 6a3yBanocs Ha 30BCiM iHLWI
cuTyalii, HiXX y Hac. BignpaBnaTu nauieHTiB y cycninbcTBo ?! AK MOXHa
aymaTu npo ue! Ham 30BciM He BUCTa4ano 3aco6iB, MeAMUYHNUX Ta iHLWKX,
06 MOXKHa 6yn0 3po6UTH Lie BiANOBIAANbHO | HANEXHUM YMHOM. Y Tivacu
AN Hac iCHyBano nuwe ofHe BU3HAYEHHS NMOHATTA “gonomora”: rpoui.
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KnieHTiB y 3aknagi «Typ'si Pemeta» / clients at the Turya Remeta Institution

Oksana lhnatyzhak, philologist and for-
mer Ukrainian language teacher, is the
director of the men’s boarding institu-
tion at Turya Remeta, some 35 km east
of Oezjhorod. Certainly not a cheerful
place: two spacious, somewhat messy,
camp-like sites with sometimes dilapi-
dated barracks, on which more than
320 clients, with a wide spectrum of
limited to serious mental problems,
roam around. But various improvements
are notable, not least thanks to this
positive, realistic and sympathetic mana-
ger, who masters the art of optimizing
situations with limited resources.

About the time the government was loo-
king for someone to fulfill this position,
I had completed a management study
and a government position as a director
of a tourist facility. Indeed; a completely
different field. So, in order to be able to
fully understand what the function really
meant—or if | would be suitable for this-I
first visited all institutions like this in the
Carpathians. Just to see with my own eyes
how daily life went on, to form an objec-
tive image, also of the mutual differences.
It became clear that Turja Remeta was the
one in the worst condition. A challenge!

I mainly take care of the logistics here, so
that everything runs smoothly and that
the quality of life is optimally supported
in that respect—in fact not unlike in my
previous job. The difference is the human
factor; the people here are unable to take
care of themselves. Working here is my
destination. I'm here for a reason. And |
do believe that comes from above.

This work has made me milder, more sen-
sitive. | used to be less emotional. | am
a so-called “strong woman”; not easily
upset. But when [ first came here | was
struck with disbelief. The quality of life
was so staggeringly low that | wondered
how one could survive here at all. Then |
asked myself: Who am | going to do this
for? | started going through the files: “who
are these people? And how did they end
up here?” And the conviction that | was
here at my place and a deep desire to help
these people overtook me.

In the four years that | have been working
here, | have managed, in four cases, to
get somebody out. We have been able
to provide their lives with a positive turn
and they now have a normal life with their
families, something unprecedented in
Ukraine. In the Netherlands, for instance,
the standard process is: healing, re-socia-
lizing and-as soon as possible-back into
society. But when you get institutionali-
zed in this country it is—commonly—for
the rest of your life. Period.

We had two clients here who were decla-
red “incapable” by the state: a 74-year-old
man and a young man. They “burdened”
their families and were pushed into a pro-
cedure. And lost their jurisdiction. We
dragged them from one court to another
for two years. Eventually we were able to
call in experts from an independent “Me-
dical Court”. The older man was eventu-
ally taken home by his first wife and the
young man is now working in Kiev, even
has wedding plans!
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CycninbCcTBO ANBUTBHCS Ha LMUX YOJI0BIKIB Tak, Hi6U BOHU € He6e3rne4YHUMU 3J109YUHLSIMU.

Te, Npo WO HaM roBOpwunM ronnaHAui 3gaBanocs iHTenekTyanisauieto
Halmx Npo6neM; NOHATTS, A0 AKUX MU MPOCTO He 6ynu roToBi. 4 Aana
M 3pO3yMiTH, LLLO BOHU AINCHO NOBUHHI 6yNn 3anponoHyBaTW HaM LWOCh,
BMXOAAYM 3 Hawoi cuTyauii. Epik XoeHkamn [ncuxiatp 3 MapHacii (pea.)]
3anponoHyBaB Wo6 MW TakKoX chnpobyBanu 3po6WUTM LWOCb Y LbOMY
HanpsiMKy. | TOMy MU noyanu po3rnsgaTu cnpasy B 6e3npeLefeHTHIn ans
MeHe aTMocdepi BiAKPUTOCTi Ta YeCHOCTI. | 1 noyana pos3yMiTv NOMUNKW,
gonyweHi B MuHynomy. lMonepefHi AupekTopu 3 OYAb-iIKUX NPUYUH
NPOCTO BUABUANCA HECNPOMOXHUMU cHOPMYNtoBaTU afeKBaTHUIA 3anuT
npo gonomory. AKuwo 6yn0 NpoxaHHs Npo AONOMOryY Bif nepcoHany — horo
irHopyBanu a6o He nepepasanu. KoxxHa popma fonomoriu, 6yna BoHa Ym Hi
y BiANoBifb Ha NoTpeby, 6e3nepeyHo npuinManacs i notim 6yna npumMycoso
3BeAeHa A0 HallMX MeToAiB. 3BUYaMHO, Mae 6YTU HaBMaKu: MU NOBUHHI
YCBiAOMIOBATU L0 MU 3HAEMO, i BKA3aTW YO0 MU XO4EMO, LLLO6 BU MOMIN
3anponoHyBaTu NpaBWUIbHUI BUA 4ONOMOIU.

KNieHTIB y 3aknagi «Typ's PemeTa»
clients at the Turya Remeta Institution

} A

Y peanictuyHomy gianosi 3i SOFT tulip, akuin BigbyBcA nisHiwe, mMu
MOFIX peanbHO MoYyaTu cKiafaTu niaHu, ki 6ynu BaxAMBUMM AN HAc
i HaWmMx KNieHTiB. Hanpuknag, AK TPEHIHr 3 KOHTPOJIO Haj arpecieto — Ak
3axucTUTU cebe, K 3BepTaTMUCS O NauieHTa, He AMBUTUCA B OYi TOLLO.
Lle 6ynu Ti 6a30Bi 3HaHHS, AKNX HaM He BUcTadano. Bce 6inblue i 6inblie
KpOKiB po6unocsi, BUXoAsYM 3 TOro, WO HaMm crnpaBai 6yno noTpi6Ho.
ToMy WO MU cami MOBMHHI BUpilLyBaTU CBOI Npo6aeMu, ane iHWi noau,
MOXYTb BKasaTu NpaBWiibHUI Wnsax. Po6ounii BisuT, AKKI A 3giicHUNa
0o HigepnaHgiB y LbOMY KOHTEKCTI, BiAKPUB MeHi o4i Aons uboro. Y Bac
y HigepnaHpgax icHye UiNKOM iHWa KynbTypa HagaHHA ncuxiaTpu4vHol
[OMOMOrM, 0CO6/MBO CTOCOBHO MaLiEHTIB; BM Ha [EeCATKM pokKiB
BunepepyKaeTe Hac. Tenep A Kpalle po3yMito 3HAYEHHS JiANbHOCTI BaLIMX
TpeHepiB. 3apa3 Ha FOPU30HTI € TOYKA, Ha AKY MU MOXXEMO OpiEHTyBaTUCA.
¢ cnoaiBatocs, WO 3 BalLOK JONOMOro MU 3MOXEMO AOCATTU 3MiH!

3 Epikom XoeHkamnom (Ipyna lNapHacisi) nig yac vioro Biauty B Typ'to PemeTty (kBiteHb 2019 p.)

a) , during his visit at

(right) with Erik Hoencamp (Parnassi Turya Remata (april 2019)

Another example: the abbot of a ne-
arby monastery was looking for people
who could help him out maintaining the
grounds around the abbey and on the
farm. Paid work. We then introduced
two of our clients to the situation there;
whether they could feel comfortable the-
re. One of the two men-who still had his
legal capacity—wanted to live and work
there and we were able to leave him the-
re. And then there was that other young
man, with quite a history behind him. He
had injured his grandmother with a knife,
was admitted to a psychiatric clinic and
then sent to our institution by his family.
We asked his mother for permission to
let him work at the monastery, on a trial
basis. That provided him with a much
needed peaceful environment. He had a
room for himself and, voluntarily, atten-
ded church services. We could suffice
with one injection per month, which we
could administer there, and sometimes he
would just come by for this, on his own
initiative. His mother eventually let him
deregister here and he now lives in the
monastery. These are examples which
teach us we can do much more than is
commonly thought.

Something of particular relevance here: |
currently have 326 clients, including ag-
gressive patients, alcohol and drug ad-
dicts, deaf patients. All living together. If
someone with a minor mental problem
ends up here, he really is in danger of re-
lapsing. That is why it is so important to
get him out of here as quickly as possible,
as in the case of the boy who injured his
grandmother. But our boarding instituti-
ons are rather not set up to help patients,
but to get rid of them, to forget them. They
are treated like garbage, by people they
should be able to depend on. And then
yet another family comes along to dump
their “problem” ... Very understandable
sometimes, but in most cases ... It may be
wrong, but we really can’t bring it on to
treat these people kindly. We just have a
go at them.

Society looks upon these men as if they
are dangerous criminals. And that-apart
from very few cases—is plain nonsense.
And here, even after a most trivial event,
we have to deal with a delegation of
concerned villagers at our doorstep and
I have to explain, again, that this institu-
tion had never been involved in even one
serious incident, in its whole 60 years of
history. And, mind you, we employ half
the village here(!). At one point | removed
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the sign “Closed Institution” at the entran-
ce, because this is a boarding institution!
Hell broke loose on us. Society would
rather have an electric fence around our
grounds. It is really difficult to convince
Ukraine that everyone should be treated
as a human being. But we try our best.

Initially, | had a negative opinion about
my first encounter with SOFT tulip. It
all came across kind of absurd; based
on a totally different situation than ours.
Sending patients into society?! The very
thought! We completely lacked the
means, medical and otherwise, to be able
to do so in a somewhat responsible man-
ner. In those days there was only one defi-
nition of “help” for us: money. Their mes-
sage seemed an intellectualization of our
problems; concepts that we simply were
not ready for. | made it clear that they re-
ally had to come up with a view based on
our situation. Erik Hoencamp [psychiatrist
at Parnassia (ed.)] suggested meeting each
other halfway. And so we began to look at
the matter in an—unprecedented, to me—
atmosphere of openness and honesty.
And | began to understand the mistakes
made in the past. The previous directors,
for all kinds of reasons, simply proved
themselves unable to formulate an ade-
quate request for help. If there was a spe-
cific request for help from the staff, it was
ignored or not passed on. Every form of
help, whether or not it was in response to
a need, was unquestionably accepted and
then forced into our methods. It should, of
course, be the other way round: we must
ensure ourselves that we know and indi-
cate what we want, so you can offer the
right kind of help.

In the realistic dialogue with SOFT tulip
that followed, we could really start ma-
king plans that mattered: like aggression
control training—how to protect yourself,
how to address the patient, to not look
into the eyes, and so on; basic know-
ledge, which we lacked. More and more
steps were taken, based on what we really
needed. Because we do have to solve our
problems ourselves, but you people can
indicate the right path. The working visit
I made to the Netherlands in this context
has opened my eyes to this end. There
is such a different culture in psychiatric
care, especially in relation to patients; you
are just decades ahead. Now | understand
better the significance of the activities of
your trainers. There now is a point on the
horizon we can focus on. With your help,
I hope!



34

Erik Hoencamp

Epik XoeHKkamMn

3akiHuMBWKN HaBYaHHA B JlengeHi, 1 ciyHA 1975 poky A posnoyaB
HaBuyaTucs B Maasi. 4 hakTMYHO 6yB CBiAKOM TOr0, AK BUHUKAE | BMiHIOETbCA
roNnaHACbKUA MNCUXiaTPUYHKUIA CBIT: yTBOpeHHA RIAGG [PerioHanbHa
ycTaHoBa aM6ynaTopHOro ncuxiyHoro 3fgopoB's (pea.)l, NoTiM yTBOpeHHs
BEJIMKMX OpraHizauin, a Tofi GopMyBaHHS LyXe BEJIMKUX KOHIIOMepaTiB,
Takux, K rpyna «lNapHacisi». My, 1 Mato Ha yBasi ycTaHoBa bnomeHganb
(Bloemendaal), 3apas ue yacTtuHa rpynu «[apHacisi», paHilue 6y BeMKO
Ha 1200 nixok ycTaHoBOtO, Ae npautoBano 6nm3bko 1500 ocib. 3apas Bu
nepebyBaeTe B opraHisauil, wo Hanivye 13 000 ocib. Lle konocanbHi 3MiHK.
Mepwe3nutTaBia6ynocs 1ciuyHa 1998 poky. 3Rozenburg, Centrum Zeestraat
Ta 1 ciuHsa 1999 poky Bigbynocsa 3nutTa 3 RIAGG, Wwo 3HaxoauTbea B Maasi.
Takumu macwTabamum MU cnpaBAi BUNepeaXanu Haw yac. | 3 4yacom yepes
3NUTTA Ta NapTHepCTBO rpyna «apHacisa» cTana Takoto, AKOK € CbOrOfHi,.
Lle pincHo Ay)e Benuka opradisauis, Mu oxonnaoemo Bci HigepnaHgw.
AKLEeHT pobutbcs Ha [iBHiYHIA Ta MiBaeHHIn MonnaHaii, ocob6nnBo Ha
KNiHIYHMX oAnHULAX. Be3ayMoBHO, 3apas, Konu Biagbdynoca 3nuTTa 3 Antes,
wo y PoTTepaami, 0CHOBHa YacTMHa HaLOi OpraHi3auii, 0cO6MBO KiHIYHi
3aKnagmn, 3HaxoauTbCA y 3axigHin yacTuHi HigepnaHgis.

1 npautoBaB B IHAoHesil, €ErunTi, CypiHamMi Ta AHTUNbCbKUX OCTPOBAX,
a 3 1993 no 2016 pik Takox B AnbaHii Ta KocoBi. ToX 1 MaB NeBHWW
[OCBiA po60TH 3 iHWMMKU poBOYMMU cepeAoBULLAMU — B OCHOBHOMY 3
YUCTOro iHTepecy, 3 LikaBoCTi. Bu MoxeTe po6uTu YyaoBi pedi Tam, ane
ue 6yno TakoX Beceno, LikaBo Ta iHbopMaTUBHO, HaBiTb aBaHTIOPHO. |
HacnpaBgi, Yyepes 36ir 06CTaBUH A BifABiAaB KOHBeHLUit0 B KMeEBi, a NoTim
— £ Wle HaBiTb He BCTUI NOBEPHYTUCHA AOAOMY — BOHW 3anuTann MeHe,
yu xouy st moBepHyTUCs B YKpaiHy. Lle 6yno y 2011/2012 pokax. | BigTogi
MU npautoemo B YkpaiHi nig npanopom SOFT tulip, pa3om i3 iHwWKMuK
BUKNagadYaMu-iHCTpykTopaMu. f DXAXY Tyau pas abo ABivi Ha pik. 4
BCE Le Mam'siTalo CBOE Meplue BpaxeHHs: 60poHyBaHHs! 3BuMYaltHoO, A
He 6yB 30BCiM HeniAroToBMEHMI, HacnpaBgi, A 6arato NoAibHoro 6ayns
B An6aHii, Konu noaM 3aMep3anu 4O CMepTi, oM ronogysanu. Ane Ti
nepLi KOHPPOHTALIT 3 UMMM yKpaiHCbKMMM ycTaHOBaMu, 0co6nmBo B Typ'sa
PemeTa, 6ynu HacnpaBgi HENPUEMHUMM, EMOLLIHO 3BOPYLWANBUMMU. B Toi
yac, KofiM A TaMm nepebyBato, MOKKU 30CEPEAXYIOCb Ha po6oTi,A He HaATo
nepexmuBato 3 NpUBOAY TUX YMOB i 06CTaBUH. Ane, KONK Ni3Hile s roBopto
npo ue, Aymaro nNpo Te, WO s HacnpaBAi 6aynMB, KONM BOHO HacrnpaBgi
NMOBHICTIO YCBIAOMMIOETLCA... TiIbKU TOAI A MiIr peasibHO 3pO3yMiTH
MOHSATTS — Ha BigMiHY Big An6aHii — Wwo HacnpaBfi 03Hayae 6yTu
NPOKJIATOK CUCTEMOID, abo K CMCTEMA MOXe MpOKAACTU ntogen. Tam
6YyJ10 NPOCTO XaxJ/IMBO, He TifIbKM YMOBM AN NaUieHTiB, ane 1 CTaHOBMLLE
nepcoHany. Bonu B3arani He manu 3 ynm npauroBatu. KpaiHa eKOHOMIYHO
BMMPpana. | Bu MoxeTe ANBUTUCA Ha paAAHCbKY CUCTEMY SIK 3aBrofHo, ane
BOHa Mana neBHy aBTapKiyHy KoHUenuito. 3aknagm, iHTepHaTu, NOBUHHI

.:'s Parnassia Groep

Epik XoeHkamn, mnpogecop MnCUXoNori, B MUHYIOMY TpeHep-
BUKIagay AJsl ncuxiatpis, npayroe ncuxiatpom y “fapHacii”. CBoro
yacy BiH 6yB oAHMUM i3 AupekTopiB rpynu «[lapHacis», 30kpema,
KepiBHUKOM Cy)X6u gornsay 3a nayieHtamu. Takox npoTsiroM cBoel
kap’epu naH XoeHkamn npoBiB 6arato focjigxeHb. BiH 3alimMaBcs
BCIiM YWUM, 3a/IMLLIAKOYNCb aKTUBHUM 6ifisi TOTO, O 3aBXAMN AJ151 HbOro
6y/10 OCHOBHMM — Typ60Ta fpo rnauyieHTiB: “Koau Tv repecTaHeLl
po6UTH Le... Ue — He Aiy>XKe rapHa ifjes, OCKillbKu MOXHa cTaTu HagTo
“TeXHiYHUM".

6ynn MaTu MOXJIMBICTb NiATPUMYyBaTH cebe CaMOCTIMHO — BUPOLLYBaHHA
0oBOYIB TOWO. Hacnpasgai, Ay>xe 340poBa iges: Hiakoil “TpyaoBoi Tepanii”, a
MPOCTO... CaMe TaK BU XuBeTe. AKL0 BM He NpaLloeTe — BaM HiYoro ictu,
i AKWO y BaC HiYoro Hemae — BW nompeTe. Y Hac 6yno wochk nogiéHe B
Higepnangax, we o toro, sk A noyas npautosatu y 60-70-Ti poku. Toai
BUHWKNIM TaKi AYpHi HacTpoi, Tak, Hi6u Le 6yno noraHo, 60 “NOAM LUM
3noexuBanu”. B YkpaiHi noraHi igei 36epernucsa. HacnpaBgi npoknsTTs
noaen, BUBEAEHHS iX 3a Mexi cycninbcTBa, 36epiraHHs ix y Janekux
MicLAX, A€ HIXTO He XOTiB 6M XUTU. A NO3UTUBHUN acnekT — AKLLO BU
[aneko B ropax, To nNpo ce6e MoTPi6HO MikayBaTMUCS — 3HWK. I3onsauis
nvwe cTana 6inbll eKCTpeManbHo. | Lie Bce B po3nan Wiel eKOHOMIYHOT

6igHocTi. | Tak, Le npaBaa: AnbaHis, Hanpuknag, noginunacs Aesikumu 3
LMx acnekTiB. Ane, 3HOBY X Taku, Lie cepeA3eMHOMOPCbKa KpaiHa, i ue
CYTTEBO 3MiHIOE CUTYaLitO.

OAVH 3 NO3UTUBHUX €N1EeMEHTIB Y CTPYKTYPI, AKY M1 Maemo 3 SOFT tulip, Ha
MO0 AYMKY, NOSISirae B TOMY, WO YMManNo opraHisauiil NpautooTb pasom,
CNpUAKYM MNiABULLEHHIO MO3UTUBHOINO MNOTOKY 3HaHb. Ane cTaBfeHHS
TaKk caMO € BaX/nuMBuM. fK BU AyMaeTe, K BU fi€Te, KOHUeNTyanbHO?
Xopouwa piy y SOFT tulip nonsirae B TOMy, W0 BOHWU MpaLoOTb He TiNlbKK
Ha PiBHi HaBYaHHA BMIHHAM Ta 3HAHHAM, afie 1 Ha TOMY, Ha AKOMY BCe
3abe3nevyeTbCcs afMiHICTPAaTUBHO, | PO3rNAAal0Th CUCTEMY B LIiSIOMY.

A no6nto npouecu i Ntobnto getani B npoueci. MoXnnBo AnBHa KOMbiHaLisA
Ha Meplwunin nornsga, ane, AKWO BU He 6aunTe aeTanei, BU He MOXeTe
pO3yMiTU NpoLecH,ifKLL0 BUHE 6a4nMTe NPOLECiB, BUHE MOXETE MpaLoBaTu
3 getansamu. | Konu B roBopuTe Npo AeTani — AKWO NauieHTy panToBo
NOTPIOHI NiKK Yyepes Te, WO BiH pO3NIOTUBCSA, Hanpukniag, B Typ'a PemeTa,
BOHW NPOCTO HE MOXYTb NPOCTO MPUAHATKU PiLLEHHS MPO T€, WO POBGUTH.
Apnxe ue pakTUYHO BigNoBifaNnbHICTb NiKapHi, ska po3TalloBaHa nNiBTopw,
ABi roanHn i3am 3BiaTKU. LU0 X, AKLLO BU HE MOXETe LbOro BMpIiUUTH, TO B
YoMy nonsirae KOpMcTb 3MiHM npouecy? | ue, 6€3yMOBHO, 3axonJitoroye Ta
HaByYasibHe, 0CO6MBO 3 TOUYKM 30pY MEHeXepa.

CborofHi Mu 6inblle BUCTYMaemo, ckaximo, Kk dacunitatopu. 9 mato
ineto, Wo 3apas M1 MOXeMO 06'eAHATU NtoAeN, AKUX paHille HEMOXIINBO
6yno 3i6paTu pasom, 60 Le HIKONM He BBaXkanocsa HeobXiAHUM. YKpaiHa,
3BUYarHO, MPOCTO KpaiHa; y KOXXHOro CBOSA TEPUTOPIA, BIACHUIA MarasuH,
CBOI iHTepecH. | MOKU € WoChb, W0 MOXHa 3406y TW, BOHW BCi LLbOro NparHyThb,
ane K TiIbKW BOHW MOBWHHI 3p06UTK CBil BHeCOK... LLlo6 3i6paTu ntopen
pasom noTpibHO AoknacTu Benuki sycunns! | ue ayxe KOHKpeTHO; ToAi
y Bac € 7 abo 8 AMpeKTOpiB iHTepHaTIB, fKi MPOCTO HE MalTb YyTTA ANs
po60TH B KOMaHAi, Ha 6yab-aky Temy. Ha noyaTky BOHM pigko B3arani
Manu 6yab-sikuii KOHTaKT! CbOorofHi, Xxoya e BXe € Maixe 060B'A3KOBOIO
BMMOIOIO, BOHW BCe Llie YTPUMYIOTbCA Bif cniBnpadi. Lle gosra i 3aBuBucTa
fgopora. Cnoyatky Tpe6a 6yayBaTu CTOCYHKU, AOBIPATU OAUH OfHOMY. By,
3peLUTOLO, TAaKOX MOBUHHI 6yTW rOTOBI CKasaTu Te, NPO WO CAif FOBOPUTMH.
Hy, 3a3Buyan LUboro He po6ull Mig Yac nepworo BisuTy. Bu 6aunte, Wo
6arato ntogenn — HYO, cnyxx60BUi LONOMOTN — NPUAYMYIOTb reHianbHi pedi,
a 3rofoM 6inblue HiXTO HikoNK iX He 6aunTb. TiNbKM KOMWU MPUDKAKaEL
TyAW pas uu fBa pasu Ha piK, TU «NiApo6NAsiEW 3B'A30K 3 UMMM IOAbMU». A
Le BiAHOCUHK, Ha fo6pe UM Ha 311e. |, AyMatoum Npo Takuit noraHui yac... A
HiKONM He 3a6byay, Ak Le 6yno B ntotoMy 2014 poky. My o6ifanu 3 gekinbkoma
AVpeKTopamu i 6a4nMMo, K TaHKK KOTSITbCs B KpM No Tene6ayeHHto... Le
TeX pevi, AKi 3MYLYTb Hac 36MKaTUCA OAUH 3 OAHUM.

Erik Hoencamp, emeritus professor of
psychology and former trainer of psychia-
trists, works as a psychiatrist at Parnassia.
He was one of the directors of the Parnas-
sia Group, here in patient care manage-
ment in particular. He has also done a lot
of research throughout his career. And all
of this while staying active at the base; pa-
tient care: “...when you would stop doing
5o ... not a good idea; one might become
very “technical”.

After completing my studies in Leiden, |
started my training in The Hague, January
1, 1975; | have actually seen the Dutch
psychiatry world emerge and change: the
formation of the RIAGGs [Regional Insti-
tution for Ambulatory Mental Healthcare
(ed.)]-then the formation of the large or-
ganizations and then the formation of the
very large conglomerates such as the Par-
nassia group. We -and | mean Bloemen-
daal, now part of the Parnassia group—
used to be big; 1,200 beds, employing
around 1,500 people. Now you are in an
organization with 13,000 people. Colos-
sal changes. The first merger was on Janu-
ary 1, ‘98, with Rozenburg, Centrum Zee-
straat and January 1, ‘99 with the RIAGGs,
in The Hague. We were really ahead of
our time in this kind of scale. And over
time, the Parnassia group has become
what it is today through mergers and part-
nerships. It is really, really big; we cover
the whole of the Netherlands. The emp-
hasis is in North and South Holland, espe-
cially the clinical units. Certainly now that
the merger with Antes—in Rotterdam—has
taken place, the main part, especially in
the clinical capacity, is in the western part
of the Netherlands.

I have worked in Indonesia, Egypt, Suri-
name and the Antilles, and from 1993 to
2016 | also worked in Albania and Ko-
sovo. So | did have some experience with
other working environments—mainly out
of sheer interest, curiosity. You can do
all kinds of very wonderful things there,
but it was also fun, interesting and edu-
cational, even adventurous, sometimes.
And actually, due to coincidental circum-
stances, | visited a convention in Kiev and
thereafter--1 wasn’t even home yet—they
asked me if | would like to go back to Uk-
raine. That was in 2011/2012. And since
then we have been working there, under
the flag of SOFT tulip, with the co-insti-
tutions. | go there once or twice a year.

| still remember my first impression:
harrowing! Of course | wasn't totally
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unprepared, | did really experience a lot
in Albania; people frozen to death, peo-
ple starving. But those first confrontations
with these Ukranian institutions, especi-
ally Turya Remeta, were really distressing,
emotionally moving. Not while you are
there, while you focus on working, but
as you come to talk about it later, think
about it, the things you've actually have
seen, when it really sinks in... only then
could I really comprehend the notion—un-
like in Albania-what it really means to be
damned by a system, or how a system can
damn people. It was just horrible there,
not only the conditions for the patients,
but also the situation of the staff. They
didn’t have anything to work with.

The country was economically dying.
And you can look upon the Soviet sys-
tem anyway you like, but it did have a
certain autarkic concept; the instition, the
internats, had to be able to support them-
selves. Growing vegetables and the like.
Actually, a very healthy idea: no “labor
therapy” but just ...that’s how you live. If
you don’t work, you have nothing to eat
and if you don’t have anything to eat, you
die. Actually we have had something si-
milar in the Netherlands, until | started in
the 60s and 70s. Back then a kind of silly
sentiment arose, like this was a bad thing,
for “people were being abused by this”.
In Ukraine the bad ideas were preserved;
actually damning people, putting them
outside of society, storing them in far
away places, where nobody would like to
live. And the positive aspect-if you are far
in the mountains, then you have to take
care of yourself-vanished. And the isola-
tion only became more extreme. And that
in the midst of this economic misery. And
yes, it’s true: Albania, for example, shared
some of these aspects. But then again,
that is a Mediterranean country and that
makes a significant difference.

One of the positive elements within the
construction we have with SOFT tulip
is, in my opinion, that quite a bunch of
organizations work together; raising a po-
sitive flow of knowledge. But attitude is
just as important. How do you think, how
do you act, conceptually? The good thing
about SOFT tulip is that they not only
work at a skills and knowledge training
level but also on the level at which things
are secured administratively, and take up
the system as a whole.

I love processes and | love details in the
process. Maybe a strange combination
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3apagu bora, He igb TyAM i He NOBOAbLCSA Tak, AK BCe3Hauka 3i 3axogy!

OpHo3HayHO, BiABiAyBaHHA YKpaiHM 0co6MCTO 36arayye Ta HaBuYae.
He3HaHHA MOBW YacTo HaBiTb Aonomarae To6i Kpalie po3nuTyBaTu Npo
6arato peyei. ToX y LLbOMY MJaHi Le ayxe uikaBo. Kpim Toro, a6o, kpatue
cKasaTu, BpeLTi-pewT, TakoX AyXe uikaBo, AK NAN B3aeMOJiloTb, i
nepcoHan, i nayieHTn. | Tak, Le HaBYyasbHO. KOHTEKCT MOXe 6YTU PiZHUM,
ane nAW HacnpasAi O4HaKoOBI. | Malxe aBTOMaTU4YHO, BU MOYMHAETE
CTaBWUTU peui B nepcrekTuBy. Y Higepnangax Myu JOCKOHaNo cKapXMMochb
HaBce. Ane, nNoBepTaoyuCh 3 YKpaiHu, T AyMaELL: Hy, X10MLi, Tpoxu nerwe!
limnposisynTe. 3apaau bora, He igbTe TyAM | NOBOAbTECH AK «BCE3HaNKa»
3i 3axoay; BaM NpoCTO He BUCTayae 3acobiB, rpowei i po3ymiHHA. Bam
KpalLe NancTum 3 NOTOKOM, BUKOPUCTOBYBATU HasiBHi pecypcu. Mu po6umo
Lie BXe KiflbKa poKiB, afie BCe e CTUKAEMOCSA 3 YSIBJIEHHSIM NpPO Te, L0 BCe
Mae 6yTH TakK, ik Ha 3axogi. A Lie, MOXJIMBO, He HalKpalla iges.

BeanepeyHo, B pagaHCbKi Yacu NeBHi peyi AiiCHO He 6yNv ONTUManbHUMMU.
MoTiMm Tpoxu cuTyauia nokpawmnacs. bes npob6nem MoxHa 3HaNTH
nogen noxunoro Biky, Hanpuknag, y MNMonbui, SKi Wwe A0Ci NeMeHTYoTb:
“NpUHaNMHI, My TOAi 3HaNW, YOro YyekaTu. A Ui TenepiwHi MoAepHi3Mu, OT
B Haw 4ac...” Ane 3apas Bce, 3BMYANHO, 3a/1€XXUTb Bifi HOBOIO NOKOJIiHHS.
Ak BOHM niaxonnATb crnpasu? Lo X, Bi3bMiTb npukaag Muxaina [M.
MeTpiwka, HavyanbHUK BigAiny couianbHMx nNuTaHb y Kapnatax (pea.)l;
TaKuUi iCTOTHO iHWKWIA MaricTpaT, HiX noro nonepefHuku! A6o OkcaHa [O.
IrHaTUXXaK, AupeKkTop 3aknaay Typ'sa Pemerta (pefd.)]; Takox a6COMOTHO
HoBa 1 iHwa icTopis! 1 6a4MB YOTUPLOX-N'ATLOX TXHiIX MONEepeHUKIB — TO
Ui nroan, K aKkTopu 3 Halwux GaHTasin Npo KOMYyHi3M. Lie He o3Hauvae, Wwo
BOHM 6ynK f06pi UM NoraHi, a NPOCTO 3 iHLOT LWKOM.

SOFT tulip noBUHEH MaTK MOXIUBICTb rOBOPUTK Yac Bif Yacy: «[laBanTe
3YNMUHUMO Lie 3apas; My 3po6buan BCe, L0 MOTIN 3pOBUTU 3 TUM YU iHLINM
NpoeKkToM.» TOMY L0 NepLU HiX BU 3pO3yMieTe WO NOTPIGHO 3yNMUHUTUCS,
B MPOLOBXYETE POOUTU Te, LLO PO6UTE, NULLE TOMY, LLO BU 3BUKMU Le
po6uTU. A TakoX nepexunsas Le B AnbaHii. B NOBUHHI CTEXUTH 3a UM
i pornomaraTu ofHe OfHOMY B LibOMY. |Hakle BM NPOCTO NMPOAOBXYETE
LWyKaTU NPOEKTU, fIKi MOrM 6 CKOpUCTaTUCSA BaLLOK [LOMNOMOIOH.
[o3BofbTe cKa3aTu: BU 3aBXAM 3HalgeTe ix! | Le YyacTKoBO nos'sisaHe 3
¢hiHaHCOBOI CKNAaJ0OBOMO, A Mal0 Ha yBasi: XTO NaaTUTb, 3a Wo i Yomy? |
4Oro BM X04YeTe AOCArTM 3 4OMOMOIOH LMX rpoLuen?

3pewToto, Npodecisa ncuxiatpa € CKpisb ogHaKoBow. A gymato, Wo MoBa
nae ronoBHMM YMHOM MPO THYYKICTb, 3BepTalouM yBary Ha MicueBi
o6MexeHHs. MpocTiwe KaXxyuu: B YKpaiHi, Sk npaBuo, € niku, ane yacto
HeJocTaTHbO abo B3arani BiACYTHi, MPUHaAMHI, Tak 6yno 4O MUHYNOroO
pPOKY. 3HOBY X Taku, MM MaeMo Habarato 6inblie i 3aBXAW LOCTYMHUX
nikis y HigepnaHgax, ane uu ue pobutb nogen y HigepnaHgax HabaraTo

3[,0pOBIWNMMU, HIXX TYT? HaaBHICTb MeAMKaMEHTIB, 3BU4YalHO, KOPUCHaA,
ane ue BXe iHWa cnpaBa. B agMiHiCTpaTUBHOMY CeHCi UikaBUM € Ton
$akT, Wo BOHM MakTb CBOEPIAHUA 3aKOH MpPO couianbHy MiATPUMKY.
IHTepHaTK Ta 3aknagu AEeHHOro nepebyBaHHA ANA NtOAEN 3 iHBaNiQHICTIO

HanexaTb B YKpaiHi o couianbHoi chepun. Y Uit mogeni, aika Mae cBOi

OOCTOIHCTBa, BM MOBUHHI MaTuK cneuianisoBaHy couialbHy Mepexy, a
TaKoXX MeAuyHi ycTaHOBU. Ane cTanocs Tak, Wo MeguYyHUin Ta colianbHum
CBIiTM BigokpeMunucs HaBiTb 6inblue, HiXX BOHU 6ynu BigipBaHi paHiwe.
Tox 3apas y HUX UA LikaBa Kp13a; M0AM XUBYTb y MpOeKTax couiafbHOro
XXWTNa, afle HOoBe 3aKOHOLaBCTBO (AaKTUYHO MOPYWMIO chniBnpaul 3
MeAUYHUMU opraHamu Brnagun. Tenep NUTaHHA: XTO NiKye LUX NauieHTiB?

| ue HacnpaBgai gyxe iHTpurye. Ctapa iges 6yna fo6pot — couiajbHe
XXWUTNO, YaCTKOBO OXOMJIeHEe MeAWYHUM CBIiTOM. Ane XWUTTS — Ue WoCb
couianbHe, a He MegunyHe. A Tenep Ui ABi chepun posipBaHo. | K Xe BU
MOXeTe rapaHTyBaTW, WO Li NauieHTM OTPMMaloTb NpaBuUibHY fonomory?
HesanexHo Big TOro, Ak BM uUe diHaHcyeTe Towo. Tox Tenep BOHMU
3acTparnuv. [1o peui, Le nuiie NUTaHHA Yacy, ane My TakoxX NnepexxMBaemMo
wocb nopi6He B Higepnanpax. barato rpowei e 4o MyHiuunaniteTis, i
noTiM [0 couiaNbHOro 3aknagy, 0Co6MBO A1 MONOAI, LWo6 3po6bUTH iXHE
XUTTA couianbHUM, IK Y «HOpMallbHOMY» cepefoBuLi. Ane cepep HUX
6araTo XBOpux AiTen. TyT TakoX MU 6a4MMO, LLO MeaMYHa Ta colianbHa
chepu BiJOKPEMIOIOTLCS, WO HeraTUBHO BNMBAE Ha npouec. ToMy Lo
KOXEH cro4vaTKy MoYyuMHae saxuwatu BracHUM AoMeH. MyHiuunanitetTu
pobnATb Te X came: “Tak, ane ue Hawi rpowi, i MM Xo4eMO MaTu
MOXXJIMBICTb BU3HA4aTH, Ha Lo M1 BUTpayaemMo ix!” — 0o peui, us gymka He
€ NOMUIKOBOLO. | MonloAi NncuxiaTpy Ta iHWi GpaxiBLi NOBUHHI 6y TU NPUAHATI
Hapo6oTy. Ane...cxaMeHiTbca! OTXe, BUPO3AiNseTe WOCh — 3HalKpaLLuMm
HamipaMu — i Toai BaM JoBefeTbCs 3HOBY BUpiWyBaTH Ti cami npo6nemu
pasoM. Llen npouec noraHo npoxoAuTb B HigepnaHpax, BXXe He Kaxyuu
npo YkpaiHy. OgHak cuTyauia He € 6e3HafiliHO, BCe MOXXHA BUPILLMUTW.
HacnpaBgi, Bce fyXe NpOCTO: croYaTKy NOTPiGHO 3MIHUTK BUXiZHY TOYKY,
Lo NOTPiGHO MaLieHTaM i Lo NOTPi6GHO MeLLKaHLsIM, a NnoTiM 6yyBaTH CBOKO
opraHisauito Ha uboMy. TOMy He cnlif, cnoYyaTKy CTBOPIOBaTM opraHisauito,
a MnoTiM AMBUTUCS IKUM YMHOM BU MOXeTe AonomorTtu nogsam. Lle, Ha
MO0 [yMKY, Halle Npu3HavyeHHs B YKpaiHi: 3i6paTtu ntogei. Lle wochk iHwe,
HiXX NMPOCTO Nepepaya «BMiHb, HABMYOK Ta AoCBiay». KoHuenTyanbHO Le:
AIK BU NpautoeTe pasom? Lle ogHa 3 Halbinblumx Npo6reM i rofioBHa Micis
ana SOFT tulip, 1 a6ContoTHO BNEBHEHUI Y LLbOMY. |, X04a Lie TeOpeTUYHO
NpoCTO, Ha NpaKTULi e HEMMOBIPHO CKNaAHo. | 3HOBY: Y HUX AYyXXe Mano
rpowei. Ane xoya iXHi 3yCUNNA 4acTo MOXYTb 6YTU MPUHMXKEHUMU abo
HaBiTb BUCMIilOBaHUMW, S AyMalo, WO LUMMU NOAbMU MOXHa crpaBgi
3axonJIloBaTUCSA: HACKiNlbKN 6araTto BOHW PO6GAATb Matoun Taki 06MeXeHi
pecypcu!

at first sight, but if you don’t see details
you can’t have processes and if you don’t
see processes you can't handle details.
And when you talk about details-if a
patient needs acute medication because
he bursts into rage, in Turya Remeta for
example, they just can’t simply come to a
decision about what to do, for this is actu-
ally the responsibility of the hospital, one
and a half, two hours away. Well, if you
can'’t solve that, what’s the use of chan-
ging a process? And that is certainly fasci-
nating and educational, particularly from
a manager’s view.

Nowadays we more act as, let’s call it,
facilitators. | have the idea we now can
bring people together who we couldn’t
otherwise, because it was never seen as
necessary. Ukraine is, of course, just a
country; everyone has their own territory,
their own shop, their own interests. And
as long as there is something to be gained
they are all eager enough, but as soon as
they have to contribute... The sheer effort
one has to make to do to get people toge-
ther! And that is very concrete; you then
have 7 or 8 directors of internats, who
simply don’t have a flair for operating as
a team, on whatever subject. In the begin-
ning, they rarely had any contact at all!
Nowadays, while this is sort of mandatory
they still refrain from cooperating. It is
a long and winding road. You first have
to build a relationship, trust each other.
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Epik Xoe

HKaMI, Nif Yac 06roBOPeHHs B AUTSIYOMY UeHTpi “[lopora Xutra”

You must, ultimately, also be able to say
the things that should be said. Well, you
don’t usually do that on the first visit. You
see a lot of people-NGOs, aid workers—
coming up with brilliant things, and
subsequently never see them again. Only
when you come there once or twice a
year you forge a bond. A relationship, for
better or for worse. And thinking about
such a bad time... I'll never forget, it was
in February 2014; we're having a lunch,
with a number of directors, and see the
tanks rolling into the Crimea, on tele-
vision ... these are also things that make
you grow up together.

By definition, visiting Ukraine is personal-
ly enriching and educational. The unfami-
liarity with the language often even helps
you to make better inquiries. So in that
respect it’s very interesting. In addition—
or better said, in the end-it is also very
interesting how people interact; the staff
with each other, the patients with each
other. And yes, that is educational. The
context may be different, but the people
are really the same though. And, almost
automatically, you start to put things into
perspective. In the Netherlands we excel
in complaining about everything. But
when you return from Ukraine, you think:
well guys, tone it down a bit! And impro-
vising. For God’s sake, don’t go there and
act out like the know-it-all from the West;
you just lack the means, the money and

Erik, in discussion at the daycare center “Path Of Life”

the comprehension. You'd better go with
the flow, use the resources available. We
have done that for a few years now, but
still are confronted with the notion of how
things should be, like they are in the West.
And that just might not be the best idea.

It is undeniable that a number of things
weren't really optimal in the Soviet era.
Then again, some things were, of course.
You won't have trouble finding elderly
folks, in Poland for instance, lamenting:
“...at least we knew what to expect back
then. And these modernisms, nowadays,
well...” But now it’s all about the new ge-
neration, of course. How will they pick
things up? Well, take the example of Myk-
hailo [M. Petrishka, head of Social Affairs
in the Carpathians (ed.)]; such a substanti-
ally different magistrate than his predeces-
sors! Or Oksana [O. Ihnatyzhak, director
of the Turya Remata institution (ed.)]; also
a totally new and different story! | have
seen four or five of her predecessors—ac-
tors in our fantasies about communism.
That doesn’t mean they were good or bad,
but just from another school.

SOFT tulip should be able to say once in
a while: Let’s stop this now; we have done
all we could do with this or that project.
Because before you know it, you keep
doing what you do, only because you
already did what you were doing. | also
experienced that in Albania. You have to
watch out for that and help each other in
this. Otherwise you just keep looking for
projects which could use your help. Well,
let me tell you: you'll always find those!
And partly this has to do with the financial
component, | mean: who pays what and
why? And what do you want to achieve
with that money?

The psychiatrist profession is, ultimately,
the same everywhere. | think it is mainly
about flexibility, having an eye for local
restrictions. To put it simplistically: in
principle there are medicines in Ukraine,
but often depleted or missing-at least,
that happened until last year. Then again
we have way more and always available
medicines in the Netherlands, but does
that make people in the Netherlands so
much healthier than the people there?
The presence of medicines is useful, of
course, but that’s a different matter. Inte-
resting, in an administrative sense, is the
fact they do have a kind of Social Support
Act. The residential institutions and day
care facilities for people with disabilities
falls within Social Affairs in Ukraine. In
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that model-which has his merits—you
must have a dedicated social network,
as well as medical facilities. But what
has happened is, the medical and social
worlds have separated even more than
they already were. So now they have this
interesting crisis; people live in social
housing projects, but new legislation has
factually broken the cooperation with the
medical authorities. The question now is:
who treats those patients?

And that is actually very intriguing; the
old idea was good-social living, partly
covered by the medical world. But living
is something social, not medical. And
now the two are severed. And how on ea-
rth can you guarantee that those patients
will receive the right care? Regardless of
how you finance that, et cetera. So now
they are stuck. And by the way, it’s just
a matter of time, but we will also expe-
rience something similar in the Nether-
lands; a lot of money goes to the munici-
palities, as a social facility, particularly for
young people, to make things social, as in
“normal”. But there are a lot of sick child-
ren among them. Here too we now see
that the medical and the social domains
are being pulled apart, frustrating the pro-
cess. Because everyone starts defending
their own domain first. The municipalities
do the same: “... yes, but that is our money
and we want to be able to determine what
we spend it on!”-not an invalid thought,
by the way. And the youth psychiatrists
and other professionals, have to be hired
in. But ..wake up! So you split some-
thing-with the best intentions—and then
you have to puzzle it together again. That
is not going well in the Netherlands, let
alone in Ukraine. Soluble, by the way;
anything can be solved. It is of course
very simple: you first have to change the
starting point, what patients need and
what residents need, and then build your
organization upon that. So you should not
first create an organization and then see
how you can help people. This is, in my
opinion, our purpose in Ukraine: to get
people together. Something else than just
the “skills, drills and experience” transfer;
this is conceptual: how do you work toge-
ther? This is one of the big challenges and
the main commission for SOFT tulip, | am
absolutely convinced of that. And while
this is simple in theory, it is incredibly dif-
ficult in practice. And again: they do have
very little money. But while their efforts
often may be belittled or even ridiculed,
I think it's downright admirable, as far as
they get with limited resources!
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Audry van Vulpen

Opapi BaH BynneH

A1 ny>xe 3pagina naptHepcTtBy 3i SOFT tulip. 1 aymato, Wwo po3noain peyen
BiflbyBaeTbCA AyXXe HecnpaBeAnnBo, fK Yy HigepnaHpax, Tak i B ycboMy
cBiTi. MpocTo cnpobyiTe ySBUTU, SIK Lie HapoauTUCs B YKpaiHi: Hacnigku
disnyHUX 06MeXeHb 6yyTb HabaraTo cepinosHiwi, HiX TyTy Higepnangax,
ane NoAN UbOro He YCBIAOMOKTL. 3BMYANHO, | TYT MOXHa 6araTto 4oro
nokpawmTi — caMe ToMy siB Linnpodecii. Ane si6axato, o6 KoXXHa Nt guHa
y CBiTi Mana rapHe XuTTa. Y ranysi OXopoHu 340pOB'A LA “TpaHCKOPAOHHA
conipapHicTb” HacnpaBfi cama co6oto 3posymina. [ocBifg Ta 3HaHHSA,
OTpPUMaHiI nig Yac po6o4nx BisnTIB [0 KpaiH i3 HEAOCTATHLO PO3BUHEHOHD
CTPYKTYpPOK Aornsay, CApUAIoTb Kpalyiin, peaniCTUYHIWIN Ta NpakTUYHIN
peanizauii uiei po6oTu 3aranom. Lli noizfKku — Lie HilLo iHLWWe, AK “KYPOpPTHUI
BiANOYMHOK", ane NNigHWIN i 3MiCTOBHUIA. A Hanucana npo e pisHi 3BTk,
AKi OCTaTHbO Lie NOACHIOIOTb.

MepwipaBapoku A BiagBigyBana ueHTp «[xepeno»y J1bBoBI. Lle HaBYanbHO-
peabiniTauiiHMin AeHHUI LeHTp ANs AiTel Ta MonoAi 3 pisHMMKU Bagamu
po3BuUTKY. Lle oaHa 3 HOBMX KOHUeNuin y cdepi OXOpoHM 3[0pPOB'S,
iHiLinoBaHa MicLueBUMN 6aTbKiBCbKMMMK acouiauiaMn, AKi — LiIKOM
CnpaBeAIMBO — XOTiNN NO36YTUCSA TPAAMULINHNX «3aKkNagiB». KepiBHULTBO
PO3YyMINo BennKe 3Ha4YeHHsA NiAroTOBKM NpauiBHUKIB Ta CNpUAI0 Npuisay
bo «[xkepena» daxiBuiB 3 pisHux KpaiH. HoBuHoto ans YkpaiHu cTtano
Te, WO Ui AiTM Manu 3Mory BiABigyBaTu AeHHUW LUEHTp i BCe Le MOornau
XXUTU BAOMA pa3oM 3 6aTbkaMu. f TOYHO 3HalO, WO HaLli Bi3UTK cnpusanm
ycnixy «Jlxepena». | Wo TakoX gonomarae yum 6aTbkaM — Le Tou ¢dakT,
WO BOHM MOXYTb NM06AyMTW, WO ANA iXHbOI AUTUHWU [iIACHO HabaraTo
6inblue MOXJIMBOCTEW, HiX YpsZ 3aBX AW IM KasaBs, ab0o Ha W0 BOHU MOT/n
cnogisatucs cami. Tam 3 fiTbMu npautooTb isioTepaneBTu, noronegum,
eprotepaneBTU Ta BYUTENI, IKi CIPUSIOTb IXHbOMY peasibHOMYy PO3BUTKY,
Ha Bcix GpoHTax. YyaoBo 6aynTh, AK iIXHA AUTUHA POBUTL LWOCH AIACHO
3Ha4YMMme.

Y «[xepeni» A npoena HaB4YafbHi Kypcu y cdepi cninkyBaHHSA.
Hanpuknag, My roBopuan npo Te, AK BECTU pO3MOBU 3 AiTbMU 3 BafaMu
po3BUTKY. ABGO AK BUKOPWUCTOBYBATWU AOMOMIXKHI iHCTPYMEHTM, SIK-OT
NiKTOrpamMu, OCKifibki 6araTo KJieHTiB 3 MHOXWHHUMUW BalaMu He BMitOTb
Jobpe roBOpUTW; BOHM BUpaXkaloTb cebe nepeBaxHO HeBepbasnbHO.
Lle BaxnuMBMn acnekT ANA PO3yMiHHA UMX NOAEN, afdXe MU HaJaeMO M
JieBui cnoci6 Bignosigatv cniBpo3MoBHUKY. LleHTp «[lxepeno» 6yB
CTBOPEHUN SIK LLEHTP AN ManeHbKuUx AiTen. Ane B NeBHUN MOMEHT cTapLui
OiTM BCTYNWANM y nepiof, KONM AOBOAUTLCA MiTU Yy CBIT MakCuMasnbHO
He3anexHo, ase iHoAi A0 HUX 3BEpTannca Tak, Hibu BOHM Wwe Aitn. Tomy A
TaKoX npeacTaBuia “Mogenb BNacHoi iHiLiaTuBn” — MeToL0M0rit0, AKY MU
BUMKOPUCTOBYEMO, LLLOO6U 3a6e3MeyYnTh KpaLworo KOHTPOIKO Hag BacHUM

pameijer

Oapi BaH BynneH BuBYana MejcecTpuHCbKy cnpasy y 1980-x. 3 Toro
Yyacy BOHa npautoBasia B cepi gornsgy 3a ocob6amu 3 iHBasnigHicTo
Ha pi3HUX mocajax: Bifi BUKOHaBYMX OGOB'A3KIB [O M/aHyBaHHSA
MoniTUKY, ynpaB/iHHSA Ta po3po6ku nocayr. Y 2008 povi BoHa noyasna
npayroBaTy B 4eHTpi lMameriep (Pameijer), crnoyaTky B SKOCTi TpeHepa,
30kpema y coepi nigsuiyeHHs kBanipikayii. 3apa3 0gpi npayroe
PO3PO6HMKOM MOCJYr i po3po6sise, KOHCYbTYYNCh 3 KOJleramu
Ta KJieHTamMu, KOHUenuyii [ns OHOBJIEHHA Ta BJOCKOHa/IeHHS
nocnyr lNameviep. Ha noyatky 2070-x BOHa nmoyasa criBrpayroBaTm
3 NpoekToM B YkpaiHi. HeBgoB3i Nameriep cTaB napTHEPOM (POHAY
SOFT tulip, TUM camMuM nigTBEPAUBLUM CBOK y4YacTb y MPOEKTI Ta
6a)kaHHSI MOLUMPHOBATM BAACHI ifei 3a Mexxamu HigepnaHgis.

XKUTTSIM ANS NaUieHTiB 3 0co06nMBUMM NpobnemMamMu, siKi CTpaXaarTb Bif
3aN1eXHOro CTaBNeHHs.

[MpoTArom ocTaHHiX 5 pokiB, ABiYi Ha piK A NpoBoANNA 3aHATTA B LUKONAX-
iHTepHaTax B Typ'i PemeTi Ta MykauesBi. Lle 3aknagu ana gopocnux 3
XPOHIYHUMM MCUXIYHUMM Ta/abo po3yMoBMMM BajaMu. [leski nauieHTu
LMX 3aKknafiB He MaloTb peaNibHOI iHBaniAHOCTI, ane aepxasa BU3Hana

X "HeKOMNeTeHTHUMK” | TOMY BOHU NepebyBatoTb Y NCUXOHEBPONOTIYHUX
ycTaHoBax AnA AOpocaAuX. A MOTIM 3anunllaloTbCA TaM, 3aMKHEHUMMU, Ha
BCce XUTTA. Bnepwe s Bigsigana Typ'to PemeTty B 2012 poui. Ha Toi yac B
OAHOMY MicCLi XX1NOo TpUCTa YONOBIKIB, 3 OAHUM TyaneToM. Y uux 3aknagax
NSt HUX He NPOBOAMUMN XOAHUX AEHHUX 3axopAiB. MauieHTn nepebyBatoTb
nifA oniko HeBEIMKOro, MoraHo OCHaLLEeHOro NepcoHany, AKMn cTpaxaae
Bifi MOBHOro BWropaHHs. barato npo6nem. BiacyTHicTb 6yab-siKOT
nepcnexkTuBM Byna fy>ke 04eBUAHOL.

A1 6araTo cnifkyBanacs 3 KepiBHMLTBOM LbOro 3aknagy, afe ctukanacs
3 NOCTINHUMK 3MiHaMKU B nepcoHani, Wo AyXe ycknagHwoBano nporpec.
3 TOro yacy nocapy gMpekTtopa 3anMae TOW, XTO BiAKPUTUIN A0 3MiH. Lle
crnpaBgi Mae 3HayeHHsi! 3okpeMa, MM 06roBoproBanu ki NepcnekTusu
MOXHa YIBUTU A1 TaKOl yCTaHOBMU, AK UA. A TaKoX WoA0 npauiBHUKIB —
MW FOBOPUW/IM NPO BaX/IMBICTb MiknyBaTUCS Npo ce6e Ta CBOIX KoJier npu
TaKOMy HaBaHTa)eHHi. 1 po3MOoB/Isifia 3 MaLieHTaMu NPO Te, L0 TaKe XXUTH
B TaKOMy Micli, e BOHW HacnpaBAi He MaloTb NepcrneKTUBY; y 3aknagi,
AKUA BOHW, MMOBIPHO, HIKOMIM He MOKUHYTb; K BOHWU BCe e MOXYTb
6aYnTN BYyAb-SIKUI CEHC Y XUTTI?

BubynyBaBlUM B3aEMHY LOBipY, MU O6roBOPUSIM MOXINUBI, peanicTUYHi
pilLEHHA Ta MOXJMBOCTI pO3BUTKY. Hanpuknag, npo6nemMa nauieHTiB
LMX 3aKnagie y TOMy, WO BOHM He MaloTb XOAHUX 3aHATb MPOTAroMm
OHS, | TOMY y Ntofen, SKUM 3a60pPOHEHO 3anuwiaTtn TepuTopito 3aknagy,
Le 6e3CyMHIBHO BWKJIMKaE gJenpecito Ta arpecito. BpewrTi-pewT 6yna
CTBOpeHa nporpamMa akTUBHWUX 3aHATb, B iKY BXoAuWna WoAeHHa po6oTa
no oMy, TaKy K NpMOUpaHHA 'y cagy Ta 6yANHKY; Lie BCe 3aHATTA 3 YiTKOK

HaByYaHHs nepcoHany B Typ'i Pemeri / staff training at Turya Remeta

Audry van Vulpen studied nursing in the
1980s. Since then, she has been working
in disability care in various positions,
from executive duties to policy work,
management, and product development.
In 2008 she started at Pameijer, initially
as a trainer, in particular in the field of
expertise enhancement. She now works
as a product developer and develops—in
consultation with colleagues and clients—
concepts to renew and improve the servi-
ces of Pameijer. At the beginning of this
decade, she came into contact with work
in Ukraine. Shortly before, Pameijer had
committed itself as a partner to SOFT tu-
lip, thereby expressing its vision of inclu-
sion and the desire to make it applicable
outside the Netherlands.

The partnership with SOFT tulip was so-
mething | applauded. | think things are
very unfairly distributed, as much in the
Netherlands as in the rest of the world.
Just try to imagine what it is like to be
born in Ukraine; the consequences of a
limitation are way more serious—people
don't realize that-than here. Of course,
things can be improved here too; that is
why | am in this profession. But | wish for
every person in the world to have a good
life. In care, this “cross-border solidarity”
is actually self-evident. The experience
and knowledge gained during working vi-
sits to countries with an underdeveloped
care structure contribute to a better, more
realistic and practical implementation of
this work in general. These trips are any-
thing but a “spa vacation”, but fruitful and
meaningful. | have written various reports
about this, which should make that very
clear.

For the first two years, | visited a day
center for children and young adults with
multiple disabilities, Dzherelo, near Lviv.
This is one of the new care concepts,
initiated by local parents’ associations
who-very rightly-wanted to get rid of
the traditional “institutions”. The manage-
ment recognized the great importance
of training for employees and received
visits by care professionals from various
countries. The—for Ukraine remarkable—
novelty was the fact that these children
were able to visit the day center and yet
still could live at home with their parents.
I know for sure that our visits have con-
tributed to Dzherelo’s success. And what
also helps these parents is the fact that
they can see there is indeed much more
possible for your child than the govern-
ment always told you, or that you might
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have hoped yourself. There they work
with physiotherapists, speech therapists,
occupational therapists and teachers on
real development, on all fronts. It is won-
derful to see their child doing something
really meaningful.

In Dzherelo | provided training courses
in the field of communications. How
to conduct conversations with clients,
for example. Or how to use supporting
tools, like pictograms, because many
clients with multiple disabilities are not
able to speak well; they express them-
selves mainly non-verbally. It’s a crucial
aspect to understanding these people,
providing a manner to respond to them
helpfully. Dzherelo was set up as a center
for young children. But at some point, the
older children entered a phase in which
they would have to go into the world as
independently as possible but were so-
metimes approached as if they were still
children. That is why | also introduced the
Own Initiative Model, the methodology
we use to provide clients with a depen-
dent attitude a better control of their own
lives.

For the past 5 years, | provided, twice a
year, training sessions in boarding schools
in Turya Remeta and Mukachevo, institu-
tions for adults with a chronic psychiatric
and/or mental disability. Some clients
have no real disability, but have been de-
clared “incompetent” by the government
and are stored in adult psycho-neurolo-
gical institutions. And then stay there,
locked, for the rest of their lives. | visited
Turya Remeta for the first time in 2012. At
that time there lived three hundred men,
on one site, with one water closet. No
daytime activities. With a small, poorly
equipped staff, suffering from a complete
burnout. Many problems. The lack of any
perspective was ubiquitous.

I have spoken a lot with board of that
institution but was confronted with con-
stant changes in the staff, making progress
difficult. The position of director has since
been filled in more consistently by some-
one who is open to changes. That does
make a difference!l In particular, it has
been discussed which perspectives can
be conceived for such an institution as
this. And also concerning the employees;
we discussed the importance of taking
care of oneself and one’s colleagues un-
der such a workload. | talked to clients
about what it’s like to live in such a place,
where you actually have no perspective,
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... IKe BU Ma€eTe 3HaYeHHA y TaKiul BEJINKiNU CUCTEMI, Y TaKih BeJINKIiN KpaiHi?

MeTot0. He Bce BAanocsa. Ane A gymato, Lo HOBe 3aKOHOAaBCTBO AYXe
[LONOMOXe, CTBOPIOHOYUU MOXJIMBOCTI ANS GifbLUMX KPOKIB Yy HanpsiMKy
NO3UTUBHUX 3MiH.

3apas cnpaBu pyxaloTbCsA B MpPaBUIbHOMY PyChi, 4YaCTKOBO 3aBAAKMU
HOBOMY 3aKOHOAaBCTBY. fIKWIO B MWHYNOMY Liel 3aKOH B OCHOBHOMY
BMKOPUCTOBYBABCA AK MPUBIfA YHEMOXNBUTY MEBHI peyi, To 3apas YiTKo
HaronoLWeHo, Wo 3axuueHi GopMu XUTNa cnif po3MillyBaTu BcepeauHi
cycninbcTBa (TakKi HaBPAL UM BXKe iCHYHOTb), | BeNIUKi yCTaHOBM 3060B'A3aHi
CTBOpIOBATM [JeHHiI nporpamu. Ha TepuTopii wWKonu-iHTepHaty 6yna,
Hanpuknag, nekapHa. Ham 6yno 3po3yMino, Wo AexTo 3 NauieHTiB XoTiB
61 gonomaraTu TaMm, ane iM ckasanu: “ Hi, Le HEMOXX/IMBO — BiANOBiAHO
[0 3aKOHY MauieHTM He MatloTb NpaBa npautoBaTh y nekapHi ... “ 1 gymato,
WO Ui BUNpaBAAaHHA CTaHyTb MeHL 3aKOHHUMMMW, ane B TOM e vac, ue
TakoX noTpebye KyNbTYpHUX 3MiH. [TPOCTO Lie HenpaBAa, Lo KON € 3aKOH,
peanbHiCTb Bigpasy X NoBuHHa MOMy BignosigaTu. Llei npouec Bce we
NOTPi6HO NOCTINHO NiATPUMYBATH.

| 3HOBY XX Taku, UikaBo, ik chepa OXOPOHU 3[0POB'E MAE CXOXIiCTb 3a
LyXe pisHux o6¢cTaBuH. Hanpuknag, icHytTb YiTKi napaneni wogno onopy

0api Ha MepexeBiv Hapagi SOFT tlip 2078 poky / ...at the 2018 SOFT tulip Network meeting

3MiHaM, i Ik 3 UMM 6opoTucs. MepeBipka CBOTX HABUYOK B EKCTPEMASIbHUX
o6CTaBMHAX [JYy)Xe HaByasbHa, i Balla MepcrnekTUBa 3pocTae pAyxe
CTPIMKO. | Lie TeXX YacoM MOXe 6y TU BaXKKO: MOBEPHYBLUUCH LOLOMY, MeHe
iHOZi ApaTyBano, Koau MOI Kofern noYnHanm Ha Wocb cKapXxuTtucs. bynn
MOMEHTW, KONU 51 fymana: «6yfb nacka, npuMnuHiTb, Ha LLO TYT CKapXutucs?
MMoigbTe i NOAMBITbLCSA, B AKMX TaM YMOBax npautoroTb.» Afe rapasf, KoXeH
XXWBE Yy BIACHOMY KOHTEKCTi Mpo6ieM, i KOXXeH Mae NpaBoO CKapXuUTUCS.
Ane A pgymato, WO MU iHOAI 3aHagToO nepenMaeMocs MNpoOTOKonamu
fonnaHAcbka cucTeMa OXOpOHM 340POB'A MoYana 3BOAUTUCS A0 3BITHOCTI,
a Le 3abupae 6araTo Yacy Ta eHeprii. Mu BTpayaemMo cebe B perfiameHTi
Ta MUCNEHHI LinboBoi rpynn. Camo co60to LifIkoM NMOBIPHO, L0 NEBHUM
rpynam nrofen 3HagoobmuTbCs LWOCH iHLWeE, HXK iHWKM, ane BU He MoXeTe
NpoCTO 3acTOCyBaTW Le Ha piBHi iHAMBIAa. My cami opraHisyBanu cBoe
HewacTA. | MU cKapXXMMOCb Ha Le, Xo4a B TaKill KpaiHi, AK YKpaiHa, HaBiTb
HaMHeoObXiAHIWi peyi YyacTo € HefocTynHMMU! FKLWO BM Ha BNacHi oui
6a4ynnn, AKMM YUHOM NPOCTO HABYAHHA Ta AesKi NOKpaLleHHs MaTepiany
npu3BoAATb A0 HabaraTo Kpaworo Aornsgy, B ymMoBax, KONW HasiBHi
AiarHo3yM MOXXHa nepepaxyBaTu Ha nNanbuUsaX OAHIET pyku — B YKpaiHi
BOHW HIiKOMM HaBiTb He 4ynu npo aytuam! Lle amywye 3agymaTucs, Wwo
LikaBo, Npo Te, WO € HanBaXNMBilWKMM. Ha 3aKiH4YeHHS niacyMyto: AiNCHO
Ba)XXJIMBOK CMNpaBoOl € iHAMBIAYyanbHi BIGHOCUHU MiX NpauiBHUKOM Ta
nauieHToM. 1 3aBXAN HamMaratocsi 06roBopuTH Le 3 JII0AbMU | BKOYATH
Le NOHATTS y CBOIO po60TYy. 3BUYANHO, iCHYIOTb NiABOAHI KaMeHi, 1 iHogi
BM He MOXeTe MOBHICTIO YHUKHYTU NiA3BITHOCTI 4n npaBun. Ane, ge ue
MOXJIMBO, A HaMararcsa CTBOPUTYU MicLie AN Liel KoHuenuil.

Te, LLO MeHe AiicHO Bpasuno, — ue Tol gakT, Wo nauieHTn yepnatoTb cuiy
NuLWe 3 nepekoHaHHA Wo My noBepHeMocs. MoyvyTTs 6yno: “Tn fikcHo 3
HaMu Hanarogykyew KoOHTakT”. | Tak, M1 AiNCHO HAMaraeMocb BCTAaHOBUTU
3B'A30K; Le Mae [0oAaTKOBY LiHHICTb, fika, Ha MOK AYMKY, Mpautoe.
ONWHMUBLLMCDL Yy TaKMX 06CTaBMHaX, MeHi 6 y>ke 4OMNOMOT/IO YCBiAOMEHHSA
TOrO, WO € Noau, AKi AyMatoTb NP0 MeHe, @ TaKoX NepioguyHO 3axoanaTh i
LiKkaBNATbCA, AKY MeHe cnpaBu. AneiHOAi 1 TaKOX MoMiyato po34yapyBaHHs:
“TU NpUDKAIKAELL CHOAM BXe BiciM pokKiB! A o TyT HacnpaBgi 3MiHunoca? “

Loceig B YKpaiHi Habarato 6ifbwe Habnu3uB LI KpaiHy A0 MeHe.
1 oTpumana 6arato 3HaHb Npo i KyNnbTypy Ta HOBITHK icTopito nig
PapsiHcbkuM npanopom. Lle MeHe HacnpaBpgi 36aratuno. BogHouyac ue
i BiIYYTTA CMUPEHHOCTI (MEBHOrO MOHWMXXEHHS): sIKe BU MaeTe 3HaYeHHs
y Taki# BeNnuKin cuctemi, y Takin Benukin kpaiHi? Touyka, Aaka Bege Ao
PO3YyMiHHA TOrO, WO AOMNOMOra y po3BUTKY - Lie He NPOCTO “NpUHECEHHS
€BaHrenis”, ane Taka AJoNoOMOra Mae BKJItO4aTH iHiLiaTMBK, WO BeAyTb A0
nporpecy 3cepeautu. | B ubomMy SOFT tulip BusiBuBcsa 6e3uiHHUM.

which you likely never will leave; how
can you still see any meaning in your life?

After building mutual trust, we discussed
conceivable, implementable solutions
and developments. For example, the
problem of clients having nothing to do
during the day and with people barred
from leaving the site; well, of course that
leads to depression and aggression. Even-
tually, an activity program was created,
with daily chores like hoeing the garden
and keeping the buildings clean; activi-
ties with a clear purpose. Not everything
was successful. But the new legislation is
going to help a lot, I think, making bigger
steps possible.

Things are moving in the right direc-
tion now, partly due to new legislation.
Whereas in the past the law was mainly
used as an excuse for not being able to
do certain things, it now clearly states
that protected forms of housing should
be placed in the middle of society (there
are hardly any of those yet), and large
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MelKaHui :;akna,qy B c.«Typ'a Pemera» / residents of the furya

institutions are obliged to create daytime
programs. There was—for instance-a
bakery on the grounds of the boarding
school. It was clear to us that a number
of people would love to help there, but
were told: “...no, that is not possible; the
law says clients are not allowed in the ba-
kery...” I think those excuses will become
less legitimate, but at the same time, it
also requires a cultural change. It just is
not true that when the law is there, reality
immediately follows. That will still require
a lot of support.

And then again, is it remarkable how
health care has similarities in very dif-
ferent circumstances. For example, there
are clear parallels with regard to resistance
to change, and how to deal with that. Tes-
ting your skills in extreme circumstances
is very educational and your perspective
is growing exponentially. And that can be
difficult too, sometimes: back home | so-
metimes was annoyed when colleagues
started complaining about something.
Moments when | thought: please, shut up,

A )
Remeta Institution

what is here to complain about? Go and
see how it is over there, you know. But
okay, everyone lives in their own context
of problems and everyone has a right to
complain. But | do think we sometimes
worry too much about protocols; the
Dutch health care system has fallen into
accountability; this takes a lot of time and
energy. We are losing ourselves in regula-
tions and target group thinking. In itself,
it is quite probable that certain groups of
people would need something different
than others, but you cannot simply ap-
ply this on an individual scale. We have
organized our own misfortune. And we
complain about this, while in a country
like Ukraine even the very basics aren’t
available! If you have seen with your own
eyes how just training and some material
improvements simply lead to much bet-
ter care, in a setting where the available
diagnoses can be counted on one hand-
In Ukraine they had never even heard of
autism(!)-well that does make you think,
and that is interesting, about what is es-
sential. To finally conclude: the really im-
portant thing is the individual relationship
between the employee and the client. |
always try to discuss this with people and
include this thought in my work. And of
course there are pitfalls and sometimes
you cannot totally escape accountability

41

or the rules. But I do try to create room for
this concept, wherever possible.

What really touched me there, is the fact
that both clients and staff draw strength
from just the sheer knowledge that we
will return. The sentiment was: “...you
really do make contact with us”. And
yes, we indeed really try to make a con-
nection; that has an added value, which,
I think, works. Finding myself in such cir-
cumstances, the knowledge that there are
people who think of me and also occasi-
onally drop by, and are interested in how
I am doing, would help me a lot. But so-
metimes | also notice frustrations: “... you
have been coming here for eight years!
And what really has changed here?”

The experiences in Ukraine have brought
the country a lot closer to me. | have
gained a lot of knowledge about its cul-
ture and recent history, under the Sovjet
flag. And I do think that is an enrichment.
At the same time it is humbling: what is
your significance in such a large system,
in such a large country? A perspective
that leads to the insight that development
aid isn’t just “bringing the gospel”, but
should include initiatives leading to pro-
gress from within. And in this SOFT tulip
has proven to be invaluable.
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Petra Moonen

[leTpa MyyHeH

f1 HacnpaBAi 3aBXAuW XoTina gonomaraTu iHWKUM. CaMe Tak A €y CBOEMY
NOBCAKAEHHOMY XUTTI; Lie Te, Lo st po6JIto, Lie YacTMHa MOro xapakTepy.
AyMalo, Lie TaKoX Mae BiJHOLIEHHS A0 MOro KaTONULbKOIO MOXOMXEHHS.
MeHe BUXOBYBanu MPUCAIB'S Ha KWTanT “XTo pobuTb Ao6pe, pobpe
OTPUMYE” Ta “TU NOBUHHA AINUTUCS BCIM” Ta “y iHLLIMX 3aBXAN TipLle HiX Yy
Te6e”. OCb Tak MU BUXOBYBASIUCh Yy CBOEMY «BYPryHACHbKOMY>» [3aMOXHOMY,
poskiwHomy (peg.)] Jlimbypsi.

[JoBroTpuBana iHTeHCMBHa ncuxiaTpis — uUe cekTop i3 “Baxkumu” Ta
arpecvBHUMMU NauieHTamu, ue Mos yntobneHa uinbosa rpyna. Lis cdepa
CMOBHEHa B3aEMHOIo CTpaxy Ta 3a6060HiB, arpecii, HefoBipK, K NpaBuno,
IPYHTYETbCA Ha MPUMYLLEHHAX, A€ YacTO MOXHa no4vyTu: “... Le nNpocTo
aHTUcoLuianbHa NOAMHA, CMITTS” abo “.. HameBHO BiH HapkoMmaH”. Lle
nauieHTH, AKUX MOKUHYNM iHWI. | MeHi 3aBX AN NOA06AETLCSA, KON A KaXy
M: “EN, He 6yZib TaK arpecuMBHUM, TU NsiKaew MeHe"-" Hi-Hi-Hi, A He xouy Bac
nskatu, naxil”, i arogom BN MoxkeTe noyaTu CcnifkyBaTuca OAuH 3 O4HUM.
| A He 3Halo, WO caMe AN MeHe € UMM «puyarom». d Bigpato iM CBOKO
BMEBHEHICTb i 36epirato cnokii. 3asBmyait MeHi BAAETbCA CnpuitMaTh ix
B MepLly Yepry sk Nt0Ael, a He siK MauieHTiB — CTaBMEHHS, ke A 6 TOYHO
3MiHWUNa, AK6K s 6yna KepiBHUKOM Uiel chepun B YkpaiHi. MeHi nobpe 3
NOAbMU, He Yepes OCBITY, ane, A AyMato, TOMY, L0 A € TOHO, KUM £ €. fl TaKOX
naaHy NOBHY FOAUHY AN1si NepLUIOT 3ycTpidi 3 nauieHToM. Lle pocnTb 6arato
yacy ANA MeHepxXepa, ane A oTPUMar KOPUCTb Bif LbOro Ha BCE XUTTS.
AKWo nigxoauTy A0 Ui€l nepLwoi po3MOBK CEpPUO3HO i 3 BAAYHICTIO, Le
fAae xopowwnih dyHAamMeHT. Lle gonomarae no-cnpaBXHbOMY PO3BUHYTH Y
c06i 3paTHICTb PO3yMIiTH i cniBYyBaTH, NO3a arpecieto. | npocTo 3anuTanTe
“XTo TBil1 6aTbKO, XTO TBOSA MaTU?”, “AKi TBOT Mpii?”. Y MeHe Maiixe Hemae
cTpaxy nepeg ntoabmMu. Ane a 60t0cst MULLENR, CEPAO3HO!

Epik XoeHkamn [ncuxiaTp B MapHacii (pea.)] sanutae meHe B 2011 poui,
4Ym xoTina 6u A noixatu B YKpaiHy. B pe3ynbTaTi uux BisuTiB A Habyna e
6iNbLIOro KOHTaAKTy 3 OCHOBaMu CBOET nNpodecii, npuragana cBoO posb
MeacecTpu. 3 TUX Nip ABiYi Ha pik 9 BiaBiAyo YKpaiHy pa3oM i3 KoMaHAoto
SOFT tulip Ta “MapHacia”, a TakoX pas Ha pik 3a BflaCHUI paxyHOK — igy
y Kapnatu. A6o, Ak s ue HasuBato: “LLlo6 HabpaTuca Tpoxu eHepriil” B
OCHOBHOMY, 1 Npautolo 3 nauieHTamMu, B Ayxe HeodiyinHoMy cTuni — vy
KpociBkax i cBeTpi. 3Bu4anHo, A fonomararo B HaB4YaHHi Ta B AUCKYCifAX 3
MeZcecTpamu, afie AKLL0 YeCHO, MeHi He Aiy)ke nofo6atoTbes Wi acnekTu. 4
3aBXAM MoYyBaloCa BTOMJIEHOO, KON NOBEPTAaKOCH, alie Le iHwa eHepris.
3HaeTe, AHe Ha3mBato cebe “Tepnnsymum pepmepoM”, A NMPOCTO Ayxe N b0
noaen, AKMX NoTpibHo NO6UTKU. | A UMM 3aiMatocs Bce XUTTS. 30KpeMa,
A BiABiAYH0 XXiHOYMI 3aKknaj y MykayeBi Ta 4onoBiuuit iHTepHaT y c. Typ'i
PemeTtun. OcTaHHIin Mae noHaj TpucTa NauieHTIB 3 pisHUMU giarHo3amuy,

':% Parnassia Groep

lMeTpa MyyHeH npaytoe B rpyni “lNapHacisa” 33 poku, 17 3 AKux BoHa
nposena y BiAAiNIeHHI TPUBasoro iHTEHCUMBHOIo JlikyBaHHs. 3apa3s
leTpa oyosntoe KniHiYHWA LeHTP rocTpoi ncuxiatpii, 3akKpuTy KAIHIKY
Ha 52 nixkka gnsa nayieHTiB, ki nepe6yBaroTh y TUMOBO rOCTPIiN KpU3i
yepes rncuxiaTpuyHi npo6iemu. leTpa posnoyana CBOK Kap'epy B
coepi gornsaay 3a AiTbMu, asne HEBAOB3I nepevilaa y rcuxiatpito,
MPOALLIOBLUN KYPC B KAiHiLi BiHceHTa BaH lora [B npoBiHuil JliM6ypr,
HigepnaHagw, (pea.)]. LLykaroun po6oTy, BOHa OMUHMAACA B KJiHILi
“MapHacis” B [aa3si.

AKi XXUBYTb Y CKNagHUx o6cTaBuMHax. A KOnu BU ifeTe yepes BOpPoTa Ha
MalUMHi — MicueBicTb 3aHea6aHa i TUXa, a NOTIM Yepe3 ABi CEeKyHAU BU
panToM uyeTe: “MeTpa... MeTpa!” | ntogm 6ixaTb, | BU YyeTe Hepo36ipAuBi
KPUKKW. | Topi came 4yac MOTUCHYTM PYKMU, OBMiHATUCA ob6iiMamMu Ta
nouinyHkamu. lNeplioro AHA y MeHe CKpi3b 3'ABNAKOTHCA Mpuwi — Tam
BOHW [OCUTb 6pYyAHi... Ane Le pobuTb MeHe TaKok LWacivBot... 1 TaM
cnpaBai 3anuwuna ceoe cepue. Li ntoan 3acnyroByroTb Ha TOro, XTO Tak
BigAaHun iM! Lie 3aBX AN TpOXM CXOXe Ha MoBepHeHHS goaoMmy. | 1 3aBxaun
BOXY 3 co60t0 Banizy 3 NpocTUMu nopapyHkamu. Lle sik ... 6yTn maTip’to y
Aakoi 320 piTen B 3aknagiy c. Typ'i PemeTtun. Ocb fiK A1 ue Big4yBato, K 1 Le
nepexwmsato.
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end at “Turya Remeta”

Petra Moonen has been working for the
Parnassia Group for 33 years, 17 of which
she spent in the long-term intensive tre-
atment department. At present, Petra is
a leader in the Clinical Center for Acute
Psychiatry, a closed clinic with 52 beds
for patients in a-typically acute—crisis due
to psychiatric problems. Petra started her
career in childcare but switched to psy-
chiatry as soon as possible, with a course
at the Vincent van Gogh clinic [in the pro-
vince of Limburg, NL (ed.)]. Looking for
work, she ended up at the Parnassia clinic
in The Hague.

Il actually always want to help others.
That’s how | stand in my daily life, that’s
how | am; that’s what I do, it is part of
my character. | think it also has to do with
my Catholic background. | was brought
up with proverbs like “who does good
meets well” and “you have to share eve-
rything” and “others always have it worse
than you”. That’s how we were raised in
our “Burgundian” [lavish, opulent (ed.)]
Limburg.

Long-term intensive psychiatry is a sector
with “difficult” and aggressive patients;
my favorite target group. That sphere is
full of mutual fear and prejudice, aggres-
sion, distrust, usually based on assump-
tions: “.. it's just an anti-social person,
trailer-trash” or “.. must be a junkie.”
Patients who are spit out by the others.
And | always love it when | say to then:
“Hey, don’t be so aggressive; you scare
me ... ” - “ No no no, | don't want to
scare you, ma’am! ” ... and subsequently
you can start talking to each other. And |
don’t know what it is that’s a handle for
me; | give them my confidence and stay
calm. | usually manage to see them as a
human being in the first place, not as a
patient - an attitude | surely would change
if 1 were the boss of Ukraine. I'm good
with people, not because of my education
but, | think, because | am who | am. | also
plan a full hour for a first meeting with the
patient. That is quite a lot of time for a
manager, but | will benefit from that for
the rest of my life. Approaching that first
conversation seriously and with apprecia-
tion, makes a good foundation. It helps to
really have a sympathetic ear, beyond the
aggression. And just ask “... who is your
father-who is your mother? What are your
dreams?” | have almost no fear of people.
But | am afraid of mice, really!

Erik Hoencamp [psychiatrist at Parnas-
sia (ed.)] asked me in 2011 if | would like
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to come along on a trip to Ukraine. As
a result of these visits, | have come into
even more contact with the basics of my
profession; back in the role of a nurse. |
have since visited twice a year with the
team of SOFT tulip and Parnassia, and
also once a year on my own account, the
Carpathians. Or as | call it: “Getting me
some energy!” | mainly concern myself
with the patients, casually, in my sneakers
and my sweater. Of course | do help with
training and with discussions with nurses,
but to be honest, | don't really like those
aspects. I'm always tired when | come
back, but that is a different energy. You
know, I don’t call myself a “patient far-
mer” for nothing; | just really love people
who need to love. And I've been doing
that all my life.

In particular, | visit the women’s boarding
institution in Mukachevo and the men’s
boarding institution in Turya Remeta.
The latter one has more than three hund-
red patients with all kinds of diagnoses,
living in difficult circumstances. And as
you come through the gate by car ... the
terrain is deserted and quiet for a moment
and then, within two seconds, you hear:
“Petra ... Petra!” And people come run-
ning and you hear unintelligible cries.
And then it’s time to shake hands, get-
ting hugs and kisses. The first day | have
pimples everywhere - they are pretty
dirty there ... But it makes me so happy ...
I really lost my heart there. These people
deserve someone who is loyal to them
so much! It always feels a bit like coming
home. And | always carry a suitcase with
simple presents along. It’s like ... being a
mother with 320 children in the Turya Re-
meta institution. That’s how [ feel it, how
| experience it.

I always get permission from the directors
of Mukachevo and Turya Remeta to roam
around freely. Oksana and Michael [the
directors (ed.)] then say “... it’s okay Petra,
do whatever you want-we know you, we
trust you ...” and that is also how I feel it
myself. | just sit down someplace on the
terrain, playing games with patients or
listen to music or-as | often take beads
along-making necklaces with them. Very
often | just walk around, on my own.

The human factor in patient-contacts has
gained terrain. | think that is one of the
most important changes. When | first got
there | thought: wow... how is that sup-
posed to be here 2! All our prejudices,
at least mine, were confirmed: here was
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...novyBarocs sik matu 3 320 giTbMmu B 3aknagi y c. Typi Pemetn.

A1 3aBXAM OTpUMYIO A03BiN Bif AnpekTopiB y Mykayesi Ta Typ'i PemeTu
BifIbHO XOAWTM TXHiMKM 3aknagamu. OkcaHa Ta Mwuxanno [avpekTopu
(pepakTop)] noTim KaxyTb: “Lle fo6pe MeTpa, pobu BCe, WO Xo4ew — MU
3Haemo Tebe, MU TO6I foBipsieMO”, i Lie A Tex BigyyBato. 1 NpocTo cigato
Jecb Ha TepuTopii i rpato B irpu 3 nauieHTamu, abo cnyxato Mysuky, abo —
OCKiNbKM 51 YacTo 6epy 3i CO60t0 HAMUCTUHKW — POBO 3 HUMKU HaMUCTa.
[y>xe 4acTo A NpOCTO rynsto, cama.

JIloACbKNI YNHHUK KOHTAKTIB 3 NauieHTOM noyaB NposBAATUCA JiTKile.
S aymato, Wo ue ogHa 3 Hansaxnusiwnx amiH. Konu a1 Bneplie notpanuna
B UeW 3aknag, 8 nogymana:"Yx... ik ue Tyt 6ytu?!” Yci Hawi ctepeoTuny,
npuHanMMHi MoT, 6ynu nigTBepAXeHi: TyT 6yB AUPEKTOp, AKWUA JyXe
nigospinMBo AMBUBCSA Ha BCe. | CKpi3b, KON MU FYASNU Nif Yac eKCKypcil,
nignory saspanerigb WBWAKO BUMMBaNW, B TOM 4yac K A nomivyana
nauieHTiB, Npo AKMX gymana: «IM 61 He 3aBaguno NPUAHATY Aayw». O Na HUX
BaXXJIMBO 6yN0 NokasaTu rapHy KapTUHKY, a CNpaBXHi peyi 3anuwanuncsa
npuxoBaHUMU. Ane, 3BUYaANHO, st 6yNa HaxabHOO, TOMY SIKOCb s BigcTana
Bifl TPynu i onuMHMNacsa B nigBani 3 SKUMUCb KJiTKaMK, B SKMX 6ynu
nauieHTu. Ha wacTs, uboro TamM BXe HeMae. f1 MyLly BU3HATHU, LLLO B TOM Yac
A Mana neBHy 3apo3yMinicTb (a6o 3a6060HM), WO NparHeHHs CNpaBUTK
“NpUcToONHe BpaXXeHHs" a1 cnpuiiMana sk noraHy pucy. 3 pokamu s nodyana
no-iHWOMY AyMaTu Npo Le. 3peluToto, KoMK A0 HacC Y LEeHTp NpUDKAXatoTb
rocTii MU NPOBOANMO A1 HUX EKCKYPCIit0, i TAKOXK NpoLy NpuéunpanbHULI0
3p0o6UTU BCE MOXIINBE; TaK CaMo, ik BOHM! 3apas s flymMato, Lo HUX Lie 6yS10

. .
S .
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KnieHTn y 3aknagi B c.Typ'i Pemetn / clients at the Turya Remeta Insti

[ L R :
Metpa nepesipsie poTorpadii 3 knieHTamu B 3aknagi B Typ'i Pemetun
Petra checking pictures with clients at the Turya Remeta Institution

Le 6yno NpoCTO raHb6b0oo, LWO6 roCTi N06aYNAN HENPUBPaHi NPUMILLEHHS,
a TakoX Lie 6yno NposiBOM BMXOBaHHs fo6poi Boni. Tenep, okpiM BCbOro,
1 € CBOro poAy AOBIpEHOI0 0CO60K0 ANA AMPEKTOPIB LMX 3aKnaais. BoHu
OiNATbCA CBOIM [OCBIAOM LWOAO BMAaCHUX YCTAHOB, 1X MOXMBOCTEW,
TPYAHOLLIB, po3yapyBaHb Ta FOPAOCTI. IM ferilie pos3noBicTH Le MeHi B
PO3MOBI CaM Ha caM, HiX 3 iHWKMK B rpyni. | Le Tex gonomarae.

Hi, s1 He nigxop>Ky Ao cBOET npodecii No-iHW oMy Yepes Ui BidauTH B YKpaiHy.
3BunyaiiHo, B HigepnaHpgax noTpi6Ha peabinitauis, i yacto s guBytocs,
YOMY MOT KOMlern Tak XBUKOKTbCA | METYLLMTbLCS, KOJIN Y HAaCc CKOPOUYOTb
¢diHaHCcyBaHHSA. 3aBASKMW MM BisUTaM 5 LWe 6inblue YCBiAOMIIOK CYyTTEBI
enemMeHTH Hawoi npodecii. Ha cBoiii cTopiHui y Facebook s Takox gintocb
CBOIMW YKpaiHCbKMMU MpUrofamu, sk npaBuio, 3 BUCHOBKOM: “MoBa He
ae Nnpo maTepianu, peui, rpowi. MaeTbes npo no60B, yBary Ta BUSHaHHA.”
B oco6ucTOMy CeHCi s AymMato, WO MOE XWUTTS cTano 6Garatwum. o
CTOCYETbCS MOET PO6OTH, S BiUyBato, LLLO ¥ MeHe 6YN0 TaKe XX CTaB/IeHHSs
[0 po60TK e 3 BiCiIMHAAUATUPIYHOrO BiKY: 3 CUMNATIEH i CRIBYYTTAM
CTaBUTMCA A0 BCiX, 3aXMLLAal04YN TUX, KOMY MeEHLUE MOLWacTUIO Yy LbOMYy
XUTTI. Yu B YKpaiHi, un B HigepnaHgax. Ane B CBOIX LWOPIYHUX ornsapax g
3aBXAM MnpoLy: “.. He 3abupanTe YKpaiHy y MeHe!” Tomy Lo came Tam s

OTPUMYIO CBOIO €HEPTito, caMe Lie 3MYLUYe MeHe 3HOBY HaCOJI0)XyBaTUCS
BN1acCHOIO pO6OTOI, KOMM A noBepTatocs. A nob6A0 opraHisoByBaTw,
KepyBaTu. f TaKoX MiATPUMYIO KOHTaKTK 3 NauieHTaMu TyT, yepes Face-
book, Messenger Ta Viber. 1 gyxe xoTina 6u noixatu B YKpaiHy Ha WicTb
TUXHIB, W06 TaM NpaltoBaT. Y MeHe TakoX € AoAaTKU Ha TenedoHi, wob
BuBYaTU MOBY. | 8 6epy yyacTb y BONOHTEPCbKOMY npoekTi: “Taalmaa-
tie” (["MosHi npusteni” (pea.)], B SKOMy A cninkyca 3 yKkpaiHkol. Mu
CNINKYEMOCS yXXe LM OAWH PiK, i 1 N0YMHaK0 BUBYaTU MOBY. [IUBOBUXXHO!
f1 6ykBanbHO «MpuKMUNina» cepueM Ao Uiei KkpaiHum, ane ocobnmBo Ao nogemn
B iHTepHaTHUX 3aKnapax.

Ak 7 6ady ponb SOFT tulip Ha Han6AMx4YoMy ManbyTHbomy? SOFT tu-
lip pyxaeTbca Bnepen Ha BCix piBHAX, B noniTuui Ta B “KomaHgai Hagii”
[ykpaiHcbka komaHAa TpeHepiB (pea.)], a TakoxX B ycTaHoBax. B Lbomy i
nonsrae ixHsa cuna. | konu Bu 3anuTyeTte MeHe: “LLlo BOHM NOBUHHI po6uTK
nepw 3a Bce?”, A 6 ckaszana: “3pobuTn Tak, Wo6 KiNbKiCTb iHTEPHATHUX
3aknagis 3MeHwmunaca”. | BU MoxeTe AOCATHYTU LbOro nuwe Ginblie
LOBIpAOYM paHHbOMY BTPYYaHHIO, B SKOMY BOHW 3apas AyXKe aKTUBHI.
AKLWo BU 3po6UTE Le NpaBuSIbHO, BaM binblie He NOTPiGHO 36inbwyBaTh
KifbKiCTb iHTepHaTiB. f B Le Bipto! Anle NOKMK iHTepHaTKn BCe LLe ICHYIOTb,
A 6yay 6inblu HiXK paja BiABigyBaTH iX TPU pasu Ha pik, Wob 3abesneynTtn
TPOXu yBaru, Nto60Bi Ta 3aTULLKY. Bu filcHO 6a4nTe NnauieHTiB, AKi YeKaloTb
Ha Lo yBary i BU3HaHHA — Te, 4Oro BOHM NPOCTO He OTpUMYIOTb. Lle cnpaBgi
CyMHoO. |, xo4a cuTyauis, 6e3yMOBHO, MOKPaLLNIacs, 3aBX AN € MOXJIUBICTb
0N BAOCKOHaNeHHs!

MeTpa oTpuMana nofapyHKu Bif KOMaHAM 3akapraTyiB nig Jac ixHboi noisgku B “MapHacir”
Petra receiving gifts from the Zakarpattian team during their tour at Parnassia

a director who looked very suspiciously
at everything. And everywhere we wal-
ked during the tour, the floor was quic-
kly mopped in advance, while I noticed
patients of whom | thought: well they
could use a shower. It was all about ap-
pearances, things remained hidden. But
of course | was cheeky, escaped from
the group, to end up in a basement with
some kind of cages with patients in it.
Fortunately, those are no longer there. |
have to admit that at the time | had the
arrogance-or prejudice—to see that “fair
appearance” attitude as a bad trait. Over
the years | have started to think differently
about this; after all, when | have a tour
here, | also ask the cleaner to do his best;
just like them! Now I think it was just a
matter of shame there at the time, along
with the cultivation of goodwill. These
days | am also a sort of confidant for the
directors. They share their experiences
about their own institutions, their possi-
bilities, difficulties, frustrations and pride
more easily with me, in a one-to-one
contact than with the others in the group.
And that also does help.

No, I don't really approach my profession
differently because of these visits to Uk-
raine. Of course, back in the Netherlands,
it takes some rehabilitation again, and |
find myself wondering what the hell my
colleagues fuss about when something is
being cut back, but after a week I'll simply
participate in this again. Yet more aware
of the essential elements in the profes-
sion. On my Facebook page | also share
my Ukrainian adventures, usually with
the conclusion: “It’s not about materials,
stuff, money. It's about love, attention and
recognition.” In a personal sense, | think
my life has become richer. And in rela-
tion to my work, | feel that I've had the
same attitude since | was eighteen: with a
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sympathetic ear for everyone, standing up
for the less fortunate. Whether in Ukraine
or in the Netherlands. But in my annual
reviews | always plea, “...don’t take Uk-
raine from me!” Because that is where
| get my energy, that is what makes me
enjoy my own work again, when | re-
turn. | love to organize, to manage. | also
maintain contacts with patients here, via
Facebook, Messenger and Viber. | would
really like to go to Ukraine for six weeks,
to work there. | also have apps on my
phone to learn the language. And | parti-
cipate in a volunteer project: ‘Taalmaatje’
['language-buddies’ (ed.)], in which | have
been twinned with a Ukrainian woman.
We have been seeing each other for a
year now and | am starting to learn the
language. Awesome! | have lost my heart
to the country, but especially to the peo-
ple in the the institutions, or internats.

How do | see the role of SOFT tulip for
the near future? ... SOFT tulip is moving at
all levels, in politics and in “Team Hope”
[an Ukrainian team of trainers (ed.)], as
well as in the institutions; therein lies their
strength. And when you ask me: “What
should they do above all?” | would say:
“Ensure that the number of institutions
will shrink”. And you can only ensure that
by trusting more with Early Intervention,
in which they are now very active. If you
do it the right way, you no longer need
to expand the internats. That's what |
believe in! But as long as they’re still
there, I'll be more than happy to visit
them three times a year, to provide some
attention, love and coziness. You really
see patients waiting for that attention
and recognition—something they simply
do not receive. It is really sad. And while
the situation certainly has become better,
there’s always room for improvement!
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NMornap 3cepeauHu

Cuctema 3aknagiB, iHTepHaTiB, Bce Lye NPUCYTHS B YKpaiHi y BenkoMy Maclutabi. Jlrogm
OMUHSAIIOTbLCSA ¥ TaKNX 3aksiagax, KoM y HUX HeMae BJ1aCHOI Y1 MPUUOMHOI CiM'l, iIKa MoXke
ab6o xoye nikayBaTUCA NPO HUX. Y KOXKHIN o6nacTi € 3aknagu A5 fiTen 3 06Me)xeHUMu

MOJXXJINBOCTSAMM, @ TaKOXX AJ15 ROPOC/INX 3 iHBaNiJHICTIO - MICUXOHEBPOJIOriYHi iHTepHaTH -

Ta 3aksagu gornaapy 3a NiTHiMu 11o4bMu.

Mepep Haui€eto CTOITb BENMYE3HNIN BUKIINK: TEPETBOPUTU iCHYIOUY CUCTEMY
cerperauii B cMcTeMy AOrnsfay Ta OCBiTW, fika cnpusie iHKN3il. Ypag
YkpaiHu 3aTBepAMB HauioHanbHy cTpaTerito peopMu iHCTUTYLiOHaNbHOT
ponomorun Ha 2017-2026 poku. Hanpuknag, y nnaHi 3a3HayvyeHo, Wo NOKUHYTI
HeMOBJIsiTa BNPOAOBX MEPLIOro POKY XWUTTS MOBUHHI 6yTW NepeaaHi Ha
BUXOBAHHSA Y NPUNOMHY ab0 ONiKYHCbKY CiM'to. 3apas TakoX € MOXJIMBICTb
CTBOPEHHSI Manux rpynosux AomiB. [ICUXOHEBPONOriyHi 3aknaan Tenep

MOXYTb CTBOPIOBATU XMUT/OBIi NPUMILLEHHSI 3a MexaMu 3aknagy. Ane
BMNPOBaf >KEHHS LiMX HOBOBBEJEHb YacTO NPU3BOANUTb AO OMOPY 3MiHaM
Ta He3HalloOMOCTi 3 TakKuMM siBULLAMW, AK MNocnayra nigTPUMaHOro
NPOXMBAHHS YK [HK/O3MBHE HaBYaHHA Ta iHK/IO3MBHa po6oTa. He
iCHye TOYHUX NpaBuN GYHKLIOHYBaHHA Ta piHaHCYBaHHA HOBUX 06'EKTIB.
BigcyTHicTb BignoBigHOro NnepcoHany Ans HOBUX 06'EKTIB TaKOX O3HaYae,
L0 peanii3auis UbOoro njaHy 3aranaoM Bif6yBaeTbCA fy>Ke NOBINbHO.

no MiHicTepcTBax KiNbKiCTb iHCTUTYLiOHaNi3oBaHUX oci6
responsible ministries number of people in care institutions
6yANHKN ManaTu
2k 2750 I
OxopoHu 3nopos’s  baby homes

Health McuXiaTpUYHi nikapHi
psychiatric hospitals

e boarding - ]
Education boarding schools Uy
3aknagu (guTsadi)
institutions (children) e .
Cousaxucty NCUXOHEBPO. 3aKNagu 30 000
Social Affairs psycho-neurol. institutions
lepiaTpuyHi 6ya-n 9000

elderly homes

1,4% ycix yKpaiHCbKUX AiTeit XXnBYTb B iHTepHaTax. NMoHaa 90% 3 HUX MatoTb 6aTbKiB.
1.4% Of all Ukrainian children resides in institutions, over 90% of them do have parents.
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Inside Out

The system of institutions, internats,
is still present on a large scale. People
end up there when there are no family
members or foster families who can or
want to care for them. Every region has
institutions for children with disabilities,
but also for adults with disabilities—the
psycho-neurological internats—and care
institutions for the elderly.

The nation faces an enormous challenge:
to turn the existing system of segregation
into a care and education system that
promotes inclusion. The government
has approved the National Strategy for
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1,4% 3 ycix ykpalHCbKUX [iTeN Npo)XXKmuBaroTb y 3aknagax, 90% 3 HUX MaroTb 6aTbKiB.

Xopolwa npakTuka

SOFT tulip BiACcTOOE NOKpALLEHHS SIKOCTi XMUTTA Ta 3alyyeHHs BCiX
ntojei, ki noTpebyoTb TPMBANOro AOrNSAY LWASXOM CTBOPEHHS XOPOLINX
npuknagie. Ui npuknagn mMoTuBylTb gornspadie, 6aTbkiB, MONiTUKIB
Ta ypaa B3ATM Ha cebe 3060B'I3aHHA LWOAO MepefoBOro AOCBIAy.
Hanpuvknag, ue BNAWHYNO Ha MONITUKY LLOAO XapyyBaHHA Ta AOrNAAY B
ANTAYMX 6YAUHKA, LLO NPWU3BENo A0 3HAYHOro 3MEeHLUEeHHsi Npo6nemM 3
HeZoifaHHAM. [HWWA Npuknag - B 3akapnaTcbkiit o6nacTi: Tyt SOFT tulip
CMpUAB NOKPALLEHHIO YMOB XUTTA B MCUXOHEBPOJIOriYHMX 3aKnagax. Lie

BMSIBUNOCA BAX/IMBUM €/IEMEHTOM iHiLliloBaHHS CTPYKTYPHUX pedopM.

Kpim Toro, SOFT tulip nigrotyBaB KomMaHAy YKpaiHCbKWX TpeHepiB Y
JlbBiBCbKiN 06nacTi. BoHNW NpoBOAATb KYpCU HaBYaHHA B 3akiajax
gornagy 3a NiTHiMM NoAbMU Ta MNCUXOHEBPONOTIYHMX 3aknafjax Ans
nNigBULWEHHA AKOCTI HagaHHA pornsagy. |, Ha aepXaBHOMY piBHI, ypsaa
NPUNHAB HOBY CUCTEMY [OrAsfY, paHHE BTPYYaHHs, ANs 3anobiraHHa
iHCTUTYyUioOHani3aUil giTen.

the Reform of Institutional Care 2017-
2026. For example, the plan states that
abandoned infants must be cared for
within a year by an adoptive or foster
family. Initiatives are now also possible
to start small-scale group homes. The
psycho-neurological institutions can now
start living facilities outside the walls of
the institutions. But implementation
often leads to resistance to change
and unfamiliarity with phenomena like
assisted living or inclusive education
and inclusive work. There are no precise
rules for the functioning and financing of
new facilities. The absence of suitable
personnel for new facilities also means
that implementation of the plan is
generally slow.

Good practice

SOFT tulip stands for improving the
quality of life and the inclusion of all
people who need long-term care by
establishing good examples. These
examples motivate caregivers, parents,
policymakers and governments to
commit themselves to good practices.
This has worked, for example, with
influencing the policy on nutrition and
care in childcare homes, which has
led to a vast reduction of malnutrition
problems. Another example is in the
Zakarpattia region: here SOFT tulip
contributed to the improvement of living
conditions in the psycho-neurological
institutions. This has proved to be an
important element in the initiation of
structural reforms. In addition, SOFT
tulip has trained a team of Ukrainian
trainers in the Lviv region. They
provide training courses in elderly care
institutions and  psycho-neurological
institutions to improve the quality of
care. And, on a national level, the
government has embraced a new care
system, Early Intervention, to prevent the
institutionalization of children.

3aranbHWii BUIAA Ta KJiEHTH 3aKkagy B
c. Typ'i PemeTu, 3akapnaTcbka 061acTb
overview and clients of the Turya Remeta
instititution, in the Zakarpattia region
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Lesya Kalandyak

Jleca KanaHasK

Ockinbky A HaBuYanacsi 3a KOpAOHOM, si 6pana y4yacTb Y MiXXHapOAHUX
naptHepcTBax LleHTpy “Idyepeno”. ToMy 8 HeBAOB3i CKOHTaKTyBanacs 3
SOFT tulip, AiKi BXXe akTMBHO MpautoBanu B LbOMYy AUTSYOMY LieHTpi. Togai
y 2002 poui MK po3noyanu napTHepCcTBO 3 negiaTpii Ta peabiniTauii. 4 He
6yna eavHUM GisMYHMM TepaneBTOM, ane nuile s Mana HeobxiAHy OCBITY.
Binblwe ntogeit 3806ynu aunaomMm ¢isMyHOro TepaneBTH 3aKOPLOHOM, ane

3rogoM 3anuwmnucsa TaMm. A B YkpaiHi nepwa nporpama ¢isvyHoi Tepanii

po3noyvanaca nuwe B 1995 poui, Wwo 6yno HeobXifHO, OCKiNbKK noTpeba
y Ao6pe niarotoBrieHWx TepaneBTax 6Gyna BenuyesHow. HaBuanbHi Ta
peab6initTauiiHi nporpamu 6ynu CTBOpPEHi, ane He 6yno aob6pe HaBYEHMX
BUKNagadiB Ta ftofen, ki MOrnm 6 KOHTPONOBATU KJiHIYHI CTaXXyBaHHS.
PiBeHb TaKoX 6yB He Ly >Ke XOpOLUUM — N AU, siKi HasuBanu cebe «pisuyHnMm
TepaneBTaMu», HacnpaB/i He 3HanW, Wo BOHU po6naTb. Chepa po6oTH He
6yna BU3HayeHa, piBeHb OCBiITU 6yB — 0CO6/IMBO NopiBHAHO 3 KaHagoto —
npocTo cnabkum. | us npobaema BCe Lie iCHye — y Hac TyT 62 nporpamu
disnyHoOi Tepanii, ane Bce LWe HeMae Xxopowwux Buknagadis. QdisnyHa
Tepanisa 3apas BK/OYeHa A0 MeAUYHOI CUCTEMMU, afle He PerynoeTbes, i My
3yCTpiYaeMOCH i3 TpyAHOLaMM y OCTYNi A0 NauieHTIB.

Ha noyaTky, KoNu 5 LWoHO NoBepHynaca 3 KaHaau i cnpobyBana saiMaTucs
cBoeto npodecieto, Le 6yno Ayxe HenpueMHO i THiTiode. Ane noTiM A
NnoBMHHa 6yna cnienpautoaty 3 SOFT tulip, i Bce amiHMnocs. 4, 3BuvaiiHo,
LWONHO 3aKiHYMNa yHiBepcuTeT, Mana AyXke Masio npakTUYHOro gocsiay i
He Mana MOXJ/IMBOCTI NpauoBaTH nig HarnsaoM gocsigyeHoro disnyHoro
TepaneBTa. f Tak 3BMKNa Ao npodecinHoro poboyoro cepefosulia B
KaHapgi, Wwo npocTo He 3Hana, 3 Yoro i ik noyatu! Ane 3aBasku ®oHgy
SOFT tulip A npunwna y LleHTp “[dyxepeno”, cninkytouuch i3 JocBig4eHnMuU
ronnaHacbkUMu GisuyHMMK TepaneBTamm, siki Mornn 6 MeHe npodeciitHo
CKepoByBaTH i BYUNTMU.

OpHoropa3syJlopeHcHayeHisronnaHacbkoro goHay leHpiHayeHanonpocus
MeHe BiABigaTu 3aknag Ana niten 3 06MeXeHUMU MOXKIMBOCTAMMU B
3anyuyi, Wo6 NoAMBUTUCS, WO A MOXY TaM 3po6uTu. Llein 3aknag Ha3msanm
«CUPOTMHLIEMY, X04a BiNbLUiCTb LMX AiTen Manu 6aTbkiB. Lie 6yno 30BciMiHLWwe
MicLie NOPiIBHAHO 3 LLeHTPOoM “[)kepeno”, A0 TOro yacy s HaBiTb He 3Hana, Wo
TaKiycTaHOBM iCHYOTb B YKpaiHi! Lle 6yno wokytoye BpaXkeHHs. | 6e3HagiiHe
3 TOYKM 30py po6OTU.  NPOCTO He 3HanNa, 3 Yoro noyaTu! d TakoX 3Hauwna
TaM AiTen Ha BaXKin ctagii HepoigaHHA. TaM Ha ofHY HAHeYKy Nnpunagano
N'ATHagUSATb AiTen 3 BaXXKuMu popmamu iHBanigHoCTi, BOHa B3aralni He
Mana Ans uboro Hi OCBIiTWY, Hi BignoBigHOI NiagroToBKWU. Y LMX AiTAX NPOCTO
niaTpumyeanu xutTs. Lo 3 Toro, wo A 3g06yna BUCOKOSIKICHY OCBITY B
KaHapgi konu, nicnsa no6ayeHoro B TOMy iHTepHari, 1 nodyBanacsi 6e3cusoto,
He MOrfa HiicTk, Hi cnaTu. Ane MeHi Bce Taku Baanocs 3pooutun dotorpadii

Ukrainian
Association of Physical Therapy

Micna nigrotoBkn 3 @isandyHoi Tepanii B YkpaiHi, Jlecs KanaHgsk
npoAoBXxuaa cBoe HaBYyaHHS y KaHapi. OCKiflbku Ha TOW 4yac ys
npogecia 6yna gocuTb caabo po3BuHEHa B i pigHiN KpaiHi, Jleca
cTana oOfHiero 3 nepLunx BUMYCKHUKIB uiei cepu. BTiMm, noTpeba B
TeparneBTax 6ysa BeNKO. TUCK TaKOX 3A4iliCHIOBaMN 6aTbKu AiTen
3 iHBaJigHICTIO Ta rpyna nayieHTiB i3 TpPaBMOK CIIMHHOIO MO3KY, 06
oTpumaTtu goctyn go ¢iziotepanii. llicnsa noBepHeHHs BoHa novyasa
npayroBaTy 3 4iTbMU 3 iHBaNigHICTIO y peabiniTayiiHo-HaB4YasbHOMY
yeHTpi ‘[xxepeno”y JIbBOBI.

Ta 3HATW Bifeo, TOX A noyana “6ombapayBaTu” MiHicTepcTBa B Kuesi.
Apyke MiHicTepcTBO couianbHOI NoNiTUKKM 6e3nocepeAHbO BignoBigae 3a
umx piten. byna opraHisoBaHa 3ycTpiy 3 MiHiCTpoM. fl npeacTaBuna nomy
CBOI 3BiTW Npo Len Bi3UT i nokasana ¢otorpadii. EAUHUM pe3ynbTaToM
Tiel 3ycTpivi y MiHicTepcTBi 6yno Te, WO MiHICTp BUKIMKAB AMpeKTopa
iHTepHaTy, Wo6 AOPiKHYTU MOMY 3a Te, WO XTOCb TaM pobuB doTorpadii
Ta Bigeo! 3pewToto, e Nnpusseno Ao ogdiuiiHoi 3a6opoHn ana MeHe! MeHi
6inblue He [03BONANOCS BiABiAyBaTM MOAIOHI 3aknagum i «nopywyBaTu
npouec niknyBaHHsA Npo Aiten»! Ha Tol yac My BXxe 6yNnn roToBi po3noyaTtu
nporpamMy xapuyBaHHSs; TOX Mo TenedoHy HaM BAanocs 3HamTu YepHuLb,
AKi 3rofloCMIMCA AOMNOMOITU B LUbOMY 3aknagi. CunbHe HepoifaHHA —Le

CKNlagHa, By3bKocnelianisoBaHa npo6aema. | ocKkinbku s He negiatp, He
KaXxyuu BXe npo creuianicta B WiK ranysi, 1 KOHCynbTyBanacs 3 pisHuUMu
MiXKHapoAHUMU ekcnepTamu. | Konm BCi My Bxe 6ynn B po3nadi B yMoBax
TUCKY | NpOTUAIT MiHiCTepCTBa, HECKIHYEHHUX KONMBaHb TyAMW i Hasag, B
“Ixepeni” A 3ycTpina, Haye ioro nocnas npoeuaelpb, Epika [BioMkonbka
(pea.)l, Akui, AK BUABMNOCHA TaKOX LOMHO BiABigaB ToW caMuit 3aknag,.
[ns noyatky Epik 3anponoHyBaB MeHi po6o4y noizaky fo Higepnangis, i s
6yna rotoBa A0 Lboro. 1 6yna HacTiflbku NpUrHiyeHa, As MEHe Lie TaKoX
03Hayvasno 6 CBOEpigHUIA BiACTYN Bifg HaLWoT cuTyauii.

Migvac uboro BisUTY MM po3po6unm naaH. Y meHe 6ynuigei, sk SOFT tulip mir
61 gonomorTu Ham y LleHTpi “[ykepeno”, ane wofo uux yctaHos... 4 He Mana
YABMIEHHSA, AK HaBiTb Mo4yaTu npauroBaTu 3 Uieto cutyadiero. «[xepeno»
—ue pobpe CTPYKTYpOBaHWIA, MPUEMHUA LEHTP 3 [06pPO3NYIMBUMMU
npodecioHanamu, ane Ui yctaHoBM 6y BOPOXXMMU. MU noYann Mo3KoBUIM
WTYpM. Mu 3po3yMinu, WO MiXHapogHa y4acTb Y TakKMX MUTaAHHAX MOXe
BiAKPUTY ABepi. M1 Takox gymanu, wo akéu YkpaiHa 3axoTina npuegHatucs
4o €Bponu, ypagy 6u JincHoO AoBenocs BUpilWyBaTK NoAibHi cutyauii. Ane
ANA uboro 6yno TpOXu paHo, CTpax nepef iHO3eMHMM BTPyYaHHAM Bce Le
nepesaxas. Mu cknanu CAUCOK ycix opraHisauin, ki Moram BnanBaTu Ha
Lo cuTyauito. Mu 3BepHynucs go IOHICE®, FOHECKO, BOO3, YkpaiHcbkoro
omMmbyfAcMeHa 3 NUTaHb ocib 3 iHBanigHicTio, NnapnameHTy, Pagn €sponu
i HaBiTb [O OAHIEl 3 HalMX 3HaMeHWTocTen — Ao Pycnanu [PycnaHa
JImxkmnuko, cniBayka, KOJIMLIHA HapoAHa AenyTaTka Ta akTueicTka (pea.)].
|, 3HOBY X Taku, Ha Kpallle 41 Ha riple, A0 HalmnX MiHICTEPCTB OXOPOHMU
3[0pOB'A Ta couianbHoi NoniTukU. Mu iHdopmyBanu ix, NigKkpecntoum
BCIO CEpNO3HICTb CUTYyaUii, Hamaranuca NpuBepHyTH ixHio yBary. Lle 6yB
HeMMOBIpHWMIA | 3axontotoumnin Yac. Mu cTykaTn y fy>xe 6arato gBepen, Manu
YMCNIEHHI 3yCTpiyi, NO6itOBaHHS.

| HapewTi NoOBINbHO, ane BMEeBHEHO, BCe Lie NMovyano p[Aiatv, npobnemMa
nowmptroBanach, K AuMkKa noxexa. | Ao Hawoi cnpaBu npuegHanocs Bce
6inblie ntogen, BKAOYHO 3 MocsiaMu Ta iHWKUMU YNHOBHUKAMU 3 Pi3HUX
KpaiH, Bkntoyatoum CLUA Ta KaHagu. TUM yacomM My po3pobunv HaBYasbHi
nporpamu. 3BuyaiHo, SOFT tulip mae BenuuyesHy mMepexy ekcnepTiB, AKi
MOXYTb 6YTU BUKOPUCTaHI A1 BUPILLEHHS AyXe pi3HOMaHIiTHUX Npo6nem
umMx piten. Mu npeseHTyBanu Hawy nporpamy, 3-noOMiX peLwTu, nocny
HigepnaHgi. Tum yacom ykpaiHCbKi AepyXaBHi CNy>X60BL,i TaKOX AizHanuca
Npo HaLy AifANbHICTb, i BOHM CMOYaTKY BigpearyBanu 3ansikyBaHHAM i HaBiTb
3BifIbHEHHSIM AMPEKTOPIB ycTaHOB. Afle B NEBHUN MOMEHT HaM BAanocs
3anpocutu [xoHataHa Cnektopa 3 [apBapACbKOI LWKOAW rpOMaACbKoro
3[0POB’'A — AyXe fOoCBIAYEHOrO0 i, 3aBASIKM CBOIN po60oTi B Adpuui, BigoMoro
nepiaTtpa, Wo cneuianisyBaBcsa Ha Npo6nemMax 3 HefOIfaHHAM — B OAWH i3

After her physical therapy training in
Ukraine, Lesya Kalandyak continued her
study in Canada. Because at the time
this profession was fairly underdevelo-
ped in her own country, she was one of
the first to graduate in this field. But the
need for therapists was high; pressure was
also exerted by parents of children with
disabilities and a group of patients with
spinal cord injury to gain access to physio-
therapy. After her return, she started wor-
king with children with disabilities at the
Dzherelo Children’s Day Center in Lviv.

Because | had studied abroad, | got in-
volved in international partnerships in
Dzherelo. So | soon came in contact with
SOFT tulip, they were already active in
the daycare center. We started a partner-
ship in pediatrics and rehabilitation, that
was in 2002. | wasn’t the only physiothe-
rapist there, but | was the only one highly
educated. More people had graduated
abroad, but they subsequently stayed
there. And in Ukraine, the first physiothe-
rapy program only started in 1995, which
was necessary because the need for well-
trained therapists was huge. Curricula and
programs were set up, but there weren't
any well-trained teachers and people who
could supervise clinical internships. The
level wasn't very good either; people who
called themselves “physical therapists”
actually did not really know what they
were doing. The field of work was not
defined, the level of education was—es-
pecially in comparison with Canada—just
weak. And that problem still exists; we
have 62 physiotherapy programs here,
but still no good teachers. Physiotherapy
is now included in the medical system,
but not regulated, and we meet with dif-
ficulties in accessing patients.

In the beginning, when I had just returned
from Canada and tried to practice my pro-
fession, it was very frustrating and depres-
sing. But then | got to to collaborate with
SOFT tulip, and things changed. | had, of
course, just graduated, had little practical
experience and not been able to work
under the supervision of an experienced
physical therapist. | had become so used
to the professional working environment
in Canada; | just didn’t know where or
how to start! But thanks to SOFT tulip |
came, at Dzherelo, into contact with ex-
perienced Dutch physiotherapists who
could guide me professionally.

At some point | was asked by Laurens
Nouwen, from the Dutch Henri Nou-
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wen Foundation, to visit an institution for
children with disabilities in Zaluchiya, to
see what | could do there. It was called an
“orphanage”, though most of these child-
ren did have parents. This was a totally
different place compared to Dzherelo;
until then I didn’t even know that such
institutions existed in Ukraine! It was a
shocking experience. And hopeless to
work in for me, at that time. | just didn’t
know where to start! | also found serious-
ly malnourished children there. There
was one caregiver for fifteen seriously
disabled children, she had no education
or training for this at all. The children were
just being kept alive. Well, so much for
my top-notch education in Canada; | felt
powerless, could not eat or sleep for days.
But I did make photos and videos and
started bombarding the ministries in Kyiv.
After all, the Ministry of Social Affairs is
directly responsible for these children. A
meeting with the minister was arranged. |
confronted him with my reports and the
images | had made. With the sole result
being that the minister summoned the di-
rector of the boarding school to reprove
him for having someone there taking pho-
tos and videos! In the end, this led to my
official ban! | was no longer allowed to
visit such institutions and “disrupt the care
of the children”! We were already busy
with a nutrition program; we advised,
by telephone, the nuns who volunteered
to help in that institution. Severe malnu-
trition is a complex, highly specialized
problem. And since | am not a pediatri-
cian, let alone a specialist in this field, |
consulted various international experts.
And at the low point of this misery; the
frustration, the pressure and opposition of
the ministry, the endless back and forth-I
was really desperate—| met, in Dzherelo,
as if he had been sent by providence, Eric
[Bloemkolk (ed.)], who just happened to
have visited the very same institution. To
begin with, Eric offered me a working visit
to the Netherlands, and | was ready for
that; | was really down, this also would
mean a kind of retreat for me.

During this visit we developed a plan. |
did have ideas about how SOFT tulip
could help us in Dzherelo, but concerning
these institutions... | had no idea how to
even start tackling it. Dzherelo is a well-
designed, pleasant center with friendly
professionals, but those institutions were
downright hostile environments. We
started brainstorming. We realized that
international involvement in such matters
could open doors. We also thought that if
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LLjo »x, ocb Yoro 6yna BapTa MoS rnepLuoKiacHa ocsiTa B KaHagi. S noyyBanacsi 6e3cusoro.

3aK/flagiB,abUBiH 06CTEXMB AiTeil. ANOTiIM st oTpUMana TenedOHHUI 43BIHOK
i3 penirinHoi BONOHTEPCbKOI MepeXi, i MeHi moBigoMunK, Wo ANPEKTOP
iHTepHaTy y 3anyudi 6yge BiACYTHI MpOTSroM OofHOro AHsA. MarneHbke
aveo! [)koHaTaH 6yB roTOBMWI1 Bifpasy X NPUCTYNUTM A0 AiN, | B TOW AeHb
BiH Mir 6e3nepeLlKOAHO BUKOHYBaTW CBOK pPo6OTY, a s Lie 3anucana Ha
Bigeo! Tenep ykpaiHCbKUit ypaga Mir 61 ckasaTu MeHi: “XTo T Taka, B3arani,
Wo6 BUABUTU LLLOCb Take, K HeAOIAAHHA", ane Konu BeNUKUIA aBTOPUTET 3
lapBapAy 3asBnse Te caMe — BOHM MPOCTO He MOXYTb Liboro irHopysaTu! |
y CBOEMY 3BITi, AKWIA 6yB NpeAcTaB/IeHNi Pi3HUM MiHiCTepCTBaM, BiH TaKOX
rOBOPMB NPO CEPMNO3HI Npo6ieMu 3 HeAOTLaHHSIM.

Lli «kcMpOTUHUi», iIHTEpHATKN, MalOTb MoraHy penyTaLlilo Maixe CKpisb, BCi
X04yTb no36yTuca ix! Ane He B YKpaiHi, af)Ke TYT BOHM NPOCTO He XOTinu
6aunTn Nnpobnemy! TuM yacom y MixkHapogHUX AOHOPIB NoYanucsi npo6aemMm
3 NiATPUMKOI TaKMX yCTaHOB. Ane Lo po6UTK Ha AaHKIt MOMEHT? ToMmy Lo
Ui 3aKnaau AiNCHO iCHYOTb, HANOBHEHI AiTbMMU, WO NoTpebyoTb gonomoru!
| BUSIBUNIOCS iX HaBiTb 6iNbLue, HiXXk My Ziymanu. Y 2006 poui M1 4ynu npo Lo
OfHY ycTaHoBY. A nif Yac AeB'SiTOl 3ycTpidi 3'acyBanu, Lo ix 6yno e Tpw.
| wopasy Mu yynu npo Bce 6inblue i 6ifblue Takux ycTaHoB. BpelwTi-pewT
BUSIBWJIOCSA WO HacnpaBfAi Takux iHTepHaTiB B YKpaiHi ax ABaausATb n'aTo!
[0BajusiTb N'SATb «AUTAYNX BYANHKIB» ANA AiTEN 3 BAXKUMM Bagamu, siKi o
uboro 6ynu «nosa yearoto». Mu BigBiganu psg Takux 3aknagis 3 2006 no
2008 pik. | M1 po3po6unu gocuTb aM6iTHI NPONO3uLii, IKi TaKOX BKOYanu
paHHE BTPYYaHHS — TaKOX SIK afibTepHaTUBY iHTepHaTaM, MOXANBOCTI ANA
6aTbKiB BUXOBaTW CBOKO AMTUHY BAOMa. Mu po3pobnanu Hawi nporpamu
disnyHoI Tepanii Ta NpoAOBXYyBanu o6itoBaTH iHTepecu i Npaea AiTen, i B
LUbOMYy MM 6araTo YMM 3aBAsYyeMO Epiky, BiH cnpaBgai 4yaoBuii y ubomy!
ToAi M1 OTpMManu rapHy HOBMHY Npo Te, Lo HaLli NPono3uuii 6ynn NpunHATI
doHgoM MATRA [roninaHACbKUM GOHAOM MNIATPUMKU AeMOKpaTUYHUX
nepexogis (ped.)]. MMnocTaBunm B LbOMY NPOEKTI YOTMPM LjiNi: HEBiAKNagHa
Jonomora Ta nigTpMMKa AiTen y 3aknagax, peanisauis nporpaMmu paHHboOro
BTPYYaHHS 3a NigTPMMKM 6aTbKiBCbKUX OpraHi3auivi Ta cTBOpeHHs Acouiauii
disnyHux TepaneBTiB. AAXe ¢izMyHa Tepania — ue HacnpaBAi LeHTpasnbHa
TeMa y BCbOMYy LibOMY npoueci. BoHa HeobxigHa ans HabyTTs BaXJIMBOroO
3HaYeHHSA B YKpaiHCbKilA CUCTEMi OXOPOHU 3[J0POB’sl TaK Yy iHaKLe.

KpiM iHTepHaTy y 3anyyyi My XOoTinm npauytoBaTH i3 3akafoM y 3HaM'siHL,
e avpeKkTopKot 6yna i goci € TeTaHa Banbko. Lle 30BciM iHWa noguHa,
Hi>XX KOpyMnoBaHui gupektop 3anyyus! BoHa 6yna BigKpUTO A0 3MiH i
cnisnpautoBana Big yciei aywi! | TUM 6inbLue, WO MW TaM JOCATIN BEINKMUX
ycnixie. Mu pospobunun «Kypc 6as3oBoi JOMNOMOru», CNpsAMOBaHUI Ha
gornsgadis aiten i3 BaXXkMMU (is4HUMKM Ta NCUXiYHMMU Bagjamu. Mwu
CTBOPWIM KOMaHAy, fIka cKraganaca 3 rofflaHACbKUX Ta yKpaiHCbKMX

TpeHepiB, ane, 3HOBY X Taku, He 6yno [03BONY Bif ypsaay BiABiAyBaTH Len
3aknapg. f ckaszana TeTsHi: “Hy, ronnaHaui rotosi, Wwo mu 6yaemMo pooutn?”
BoHaBignosina: “[lo3BonbTe M NpUIATY, 1 BisbMy Ha ce6e BiANOBiganbHicTb.”
() Tomy MM noixanu 3 ronnaHACbKOK KOMaHZO, BUKOPUCTOBYHOUM
o6MeXeHi JOCTYynHi Ham pecypcu. Mu nigrotyBanu OUiHKY fIK OCHOBY
ONs Hawol HaB4yanbHOI nporpamu. Ogpasy nicns TOro, AK MU BUiXanu,
TeTsHy 3BinbHMAKM! 4 6yna cnycTtoweHa. lNicna onosuuii B 3anyydi e 6ys
e oAavH Benukuin yaap. Ane B Epika BMHUMKNa iges: “[daBait 3anpocumo
NpeACTaBHUKIB perioHanbHOro AenapTaMeHTy MiHicTepcTBa couianbHOI
nonitmkn Ta TeTaHy ao HigepnaHaie, WwWo6 BOHWM MOrAu nNoaguBUTUCA, K
OpraHi3oBaHoO Jornag 3a Takumu AiTbMu. MOXUBO, Le BiAKPUE TM Oui i
nepekoHae ix, Wo M1 HacnpaBgi Mmornv gonoMmorTu.” Lle BusiBunocsi yynosum
nnaHomMm; Nnicna noBepHeHHs fgeneraTiB B YKkpaiHy TeTsiHa 6yna npusHadyeHa
Ha nocapy Aaupektopa 3HaM'sHku! Lle cnpaBai 6yno nepenoMHuM
MOMEHTOM Y Hallii cniBnpaui 3 MiHicTepcTBOM. Tenep My MO NPOBECTH
KOH(depeHUito, Ha fKin 6ynu NpUCYTHI BCi AupekTopu 25 iHTEpHATHUX
yCcTaHoB. Ha Tiit KoHdepeHUii M1 NpeacTaBUAM CBOT NiaHW, Nokasanu, Wwo
MW 3po6unun, Ta 3anponoHyBanu piweHHs. Mu 3gebinbworo nopasanu
iHpopMaLito NO3UTUBHO, a He: “IMoAMBITbCA Ha BCe, WO BM 3po6unm He Tak!”
HaTomicTb MK 3anponoHyBanu 4onoMory, MeToAamM KpaLioro Manby THbOro:
“Yu xoTinun 6 B 3aCTPUMOHYTU y Lel noi3a?” Mu gincHo Hanarogunm 3s'askum
3 AMpeKTopaMu i NOMITUIM K BOHW, CMOYaTKY We o6epexHo, Bigkpueanu
cebe Ta CcBOI ycTaHOBM HawuM igeaMm. | Tenep TeTsaHa 6yna repoiHeto!

Tenep Haw npoekT MATRA cnpaBai MoxHa 6yno po3nouuHaTtu, ABepi
OUTAYMX YCTaHOB BiAKpUAUCA. TUM YaCOM MU PO3LLMPUIN MEPEXY PaHHbOIO
BTPyYaHHs,, ctBopunu Acouiauito ¢isuyHuX TepaneBTiB Ta NpuegHanucs
o BcecBiTHboi koHbeaepauii ¢isnyHoi Tepanii (WCPT). Opranisauis, wo
Ma€ NoHap COTHIO YNeHiB, Yy pidHMX KpaiHax. lig yac Haworo npoekTy MA-
TRA WCPT npoBena koHdepeHLUito B AMCTepaami, e MU OTpMManu CBOE
yneHctBo. Konu npoekt MATRA 3aBeplmBcs, BUSIBMOCH, WO Le 6yB
BeNIMYE3HUI yCriX — 3anNUTW Ha HaBYaslbHi KYpCu NPOAOBXYHOTb HAAXOANTHN
Bifi 6araTbox ycTaHOB. | Temep MM 3MOrNM MPOBOAMTM HACTYMHI Kypcu
3any4MBLUM BNaCHUX TpeHepiB, y npoekTi MATRA 3aBxau 6yB Harnsg 3 60Ky
ronnaHpauis. Jlvwe Kinbka ycTaHOB 3MoOrnun 4yv 6ynu roToBi BigwKoAyBaTH
Halli BUTPaTW Ha Npoi3f, ane 3HOBY XX Taku 3aBAAKM QiHAHCOBIN NigTpUMLI
SOFT tulip Mn mMornu npopgoBxyBaTu. Lle 6yB iHTEHCUBHMIA nepiog 3
6araTbma i Ay)e AOBrMMU nogopoxamu. YkpaiHa — Benuka KpaiHa, iHogi
MU 6ynu B [opo3i 24 rognHn! Mu 3a3Buyai nepebyBanu B TaKOMy iHTEpHarTi
Linui TXKAeHb, Wo6 3ab6e3neynTn HaBYaHHS, Le 6yB YyynoBun goceig! Llen
eTan TakoX NMpoMnLWoB Ayxe Ao6pe i BigkpuB ABepi wupLe. TMM 4acom Mu
NpoBEeNU YUCINEeHHi KOHdepeHLii, Ha SKUX MU MOAINUIUCA 3 yCTaHOBaMMu
HalMM HOBUM AocBigomMm. Lle 6yB cnpaBai LiikaBuii Ta 3aX0NIO4YMIA Nepioa,.

1 Hakonuuuna BeNWKUIA [AOCBiA4 PO6OTU 3 PIBHUMMU MiXKHAPOAHUMMU
opraHizauisimu Ta doHAaMu, ane HacnpaBgi 1 oTpUMarna Hanno3nUTUBHILINIA
focsig po6oTtu 3 SOFT tulip. Te, sK BOHM NPUHLMMOBO MiIATPUMYIOTL ifel
nofen TyT, He HaB'A3YKOUYM HiYoro, HacnpaBgi € ocobnmeum. YacTto noam
NpUXoaATb A0 BUPILLEHHA NEBHOI cybnpo6nemu, i Bce. Ane ronnaHgui
6ynn TYT CTPYKTYPHO, 3aBXAM KOHCYNbTYKOUNUCH, YBAXKHO Nepernsgaroyu
Te, WO HaM cnpaBai NOTpibHO, K NapTHepu. | konu Bu 6aunTe pesynbraT
LbOro, TO po3yMi€eTe, LLO Lie cnpaBi AMBOBMXHO! TOX Lie caMe NpaBuibHUN
cnoci6 BnopaTtucs. Ha faHuniht MOMEHT A1 He CMiBNpautoto 3 roNaHACbKUMU
ekcrneptamu. Ane ue 6yB daHTacTUYHUI i UikaBWW nepiod, Npo KU s

no6no Aymaty, HaBiTb 3 MEBHOK HOCTAsIbri€l0.

Ukraine wanted to belong to Europe, they
really would have to tackle such situati-
ons. But it was a bit early for that, the fear
of foreign interference still predominated.
We made a list of all organizations which
could be concerned about the situa-
tion. We approached UNICEF, UNESCO,
WHO, the Ukrainian Ombudsman for
People with Disabilities, the Parliament,
the Council of Europe and even one of
our celebs, Ruslana [Ruslana Lyzhychko,
singer, former MP and activist (ed.)] and,
again, for better or for worse, our Minis-
tries of Health and Social Affairs. We in-
formed, highlighted the seriousness of the
situation, generated attention. It was an
unbelievable and exciting time; knocking
on many many doors, meetings, lobbying.
And slowly but surely that started to have
effect; the issue spread like wildfire. And
more and more people, including ambas-
sadors and other officials, from various
countries, including the US and Canada,
joined our cause. In the meantime, we set
up training programs. Of course, SOFT tu-
lip has an enormous network of experts,
which could be deployed to deal with the
very diverse problems of these children.
We presented our program to the Dutch
ambassador, among others. In the meanti-
me, Ukrainian civil servants also became
aware of our activities and they initially
reacted with intimidation and even the
dismissal of directors of institutions. But
at a certain point we managed to get Jo-
nathan Spector, from the Harvard School
of Public Health-a very experienced and,
because of his work in Africa, well known
pediatrician specialized in malnutrition
problems—in one of the institutions, to

have the children examined. And then |
received this phone call, from a church
volunteer network, informing me that the
director of Zaluchiya would be absent
for a day. A little miracle! Jonathan was
ready to jump into action and he was able
to do his work undisturbed that day and
I also recorded that on video! Now the
Ukrainian government could say to me:
“... who are you at all to be able to detect
something as malnutrition”, but when a
big shot from Harvard declares the same
thing, well, they just can’t ignore that!
And in his report, which was presented
to the various ministries, he also spoke of
serious malnutrition problems.

These “orphanages”, internats, have a bad
rap almost anywhere; everyone wants
to get rid of them! But not in Ukraine;
here they simply didn’t want to see the
problem! In the meantime, international
donors started to experience problems
supporting such institutions. But what
should be done for the time being? Be-
cause these institutions really do exist,
filled with children in need! And there
appeared to be even more than we knew.
In 2006 we heard about that one institu-
tion. And during the umpteenth meeting
found out that there were three more.
And we heard of more and more. In the
end the count was twenty-fivel Twenty-
five “orphanages” for children with severe
disabilities, who until then were “out of
sight”. We visited a number of those, from
2006 to 2008. And we developed quite
ambitious proposals that also included
Early Intervention-also as an alternative
to internats; opportunities for parents to

be able to raise their child at home. We
shaped our physiotherapy programs and
continued to lobby, in which we owe a lot
to Eric; he’s really great at that!

We then received the good news that our
proposals had been accepted by MATRA
[a Dutch fund to support democratic tran-
sitions (ed.)]. We had set four goals in this;
the acute care and support for children
in the institutions, the implementation of
Early Intervention, with the support of pa-
rent organizations and the establishment
of an Association of Physiotherapists,
because physiotherapy is actually a cen-
tral theme in this entire process, and is
needed to gain importance in Ukrainian
healthcare system anyway.

Next to Zaluchiya we wanted to get to
work in Znamiyanka, where Tatiyana
Valko was-and still is—the director. A
totally different person than the corrupted
director of Zaluchiya! She was open to
changes and cooperated wholeheartedly!
And especially because of that we were
very successful there. We designed a
“Basic Care Course”, aimed at caregivers
of children with severe physical and
mental disabilities. We had formed a team
of Dutch and Ukrainian trainers, but—
again—no approval from the government
to visit this institution. | said to Tatiyana,
“..well, the Dutch are ready, what are
we going to do?” She answered, “Just let
them come, Ill take the responsibility.”(!)
So we went, with the Dutch team, using
the limited resources available to us. We
prepared an assessment as a basis for our
training program. Immediately after we
left, Tatiyana was fired! | was devastated;
after the opposition in Zaluchiya, this was
another big blow. But Eric had an idea:
“Let’s invite representatives from the
regional department of Social Affairs and
Tatiyana to the Netherlands, to see how
the care for these children is organized.”
Perhaps this would open their eyes and
convince them we just meant to and
actually could help. This turned out
to be a great plan; after the delegates
returned, Tatiyana was re-appointed as
the director of Znamiyanka! This was
really a turning point in our collaboration
with the ministry. We could now hold a
conference at which all directors of the
25 institutions were present. Here we
presented our plans, showed what we
had done and suggested solutions. We
mostly kept it positive; not like: “... look at
everything you have done wrong!”, but we
rather offered help, methods for a better
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future: “... wouldn’t you like to jump on
this train?” We really made connections
with the directors and noticed how
they, at first still cautiously, opened
themselves and their institutions to our
ideas. And Tatiyana now was the hero!
Now our MATRA project really could
be rolled out, the doors of the children’s
institutions opened and in the meantime
we expanded the Early Intervention
network, developed the Association for
Physiotherapists and joined the World
Confederation for Physical Therapy
(WCPT). An organization with over a
hundred members, in various countries.
During our MATRA project, the WCPT
held a conference in Amsterdam, where
we got our membership. When the
MATRA project came to an end, it turned
out that this was a huge success; requests
for training courses kept flowing in, from
many institutions. And now we were
able to follow up onto those with our
own trainers—with the MATRA project
there was always supervision from the
Dutch. Only a few institutions were
able or willing to reimburse our travel
expenses, but again thanks to financial
support from SOFT tulip we could
continue. It was an intense period with
many and very long journeys; Ukraine
is a big country, sometimes we were
on the road for 24 hours! We usually
stayed in such an internat for a whole
week to provide training; a wonderful
experience! This also went very well and
opened doors wider. In the meantime,
we held numerous conferences at which
our new experiences were shared with
the institutions. It really was an exciting
period.

| have built up considerable experience
with various international organizations
and funds, but | really experienced the
most positive experience in working with
SOFT tulip. The way they principally sup-
port the ideas of the people here, without
imposing anything, is really special. Of-
ten people come to tackle a certain sub-
problem, and that’s it then. But the Dutch
have been here in a structural fashion,
always in consultation, looking carefully
at what we really needed, really as a part-
ner. And when you see the outcome of
this: really amazing! So this is exactly the
right way to handle it. At the moment |
don’t work closely with the Dutch ex-
perts. But it was a fantastic and interesting
period | like to think back to, even with a
certain nostalgia.
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Tetyana Valko

TeTaHa Banbko

Konu s nouana npautoBatv y 3Ham'siHUi, TaM s no6aunsia ocobnuneo
«CKnafHy» cuTyauito. 3BUYaANHO, cnovyaTKy MeHe BpasuB 3arajibHun
CTaH piTei. Ane piBeHb AOrAsAy Ha TOM 4yac He nepefbadvaB XXOLHOI
MOXMBOCTI peabinitTauii un iHAMBIAYaNbHUX OCBITHIX Mporpam. Ane mu
NPOLOBXYBaiv eHepriinHo Ta 3 LO6PO0 NOPLiEI CMINMBOCTI MOKpalLyBaTH
iCHytoui 06CTaBUHU. 3a Kinbka pPoKiB HaM BAaNoCs 3po6uTU Len 6yanHokK
KpacuBuM. Mu nodyanu cTBOptoBaTM poboui Micus Ana BuuTenie Ta
cTyneHTiB peabinitauii. LLopo ocsiTH, My BUGpanu nigxia MoHTeccopi. Mu
TakoX BUAINUAN cnewianbHe NPUMILLLEHHS A1 CEHCOPHOI iHTerpauii giten.
3apas y HawoMy 6YAUHKY € fecaTb irpOBUX KiMHAT, siKi BUrnsAatTb no-
CMpaBXHbOMYKpacuBoiobnagHaHi BCiM HeOo6XiAHUM AN PO3BUTKY AUTUHW.
Mu Bce Lie 3po6unn 3 BNACHOI iHiLiaTMBK, a TaKOX LWyKanu NiATPUMKHK Y
pi3HMXx poHApax. BpelwTi-pewT, HaMm fy>Xe LONOMOrno Te, Wwo npoekT MATRA
[«CouianbHa TpaHcdopMauia», ronnaHACbKMn GoHA NiIATPUMKK Nepexoay
[0 aemokparTii y CxigHin €sponi (pea.)] Hagae HaM — MeTOAUKY AOTNAAY,
peabiniTauii Ta ocBiTK. Llelt NpoeKT KapAMHaibHO 3MIHMB Hal niaxig 4o
peabiniTauii Ta po3yMiHHA «HaWMX» AiTei. Ak ncuxonor s BUpobUna Hose
pPO3yMiHHSI NOTPe6 fiTel, a TaKoX iX nobaxkaHb Ta eMOLii.

Mepwwuit Bi3aMT komaHau SOFT tulip pasomM 3 ykpaiHCbKMMU (isn4HUMM
TepaneBTaMu [0 HaWoro 3aknagy Bigéyscs y 2008 poui. BoHu o6cTexunu
HaluWX JiTeW, OUiHMAKN Hali MeToaM Ta piBeHb peabiniTauii i ocBiTU. BoHM
Jobpe 3po3yMinu Bci Npob6semMun Ta 3anponoHyBanuM HaM YOTUPULEHHUN
HaBYanbHWn Kypc. Lle Bigbynoca Ha noyatky 2009 poky Ta 3Ha4yHO
noKpaLuno Hawi MeToan po6oTu. Mu AisHanuca Tpu BaxnuBi pedi gna
ONTMMI3auil Hawoi po60TK 3 AITbMU i3 BaXKUMU BafjaMu: AK NigX04UTH
[0 npobnem fiTen, Wo GaKTUYHO € NEeXauynmu; Wo Mae BEeNUKUA BNIUB
Ha JO6po6YT TUX, XTO 3abesnedye GiNbluMiA [OCTYN 4O MOXJIMBOCTEN
peabiniTauii Ta HaBYaHHSA, a TAaKOX MOXe 3anobirTv gedopmadii cyrnobis
Ta xpebTa. AKWO BWU 3arnsaHeTe B Hawi cnanbHi B Ui AHi, BOHW BAEHb
NMOPOXKHi, @ NiXKKa JiTel 3acTesieHi; Yoro paHille Hikonu He 6yno! 3aBasiku
komaHgi SOFT tulip, Tenep yci AiTn MoXyTb 6paTu y4acTb y BCix 3axogax
Ta MaTu JOCTYN A0 BCiX BapiaHTiB peabiniTauii. KomaHaa Takox HaB4Yuna
Hac HaWKpalle BUKOPUCTOBYBaTK Halle obnagHaHHA. BOHU noka3anu Ham
SIK MOXKHa 3HaWTU ONTUManbHy No3y ANA AUTUHU, BUXOAAYM 3 1T AiarHosy
Ta 3arasbHOro cTaHy 30pOB'A. A NisHille 3'ABMBCS aCNeKT XapyYyBaHHSA: AK
Ui 4iTK inn, 3HOBY XX TaKu, 3a5exarno Bif, NONIOXEHHS IXHbOro Tina, B AKOMY
BOHW MOMK cuiiTu. JltogmHa B ifeani NOBUHHA CUAITUM BEPTUKANbHO, W06
MaTu MOXJ/MBICTb NepeTpaBtOBaTH IXXY HANEXHUM YUHOM, LL,06 BHYTPILLHI
opraHuv npautoBanu kpaltue. lNo-Tpete, MM 06roBOptOBanN irpoBY AiANbHICTb
JiTen 3 iHBaNigHICTIO, afiXXe caMe rpa MoXe AOoMNOMOrTu AiTaM-iHBanigam
3pO3YMIiTV HaBKOJULLHIW CBIT. 3aBASKM UMM 3ax04aM MU TaKoX MOXEMO
JisHaTuca HabaraTto GinbLue Npo AUTUHY.

Y ‘ SRR g ‘ %
3406yBLIM MeAnYHY i negaroriyHy ocBity, TeTsiHa Basibko po3noyasna
CBO Kap’epy y 3aknagi ans gites 3 UM, Cnoyatky Ak npayiBHUSA
M0 JOrnsAy 3a 4iTbMU, TOAI IK BYNTE/IbKA, @ 3rofJOM — SIK [ICUXOJIOF.
3 1997 poky TeTAaHa € AUPEKTOPKOHO 3HaM'SHCbKOro AMTSYOro
6YANHKY-iHTepHaTy. 3apa3 TaM npoxuBae 127 pites 3 BaxKuMu
BPOAXXEHUMU BajgaMu, sKi NoTpe6yroTb Ha#binbL [HTEHCUBHOI
Tepanii. 3 Takumu giarHosamm, sk LI, rigpoyeganis, aptporpnnos
[BpoarkeHa xBopo6a cyrnob6is (pea.)] Ta piaHoro piBHs nopyeHb
PO3BUTKY, BKJIIOHYaOY1 CMHAPOM JlayHa.

Ane s BBaXkKaro HanBaXk/IMBILLUM CTaBfIEHHS BUXOBATeNIB A0 AiTel; AMTUHa
NnoBMHHa 6yTW OTo4YyeHa NG0B, NOAAHICTIO, A06poTOol. A 3aBXAM
NOSACHIOKO Lie HOBMMMU NpaLliBHUKaAMW: AiTAM CNifi rOBOPUTKY i AaTuW BiguyTTs,
LLIO BOHM MalOTb 3HAYEHHSA i IX NI06NATb. TaKoX, HAaNpuUKNaa, BOHU NOBUHHI
BifuyBaTH, WO BN 3@ HUMM CYMYBau, KON BU He 6y 3 HUMM AeaKuin yac.
LiTv noTpebytoTb NtO6OBI Ta KOHTAKTY MOHAJ yCe, ane TyT A cama Mo cobi He
3Morna 3po3yMiTu Le. Ane KOu Lo TeMy 06roBopoBasin, Ha HaBYanbHOMY
Kypci komaHga daxisuis SOFT tulip gy>xe 3po3ymino nosicHioBana yepes
KOHKPEeTHI npuKknagu, npauiBHUKM no6aymnu cBitno. KomaHga He nuwe
ovBunaca Ha npobneMu fiten, ane i BU3Hayana TPYAHOLL, 3 AKUMU MU

3iTKHYNucA. 3apa3 MM MOXEMO npauroBaTu Kpawe Ta edeKTUBHiWwe
Ta BiguyBaTM cebe HabaraTo KOpUCHiWMMK. S AaymMato, WO ueil ycnix
NoB’si3aHWM, FOJIOBHUM YMHOM, 3 TUM, LLLO BOHWM Manun JOCTaTHbO Yacy Ans
BUBYEHHA KOHKPETHUX NPOo6aeM Halloro auTsyoro 6yanHky. Lie npuseeno
[0 YiTKMX, iHAMBIAYanbHUX pileHb. Bisut komanaun SOFT tulip 6yB gificHO
4Yy[OBMM; HEMMOBIpPHi HagmMxatroui ntoamn 3 fo6pe NPoAYMaHOK NPOrpamoto .

3apa3 MM TakoX MpauremMo 3i CTapwuMu JiTbMU Hap couianbHOR
peab6iniTauieto, gonomaraeMo iM ajanTtyBaTucs [0 cCychinbcTeBa. Mwu
CTBOPUAN MaWCTEpPHIO TBOPYOCTI Ta XYAOXHIO MaWcTepHi. BnacHe
noAi6Hy XyA0XHI0O MailcTepHIo A no6aymna nif Yac HaB4yasbHOT NOI34KM [0
HigepnaHgiB. 3apa3 My TaKOX MAeMO AOCTYN A0 TPbOX MOBHUX HaBYaIbHUX
KYXOHb 3 YCiM, L0 MOXXe 3HaZ06MTHCS, BKIHOYAOUYM NOCYAOMUIAHI MaLLMHMK. |
Le cnpaBgi AKiCHUI maTepian, A gyxe nuwatoca uum! Mu xotinm 6 oTpumaTm
6inble 3HaHb, METOAUYHUX NMPUNOMIB Ta HABWYOK Yy rasnysi couianbHol
peabinitauii gna monoai. Mu o6cnyrosyemo ABi rpynu: giten Big 4 go 18
pokiB Ta cTapwux, Ao 35 pokis. 3aBasaku npoekty MATRA, Mn HaBunnucs
NpPONOHyBaTU NpaBUIbHY 4ONOMOrY MOMOALWNUM AiTAM. | oCcb HacTaB yac,
KONMW MW BMBYaAEMO CTpaTerii npaBuibHOI MNIATPUMKM CTapLUoi rpynu,
Hanpwuknag, 3 eproTepanii. 4 gymato, wo came SOFT tulip Havikpale 3Moxe
HaM y LbOMYy AOMOMOrTM B MaibyTHboMy. H crnogiBatocs, WO 3aBASAKMK
TakuMM nporpamam, sk y Hac B 3HaM’siHUi, 6inblue fiter B YKpaiHi 3MOXYTb
oTpumaTtu gonomory. | ockinbkun SOFT tulip 3agisiHniiy Hawi KpaiHi pa3om 3
nporpamamMu B 3aknajax gornsaay Ang HanMonoALux AiTen, Lue gonomarae
CTBOPUTM B YKpaiHi NporpamMy paHHbOro BTpy4aHHs. [puHanMHi, 1 maro Ha
Le BennKy Hagito. LLlo6 HacnpaBAi 3p03yMiTu Ta OLiHUTYK KiNbKiCTb BENUKOT
po60TH, Ky TYT 3pobuna komaHga SOFT tulip, 3aBasKK AKin MU gocarnum
3HAYHUX yCnixiB y ranysi ocBiTU Ta peabinitauii, BM NOBUHHI No6aunTu Le
Ha BnacHi oui. Lle cnpaBi BaXko BUCNOBUTY crioBaMu. Afle Lie NiAKpecntoe
Mili [eBi3 Y XUTTi: KOM MU pOBMMO iHWY NOAMHY LWACUBOI, TO caMi
noyyeaemocs wacnmemmu!

Tetyana Valko started her career, after
medical and pedagogical training, in
an institution for children with cere-
bral palsy. There she initially worked as
a childcare worker, then as a teacher
and subsequently as a psychologist. Since
1997 she has been the director of the

When | started at Znamiyanka | found
a particularly “difficult” situation. Of
course because of the overall condition
of the children, to begin with. But the
level of care, at the time, had no pos-
sibilities for rehabilitation or individual
education programs. But we went on,

Znamiyanka Children’s Home. Currently,
127 children live there, with severe con-
genital disabilities and who require the
most intensive care, diagnosed with issues
such as cerebral palsy, hydrocephalus,
arthrogryposis [a congenital joint disease
(ed.)] and various levels of developmental
disorders, including Down syndrome.

energetically and with good courage,
to improve the circumstances. In a few
years, we managed to make it look nice.
We started to create workplaces for tea-
chers and rehabilitation students. In terms
of education, we opted for the Montessori
approach. We also provided a space for
sensory integration. At the moment we

have ten playrooms in our house, which
look really beautiful and are equipped
with everything needed to help a child’s
development. We did all this on our own
initiative and supported by various funds,
but in the end, we were greatly helped by
what the MATRA project [“Social Trans-
formation”, a Dutch fund to support the
transition to democracy in Eastern Europe
(ed.)] provided us: methodology in care,
rehabilitation, and education. This pro-
ject fundamentally changed our appro-
ach to rehabilitation and our insight into
“our” children. As a psychologist, | deve-
loped a new understanding of the needs
of the children, as well as of their wishes
and emotions.

The first visit of the SOFT tulip/Ukraini-
an team to our institution took place in
2008. They made an assessment and
gained a good notion of all the problems
and offered us a four-day training course.
This took place at the start of 2009 and
has considerably improved our work
methods. We learned three important
things to optimize our work for children
with severe disabilities: addressing the
position of our bedridden children, which
has a major impact on the well-being of
those and provides more access to re-
habilitation and education possibilities
and can also prevent the malformation
of joints and spinal cord injuries. If you
look in our bedrooms these days, they
are empty during the day and the beds
made; that used to be different! Thanks
to the SOFT tulip team, all children now
can participate in all activities and have
access to all rehabilitation options. The
team also taught us how to use our equip-
ment optimally. Or how we could find the
optimal posture for a child, based on his
diagnosis and overall health status. And
then there was the nutrition aspect: how
these children ate, again related to the
position in which they could sit. A per-
son should ideally sit upright to be able to
process food properly, in order to allow
the internal organs involved to function
better. Thirdly, game activities were dis-
cussed, for those can help disabled child-
ren to understand the world around them.
Through these activities, we can also le-
arn much more about the child.

But what | see as most important is the
attitude of caregivers towards the child-
ren; a child must be surrounded by love,
humanity, kindness. | always impress
this upon new employees: the children
should be told and feel that they matter
and are being loved. Also, for example,
they should feel that you missed them
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when you were not with them for a while.
Children do need love and contact above
anything, but here, I, on my own, was-
n't able to get this really clear. But when
this subject was being discussed, in a
training course by the SOFT tulip team,
with examples and all, the employees
saw the light. The team not only looked
at the problems of the children but also
identified the complications this brought
on to us. We can now work better and
more efficiently and feel much more use-
ful. I think that this success is mainly due
to the fact that they took ample time to
study the specific problems of our child-
ren’s home. This led to specific, indivi-
dual solutions. The visit of the SOFT tulip
team was really great; wonderful inspiring
people and their entire program was well
thought out.

We are currently also working with older
children on social rehabilitation; helping
them to adapt to society. We have set up
a creativity workshop and an art work-
shop. | saw the latter during a study trip
to the Netherlands. We now also have
access to three complete training kit-
chens, with everything one could need,
including dishwashers. And it is really
quality material; | am very proud of that!
We would like to gain more knowledge,
techniques, and skills in the field of so-
cial rehabilitation for young people. We
serve two groups: children from 4 to 18
years, and the somewhat older, up to 35
years old. Through the MATRA project,
we have learned to offer the right care to
the younger group. And now it is time that
we learn strategies to support the older
group in the right way, for example with
occupational therapy. And | think SOFT
tulip is the best party to assist us in this
in the future.

I hope that more children in Ukraine can
be helped with programs like the ones
we have in Znamiyanka. And since SOFT
tulip is involved in our country with-as
| understand it-programs in care insti-
tutions for the very young, in particular,
Early Intervention, | have great hope for
that. In order to comprehend and appre-
ciate the enormous amount of great work
that the SOFT tulip team has done here,
with which enormous successes have
been achieved in the field of education
and rehabilitation, you have to see it with
your own eyes. It is really difficult to ex-
press this in words. But it does underline
my motto in life: when you make another
person happy, you feel happy yourself!



56

Iryna Roshkovych

IpuHa PowikoBuyY

MoumHatoum 3 1989 p. MM cniBnpauloeMo 3 MicToM-no6paTUMOM
Yxropoga y Cnony4yeHux LtaTtax — KopBannicom, wrtat OperoH. ¥ 2001
poui Kepon MoncoH, Toai ronosa Acouiauii micT-no6paTumiB, 3anpocuna
MeHe AOoMOMOrTY TM y AKOCTI nepeknagadva. BoHa opraHisyBana BisuT
rpynu amepukaHcbkux daxiBuiB y chepi peabinitauii giten 3 oco6anBmMu
notpe6amMu [0  HEWOAaBHO CTBOPEHOrO0  MEAWKO-COLianbHOro
peab6iniTauifHoro ueHTpy B Y>xropogi «OnTuMicT».

LleHTp «OnTumicT» y Tol yvac, a ue 6yB 1999 pik, 6yB HeypsfoBOH
opraHisauieto, MM He Manu 3aknagy, Wo nigTpumyeaB 6M 6aTbKiB, AKi
BMXOBYBanu AiTerd 3 iHBanigHICTIO, Nnosa Mexamu cneuianisoBaHux
O6yAMHKIB UM iHTepHaTiB. EAMHA anbTepHaTMBA MoJfisirasia B TOMY, LO6M
TpuMaTu piTert BoOMa i pobUTU Lie HaliKpaluM YnHoM. IcHyBana neBHa
¢diHaHCOBa Ta MeAuMYyHa [0MOMOra, ane couianbHa NiATPUMKa icHyBana
nuwe y BUrnsagi uux saknagis. nsa tux giten, ski MOrnu BUKOHYBaTu
BUMOIW HaBYaNbHOI Mporpamu, 6ynuM AOCTYNHI cnewianisoBaHi LWKOK.
BTiM KoHUenNUis feHHOT nporpamMun gornsay 3a AiTbMu We He 6yna Bigoma
yKkpaiHuaMm. Togi we Hi B Koro He 6yno igei AUTSYOoro LeHTpy Ans Aitein 3
iHBanigHicTIo, B sIKOMY 6aTbKM TaKoX Mornu 61 BigirpaBaTu NeBHy posb.
Takum ueHTpoM cTaB “OnTumicT”. bedayMOBHO, KOXXHa AUTMHA MOBUHHA
BUXoByBaTUCABCIM'TIAne,yBunaaKy fitein306MeXXeHNMU MOXITMBOCTSAMU,
Le HEMOX/IMBO 6€3 KOHKPETHO! MiATPUMKM, B couianbHIin Ta MeauyHiin
ctepi. Cami 6aTbkM Texx NOoTpebyBanu AONOMOrW, ane pecypciB Ha LUe He
6yno. 3gaBanocs, Wo y pagaHCbKi Yacu «oci6 3 iHBanigHICTIO NPOCTO He
icHyBano». OT 3a Takux o6CTaBuH A i npuiwnay LleHTp «OnTumicT» (Tenep
ue LleHTp «[lopora uTTs») nepeknagadem. Konu s no6auunna uux gite...
MoO€ cepLe nNpocTo Bigkpunocsa! 3roaom, KOnu Hali aMepuKaHcbKi gpysi
noixanu, s 3anponoHyBanaL,eHTpy CBO AONOMOTY He niLle 3nepeknagom,
ane i 3 yciMm pewTa. 3 Onerom KnpuneHkomM — AUPEKTOPOM LIEHTPY i ToAi,
i 3apa3 — MM 6ynn 3HANOMi 3i CTYAEHTCbKUX POKIB, TOX MU NEerko Ainwnm
srogu. OTOX, A NpautoBana HENMOBHUIN POHOYNIA AeHb FiIHEKONOroMm, a Toai
pornomarana sik BonoHTep y LleHTpi «[opora xutTa». TakoX B TOW yac
S npouvwna Kypcu mMacaxy, i Bnitky 2000 poky Oner sanutaB MeHe, 4u
UikaBMTb MeHe nocaga MacaxucTa y ixHbomy LieHTpi. 1 Bignosina: “Homy
6 i Hi, y MeHe 6araTo BifbHOro yacy. 13 sagosoneHHsam!” Y 2001 poui s
BUpiLLMNa 30CepeamnTUCb BUKITOYHO Ha AisnbHOCTi y LleHTpi, 3aebinbworo
TOMY, LLLO MeHi flyXXe XOoTinocsa 6y Ty Bi4noBiAanbHO 3a 6n1arononyyys Lyux
AiTel Ta ixHix cimen. [lns MmeHe 6yno gy>e BaX/IMBO, WO MeHe NigTpumas
Mili 6aTbKO, Y AKOro Tex 6yna MeAu4yHa ocBiTa. BiH po3yMiB, HacKinbku
BaX/IMBMM € Lie NPOEeKT.

KpiMm Macaxy, Mosa gianbHicTb y LleHTpi poswwupunacsa: 8 npautoBana
nikapem-peabinitonorom, pisuyHMM TEpaneBTOM, 3aiManacs nigTPMMKO

IpuHa PolKoBuMY - eHepririHa 3aCTyNMHULA AMPEKTopa 3akapnaTCbKoro
06/1aCHOro LEeHTPY KOMIMIEKCHOI peabiniTayil gites 3 iHBanigHicTo
«[lopora XuTTsi», je BOHa TaKOX 04O0J1t0€ BiA4iN1 paHHbOI 0 BTPYyYaHHS.
IpuHa npayroe y ybomy uLeHTpi 3 2000 poky. ToAi BOHa npayroBana
riHekosorom. Y 1997 IpuHa poui 3aKiHYnna YXropozcbKui
HaLyioHa/IbHUI yHIBepCUTET, 3rooM crieyianidyBanacsiHa aKyLepcTBi
Ta riHeKonori.

MiDKHapOAHUX KOHTaKTiB, (aHapei3MHroMm Towo. 3 4yacom, s cTana
3acTynHukom agupekTopa. Toai Oner 3anponoHyBaB MeHi 3aHATK Nocaay
KepiBHUKaA BigAiNny paHHbOro BTpyYaHHs, Bigkputoro y 2007 poui. Y 2009
poLii f TAaKOX CTana 3aCTYNHUKOM AMpeKTopa 061acHoro peabinitayinHoro
ueHTpy [enapTaMeHTy couianbHUX cnpas, AUpeKTopoM sikoro € Oner.
Y LleHTpi «[lopora XuTTa» A npawiolo BOIOHTEPOM BXe Malxe 9 pokis,
Hanbinblwe y chepi MiXXHapoaHMX BiGHOCUH Ta paHApPeNn3unHry.

Y 2005 poui konerwu 3i JibBoBa npeactaBunun Haw LleHTp «[lopora Xutra»
Mosedy KaTycy [konuwHiii ronoea MixHapoaHoi depepauii SOFT]
(pem.), i Hac 3 Onerom 3anpocunu Ha KoHdepeHuito B M. [ebpeLeH,
YropuwmHa, Mogito opraHisysana MixHapoaHoto degepauieto SOFT (ISF),

Iryna Roshkovych is the energetic Deputy
Director of the Zakarpattian Regional
Center for Complex Rehabilitation for
Children with  Disabillities ~ “Path  of
Life”, where she also is head of the
Early Intervention department. She has
been connected to this center since
2000. At that time she was working as a
gynecologist. She completed her studies
at Uzhgorod National University in 1997
and subsequently specialized in obstetrics
and gynecology.

Uzhgorod is connected to a sister city in
the United States, Corvallis, Oregon, and
we have been working together for a long
time, since 1989. In 2000 | was asked by
Carol Paulson, then the head of the Sister
City Association, as an interpreter. She
organized a visit by a group of American
specialists in the field of rehabilitation of
children with disabillities to the recently
established medical-social rehabilitation
center in Uzhgorod, “Optimist”.

Optimist was an NGO-at the time, in ‘99,
we had no institution to support parents
in raising children with a disability, other
than special housing facilities; boarding
institutions. The only alternative was to
keep the children at home and make the
best of it. There was some help, in a finan-
cial and medical sense, but social support
only existed in the form of these institu-
tions. For those who were able to follow
education special schools were available.
But daycare was—-at the time—an unknown
concept. The whole idea of setting up a
daycare center such as Optimist, where a
child with a disability could stay, and in
which the parents could also play a role,
didn't exist. And, of course, every child
should be raised in a family! But in the
case of handicapped children it's impos-
sible without specific support, in the so-
cial and medical field. Also, the parents
themselves do need support. Such resour-
ces simply did not exist. In the Soviet era
it seemed as if “the disabled just didn’t
exist”.

In that setting, | entered Optimist-now:
“Path of Life”-as an interpreter, and when
I saw those children... my heart just ope-
ned! Soon as our American friends had
left, | offered Oleh Kyrilenko, then—and
still-the director of the center to help him
voluntarily, not only as an interpreter but
with everything. So | worked part-time
as a gynecologist and as a volunteer at
Path of Life. By chance | just had taken
massage courses and in the summer of

2000, Oleh asked me if | was interested
in the position of massage therapist at the
center. | said “Why not? | have plenty of
time. With pleasure!” In 2001 | decided to
focus exclusively on the activities in Path
of Life, mainly because | really wanted to
fully commit to the welfare of those child-
ren and their families. At the time | was
supported—and this was very important to
me-by my late father, who, by the way,
also had a medical background. He un-
derstood the significance of this project.

In addition to massage therapy, my ac-
tivities expanded: rehabilitation doctor,
physiotherapist, maintaining international
contacts, fundraising, etc. Eventually | be-
came the vice director. Oleh then sugge-
sted that | should take the position of head
of the Early Intervention Department,
which opened in 2007. In 2009 | also
became the vice director of the regional
rehabilitation center of the Department
of Social Affairs, of which Oleh is also
the director. At Path of Life | have been
working as a volunteer for almost 9 years
now, especially in the field of internatio-
nal relations and fundraising.

In 2005, colleagues from Lviv introduced
Path of Life to J6zsef Katus [former chair-
man of the International SOFT Federation
(ed.)], and Oleh and | were invited to a
conference in Debrecen, Hungary, or-
ganized by the ISF, of which SOFT tulip
was the Dutch branch. There we met
J6zsef Katus and David van de Velde. Im-
mediately there was a great deal of trust
between us. And they suggested that we
could organize an international confe-
rence in Uzhgorod, in 2006. Which we
thought was an excellent idea!

From 2006 we kept in touch with Eric
Bloemkolk and Willem de Gooijer [resp.
the current director and the former chair-
man of SOFT tulip (ed.)], and maintained
a very open dialogue about the problems
we faced: where do we stand? What are
our real needs? Etcetera. This provided
us with new insights and considerations;
made it clear that buildings, materials,
etcetera, mean little when the person-
nel factor is not taken into consideration;
this is a profession in which people work
with people. This was the prelude to a
new learning process. SOFT tulip provi-
ded training programs for our staff, which
consisted of history and language tea-
chers, without any actual knowledge of
our work. For this was totally new for Uk-
raine. Physiotherapy only existed for just
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Ansa Ykpaium ye 6yno yinkom HoBuM. Qisn4yHa Tepanisi icHyBasa nuLie gBaHafUsATb pPoKiB!

ronnaHacbkoto dinieto akoi € doHg SOFT tulip. Tam My nosHaomMunucsa
3 VloaedJOM Katycom Ta [eBigom BaH ae Benbge.Mix Hamu ogpasy X
BMHWKNA B3aeMHa AoBipa, Tox y 2006 poui BOHM 3anponoHyBanu Ham
opraHisyBaTu MixXHapogHy KoHdepeHLito B Yxropogi. Ha Hawy aymky ue
6yn0 YyygoBoto igeeto!

3 2006 poky Mu nigTpumyBanu 3B'iI30K 3 EpikomM BntoMKonbkoM Ta
Binnemom pe loiepom [HMHIWHIA AupeKTOp i KONWWHIA ronosa SOFT
tulip (pea.)], i BeNM NpoAyKTUBHMIA Zianor Npo Npo6aemMu, 3 AKUMU MU
3iTKHYnMcA. My o6roeoptoBanu NUTaHHA: Ha YoMy Mu cToiMo? AKi Hawi
peanbHi noTpe6u? Towo. Lli po3aMoBM CnoHyKanu Hac A0 HOBWX iAen Ta
PO3YMiHHA. BOHM fONOMOrNIM HaM yCBiAOMUTMH, WO ByAiBNi, MaTepianu Towo
He MatoTb 3HAYEHHS, KoMK He 6epeTbcA Ao yBaru dakTop nepcoHany. dk He
AK, Lie npodecis, B AKil Nto4u npautooTb 3 NtogbMu. Lle 6yna npentogis go
HOBOroHaB4anbHoronpouecy. SOFT tulip sonomir opraHizyBaTu HaBYanbHi
nporpamu ans Hawux npauiBHUKIB, a came: 41 BYUMTeniB icTopii Ta MOBMY,
AKi He Manum XOAHWUX 3HaHb y cdepi peabinitauii giten 3 ocob6nnMBUMHM
notpebamu. Tomy wo ana YkpaiHu ue 6yno uinkom HoBuM.. disnyHa
Tepanis icHyBana nuwie gBaHajusaTb pokiB! HaBiTb y cdepi MOBNeHHEBOT
Tepanii Mu Bce Le npauremMo i3 3acTapinumn nigxogamu. Mum HaB4Yaemo
fiten 3 4-piyHoro Biky GpopMyBaTu 3BYKM, ane WO pobUTH 3 AiTbMMU, SKi

B3arasi He MOXYTb roBOpuUTU? AyTuU3M, SIK AiiarHo3, icHye B YKpaiHi nuwe
13 pokiB! Hanpuknag, konu 1 novana npaytoBaTtu TyT, y 2000 poui, ogHOMY

i3 HaWuX KNieHTIB giarHocTyBanu WwWnsodpeHito, ane Tenep A po3yMmito, Lo
ue 6yB aytusm. Lle 6yna cdepa, AKy HaM Heob6XifHO 6YN0 BUBYMTU, HAM
NoTpi6Hi 6ynun 3HaHHSA. | B uboMy SOFT tulip Ham ayxe pgonomir. bes Hux
MU He 3MOXeMO 3abeaneyyBaTu sikicHi mocnyru, nigTpumyBaTu ciM’i, abo
pO3BMBaTW NOCNYIU Yy LiNKOM HOBIV cdepi — paHHbOMY BTPYYaHHi.

A 6a4yy nuwe Aekinbka cnpaBii HOBUX BUKAMKIB ans SOFT tulip. Hawa
cniBnpaus € MilUHOMO, YyCTasfleHa Ha PpisHUX PpiBHAX | 3anuwaetbcs
HEe3MiHHOI, He3BaatouuM Ha MONITUYHI 3MIHM Yy Hawin KpaiHi. Mnu
nparHemo, abu Tak NpoAoBXyBasnocs i Hagani. Moxnueo, 6yno 6 gobpe
TaKoX HaBYaTW KepiBHMKIB chepun fornagy cTpaTeriyHoro njaaHyBaHHS.
lMepBUHHa gonoMora 3apas Mae Xopolly OoCHOBY. KepiBHUKMW iHTepHaTiB
4acTo NpMXoAATb Yy Uto cdhepy i3 30BCIM iHWNX ranysen, Big NpoBigHMKa
noisgy A0 KOMWULWHIX BiNCbKOBOCNYX60BLiB. BOHM TaKoX MOBUHHI
OTpMMaTK peasibHe PO3yMiHHS HOBOIO MiAXOAY Ta Npoueayp Ta nos'a3aHux
3 HUMK diHaHCOBMX acnekTiB. fl WMpO crogiBatocs, WO MU 3MOXEMO
NPOAOBXXYBATM HaLly yCNilWHY criBrnpawto xoya 61 BNPOAOBX ABaHAALATH
3 MOJIOBMHO POKIB. | 1 3MOXY N06aYMTU HA BAACHI OYi, LLIO MU MOXeMO
3anponoHyBaTu Kpalli nocnyru. Oco6aMBO 3Ba)Kaloun Ha Te, YOro Mu
pocsarnuny cdepi paHHbOro BTpyYaHHs ANTUHM i3 XOPOLLUMM PO3BUTKOM. | A
crnogiBatocs, Wo 6inblue opraHisauii npuegHatoTbes go SOFT tulip, wobu
pasom gocsrtu 6inbworo. fl AiiCHO NepeKoHaHa, Lo Lie BUFiAHO A58 060X
CTOPpiH.

twelve years! Even in the field of speech
therapy we are still working with outda-
ted approaches. We teach children from 4
years to form sounds. But what to do with
children who cannot talk at all2 Autism, as
a diagnosis, has existed for only 13 years!
For example, when | started here, in
2000, there was this client diagnosed as
schizophrenic, but I now understand this
was a case of autism. It was a field we still
had to learn everything about. We nee-
ded knowledge. And in this SOFT tulip
has helped us enormously. Without them
we wouldn't be able to deliver quality,
support families in a good way, or deve-
lop services in the—completely new-area
of Early Intervention.

I see only a few really new challenges for
SOFT tulip here. The cooperation is solid,
embedded at various levels and remains
unchanged with political changes. May

it continue like this. Perhaps it's a good
idea to also train our care managers in
strategic planning. Primary care now has
a good foundation. The managers of the
boarding institutions often came from
completely different branches, from train
conductors to former soldiers. They also
need to gain real insight into the new ap-
proach and procedures and the related
financial aspects.

I really do hope that we can continue this
success for at least another twelve and a
half years. And that | may live to see we
can offer better quality services. Especial-
ly with what we have achieved in the field
of Early Intervention, which is developing
very well. And | hope more organizations
join SOFT tulip, to make more develop-
ments possible. | am truly convinced that
this is beneficial for both sides.
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ﬂMpeKTOp «/[lopora xuTTs» Oner KupuneHko 3 PeHe Xy6perye Ta Hatanieto CpMI‘lKOiO
director of Path of Life, Oleh Kyrylenko, with René Hubregtse and Natalya Skrypka
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Lidy Bezemer

Jlipi besemep

Konu Hawa HoBa paja AMPeKTOpiB novana akTUMBHO cniBmpautoBaTu
3 SOFT tulip, Ham Bpanocs 3HaWTU CMiNbHI MOXNMBOCTI cniBnpali 3
yKpaiHuamu y chepi po60oTu 3 ocob6amu 3 ankoronismoM. B YkpaiHi Hemae
HaneXHoro pAiarHoCTyBaHHA, HeMae creudianisoBaHUX UEHTpIB; BCiX
ankoronesanexHUx CKepoBylTb Yy 3aknaj, a Aornsgadi Ta meacectpu
NOBWHHI caMi 3HaNTH cnocié po60THn 3 HUMKU. TOXK MU FOBOPMMO MPO Ntoaein
i3 comaTukot, nofen i3 ncuxiaTpuyHUMmM npobremMamMmn Ta ankoronikie
— BCi pisHOro ctyneHsa. Hawa paga AMpeKTopiB BBa)ana, WO 3HaHHA i
pocig LleHTpy KopcakoBa CniHrepaen MoXyTb 6yTWU KOPUCHUMMU ANs
YkpaiHu. OTox, Kiflbka pokiB TOMy MU 3 pa3oM i3 EpikoMm BntoMKonbkom
cneuianictomM 3 Nno6itoBaHHA i PO3BUTKY NONITUKKM i aupekTopoM SOFT
tulip, Bupywmunm B «Typ no YKpaiHi» BigBiganu n'ATb-WicTb nokauin,
rONOBHUM YMHOM 3 METOIO NMLLEe NOTNAAHYTU: WO X HacnpaBAi BNacTMBO
AN MEHTaNbHOCTI YKpaiHuiB? | Ae nuTaHHA i Ky Bignoeiagb My 6yaemMo
faBaTtu? Bo M1 3HaeMo focuTb 6araTo, ane fo6pe, WO caMe BOHU XOUYTb
3HaTK? Tig yac TOro Typy Mm 3yCTpinn AeKiNbKOX AUPEKTOpiB, OAUH 3
AKUX BYB BIAKPUTILLIMM, HIX iHWKA. MK 3 MOIM cheLianicToM 3 po3BUTKY
noniTUKKN Novanu aHanisyBaTu: XTO A0 4YOro BiAKpUTUK? flKa opraHisauis
€ [OCUTb FHY4YKot? | XTO, Ha Hally AYMKY, NpaBUIbHO CripuinMe i 3aMoxe
3acTOCOBYBaTM HOBI MigxoAun B po60Ti? 3BMYAIHO, BU TaKOX MNOBUHHI
MaTu crnpaBy 3 NeBHOIO iepapxieto. YkpaiHa — KpaiHa, aKii gosoannocs
CTUKATUCA 3 YCINAKMMM aBTOPUTAPHUMM BNAMBAMM, B TOMY 4yucni 3
PagsHcbkum Cotosom. | Le 3anuwinno cein cnipg,.

Mig yac uiel opieHTauinHOI 3ycTpiyi MeHi pJoBenoca Kinbka pasis
BUXOAUTU 3 TOTO BYAUHKY 3i cfibo3aMu Ha oyvax: «0, boxe, HacKinbku ue
Bce noraHo! YaBiTb co6i, AK TYyT MOXHa XuTu! NpoBecTn pewTy BaLlOro
XUTTA B KPUXITHIN nowapnaHii KiMHarTi... cyyinbHa 6esHagis!” “O,Ba nixka,
HEBENIMKUI NpOoXiZ MiXX HUMW, HeBenvKa wada, i Le i € Balwa KiMHaTa ana
aox! Y uin HeBenuki wadi posamipom oanH MeTp Ha 40 cMm, Lie BCe, fie BaM
noTpibHO cknacTu cBoi peuyi...”

Ane 3rogoM Mu npwuixanu go Mia6yxa, Ao Bipu MocunisHu. BoHa 6yna
BiAKpUTa fo ifen, ane e NOBMHHO 6YN10 I'PYHTYBaTUCA Ha JoKasax, 6a)kaHo
HayKOBMX, TOMY WO BOHa He XoTina wo6b ii npauiBHUKM OTpUMYyBau
nuwe fKiCHi 3HaHHA. Mu 3ycTpinuca 3 17 Henigpo6HOK NpuUcTpacTo
80 11 nigoniyHMx — MelKaHuiB Toro 6yaAnHKY Ta nepcoHany. Take came
BigZaHe CTaBfieHHA [0 po60TH i 4O MellKaHLiB 3aknajgy My 6aunnu i B
3acTynHuka aupekTtopa — cuHa Bipu — BikTopa Ta cTaploi MeacecTpu.
Mwu goMmoBUAUCH, WO 6yAeMO NpUIXKAXATKU A0 HUX ABiYi Ha piK, 3a LeW Yac
MW BXe nobyBasn TaM 4YoTMpu pasn. HaByaHHS NepcoHany My poanoyanu
3 TOro, WO PpO3NOBINW NPO METOA, SIKUA 3acTOCOBYETbCA Y LEHTpI
KopcakoBa. Lo X, y HalwoMy TpeHiHry B3sano y4acTb 30 XiHOK, fKi y BCix

Jligi besemep 3 2008 poKy npawytoe YOTUPU AHi Ha TMXKAEHb y LIeHTpi
KopcakoBa CniHregaen (Pottepaam, fleni 3oprpyn) Ha nocagi
MeHeA)xepa 3 MuUTaHb XWTIOBOro rocrogapcrsa, Aornsgy Ta
406po6yTy. 32000poKyiiyBaraB 0CHOBHOMY 30CepeAXeHaHaAornaai
3a JIlogbMU Noxuaoro Biky. KpiM Toro, BoHa Hagae nocayru Macaxy
Hir Ta cnopTuBHOro macaxy. [licns 3506yTTs OCBiTU MejcecTpyu B
nikapHi €Bgokii (PoTTepgam), Jligi npayroBana B 4eKibKOX JliKapHSX,
ambynaTopisix Ta NpoekTax AoMaluHboro gornsgy. [loyuHaroum 3
1985 poky BoHa 3aliMae KepiBHi nocagn: «6e3nocepesHbo Kepyroyn
MepCcoHasioM, Haanxayn KoMaHan ¢axiByi Ha BigfaHy i 3aB3ATYy
PO6OTY, CRifKYYY W06 6yan JOCATHYTi MOCTaBJIEHI Ui, 3MiHIOYY
po6oynit npouec». Lle Te, Ae, ik ckalana Jligi, BoHa cebe noyysae
KOM@OPTHO Ta BneBHeHo. “l e cripaBAi yyA0Be NOeAHAHHS 3 PO60TOO
OAMH Ha O4MH 3 KiieHTaMu, B MOIVi BAacHiv npakTuyi.”

TUX O3HaKax i cMMNTOMax, iKi MM onucanu, BNi3Hanu cCBOIX nauieHTiB!
IxHIo BignoBigb HaBiTb He noTpi6HO 6yNo NepeknagatTv — Lie MOXHa 6yno
NpoYMTaTU Ha TXHIX 06IMYYsIX. Ane TON daKT, WO Le BCe, L0 BOHM LLOAHS
cnocTepiratoTb y CBOIX NaLieHTiB, HasnBaeTbca cMHAPOM KopcakoBa, ue
6yn0 Ans HUX abCcontoTHO HoBUM! «KopcakoB» — Lie CUHAPOM, a He Taka
XBOpO06a, K aiabeT. IcHye nonepefHin etan «BepHikep» ( “Wernicker”). Big
HbOro0 MOXHa BUNiKyBaTUCA. A AKLLO He BAANOCA BUIIKYBaTUCSA, TO Yy Uiel

0Cco6u po3BMBAETbLCA cMHAPOM KopcakoBa: Lie KOMM YacTUHU MO3KY He
OTPUMYIOTb AOCTATHbOI KilbKOCTI TiaMiHy, BiTaMiHy B. | e yacTkoBO Yepes
3/10BXUWBAHHA aJIkorofsieMm, ane 3Ha4YyHOK Mipol Yepe3 HenpaBuiibHe
XapyyBaHHSA. Afle TaKOXX MNOAIGHMI CTaH MOXKe B6YTU Y TUX BariTHUX XIiHOK,
y SIKUX BMPOAOBX MepLIMX LWeCcTU TUXHIB crnocTepiraetbca 6/t0BOTA.
Y niofgen 3 0OXUPIHHAM i 3MEHLIEHHSIM LWAYHKY — L HewogfaBHO 6yno
OOCNIAXKEHO — TaKOXX MOXe pO3BUHYTUCA CMHAPOM KopcakoBa, OCKinbKu
X LWAYHOK 3aHAATO Manui, Wwo6 3acBOITU AOCTATHIO KiNbKiCTb BiTaMiHiB.
Lle nop'Aa3aHO 3 Kek Ta ankoronem, ane uUe Hacamnepeg npobnema
HecTaui TiaMiHy. |, 3 HaWworo AOCBiIAY: NOKM 3 TaKUM MYXXUYUHOI € foYKa
un apy>kuHa (Tak, 6inbluicTb BUNaAKiB — Lie NalieHTU-40N0BiKM), AKa roTye
ONS HUX Tenny Ky, NpUHaANMHI OAMH pas3 Ha fAeHb, XXOOHOM0 CUHAPOMY
KopcakoBa He 3'ABNAETbCS, | NAUieHT € NPOCTO «ankoronikom». OgHak,
AK TiNbKW, KON Taka NiagTpMMKa i onika 3HUKae, 6e3yMOBHO, anKoroniku
3aBX /AW MaloTb NEBHUN TUM NOBEAIHKW, OfIHAK, AKLLLO OTOYEHHSA aflKoronika
B SKUACb MOMEHT 3MIHIOETbCSA B riplly CTOPOHY: SAKLLO Taka XiHka noro
NOKMAae Yn NoMupae, To ankoronik NpocTo binblue He NiKNyeTbCA Mpo
cebe. K0 Mepexa BUXOAUTb 3 1aZly, BOHU OTPUMYIOTb SiMLLe CBOI Kanopii
Big ankoronto. ToX MU TakoX 6a4nmMo 6arato po36uUTUX ciMen, iHoai ABi-
TPM XiHKW B POAUHI 3anuMLLaroTbCs 3 yciMa AiTbMMU, iHOAI IXHI YONOBIKK BCe
LLle XOYyTb KOHTaKTYy 3 ciM'eto,, iHOAi Hi. | MM B OCHOBHOMY nosicHIOBanu,
WO € Te, Wo BigbyBaeTbCA B MO3KY, i WO BiAOYBAaeTbCA B NOBEAiHL,, O
Bif6yBaeTbCA Y BCiX B3aEMOAifAX.

Xouya ue Bce 6yno Ayxe BMisHaBaHUM AN NepcoHany, ogHaK Teopis,
Lo 3a UMM cTosiNa, byna ANA HUX abCONMOTHO HOBOK. YyAoBO, WO Tenep
BOHW MOIMNM NOEAHATWM BracHWW Joceifg i Teopito! MuHynoro pasy mwu
06roBoptoBanu K CNpaBAATUCS 3 TaKO Fpyrnoto ankoronikie. ToMy Lo
y LbOMY 3akflafii KpiM 0Oci6 i3 anKoronbHOK 3aNeXHIiCT0 € NalieHTu 3
NcuxiyHMMK NpobaemMamu, i3 coMaTUKOI Ta 3i GisMYHMMKM NpobnemamMu.
B YkpaiHi NpuriHATO 3BMHYBayyBaTu MeAUYHUX CecTep, KONU nauieHTu
BeayTb cebe HeJoCTaTHbO Ao6pe. Bu MoxeTe gymaTtu npo ue Bce, WO
3aBrofiHO, ane Wo X KynbTypa — LUe KynbTypa. Afe B AKUNCb MOMEHT MU
NOSICHUN KEPIBHMLTBY: WO Take afkorosb Hacnpagi? Lo BiH po6utb 3
MO3KOM 3asexHoi ocobu? Ha wo MoxHa Bnaueatu? Hanpuknag, Konu
XTOCb C/iMWU, BUHE MOXETE NOMPOCUTU NOro B3ATU YaLlKy. Lle HemoxxnumBeo.
ToX AKWO ankoronb 3aBAae MO3KY MOLKOAXKEHHS, TO Taka ocoba Bxe
He MOXe BMKOPUCTOBYBATU L0 AiNAHKY MO3KY. TakOX MW FrOBOpPW/M Mpo
nosefiHky. 0Oco6nMBO cnif 3asHauuTU ponb iHbOpMaLitHOro GyKNeTy,
AKWUA CKNanu Hawi ncmuxonoru “3i MHoto Bce B nopsiaky!”. B HboMy nauieHTn
KaXkyTb, WO BOHU ce6e fobpe NoYyBatoThb, LLLO BOHU HE PO3YMitoTb, HaBilo
TM XXUTK B HaLLiN yCTaHOBI. Taky MOBeAiHKY YaCTO MOXHa cnocTepiratni B
YkpaiHi: «<4omy s mato 6yTn TyT? 1 MOXY NpocTo NiTv gogomy!” Mu Takox

Lidy Bezemer has been working since
2008 four days a week in Korsakov
Centrum  Slingedael (Rotterdam, Lelie
Zorggroep) as manager of Housing, Care
and Welfare. Since 2000, she has mainly
focused on care for the elderly. In addition,
she has a foot and sports massage practice
at home. After her a-nurse training, at the
Eudokia hospital (Rotterdam), she worked
in several hospitals, outpatient clinics,
and home care projects. Since 1985 at a
managerial level: “... managing, making
teams enthusiastic, getting things done,
change things; it’s just my thing. And a
really nice combination with just working
one-on-one with customers, in my own
practice.”

When our new board started to actively
cooperate with SOFT tulip, particularly
the link with our work in the field of alco-
holism could soon be established. In Uk-
raine they have no diagnoses, no specia-
list centers; everyone is placed in a house
by the government and the caretakers, the
nurses, simply have to find their way with
it. So we are talking about people with so-
matics, people with psychiatric problems
and alcoholics— to various degrees. Our
board thought that the expertise of the
Korsakov Center Slingendael could be
relevant. So a few years ago my policy
officer and |, together with Eric Bloem-
kolk, the director of SOFT tulip, went on
a “tour of Ukraine” past five or six locati-
ons, mainly with the intention of just ta-
king a look: what is there actually for cul-
ture in Ukraine? And where is a question
and what kind of answer are we going to
give? Because we know quite a lot, but
well; what do they want to know? We met
several directors along the way; one was
more open than the other. My policy offi-
cer and | started deliberating: who is open
to what? Which organization is flexible
enough? And who do we think will pick
up new things properly? Of course, you
also have to deal with a certain hierarchy.
Ukraine is a country that has had to deal
with all kinds of authoritarian influences,
including those of the Soviet Union, of
course. And that left its mark.

During this orientation, | just had to walk
out of such a house a few times, with
tears in my eyes: “oh man, this is so bad!
Imagine living here! The rest of your life
in a tiny shabby room ... the sheer ho-
pelessness!” “Two beds, a small path in
between, a small cupboard, and there’s
your room, for two! In that small cup-
board, one meter high by 40 cm in length
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and width, that’s all you have to put your
stuff in...”

But eventually, we came to Pidbuzh, to
Vera Yosypivna. She was open to ideas,
but these had to be evidence-based, pre-
ferably scientifically, because she didn’t
want to release just anything on her em-
ployees. We did meet with her genuine
passion for her residents and employees.
And that also applies to the vice-director—
Vera’s son-Victor Yosypivn and the head
nurse. We have agreed that we will go
twice a year and have been four times.

The training for the staff we started with:
what is Korsakov? Well, there were 30 la-
dies who exactly recognized their patients
in all those characteristics and symptoms!
Their response didn’t have to be transla-
ted; it could be read on their faces. But
the fact that this is called “Korsakov”;
well, that was completely new to them!
Korsakov is a syndrome, not a disease
such as diabetes. There is a preliminary
stage, “Wernicker”. You can heal from
that, and if not, you will get Korsakov:
parts in your head don’t get enough thia-
mine, vitamin B. And that is partly due to
drinking, but largely due to bad nutrition.
But can also be the case with pregnant
women, who vomit all the time during the
first six weeks. People with obesity and
a stomach reduction—this has recently
been investigated—can get Korsakov be-
cause their stomach is too small to take
up enough vitamins. So it has to do with
food and alcohol, but it’s primarily about
thiamine. And, in our experiences: as
long as there was a daughter or a woman
- yes, most of the time the patients are
men —who makes a warm meal for them,
at least once a day, no Korsakov emer-
ges and the patient is “just” an alcoholic.
The moment that it disappears—well, al-
coholics naturally have a certain kind of
behavior, so if the environment is clear
with it at some point, or if such a woman
dies, then an alcoholic simply no longer
takes care of himself. If the network fails,
they only get their calories from alcohol.
So we also see a lot of broken families,
sometimes there are two or three women
with all children involved and sometimes
they still want contact, sometimes not.
And what we mainly explained that there
is what happens in the brain, and what
happens in behavior; what happens in all
interactions?

While this all was very recognizable
for the staff, the theory behind it was



62

OyeBMAHO, L0 BOHN BYATbCA i L0 XOYyTb BYUTHUCSA. | Lje yygoBo crnocTepiratu!

NOroBOpPMUAM NPO Te, L0 HacnpaB/i € 3aNeXHicTHo. fika XiMisa B Ballin ronosi
3MyLIye 3aNexHicTb GakTUYHO TpuBaTU? AK MOXHA 3HAWTU CUIK LWO6
nepenporpamysatu cebe? QakT 3anuwaeTbca GakToM: KOAM Ball MO30OK
noTpi6HO NepenporpaMyBaT — BaM crpaBfi NoTpi6bHa Benmka gonomora.
Y HinepnaHgax y Hac € nporpamu Ans Lboro, 3a 4,0NOMOror AeTOKCuKawii,
B AHTeci [ronnaHacbKoMy ncuxiaTpuyHoOMY 3aknagi, Wo creuianisyetbca
Ha HapkomaHii (pea.)] Ta iHWMX 3aknagax MNCUXiYHOro 340pOB'A. Ane
He B Ykpainil Y HigepnaHgax iX MoXHa 3aKpuTu 3rifHO i3 3aKOHOM Mpo
cnevianbHi NpunomMu B NncuxiaTpuyuHi nikapHi (peg.)]. Ane He B YKpaiHi, TyT
3aksaj — Le NpocTo «BislbHUI» 6YANHOK.

Y Nip6y>xi 3a 300 meTpiB Bi 3aknagy 3HaX04UTbCA Mara3uH afikorosibHUX
HanoiB. AgMiHicTpauisf 3aknafy Hamaranacsi LOMOBUTUCSH 3 HUMMU W06 He
npojasanu iXHiM nauieHTamM ankoronb, ane npogasli NpoCcTo BignoBinu:
“Lle Bce pobpe, ane MM MoBWHHI npogatu!” Tox MW 3anponoHyBanu
KEepiBHMLUTBY HACTyMHe: Balwi MewKaHUi OTPUMYHOTb BCH LLOMICAYHY
NeHCcito 3a OAMH pas, Yn He MoXeTe BM i faBaTu YyacTuHamu? o6 BOHM
MOT/IY MOTPOXU NMUTW, asie NPU LLbOMY He NPOSIBNIATM arpeCUBHY NOBEAIHKY.
ToMy WO neplmni TMXXAEHb BOHW HECTEPIHi, IX NMPaKTUYHO HEMOXIIMBO
3YNUHUTK | BeCb BYAMHOK MOYMHae cmeppiitu. MNoTiM HacTynHi Wwe Tpu
HeCTepMHi TUXHI, Yyepes Te L0 BOHW He MatoTb 3a Lo KYNUTK ankoronb, 60
3aKiHYnnucsa rpowi. Toxx My 3po6un cnpoby 3po3yMiTu K Lie peryntoBaTi,
ane, Ha XKanb, 3HOBY HALLUTOBXHYTUCSA Ha CYMHO3BiCHY iepapxito: “Lli rpowi
HanexaTb MelKaHUsAM, MM He MaeMo npaea ix TopkaTtucs.” Ocb Taki Tam
cnpasu. CKaxiMo, y HUX NPOCTO HeMae anbTepHaTnUB. Mn HeofHOPa3oBO
npakTUKyBanu pisHi MeToaM pPO3MOBM Ta MeTOAM neperoBopiB. Hawwui
TPEeHepu TaKOX PO3MOBJANAM 3 Tpyrnok MeLKaHuiB 3aknagy npo
neperosopw. “Tak, e npaBunbHo!” MoTiM BOHU 3anuTytoTb: «LLlo A noBrHEH
po6uTn? Bu npuidkpikaete 3-3a KOpPAOHY i nicnasaBTpa Bac He 6yae.”
OupekTopka Ta nikap Ayxe fob6pe BigpearyBanu Ha Halle HaBYaHHS,
npekpacHo 3po3yMinu HanpsiMoK, B SKOMY MOTPi6GHO pyxatucs. Tenep
npauiBHUKM 3aknagy y Mig6yxi o6epexkHo NoYnMHaTb BECTU NEPErOBOPHU
3 AeAKNMU MelKaHusaMK. | xoya uel npouec Bce we nepebyBae Ha dasi
Ccnpo6 i NOMWUIIOK, O4EBUAHO, L0 BOHU HABYaKOTbCA i WO XO4YTb BUMTUCS. |
Le 4yaoBoO cnocTepiratu

AKLLO MU MOXEMO MOACHUTU, HOMY MU POBMMO peyi NPaBUIbHUM YNHOM,
BOHU MOXYTb 3pO3yMiTH, AKi ilel MOXXHa 3acTocyBaTu B IXHix ymoBax. B
OoAWH MOMeHT Bipa ckasana: “Hy, Mv nouynu 6arato! Tenep Ham BaXXnmMBo
uto BCto iHhopMaLito OCMUCIIUTH, @ TOAI NOAMBUMOCS CaMi, YUM 3 LibOro
Mu 6yaemMo kopuctyBaTucs.” Toai Bu 6aunTe, WO BOHA 3HOBY B fnigepax.
Yynoso! | A gymato, Wwo ue ocob6aMBo fobpe, TOMY LLO MU HE POBITHUKU
po3BUTKY, fIKi KugawTb puby i kpuyatb “floiTb!” Hi, Mn nponoHyemo
wochb, i came Bif HUX 3anexuTb, WO BOHM 3 UMM 3pobnaTb. Mu He

NPonoHyeMo M BYAOUKY, ane Kaxemo: “[uBUCH, OCb IK MOXHa 3po6uUTH
BYAKY. A Tenep, Ae Bu 3HalgeTe puby?” O4HUM CJIOBOM, MU NOBUHHI 6yTK
CBOEPIAHUM LOpOroBkasoM. BoctaHHE MM o6roBoproBanu “mMoTuBaLinHe
iHTepB'to”. TOX AKUM YMHOM 4Yepe3 PO3MOBY MOXHa MOTUBYBaTU KOrOCb
3MIHUTU CBOO NOBEAIHKY, 3aNpOCUTH Lo 0COBY [0 MPUNHATHOrO CNOCo6y
nosefiHkN. N8 HUX Lie BUABUIOCA 3aHAaATO CKNAAHO, HIYOro He BAaNOCS.
HacTynHoro pasy mu 3arnMéumocb y MO30K Tpoxu gani. Cam MO30K,
noBefiHka Ta po3yMiHHA. | AKY MoBeAiHKY MOMOALWNIA MeANYHUIA MepcoHan
MOXXe NMPOSIBUTU Yy KOHTAKTi 3 KNiEHTOM. TUM YyacoM 6araTo Haluux BisuUTIB
00 YKpaiHW TakoX € OCBITHIMU. TOMY LLO, FOTYHOUYUCH A0 TAKOrO TPEHIHTY,
MU pO3JYMYEMO Haj BfaCHUMM MeToAaMu. B ocTaHHi poku Le npusBeno
00 pAay 3MiH BcepenHi Haworo 3aknagy CniHrepgaen, sokpemay nigxogi
0O HalWuX MeLlKaHUiB Ta HOBOrO PO3YMIHHS HAWOro BTPYYaHHA Ta
B3aeMHoOI cnisnpadi.

Hackinbku MeHi Bigomo, SOFT tulip moyaB npautoBatn 3 ocob6amu 3
iHBanigHICTIO, | Ternep BOHM TaKOX OMiKYKOTbCA NOAbMU NOXWUOrO BiKY i,
3BMYanHoO, AoNomMaratoTb CTBOPUTU NPOrpamMun paHHbOro BTPyYaHHA AN
ManeHbkux giten. Y CniHregaen Mu ogHOro pasy oTpumanu TpUpivyHWUR
6rofXeT Ha nNpodinakTUKy ankoronismy. | micns Toro, sik Lei NpoekT 6yB
3aBepleHnin — ABa-TPU POKM TOMY — S BCe LUe NOMivalo, Lo BCe, Lo MU
BKJ1aNuW,y NikapiB nepLoiniHii fonomoru aboy nikapie 3aranbHoi NpakTUKMU,
npu3Besio A0 3HAYHOro NOKpalLeHHs NonepeaHbOro BUABAEHHSA TOrO, YK
OCHOBHa Mpo6/iemMa Halworo KieHTa cnpuynHeHa AiabeToMm, anKoronem,
4K Le BCe Taku, CMHAPOMOM KopcakoBa. TOX MU Nepexunn 3acTocyBaHHs
npodinakTuku. | Hawa amobiuis nonsrae B ToMy, Wo6 MOXXHa 6yN10 CNiNlbHO
3 poHpom SOFT tulip SKUMOCb YMHOM AOMOMOrTM 3 NpodiNakTUKoLo
ankoroniamy B YkpaiHi. B 3apa3 nepebyBaeTe Ha 3aBepluanbHii ctagii
npob6nemu. |, 3BnYaiHo, Le BennyesHa npobnemMa, agxe, AKLLO NOrNAHYTH
Ha ropinky, To BOHa AelleBLlUa, HiX 6nawaHka konu! | nuTaHHs nonsrae B
TOMY, UM MOXHa CMpaBAi WOoCb 3po6uTH 3 LMM. Ha MOIO iyMKY, HACTYNHUM
KPOKOM NOTPi6HO 3HaN T B3AaEMOPO3YMiHHSA, ZOMOBUTUCH MPO CNiBNpaLo
i 3narof)eHicTb [iA ycix AMpPeKTopiB Ppi3HUX ycTaHoB. PerioHanbHO
BM3HaAYyaeTbCs, AKi MewWwkKaHui Kyaun igyTb. | sKWo gupekTopu mornu 6
MaTu B3aEMHi JOMOBJ/IEHOCTI, MPOBOAUTU E€AUHY MONITUKY, LUe 6 cnpuano
dopMyBaHHIO HabaraTo KpaL,oro po604oro cepefjoBuLLa Ana gornagadise
Ta CTBOPWJIO 6 YMOBMU, B AKX 3aKNaAun MOXYTb 3MiLJHIOBaTU OAUH OAHOTO.
Mu 3HOBY NOTAEMO TYAM Y XKOBTHI, i 1 3 HETEPNiHHAM YeKkato uboro! 1 aymato,
O Lie NpeKpacHa KpaiHa, i 1 BBaxato, LWo 3ycunns, aki Mu goknagaemo,
OiCHO MO3UTUBHO CNpPUSAIOTb GOPMYBaHHIO 340POBOI0 CyCMiNbCTBA.

¢axiBui 3 Jlenieaopry Ta gornsgadi Ha TpeHiHry y Min6yxi Ta nepeknagay Hatanis Momipko
experts from Leliezorg and caretakers at a training in Pidbuzh, and translator Nataliia Pomirko

completely new to them. Great, to reach
that milestone together! The last time we
discussed how you manage such a group
of alcoholics. Because they also have
people with psychiatric problems, with
somatics, and with physical complaints, in
addition to people with alcohol addiction.
In the culture of Ukraine, the nurses are
blamed when patients do not behave well
enough. You can think whatever you want
about that, but well: culture is culture.
Yet, at some point, we explained to the
management: what is alcohol actually?
What does it do with your brain? What
can be influenced? With the example
that when someone is blind, you cannot
ask him to take a cup. That is impossible.
So if alcohol causes your brain to be
damaged, then you can't really use that
piece of brain anymore. We talked about
behavior. Of particular note is the impact
of “There Is Nothing Wrong With Me!”, a
booklet our psychologists have made, in
which patients say that they are just fine;
that they don’t understand why they have
to live at our institution. That is behavior
one also encounters in Ukraine: “Why do
| have to be here? | can just go home!”
We also talked about what addiction

,w

actually is. What chemistry in your head
makes the addiction actually continue?
How can one find the strength to de-
program oneself? The fact that when
your brain needs to be reprogrammed,
you really do need a lot of help. In the
Netherlands, we have programs for
this, with the detox, at Antes [a Dutch
psychiatric institution, specialized
in addictions (ed.)] and other mental
healthcare institutions. But not in
Ukraine! In the Netherlands, you can lock
them up according to the BOPZ [Special
Admissions for Psychiatric Hospitals Act
(ed.)]. But not in Ukraine, the institution
is simply a “free” house. At Pidbuzh'’s,
there is a liquor store, 300 meters further
down the road. They have tried to make
agreements with it, but the shop assistants
just replied: “.. that’s all very well, but
we have to selll” So we proposed to the
management: your residents receive their
entire monthly allowance in one go, can’t
you just give itin portions? So that they can
keep drinking, but won’t show aggressive
behavior. Because the first week they
are insufferable, practically incontinent
and the whole house starts to stink. Then
three more insufferable weeks follow,

because they’re out of booze, missing
the alcohol. So we made an attempt to
see to regulate that, but then you come
across the infamous hierarchy again: “...
this money belongs to the residents; we
can’t touch that.” That’s how things are
over there. They just have no alternatives,
let me put it that way. We have practiced
different conversation techniques and
negotiation methods with them a number
of times. Our two trainers also spoke to
a group of residents about negotiating
... “Yes, that’s right!” They then say “..
what am | supposed to do with you? You
come from abroad and you will be gone
the day after tomorrow. “The director and
the doctor responded very well to this,
took the reins perfectly. Pizbuzh is now
cautiously starting with negotiating with
some residents. And while this is still in
a trial-and-error phase, it is obvious that
they are learning and that they want to
learn. And that is wonderful to witness!

If we can explain why we do things the
right way, they can comprehend which
ideas are applicable to them. Vera said
at one point: “Well, we’ve heard a lot!
Let’s let that sink in and see for ourselves
what we will use of it.” Then you see that
she’s in the lead again. Great! And | do
think that’s especially good because we
are not development workers throwing
fish while shouting “catch!” No, we offer
something and it is up to them what they
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do with it. We don't offer a rod, but say:
“..look; this is how you could make
a fishing rod-now where would you
find fish?” In short; we must be a kind
of signpost. The last time we discussed
“motivational interviewing”. So how can
you motivate someone to show different
behavior through a conversation; to invite
them to an acceptable way of conduct.
They found that too difficult; it just didn’t
work that way. The next time we go into
the brain a little deeper. The brain itself,
behavior and comprehension. And what
kind of behavior a caregiver can display
in contact with a client. In the meantime,
many of our visits to Ukraine are also
educational. Because, while we prepare
for such training, we reflect on our own
methods. In recent years, this has led to
a number of changes within Slingedael,
in the approach of our residents and new
insights into our interventions and mutual
cooperation.

As far as | know, SOFT tulip started
working with the disabled, and they
are now also taking care of the elderly
and, of course, with Early Intervention
for the small children. At Slingedael
we once received a three-year budget
for prevention. And after this project
was stopped-two or three years ago-I
still notice that everything we have
invested, in first aid doctors, or in general
practitioners, has led to a significant
earlier detection of whether a resident
is being confused by diabetes, alcohol,
or Korsakov. So we experienced the use
of prevention. And our ambition is to be
able to do something with SOFT tulip in
some way with alcoholism prevention in
Ukraine. You are now at the final stage of
the problem. And of course, it is a huge
problem, because if you look at vodka;
it’s cheaper than a can of coke! And the
question is whether you can really do
something with that. In my opinion, the
next step is to ensure that the various
directors of the different locations are
aligned. It is regionally determined which
residents are going where. And if the
directors could make mutual agreements,
have a unified policy, this would lead to a
much better working environment for the
caretakers and create a setting in which
the institutions can reinforce each other.

We will go there again in October and |
look forward to it! I think it is a beautiful
country, and | believe the efforts we are
making really contribute positively to a
healthier society.
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Els Uyttewaal

Enc OyTteBenb

A 6yna B YKpaiHi 651M3bKO WecTu pasiB. My noYyanu 3i CTBOPEHHS Kypcy AN
MeANYHUX NpauiBHUKIB i3 gornagy 3a nogbMu noxunoro Biky. OdiuinHo
X He MOXHa Has3BaTu “npodeciiHuMun pornagadyamu” — y HUX Hemae
aunsoma — TYT MU FOBOPMMO MNpPO AtoAen, AKi NiIKNYTbCA NPO NauieHTIB,
AKi Becb Yac nepebyBatoTb Yy NixKy. CTpyKTypa Kypcy 6a3syBanacsi Ha
KOHUenuil «HaByaHHA TpeHepiB». TOX MU HaBYyanu TpeHepiB KYpCiB,
yKpaiHCbKuX ©®i3WYHMX TepaneBTiB, NikapiB Ta cTapwux mMencecTtep i3
HaMipoMm, Lo Yepes NeBHUI Yac BOHM caMi 3MOXYTb BUKNadaTu Len Kypc,
BXe 6e3 Halol yyacTi. CnoyaTKy MU BUKNaAanu cniibHO 3 yKpaiHCbKUMMU
daxiBusAMHM, i NOCTYNOBO 3MEHLUYBanu CBill BNAMB, TOAi AK y4yacTb i poib
YKpaiHCbKUX TpeHepiB 3pocTana. MizHiwe M1 TakoxX 6panun yyacTb y LLbOMY
KypcCi AN MOJIOALWOro MeAnMYHOro nepcoHany. Tenep ykpaiHCbKi TpeHepu
BMKN1IafaloTb Liei Kypc NOBHICTHO caMOCTiNHO. PaKTUYHO, 3apa3 My pasoMm
3 YKpalHCbKUMU TpeHepaMu 34iNCHIOEMO NULLIE NiArOTOBYI BiSUTU.

YKkpaiHcbKi $isnyHi TepaneBTH Ta nikapi fo6pe OCBiYeHi Ta OpieHTOBaHI Ha
3axif; BOHN GaKTMYHO BOJIOAIOTb TaKUM CaMUM PiBHEM KOMMNETEHTHOCTI,
wo i ixHi konern y Higepnangax. Ane ykpaiHcbKi ¢axiBLi Bce Lie HaaTo
“MeAnYHI”, Ay>Xe OpieHTOBaHi Ha AiarHosu Ta BignoBigHI npoTokonu. Y
Jornsagi 3a N10AbMU NOXWUOMO BiKY MW 3aluULWWAK Le Y MUHYIOMY Lie
6araTo pokiB TOMY, i, LUBMALIE, TOCTaBMMO NIIOAMHY — 3 yciMa i po3nagamu
= Yy ueHTp. Lito noauHY MU He cnpuilMaeMo sk “nauieHTa 3 xBopo6oto
MapkiHcoHa” a6o “nauieHTa 3 iHcynbToM”. OTXe, BesMKa pisHULs nonsirae
y pakypci nornsay — K MOXHa MOBOAMTUCSA 3 NOAbMU MOXMNOrO BiKY.
B YkpaiHi, konu ocoba noxunoro BiKy 3axBopie, BOHa 6yfe nexaTtu B
NXKY i HiYoro He po6uUTUMe, 3 YacOM BOHa NEPETBOPUTLCA Ha «nexady
XBOPY», @ MOTIM MOMpe, NPOCTO TOMY, WO 6ifiblle He HiYoro He po6UTb.
HaBiTb noauM Ha6araTo MOMOALWOro BiKy MOMUpalTb fulle yepes Te,
o nepecTalTb pyxaTucsa. Y HigepnaHgax My NOWUPIOEMO NPOTUIIEXHE
CTaBNeHHA: aKTUBI3yWTecs, MPOAOBXYWTE pyXxaTUCb, MNPOJOBXYyNTE
3aMaTUCS pisHMMU cripaBamMu, HaBiTb AKLLO Y Bac € pi3Hi po3nagu; npocTo
npoaoBXynTe npautoBaTu. [poTe He MOXUBO NiKBiAYBaTU L0 pPidHULIO
N1LLE NPOBIBLUM OAUH KYpC. |, 0TXe, MU NPOAOBXKYEMO 6paTh yyacTb y LUKX
NifroToBYMX Bi3UTaX, OCKiIbKM MU XOYEMO HafaTh UMM TpeHepam binbLue
PO3YMIiHHSA : BiANYCTiTb UK MeAUYHY MoAefnb i NpOCTO crnocTepiranTe:
4YOro BOHM XO4YTh i LLLO MM MOXEMO iM 3anponoHyBaTun?. CnpaexHin Gpokyc
3aBX/AM MOBUHEH BYTW 30CEpElXeHWN Ha MOKpalleHHi J06poByTy LmMX
noaen.

Mu 6auyMmMo NOCTYNOBWUI MNporpec, KPoK 3a KpokoM. [loBinbHO, ane
BMNEeBHEHO NPUXOAUTb Y CBIAOMICTb PO3YMIiHHSA TOrO, LLLO € CEHC NPUHANMHI
BCTaTWU 3 NiXka, [licns uboro nauieHTU NOBUHHI MaTuM MOTMBALiO
BUXOAUTU 3 MPUMILLEHHSA; BU NMOBWUHHI 3anponoHyBaTu iM LWOCb, AKYCb

Amaris
Lorggroep

EprotepaneBT Esic OyTeBesib Mae 6ifibLU HiXX TPUZLUSATUPIYHMIA JOCBIg
po6oTu B ycix acrnekTax ZOrasAy 3a JH0AbMU MOXUI0ro Biky. Tomy
BOHa 6yf1a CBiAKOM i y4yacCHUKOM rnepexoay Bif AoromMoru ocob6am
MoXnoro BiKy y 3aKpuUTUX ycTaHoBax AO AOMalIHbOI JOMOMOrH,
i 3 camoro noyatky 6pasa y4acTb Yy NPOMOHYBaHHi MepBUHHOT
eproTtepanii 1iTHIM IFO45M. A TaKOXX BIIPOAOBXK AeKiIbKoX pokiB Enc
6yna KepiBHUKOM BifAiNeHHs eproteparnii. Sk eprotepaneBT, BoHa
crieyianiayetTbcsi Ha XBopo6i MMapkiHCOHa Ta npaytoe 3 opraHisayiero
ParkinsonNet. OcTaHHiM YacoMm, KpiM cBoei po6oTu y napTHepi
SOFT tulip «Amapic» (Amaris), Enc Takox € koopauMHatopom ARBO
[fonnaHgcbka naatpopma 415 yMoB nipayi. — pea.], Ae BoHa nparHe
MOKpaLYUTN BaxKKi yMOBM npali nepcoHany i3 AOrnsay 3a J0fbMu
MOXUJI0rO BIKY.

OiANbHICTb. | TOoAi, KONM YCBIAOMJIEHHA BaX/JIMBOCTI pyXy, AiANbHOCTI
[o6pe BKOPIHUTBCSA Y TXHil CBIAOMOCTI, CTaHe YaCTUHOM IXHbOIO XUTTS,
ToAi MM cnpaBai 6arato Yoro JOCsArHeMo. 3BUYalHO, Ui BUAW AiSNbHOCTI
BCe We Tpeba po3pobuTy, i, 6€3yMOBHO, ANA LUbOro € MOXIUBOCTI. Ane
NOAN NPOCTO He AyMatoTb NPOo Le 3apas, y LboMy HanpsMKy. TUM Yacom,
nicna Kypcy Mu 6a4unu nwoaen, ki ABa poku nexanu B NiXKy, panTom

pasoMm noyanu rpatu B irpu. Lle, 6e3yMOBHO, BXe € BENIMKOIO 3MiHOLO, i Lie
4YyAO0BO, WO NepcoHany BAanocsa BnopaTuca 3 LMM. 3HOBY X Taku, Moxe
6yTW LWe OAMH cnag, KoM HOBUI AMPEKTOP BCTYMUTb Ha nocagy, ane noku
LLLO cUTYyaLis € Takoto, iIK MU T 6aunmo.

MpodeciitHo Bce Le 3abesneuyye BaM CUSibHe MOYYTTA MepcreKkTUBM.
3BMYaniHO, AKLWO MOPIiBHIOBATU CUCTEMWU OXOPOHM 3[OPOB'A, MU TYT
He po6MMO HaMosIoBUHY noraHo. Ane s Aymato, WO BW 6auyuTe Taky
nepcrneKkTUBY B 6araTboXx KpaiHax, A5 LbOro He NOTpi6HO ixaTu B YKpaiHy.
Hexal ckaXkyTb, LLO Y HAaC NPOCTO rapHa CUCTEMAa OXOPOHM 3A40POB'A. TUM
yacowm, Lie cnpaBgi Yyaoea pid, Wo6 3B’A3aTUCh i3 CaMOIO CYyTHICTHO BaLoi
npodecii, BM HacnpaBAi NoynHaeTe Bce cnoyaTtky. Bu oTpumanu ocBiTy
eproTepaneBTa i BUALWAM Ha MEBHUN piBEHb i3 AYMKOIO, WO Te, YUM BU
3aiMaeTecCh, BaXK/IMBO B OXOPOHi 340pOB’s. Afe 3BiATU BU NOBUHHI novaTu
TPW KPOKW BHU3Y i CNyCTUTUCS A0 CYTi CBOET Npodecii: YoMy B/ BBaXKaeTe,

Enc OyteBesnb B poni nayieHTa nig Yac TpeHiHry / Els as a test subject during a training

Occupational therapist Els Uyttewaal has
more than thirty years of experience in
all facets of elderly care. She has there-
fore experienced the shift from intramural
care to home care and has been involved
from the outset in offering primary care
occupational therapy to the elderly. She
has also been the manager of an occu-
pational therapy department for several
years. As an occupational therapist, she
specializes in Parkinson’s and is affiliated
with the ParkinsonNet. In recent years, in
addition to her work at SOFT tulip partner
Amaris, she has also worked as an ARBO
[(Dutch platform for working conditions
(ed.)] coordinator, committed to impro-
ving the—ever more strenuous—working
conditions of elderly care workers.

I have now been to Ukraine about six
times. We started by setting up a course
for care providers in elderly care. Of-
ficially you can’t call them “professional
caregivers’—they don’t have a diploma-
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we're talking here about the people who
care for bedridden patients. The structure
of the course was based on the concept
of train the trainer. So we trained the
course trainers, Ukrainian physiothera-
pists, doctors, and head nurses, with the
intention that at some point they could
give the course themselves, without us
having any influence on it. We initially
gave that course for a large part together
with them and gradually reduced our
influence, while that of Ukrainian trai-
ners increased. We then also parti-
cipated in that course for those care
providers. The point at which the course
is now given independently by these
Ukrainian trainers has now been reached.
In fact, we now only do preparatory visits
together with them.

The physiotherapists and doctors with
whom we work are well educated and
Western-oriented; the level at which you
can consult with them is the same as in
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Ba)<nnMBo ycBifOMUTY, LLO AOI/IS4 3@ CTapeHbKUMM Tpeba NigHATN Ha BULLUINA PiBEHbD.

LLL0 BAXNBO, W06 NHOAM 3aiManncs 3HaUYLWLO AisnbHicTIO? Lle aae fyxe
LiHHE PO3YMiHHSA.

| 3BMYalHO — i Ue AyXe Beceno - BU GepeTe y4yacTb y AMCKYCiax 3
ronnaHausMu Ta yKpaiHUAMM MpO Te, WO Mae CMpaBXHE 3HAYeHHS:
WO BaXJMBO, sIKi nepli KpoOKU HeobXxigHO 3pobuTn? Bu 3 LuM pyxe
He norog)xyetecb. Mu HaBuMAM iX, WO Take XxBopoba lMapkiHCoHa a6o
iHCYnbT. | 3 ronnaHACbKOT CTOPOHU BU YyeTe: “Hi, MU NOBUHHI 3pO3yMiTH,
O BaXJIMBO BCTaBaTW 3 NiXKa, i He Nuwe Ans 3anobiraHHs yTBOPEHHS
BifSIEXXMH Y/ KOHTPaKTYp. CyTb B TOMY, LLO IIOAMHA CTaE LWaC/NBOLO NnLLe
TOAi, KONK T YuMocCh NOTPIGHO 3aiMaTUCS — B LUIMPOKOMY PO3YMiHHI LibOro
C/loBa — 3aMiCTb TOrO, WO6M NPOCTO NieXxaTu».

A pymato, Wo 3aBXAu fob6pe 3HANOMMUTUCS 3 Pi3HUMU KyNbTypamu.
| ue 6yno Moe neplwe peanbHe 3HaWoMcTBO 3i CxigHow €Bponoto,
CXiAHOEBPONENCHKOK KYNbTYpoto. YyaoBo, W0 My NpaLoeMo 3 MicLLleBUMU
noabmn. Toai BU Mo3HaoOMUTECH 3 KYbTYPOKD 30BCIM MO-iHLOMY,
NMOpPIiBHSHO 3 BiANYCTKOBO Noi3aKolto. |, sk 61 TaM He 6yno, npocTo gobpe
NOAUBUTUCS, AK XUBYTb Ui ntoaun. | Baarani Xntta B YKpaiHi 30BCiM He €
NMoraHuM; 3BiCHO pPiBEHb XWUTTSA HE € TaKUM, fIK y Hac — i B TUX ByAUHKaAxX
AN nogei noxunoro BiKy, YacTO MOXHa crnocTepiraTv HebaxaHi Ta
3arpos3nuBei cuTyauil, — ane ykpaiHui MOXYTb NpoBag1TH ifeanbHO rapHe
XUTTA; ofHaK B YKpaiHi Hemae ripkoi 6igHOCTi. Bu oTpuMyeTe peanbHy
KapTuUHy cycninbcTBa. Bu gincHo 3HanomuTtecsa 3 nogbMu. | 3BMYanHoO,
CNiNKYKYUCb 3 YKpaiHCbKMMW TpeHepaMu, BM MOXeTe MOrAsHYyTU Ha
IXHE NpUBaATHE XUTTSA, TXHI XXUTTEBI 3BMYKU. BOHU YacTo BcCe e XUBYTb
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N 4

HaBYaHHS 3 l'lepCOHaOM 6YANHKY A5 NTI0ZeN oxusoro Biky y JTbBoBi, 3 TpeHepoM Pyyaom BoHr YaHrom (cnpasa) / training ih elderly home in Lviv, with co-trainer Ruud Wong Chung (on the right)

3 NOMOBUHOK POAUHM pPa3oM, Y AyXe ManleHbKkux 6yanHkax. BoHu Takox
6ynu fyxe 34MBOBaHi TUM, WO S We He 6abycs i Wo A He 36upatocs
3a0X04yBaTK CBOIX AiTel 3MIHUTK Le — Haye 1 Mana 6M Ha Le SIKMICb
BNAMB. BCi BOHM Hapop)XytoTb AiTen y HabaraTo MOJIOALIOMY Bili, HiX Y
Hac, SIKMX MOTiM NepeBa)kHO BUXOBYHOTb 6abyci Ta gigyci. Lle TpuBae Bxe
nokoniHHa. OT)xe, KpiM NpodeciiHnX ysiBNeHb, Ui BisaUTK crnpaBgi fatoTb
LIMPLUNIA NOrNA4 Ha CBIT.

HewopaBHo B Amaris y Hac Bigbynacs 3ycTpiy, Ae 3HOBY nigHsanocs
nuTaHHA poni SOFT tulip. 3apas y Hac € fobpe BcTaHOBNEHU Kypc. Ha
HbOrO € 3anuTW Bif iHWWX 3aknafis, i MM CNpoBYyeEMO AKOCb BMJIUHYTU
Ha uto cuTyauito. Mun 6ygemMo HamaraTucs CTBOpPUTU TakuiA caMuii Kypc B
iHWin yacTuHi Kapnar. Migxig NnoBMHEH 6yTWU iHWWM, OCKiflbKM TaM HeMa
disnyHUX TepaneBTiB UM iHLWMX NapamMeaukiB, fKi MornuM 6 BuMKNagaTwu.
Tox IM goBefeTbCA WYyKaTW iHWKX Nogen — ane, 3HOBY X Taku, B pamMKax
KOHUenuii “HaByaHHS TpeHepiB”, B Ky A Mato Benuky Bipy. 1 He aymato,
LLIO Ma€e CeHC NpPOCTO NpuixaTu, NPOBECTM KypC i noixaTu gogomy. Lle mae
CEeHC Nuwe ToAi, KoNu Micuesi Nogu, 3 HaLWoOK HenpAMOoK NiATPUMKOLO,
HaBYalOTb CBOIX Ntofen. A Konv naeTbcs Npo Te, Wob 3HAUTU NOTPIOHUX
nrogen, Hanpuknag, SOFT tulip ana Hac Mae Benuke 3Ha4YeHHs. A Kpim
TOro, NOAMBITLCS: NULWE HAaBYaNIbHOrO KypCy He BUCTauYuTb, BiH MOBUHEH
6yTn BOyAOBaHWM Yy 6inblwy noniTuky. HeobxigHO ycCBIiAOMUTKM, WO
NOTPiIOGHO B LiIOMY NiAHATM TYp6OTY NPO NtOAEN NOXMNOro BiKy Ha BULWMIA
piBeHb. TakoX Ha LbOMY piBHI — ynopsiiKyBaBLIM YMOBW, 3pOOGUBLUN BCe
HaNEXHUM YMHOM — 51 fyXKe CMOoAiIBaloCH, WO MU MOXEMO NPOAOBXYBaTH
po3paxoByBaTu Ha nigTpuMKy SOFT tulip.

i

the Netherlands. But they are still very
“medical”; very focused on diagnoses and
the corresponding protocols. In elderly
care we have left this behind us years ago,
and rather put the human being-with all
his disorders—at the center; he is not seen
as merely “a Parkinson patient” or “a CVA
patient”. So the big difference lies at the
vision level; how one deals with the el-
derly. In Ukraine, when you fall ill, you
will lie in bed and do nothing; you be-
come a bedridden patient and then you
die, just because you don’t do much any-
more. People die even much younger, just
because of that. In the Netherlands, we
propagate the opposite attitude: activate,
keep moving, keep doing things, even
if you have all kinds of disorders; just
keep on going. You can't eliminate that

posiboBa rpa nig Yac TpeHinry / role play during a training

difference with just one course. And,
therefore, we keep on participating in the-
se preparatory visits because we want to
provide those trainers with more insight:
“...let go of that medical model and just
observe: what is it they want and what
can we offer them?” The real focus should
always be on improving the well-being of
those people.

We see gradual progress, step by step.
The insight that it makes sense to at least
get them out of bed is slowly but surely
sinking in. Thereafter, the patients must
have a motivation to get out; you have
to offer them something, activities. And
the moment that realization has landed,
we really will have achieved a lot. Then,
of course, those activities still have to be

devised, and surely there are possibilities
to do so. But people simply don’t think
about it right now in that direction. In the
meantime, after a course, we have seen
people who have been in bed for two
years, suddenly playing games together. A
huge difference, of course, and it is won-
derful to have managed that. Then again,
we may see another decline when a new
director takes office, but well, for now,
that’s just the situation as it is.

Professionally, it all provides you with a
strong sense of perspective. Of course,
if you compare health care systems, we
don’t do half bad here. But I think you get
that perspective in many countries; you
don’t have to go to Ukraine for that. Let
it be said that we just have a good care
system. Meanwhile, it’s really a wonderful
thing to reconnect with the very core of
your profession; you actually start all over
again. You have graduated as an occupa-
tional therapist and entered a certain level
with an idea that what you do is important
in care. But from there you have to start
three steps down and descend into the
essence of your profession: why do you
think it’s important that people occupy
themselves with meaningful activities?
This provides a very valuable insight.

And of course-and that’s a lot of fun—
you get involved in discussions, with the
Dutch and the Ukrainians, about what is
of true significance: what is important,
what are the first steps? You disagree
considerably about that. We have taught
them what Parkinson’s disease or CVA is.
And from the Dutch side you hear then:
“...no, we should learn it’s important to
get out of bed, not only to prevent bedso-
res or contractures; the essence is that a
person only becomes happy when he or
she has something to do—in the broadest
sense of the word-instead of just lying
down.”

I think it’s always good to get to know
different cultures. And this was my first
real introduction to Eastern Europe, the
Eastern European culture. The great thing
is that you work with local people. Then
you get to know a culture in a very diffe-
rent way, compared to a holiday trip. And
anyway, it’s just good to see how those
people live. And in general, life isn’t too
bad in Ukraine at all; not the standard
of living that we have-and in those nur-
sing homes you often find undesirable
and harrowing situations—but Ukrainians
can lead a perfectly good life; there is no
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bitter poverty or anything. You get a real
picture of a society. You really get to know
people. And certainly those trainers, you
get a glimpse into their private lives, their
living habits. They often still live with half
of the family together, in very small hou-
ses. They were also very surprised by the
fact that | wasn’t a grandmother yet and
wasn’t going to encourage my children
to change this—as if | would have some
influence over that. They all get children
at a much younger age, who then mainly
are raised by grandparents. This has been
going on for generations. So, apart from
professional insights, these visits also re-
ally provide a broader view of the world.

Recently, at Amaris, we had a meeting
where the role of SOFT tulip emerged
again. Basically, we now have this course,
which is well established. There are still
requests from other institutions for this
course and we'll try to exert some influ-
ence in this. We are going to try to set up
the same kind of course in another area in
Zakkarpattia. The approach must be dif-
ferent because there are no physiothera-
pists or paramedics available as teachers.
So they will have to look for other peo-
ple—but again, within the train-the-trainer
concept, in which | have great faith. |
don’t think it makes sense to just come,
give a course and leave again. It does only
really make sense when their own people,
supported by us behind the curtains, train
their own people. And when it comes
to finding the right people, for example,
SOFT tulip is of great value to us. And be-
sides, look: only a course will not suffice;
it must be embedded in a larger policy.
One must really realize that care for the
elderly as a whole must be raised to a
higher level. Also at that level-arran-
ging the conditions, getting things done
properly—I really hope we may continue
to count on the efforts of SOFT tulip.
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MoBu4a3Ha peBonouis

Po3BUTOK HaLioHa/lbHOI CUCTEMU PaHHbOIro BTPyYaHHS, CTBOPEHHS Heyps[0BUX

opraHisauyin 6aTbKiB AiTeiN 3 iHBanigHicTio, Mi>KHapOAHMUX opraHisavliu, yKpaiHCbKOro

YPAAY Ta Pi3HNUX perioHasbHUX Ta MiCLeBUX OpraHiB Baagun Ta MegNYHUX npayiBHuKIB. |

MoOBYa3Ha peBoJioyis Bigbynacs.

2016

Y nepiog a0 2016 poKy YOTUPU rPOMaACbKi OpraHidauii — LeHTpyU paHHbOro
BTPyYaHHsi B XapkiBCbKiii, JIbBiBCbKill, 3akapnaTcbkiin Ta Opecbkii
obnacTax yTBopunu anbaHc 3 SOFT tulip Ta HauioHanbHoto acambneeto
noaen 3 inBanigHictio (HAIY). Y 2016 poui 3a nigTpumkm CBITOBOro 6aHKy
Luen anbsHC NPoOBIB AOCHIAKEHHS, B SKOMY 6y/I0 OKpecsieHo cuTyauito
LWOAO0 pPaHHbOrO BTPYYaHHA Ta 3akoHoAaBCTBa B YKpaiHi. 3BiT npo ue
AOCNiAXEHHA BUKJIMKAB BENNKY yBary [0 PaHHbOro BTpyYaHHA cepefj
npodecioHanie Ta Aep)XaBHWX OpraHis. BucHoBKM Ta pekomeHzaLil
NArNN B OCHOBY HaLiOHaNIbHOrO NAaHy pO3BUTKY PaHHbOrO BTPYYaHHSA y
YOTUPLOX MiNOTHUX 061acTAX. PO3po6Ka HaLioHanbHOro NnaHy NigTpuMan
OM6yacMeH 3 npaB Ntoaei 3 iHBanigHicTHo.

Ba)kiMBuii KpoK ANsi 3aTBEPAKEHHS LibOro naaHy ypsifioM 6yno 3pobaeHo
27 NWNHSA Ha 3ycTpidi 3 Bile-npem’ep-MiHicTpoM YKpaiHu . Po3eHKoM,
AKUIA NiIAKPEeCnnB, WO paHHE BTPYYaHHA € NPIOPUTETHUM NMUTAHHAM ANS
YkpaiHu. 15 neperoBopis 3 ypsiAOBLSMU 6YN0 CKafeHo iHpopmauinHuin
nakeT, CpAMOBaHW Ha BNPOBaf)XeHHS1 PaHHbOro BTPyYaHHA B CUCTEMY
OXOPOHM 3[0pOB'A Ta couliafbHOI 4ONOMOrK, Ta AeTasbHO OMUCaHO, AK
dbopmMyBaTh NiATPUMKY cimeir. TMicna iHTeHCMBHOro No6i 14 rpypHa ypag,
YKpaiHu 3aTBepAuMB Lier nnaHx.

MapTHepn nNO anbfHCY MPUBEPHYNM YyBary pisHUX MiKHapPOAHUX
opraHisauin, B peaynbTaTi 4oro, 3o0Kpema, BUHUKAN nporpama "baTbku
3a paHHEe BTpy4YyaHHA”, niagTpuMaHa €EBponeicbkoto Komiciero, fka
posnoyanacsa y Apyriv nonosuHi 2016 poky. AnbsaHC, 30KpeMa, npauroBas
3 UNICEF Hap po3po6Koto 3akoHOoAaBYOl 6asu AN paHHbOro BTPYYaHHS
Ta Kpaliol cnienpaui CTOPiH, 3any4YeHUXx A0 paHHbOro BTpy4yaHHA. Tak
Hapoaunacsa ipgea Aana MNnatdopMy MONITUKKM PaHHbOro BTPyYaHHA, a
ToAi 6yno mpoBefeHo iHpopMauiiHi kamnaHii. Y rpygHi Biue-npem’ep-
MiHICTp NnignucaB AMPEKTUBY ANA 3a7yYeHUX MiHICTEpPCTB, AN CKNajaHHA
MeMOopaHAYyMy Npo PO3BUTOK PaHHbOro BTPyYaHHA Ta An3aiH nnatdopmu.

2017

AnbsHC BigirpaB BupiwanbHy ponb Yy neperosopax, WO BeAyTb A0
CTBOPEHHS NNaTGOpPMM paHHbOIO BTPyYaHHS. 13 KBITHA Nif ronoByBaHHAM
BiLle-NpeM’ep-MiHiCTpa Ta y cniBnpaui 3 MiHiCTpaMu OCBIiTW, OXOPOHMU
3[0pOB'S Ta couiaNbHOI MONITUKM, a TakKoX 3 npeAcTaBHUKAMMU
MiXXHapOZHMX Ta YKpaiHCbKMUX opraHisauii 6yno nignmcaHo MemopaHgym
Npo B3AEMOPO3YMiHHS LIOAO PaHHbOro BTpyyaHHA (MemopaHaym), a
TaKoX 6yno ctBopeHo nnatdopmy. MisHiwe MeMopaHaym 6yB nignucaHuni
3 UNICEF, HALIY, bnarogiiHum GpoHAOM «IHCTUTYT paHHbOrO BTPYYaHHA Y
XapKoBi, npeicTaBHUKOM 6aTbKiB fiTew 3 iHBanigHicTio, SOFT tulip Ta Eur-
lyaid. YyacTb y nnatdopmi Takox BifbyBaeTbCA Yepes AisNbHICTb LEHTPIB
paHHbOro BTpyYaHHsa y JIbBoBi, Oaeci Ta YXXropogi, a Takox yepes ocib,
L0 BM3HAYalOTb MOMITUKY NiNOTHUX o6nacTew, Ta Yepes NpeAcTaBHUKIB
HOBOCTBOPEHUX CNY>X6 PaHHbOIO BTPYYaHHS 3 iHLLMX PerioHiB. Y 4OTUPbOX
NiNOTHWX 0611acTAX anbsiHC Y rany3i OXOPOHM 3[0POB'A Ta couianbHOro
CeKTOopY WyKae BiaNoBiAHI Micus ANs CTBOPEHHA HOBUX LLIEHTPIB paHHbOro
BTPYYaHHs. KpiM Toro, nponoHytTbCs pidHi HAaBYaNbHi Kypcu gns ociob, Wwo
dbopMmytoTb NoniTuky, haxiBuis Ta 6aTbKiB.

Y cnienpaui 3 UNICEF, 6yno po3noyaTo peknamMHy KaMmaHito npo
HalioHanbHy Nporpamy paHHbOro BTPYYaHHs Ta CTBOPEHO Be6-CanT.

2018

LiboropokyTpnMBananigrotoBka o CTBOPEHHS cekpeTapiaTy HalioHanbHoI
nnatopmMu MONITUKM PaHHbOrO BTPYYaHHS, sika MpoxoAuna Yy TiCHil
cniBnpaui i3 3acTynHukom MiHicTpa OnekcaHgpoto YypkiHoto. Pa3om 3
MiHicTepcTBOM OCBiTU 6y10 COOPMOBAHO HOBWIA MPOEKT PO3MOPSAAXKEHHS
Ka6iHeTy MiHicTpiB ana nofanbluoro po3BUTKY HalioHanbHOI nnaThopmm
pPaHHbOro BTPYyYaHHS.

Y HigepnaHngax Bigéynucsa neperosopu Mixx SOFT tulip Ta BMKOHYOUOMO
060B'A3KN MiHICTpPa OXOPOHW 3A40pOB'S MaHi YnsHoto CynpyH LwWozo

— —a
MiH. ocBitu J1.TpeHeBny, npegctasHuk UNICEF I. bap6epic, Biye-lTM [1. PozeHko
Min. of Education L. Hrenevych, representative UNICEF G. Barberis, Vice PM P. Rozenko
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-EpiK BbrromMKonbK éycrpiqaerb 51 3 Biye-NM
1. PogeHKo Ta YnoBHOBaXeHUM 3 pas
AantuHn H. Kyne6oto.

Eric Bloemkolk meets Vice PM P. Rozenko
and Commissioner on the Rights of the Child
transition from E.I. to education services. Mr. N. Kuleba.

3yCTpiy yKpaiHCbKOI KOMaHAw 3 naHi lopo-
LUEHKO Ta rocsioM HigepnaHgis Fekcom, 06ro-
BOPEHHS nepexozy Big PB 10 OCBITHIX cy6.
The Ukrainian team meets Mrs. Poroshenko
and Dutch Ambassador Hoeks to discuss the
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LepeMoHis nignucarHHs (cripasa Hanigo): Biye-lNIM 1. PoaeHko, I7 bap6epic (UNICEF), MiH. ociTu
J1.IpeHesuny, anpektop SOFT tulip E. BitomKonbK, KepiBHUK B® «3axuct npas giteii» €. [MaBnoBa
signing ceremony, with from right to left: Vice PM P. Rozenko, G. Barberis (UNICEF),
Min. of Education L. Hrenevych, director SOFT tulip E. Bloemkolk, Head AUFCR E. Paviova

A silent revolution

The development of a National System
for Early Intervention (E.l.); a co-crea-
tion of NGOs, parents of children with
disabilities, international organizations,
the Ukrainian government and various
regional and local authorities and care
providers. Asilent revolution took place.

2016

In the period before 2016, four NGO
E.l. centers in the regions of Kharkiv,
Lviv, Zakarpattia and Odesa formed
an alliance with SOFT tulip and the
National Association for People with
Disabilities (NAPD). The alliance con-
ducted a study in 2016—with the sup-
port of the World Bank-that mapped
out the situation concerning E.l. and
legislation in Ukraine. The report ge-
nerated a great deal of attention for E.I.
among professionals and government
bodies. The conclusions and recom-
mendations formed the basis of a nati-
onal plan for the development of E.I. in
four pilot regions. The development of
the national plan was supported by the
Ombudsman for the Rights of Persons
with Disabilities.

An important step for the government’s
approval of the plan was taken at a
meeting with Ukrainian Deputy Prime
Minister, P. Rozenko on July 27, who
underlined that E.I. is a priority issue
for Ukraine. For negotiations with go-
vernment officials, an information pac-
kage was put together, aimed at intro-
ducing E.I. into health and social care
and detailing how to shape the support
for families. After an intensive lobby,
the Ukrainian government approved
the plan, on December 14.

The alliance partners caught the at-
tention of various international orga-
nizations, resulting in, among other
things, a Parents for E.I. program,
supported by the European Commis-
sion, that started in the second half
of 2016. The alliance worked with,
among others, UNICEF on the deve-
lopment of a legal framework for E.I.
and a better cooperation between the
parties involved in E.I.. The idea for the
E.l. Policy Platform was born and in-
formation campaigns rolled out. In
December, the Deputy Prime Minister
signed a directive for the ministries
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involved, for composing a memoran-
dum on the development of E.I. and
the design of the platform.

2017

The alliance played a crucial role in the
negotiations leading to the E.I. platform.
On April 13, under the chairmanship of
the Deputy Prime Minister and in coo-
peration with the Ministers of Education,
Health and Social Affairs, as well as with
representatives from international and
Ukrainian organizations, the Memoran-
dum of Understanding on E.I. (MoU)
was signed and established the platform.
Futhermore the MoU was signed by
UNICEF, NAPD, Foundation Early Inter-
vention Institute Kharkiv, a representative
of the parents of children with disabilities,
SOFT tulip and Eurlyaid. Participation in
the platform also takes place through the
early intervention centers of Lviv, Odesa
and Uzhhorod, policymakers from the
pilot regions and representatives from
newly established early intervention
services from other regions.

In the four pilot regions, the alliance in
the health and social sector has sought
suitable locations for new E.I. centers. In
addition, various training courses have
been offered for policymakers, professi-
onals and parents.

In collaboration with UNICEF, a national
E.l. promotion campaign and website
were launched.

2018

In this year, preparations for the establish-
ment of the secretariat of the national E.I.
policy platform took place in close col-
laboration with the Deputy Minister, Mrs.
Oleksandra Churkina. Together with the
Ministry of Education, a new draft order
from the Cabinet of Ministers has been
formulated for the further development of
the E.I. policy platform.

In the Netherlands, talks were held
between SOFT tulip and the acting Minis-
ter of Health, Mrs. Ulyana Suprun, about
accommodating the platform’s secreta-
riat with the Ministry of Social Affairs.
This resulted in the support of Minister
Suprun for the new draft order from the
Cabinet of Ministers. Consultations were
held with the Ministry of Education on
the certification of E.l. trainers and the
transition of children towards inclusive
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new Early Intervention center in children’s polyclinic in Lviv

po3MilleHHs cekpeTapiaTy nnatdopmu y MiHicTepcTBi couianbHOT
noniTuku. Lie 3ymoBuno NiagTpMMKy MiHicTpa CynpyH Ans HOBOro NpoeKkTy
posnopsaxeHHs Kab6iHeTy MiHicTpiB. bynu npoBegeHi KoHcynbTauii 3
MiHicTepcTBOM OCBITM WOAO0 aTecTauil TpeHepiB paHHbOro BTPyYaHHA
Ta nepexopy AiTen A0 iHKIKO3UBHUX AUTAYMX capkis. byno nposepeHo
YncneHHi iHbopMaUitHi KamnaHii Ta 3AiNCHEHO BeNUKY KinbKiCcTb
ny6nikauin y 3MI Ta couianbHux megia 3 MeTo0 iHOOPMyBaHHSA LWUXPLIOTO
3arany.

KinbkicTb KOMaHA paHHbOro BTPYYaHHS B YOTMPbOX NiNIOTHUX 06nacTAX
36inblIMnaca 3 YOTMpPbOX A0 oAMHaAuUATH. binbwe Toro, 3a NMiATPUMKMK
UNICEF y cxigHin YacTWHi KpaiHM napTHepu 3 anbsHCY Migrotysasnu Lie
JecATb KOMaHf PaHHbOro BTPYYaHHA. Y 4YOTMPbOX MiSIOTHUX perioHax
6aTbky H6panu yyacTb y CTBOPEHHI Ta po6oTi perioHanbHOi nnatGopmm
paHHbOro BTpPyYaHHA. BOHM MalTb MNpefACTaBHULUTBO Ha KOXHIN 3
nnaThopmie fyxxeakTUBHUMMHA ByCTpiYaxTa AMCKYCiAXi3 3aLikaBNeHNnMM
cTopoHaMu. baTbku Takox 6ynv NpeAcTaBneHi Ha HauioHanbHUX 36opax
nnat@opm paHHbOro BTpy4YaHHs y Kuesi.

2019

Ha 3acigaHHi 16 ciyHs ypsa 3aTBepauB [MonoxeHHA “Ipo npu3HavyeHHA
HauioHanbHOro koopauHaTtopa”. BianosigHo Ao pernameHTy, MiHicTepcTBO
couianbHOI NOMiTUKM Habyno cTtaTycy HauioHanbHOro koopguHatopa 3
PO3BUTKY MOCAYr paHHbOrO BTpyYaHHSA B YKpaiHi.

3acigaHHa nnat@opmu MNONITUKM paHHbOro BTPyYaHHs Bigbynocs 30
CiyHA. YyacHMKM 06BroBOpUAM MPOEKT HauioHanbHOro cTaHAapTy WOoAo
HaJaHHA NOC/Yr PaHHbOrO BTPYYaHHS, NPOEKT NOCTaHOBW NPO CTBOPEHHSA
Ta PO3BUTOK CUMCTEMM MOCHYT PaHHbOro BTPyYaHHs Ta HOBUI rpadik aii
MinoTHoro npoekTy Ha 2019-2021 poku.

LLlo6 3aMiHuTM nnaTdhopMy NONITUKK, KA fisiNnanpoTAroM nonepeaHix 4Box
pokKiB, 6yN10 cTBOpPEHO odiliiHy HalioHanbHy pafy 3 paHHbOrO BTPy4YaHHs,
ay 6epesHibyno npuaHayeHo YneHiB. [lo loro cknagy BXOAATb 3aCTYMHUKN
MiHIiCTpiB OXOPOHU 340pOB'A, coulianbHoi noniTuku Ta ocsitTu, UNICEF, HALY,
BaTbKiBCbKMWI pyX 3a paHHE BTpyYaHHSA, XapKiBCbKUM iIHCTUTYT paHHbOIro
BTpyYaHHs, SOFT tulip Ta Eurlyaid. lonoBoto Pagu € Biue-npeM’ep-MiHicTp.
HauioHanbHa pafa — odiuiiHnit gopaguuin oprad npu KabiHeTi MiHicTpiB
YKpaiHu, CTBOPEHUI 3 METOO PO3POOBKU NONITUYHUX peKOMeHaal i Wwoao
CTBOPEHHSA Ta peanisauii HayioHanbHOro nnaHy Ain woao BNpoBaaXeHHs
pPaHHbOrO BTPYyYaHHS.

Ha 3acigaHHi 22 TpaBHA ypaA nNpuiHAB pe3ontouito "MNpo KOHKPeTHi
NMUTaHHA LWOAO CTBOPEHHSA CUCTEMW MOC/Yr paHHbOro BTPyYaHHsa". Y
Lin pesontouil 3aTBepAXKEHO MaH AiN NifoTHOro NpPOeKTYy Nif Has3Bok
“CTBOpPEHHSA CUCTEMW PaHHbOro BTPYYaHHA ANA NIATPUMKU PO3BUTKY
LiTe Ta 36epexXeHHsl TXHbOro 3J0pOB’st Ta XUTTA"». PilleHHs BKJtoYae
pPO3LWMNPEHHA YOTUPbLOX MINIOTHUX perioHiB A0 AecATU. 3apas NiNOTHUMHU
perioHamun € BiHHMUbka, [HinponeTpoBcbka, JlyraHcbka, 3anopisbka,
JNbBiBCbKa, KipoBorpaacbka, 3akapnatcbka, [oHeubka, Opecbka Ta
XapkiBcbka o6nacri.

MiXBigoMUi perioHanbHi KOHCYNbTaTUBHI paAu CTBOPEHI Yy BCiX YOTUPbOX
nepBUHHMUX NINOTHUX perioHax. BignoBigHO 3aTBepAXKeHO cKNapg unx pag
Ta NfiaHKW Jill Ha HacTynHi Tpu poku. Pagamu Kepye Bile-ry6epHatop Ao
HUX BXOASATb NPeACTaBHUKMW OPraHiB MiCLLeBOro CaMoBpAAYBaHHS Pi3HUX
ceKkTOpiB (OXOPOHW 340POB'A, couianbHOi MNONITUKKU, OCBITH, (iHaHCIB),
HapaBauyi nocnyr Ta 6aTbKiBCbKi opraHisauii. Kpim Toro, y Xapkosi, Ogeci
Ta JIbBOBi CTBOpEHi KOOpAWHaLiNHI opraHu ANna BNpoBafXXeHHA nocnyr
paHHbOro BTPYYaHHS Ha piBHi MicTa. MofibHi Jopaayi pagu CTBOpPEHi B
neskux panioHax Opecbkoi Ta JibBiBCbKOT 06nacTe.

- | —
Ipyrose oo nicns nepioro 3acigaHHs Paau, 5 aunHa 2019 poky
group photo after first E.I. Council meeting, July 5, 2019
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kindergartens. The general public was
reached through information campaigns
and a large number of publications in
mass media and social media.

The number of E.I. teams in the four
pilot regions increased from four to ele-
ven. Moreover, with the support of UNI-
CEF in the eastern part of the country,
the alliance partners trained ten more E.I.
teams. In the four pilot regions, parents
have been involved in setting up and ope-
rating the regional E.l. platforms. They
have representation in each of the plat-
forms and are very active in meetings and
discussions with stakeholders. Parents
were also represented at the national E.I.
platform meetings in Kiyv.

2019

At the session of January 16, the gover-
nment approved the regulation “On the
appointment of the national coordinator”
In accordance with the regulation, the
Ministry of Social Affairs acquired the
status of the National Coordinator for the
Development of E.I. services in Ukraine.

A meeting of the E.I. policy platform took
place on January 30. The participants dis-
cussed a draft national standard for the
delivery of E.I. services, a draft note on
the establishment and development of an
E.l. service system and a new timetable
for the Action Plan 2019-2021 of the pilot
project.

To replace the policy platform that ope-
rated during the previous two years, the
official National Council for E.I. was
set up and members were appointed in
March. Its members include the Deputy
Ministers of Health, Social Affairs and
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Education, UNICEF, the NAPB, the Parent
Movement for E.I., the Early Intervention
Institute Kharkiv, SOFT tulip and Eurlyaid.
The Council is chaired by the Deputy Pri-
me Minister.

The National Council is the official advi-
sory body under the Cabinet of Ministers
of Ukraine set up to make policy recom-
mendations regarding the development
and implementation of the National
Action Plan for the introduction of E.I.

At its session on May 22, the government
adopted the “On Specific Issues Regar-
ding the Establishment of an E.I. Services
System”, This regulation approved the
action plan for the pilot project entitled
“Creating an E.I. system to support child-
ren’s development and preserve their
health and life”. The decision includes
the extension of the four original pilot
regions to ten. The pilot regions now in-
clude Vinnytsia, Dnipropetrovsk, Lugansk
Zaporizhia, Lviv, Kirovohrad, Zakarpattia
Donetsk, Odesa and Kharkiv.

Interdepartmental  regional  advisory
councils have been established in all four
original pilot regions. The membership of
these councils and the action plans for
the next three years were approved ac-
cordingly. The councils are chaired by a
vice governor and include representa-
tives from local authorities from various
sectors (health, social affairs, education,
finance), service providers and parents’
organizations. In addition, coordinating
bodies have been set up in the cities of
Kharkiv, Odesa and Lviv to implement E.I.
services at the city level. Similar advisory
boards have been set up in some districts
of the Odesa and Lviv regions.

group photo of the signatories of the Memorandum of Understanding
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Tetyana Mishchuk

TetaHa MiwykK

Ha noyaTky MOE€T po60TH y LeHTpi «[Kepeno» s 6yfa po3yapoBaHo Ta
NPUrHIYEHO. Y TOW Yac 3HaHHS Ta HaBUYKMW, SIKi MU 3406YNN Yy MEAUYHOMY
yHiBepcuTteTi, 6ynn CYyTO MEAUYHUMMW, OPIEHTOBAHWMU Ha «3LiNEHHS».
AKLW0 XXoaHEe MeaMyHe NiKyBaHHA He BaN0CA 3aCTOCYBaTH, MU iy)Xe Masio
MOFNn 3po6UTK AN AUTUHU 3 iHBanigHicTo. Y «[pKepeni» 8 Biguyna, wo
HacrnpaBgi A HiYOro He 3Hat. Hanpuknag, AKwWo BM npautoete 3 AUTUHOKO
i3 ALIMN, To6TO 3 TUM, WO, K BU 3HAETE, € HEBUNMIKOBHUM, LSt ANTUHA HiIKONU
He 6yae «340poBOtO». K 3 UMM MOXHa cripaButuca? A 3 6aTbkamu? Lle
6y/fi0 TUM, 3 YUM S HEe MOrfia BropaTucs — MPOTUCTOSHHS BlaCHOMY
HeBirnacTBy. 3BMYaiHO, Ha MonepeAHin poboTi s TaKoX CTMKanacsa 3
TakMMu nauieHtamu, ane — B AyCi CBOEI OCBITU — A Hamarasnacs XO04AHUM
YMHOM He KOHTaKTyBaTu 3 HUMU abo OLiHIOBaTM CUTYaLito 3 6aTbKaMu; He
npo6yeana noctaBUTU cebe Ha ixHe Micue. Mosi po6oTa o6MmexyBanacs
[iarHOCTMKOK Ta nikamu. Becb nigxig Ao nNUTaHb AiTen 3 iHBaNiAHICTO
BCe e CUIbHO CNUpaBcA Ha pagsaHCbKe MUHyne. My NpocTo He 3Hanu, K
peasibHO AOMOMOTITM AiTSIM 3 HENMOBHOCMNPABHICTHO Ta IXHIM 6aTbKaM.

Micna 4oTMpPbOX POKiB po60TK B «[Kepeni», A 3iTKHynaca 3 0CO6UCTUM
BMOGOPOM: 3anuwaTuCb TyT 6yAyBaTu LLOCb HOBE, Y4 MOXIIMBO BapTo
NOMIHATK MicLe po6OTH i NITU TYAM, Aie S MOXY CnpaBfi 3MiHUTK cuTyaLito?
Ller BuGip Mir 3po6uTtn abo 3pyinHyBaTU MOt Kap'epy. Y MeHe Bxe byna
npono3auuia B 2002 poui cTaTy 3aBigyBavyemM negiaTpuyHUM BigaiNeHHAM
peab6iniTauiiHoi kniHiku. Lle 6yna, cama no cobi, rapHa KiiHika, xo4a BOHM
[OCi 3aCTOCOBYIOTb METOAM, Bifi AIKMX A 3apas BiAMEXOBYIOCb — 30KpemMa
- 3aCTOCYBaHHSA e/IeKTPOLIOKOBOI Tepanii, ane gns po6oTu B Ui KNiHiLi A
BifuyBana ce6e NoBHicTIo kBanidikoBaHow. OfHaK, A BCe-Taku st 3pobuna
BUGIp Ha KopuCTb «[l)Kepena», MOKMABLUIMCh BUKIIFOYHO Ha iHTYyiuito. Lle
6yna HoBa Ta LikaBa fififIbHICTb, 0CO6MMBO 3a/lyYeHHs1 6aTbKiB 40 npoLecy
nikyBaHHA. KomaHga, i 0co6nMBO 3aCHOBHUKMU «[kepena», 6ynu pyxe
HaTXHEHHUMW NIAbMMWY, | A BUpiWLKAa A0NYYUTUCA A0 IXHbOro 3aB3ATTA. Y
pamkax npoekTy MATRA [ronnaHacbkuit oHA NiATPUMKM AEMOKPATUYHUX
nepexogie (pea.)], 1 Mana MOXNMUBICTb NpaLoBaTh Y AUTAYOMY BYANHKY;
TOW 60M04YNIA JOCBIA A Le He CKOpo 3abyay. Ane ue 6yB fy>XXe KOPUCHUH,
HaA3BMYaANHO HaBYaNbHWI Ta, B NpodecinHOMY nnaHi, 3Ha4yLWwmnin foceia,.
A1 TakoX BifBigana fekinbka «AUTSYMX GYAMHKIB», @ TOYHiWe AUTAYMX
3aKknafgis, TOMYy WO AiTW, AKi TaM XMBYTb, HacnpasAi MalTb 6aTbkiB,
AKi MOXYTb BiABiAyBaTH iX, X04a pobnAThb Lie BKpal pigko. Ane cuctema
B YKpaiHi 6yna caMe Takow — AiTel 3 iHBaNigHiCTiO 3anMwanu TamMm Ha
NMoBHWUIA po6ouynii AeHb. MeHi cTano BifOMO MpPO AOCUTb HENPUEMHY
cuTyauito B LMX 3aknagax. MeHe nonepeannu npo KpUTUYHY CUTYyaUito y
LUux ycTaHoBax 6aTbKu, SiKi Npuixanu Tyam 3 AUTUHOK Ha KOHCYNbTaLito.
CTano 3po3yMmino, LWo WoCb Mae 3MIHUTUCA He nuLe y LeHTpi «[)xepeno»,
ane ny uinin cucTemi, sKka CTOCYETbCA LUUX AiTEN.

ot ne
AXEPENO

TetaHa Miwyk po3noyvasa cBo nNpoeciviHy Ais/IbHICTb NpayrorYm
rnegiatpoM y nikapHi. Y 2002 poui KO/ULIHA KoJiera, sika rpayroBana
fncuxiaTpoM y AUTAYOMY peaoGinitayiiHoMy UeHTpi «/[xepeno»,
3anpocuna TeTAHY NpuATU A0 LeHTPY. Ha ii AyMKy, UeHTp Mir cTatn
BignoBigHUM Micyem po6oTu s TeTAaHu. Y Toi Yac TeTAaHa gymarna,
Lo 3Hae Maiixe Bce Mpo po6oTy 3 [iTbMU-iHBanigaMu. 3peLuToro,
BOHa A4J151 Uboro BYnnacs! Ane sik Tinlbkvu BOHa notpanusaa Ha poboTy
B «J])xepesio», Ha NpakTuULi Lje BUSBUIIOCH BaxKye, i BOHa 3iTKHynacs
3 6araTbma peyamu, fKi 3Mycunu iT MocTaBUTH Mif CYMHIB CBOHO
KOMIMETEeHTHICTb.

flkocb ofHa 3 MOIX Koner, sika mMana fAocCBig po6oTu 3 iHO3eMHUMU
opraHisauisimu, posnoBina MeHi npo icHyBaHHA doHay SOFT tulip i Ha3Bana
iMm'a Epika [Bntomkonbka (ped.)]. 3 iHWKX KaHanis MU gisHanucs, Wo us
opraHisauis cTyp6oBaHa foNeko LUMX AiTel i MOXe 3a6e3NeYnTn HaBYaHHA B
uin ranysi. Lis opraHisauis sgaBanacs HaM Ay>xe BiANOBIAHUM NapTHEPOM,
AKUA Mir 6M [OMOMOrTM HaM BRoOpaTUCs 3 HalWMMW npobremamu Ta
NOKpaLMTK Hali 3HaHHA. A B Uel Yac y ueHTpi «[p)kepeno» BXe Takox
WyKaauM HoBi MeToau po6oTU. Mu ycBigOMIOBaNM MPOrajamMHM y Hawwux
HaBWYKax i WYyKanu ekcnepTiB, ki fonoMornm 6 Ham ix 3anoBHUTU. SOFT
tulip [,aB HaM OCHOBY HaLLIOTrO MPOEKTY PaHHbOIO BTPYYaHHSA, HOBUiA cnoci6
MWUCNEHHSA, HOBWIA crnoci6 BuMpilleHHs npo6neM. Mu Takox BigyyBanu

noTpeby NepeHecTN CBOT HABMYKM CMNiSIKYBaHHS Ha BULLMIA piBEHb, @ TAKOX
6yTn edeKTMBHIWMMYK B pobOTi 3 MiHicTepcTBaMu Ta BifoMcTBamu. Lie
6yno uwocb HoBe ANns YKpaiHu; MW HaBYMIMCS Kpalle BiACTOHOBaTHU CBOI
iHTepecu. LLlo 6yno cnpaBgi ocob6nnBuM Ta LiHHUM, Tak Le Te, wo SOFT tulip
TaKoX OpraHizoByBaB HaBYaslbHi TPEeHiIHIN ANst 6aTbKiB Ta 6aTbKiBCbKUX
opraHisauin, aKi HaBUMAK iX KpaLle cninkyBaTUCs 3 HaMu. byno AMBOBMKHO
6aunTy, AK cniBnpausa 3 6aTbkamMu MOXe MO3UTUBHO 3MIHUTK NiKyBaHHSA. f
Ayxe cnogiBatocs, wo cnisnpaus 3 poHaom SOFT tulip npogoBxutbesa! Y
NeBHWA MOMEHT NOAMHA 3BUKAE A0 BULLOMO PiBHA, Haj AKMM MU 3apas
npautoemo, asne 1 Ayxe fob6pe yCBiAOMIIIOW TOW GaKT, WO BOHW MPUHECTU
ui 3MiHu! SOFT tulip 3a6e3neyye TpuBany NiATPUMKY, AKa € HaA3BUYANHO
LiHHOM Ansa Hac! Mu cniBnpauoeMO 3 HUMU BXXe MalXe TpUHa[UATb PoOKiB,
i 5 fy>Xe He xouy, W06 uA cniBnpauya npunuHanacsa! Epik 3aBXan rotoBuin
nigTPUMATK Hac; BiH Jonomarae naaHyBaTU HOBi NPOEKTU Ta npocyBae
Hawi iHTepecu B MiHicTepcTBax. byno 6 no6pe, sk6u SOFT tulip Takox mir
BN/IMHYTU Ha HaBYaibHi NporpamMmn Hawwux YHiBepCUTETIB; AKi YaCTKOBO
BCe Lle 3arpysnu y cTapii cucTemi. AKWwo Le 6yae BKIIKOYEHO Yy BeCb
NIaHLOXOK 3MiH, TOA4I HAaWWM AMNIOMOBaHMM cneuianictamM He NoTPiGHO
6yfe oTpUMyBaTW LOLATKOBE HaBYaHHS Bif iHO3eMHUX eKcnepTis, abo
nNpuHanMHi 6yae NOTPiIGHO MEHLLE TaKOro HaBYaHHS.

3a ocTaHHi 13 pokiB A HaBumnacsa Kpaie cnyxatu. MeHe 3axontoe, K
SOFT tulip cninkyeTbca 3 HaAMU: BOHW HaM He AWKTYHOTb, He BKasyoTb:
“BU BCe po6UTe HeNnpaBubHO, BU NOBMHHI pobUTU Le Tak”, a yepes gianor
NUTatoTb: K BM 3apas npautoeTe? aki npobaemun y Bac BUHUKALOTL? AKi igel
BW Ma€eTe, Lo BaM NOTPi6HO? Lie HaBUMNO MeHe, L0 KOPUCHO 3pOBUTU KPOK
Hasag, Wob BigKpuUTH cebe 6inblue. | Tenep s 3Hat, W0 SIK6U MeHi JoBenocs
NOMIHATK YKpaiHy Ha iHWy KpaiHy, ue 6e3ymoBHO 6ynu 6 Higepnanaw.
Konu s nosHanomMumnacs 3 uieto KpaiHow Ta NtoAbMU TaM, He nulle Yyepes
Epika, a i Yyepes ekcnepTiB, ki BiaBiAYyIOTb Hac, A 6a4y AK TaM NiAXoAATb
[0 BUpilWeHHA npobneM, ixHiil cnocié MUcneHHs Ta Ail — A gymato, Wwo ue
daHTacTMYHO i Ue ayxe Haguxae. [iakyto 3a Bce!

Tetyana Mishchuk started her career as a
pediatrician in a hospital. In 2002 a former
colleague, who worked as a psychiatrist
at the Dzherelo Children’s Day Center,
asked her to come by the center; maybe
this could be a suitable workplace for
her. At that time she thought she knew
just about everything about working with
children with disabilities. After all, she had
studied for that! But once she got to work
in Dzherelo this wasn’t easy in practice,
and she came across many things which
made her question her skills.

My start in Dzherelo was frustrating and
depressing. Back then, the knowledge
and skills in which we were trained were
purely medical, focused on “healing”. If
no medical treatment could be applied,
we could do little for a disabled child. In
Dzherelo, | got the feeling that I actually
didn’t know anything. For example, if you
are confronted with a child with cerebral
palsy, something that you know is incu-
rable: this child will never be “healthy”;
how do you deal with it? And with the
parents? That was something | couldn’t

handle-a confrontation with my own
ignorance. Of course, in my previous job
I had also encountered such patients, but
—in the spirit of my education—I had never
tried to make contact with them in any
way, or to evaluate the situation with the
parents; put myself into their situation. My
work was limited to diagnosis and medi-
cation. The entire approach to the issues
of children with disabilities still relied
heavily on the Soviet past. In fact, we just
did not know how to really help children
with disabilities, and their parents.

After four years in Dzherelo | faced a
personal choice: do | stay here to build
things up, or am | going to see elsewhere
whether | can really make a difference?
It is a choice that could make or break a
career. | already had an offer in 2002 to
become head of the pediatric ward of a
rehabilitation clinic. A nice clinic in and
of itself, although they still used methods
I now distance myself from—among other
things—electroshock therapy, but for
which | felt fully qualified. Still I chose for
Dzherelo, solely on intuition. It was new
and interesting, especially the involve-
ment of the parents in the treatment pro-
cess. The team and especially the foun-
ders of Dzherelo were inspiring people
and | decided to commit to their appro-
ach. In the context of a MATRA project
[a Dutch fund to support democratic tran-
sitions (ed.)] | also worked in a children’s
home; an intense experience | will not
soon forget. But useful, extremely educa-
tional and professionally of great signifi-
cance. | also visited a number of “orpha-
nages”, or rather: children’s institutions,
because the children who live there actu-
ally do have parents who can visit them,
if sparingly. But the system in Ukraine
was just like that; children with disabili-
ties were placed there full time. | became
aware of the pretty nasty situation in these
places. | was alerted to these institutions
by parents who came with their child for
a consult. It became clear that something
had to change, not only in Dzherelo, but
about the entire procedure concerning
these children. One of my colleagues at
the time, who had experiences with fo-
reign aid organizations—and spoke English
reasonably well-informed me about the
existence of SOFT tulip and named Eric
[Bloemkolk (ed.)]. And through other
channels we also learned that this foreign
organization was concerned about the
fate of these children and could provide
training in this area. This seemed to us to
be a suitable partner who could help us
to cope with our problems and raise our
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level of knowledge. And around that time
Dzherelo was already looking out for new
working methods. We were aware of the
gaps in our skills and sought experts to
fill these. SOFT tulip provided us with
the basis of our Early Intervention pro-
ject, a new way of thinking, a new way
of tackling things. We also felt the need
to take our communication skills to ano-
ther, higher level, also to be more effec-
tive in consultations with ministries and
executive departments. That was some-
thing new for Ukraine; we learned how to
better advocate our interests. SOFT tulip
also taught, and this was really special for
here, parents and parent organizations to
better communicate with us, and this has
proved to be incredibly valuable; it was
really amazing to see how collaboration
with parents could change treatment in a
positive way. | really do hope the coope-
ration with SOFT tulip will continue! At a
certain point one gets used to the higher
level that we are now working on, but |
am still very aware of the fact that they
have brought this along! And they also
maintain continuity, which just can’t be
appreciated enough! We've been working
with them for almost thirteen years now
and | really don’t want this to stop! Eric
is always available for us; he helps with
planning new projects and promotes our
interests at the ministries. It would be nice
if SOFT tulip could also have an influence
on the curriculum of our universities; this
is partly still anchored in the old system.
If this is included in the entire chain of
changes, which is already manifesting it-
self at all levels, it would really make a
difference, because then our graduated
specialists won’t need to receive any, or
at least less, training from foreign experts.

I have learned to listen better in the
last thirteen years. Just like SOFT tulip
communicates with us; not like: “what
you are doing now is wrong, you have to
do it this way”, but in a dialogue: how are
you doing things now, what are the pro-
blems you meet, what ideas do you have
about this yourself, what do you need?
This has taught me that it’s often useful
to take one step back, to open myself up
more. And | know now that if | ever had
to exchange Ukraine for another country,
it would definitely be the Netherlands. As
I got to know that country and the peo-
ple there, not only through Eric but also
through the experts who visit us. How
problems are approached there, their way
of thinking and acting—I think it is fantastic
and inspiring. Thanks for everything!
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Lyuda Anych

Jlropa AHMY

PaHiwe s npautoBana MeacecTpoto B NikapHi, i MeHi gyxxe nogobanacs
us po6oTal Ane Konu Hapoaunacs Mosi AOYKA, MeHi JoBenocs 3anauwnTu
npauto. iBsaraniHeMornanpaytoBaTtu. JornsagasaAMTUHOLIO 3iHBanNigHICTO
He 3anuLwaB Yacy Hi Ha Wo iHwe. 3apa3 Mo AOHbKa NOBHICTIO 3MiHMNA
CBOE XWUTTA i CaMOCTIHO 3aliMaeTbCcA TUM, WO T nogobaeTbes. Lle
[O3BOJIIE MEHi MPOAOBXYBaTH CBOKO POBOTY TYT, KOMIM S Mato Ha Lie yac.
30KpeMa, KoopAMHYto po6oTy npodecioHanie Ta GisuYHUX TepaneBTiB, siKi
npaurooTb TYT AN HAAAHHA NiIATPUMKK.  3aliMatoCs MM BXXe TPU POKMU.

MeTa nporpaMu MNiATPUMAHOrO MPOXXMBAHHA — 3HAWTW OYAUHKW, Ae Li
OiTU MOXYTb CaMOCTIMHO XUTWU Yy Aopocnomy Biui. OCHOBHUIN aKUeHT
TaKoro 6yAMHKY He Nule HaBYMTKU LUKUX JiTel, a i nokasaTu Wwo ocobu 3
06MEXEHUMU MOXIUBOCTAMU [LINCHO MOXYTb XWTU CaMOCTIHO — i
Ba)XXJIMBO NMoKa3aTy Lie He nnwe ocobaM 3 iHBanigHICTIO, a 1 cycninbcTBy.
Ha »anb, BCce e 34,a€TbCA HEMUCTMMUM, LLLO 0CO6U 3 iHBaNiAHICTIO Ta 4iTH
3 0CO6/IMBUMU NOTPEGAMU MOXYTb XXMTU MOBHOLIHHUM XUTTAM. HaBnaku,
3HaYyHa YacTMHa HaLWoro cycnifibCTBa BCe LLie NepeKoHaHa, LWo Luux ngaemn
Cnif ckepoByBaTK A0 creulianisoBaHuUx 3aknagis.

Y 2008 poui n'ATepo 6aTbKiB AiTel 3 iHBanNigHICTIO 3i6panucs pasom.
Temoto po3aMoBM 6yno: «LLlo 6yae 3 HalWMMK JiTbMU, KOJIKM HAac He CTaHe?»
Lle saBxau 6onicHa, eMoLiitHa Tema. Lis 3ycTpidy He 6yna 3annaHoBaHa,
BOHW 6yNN NPOCTO 3HANOMMUMMU, y SKMX BYS1I0 Maso CNifibHOro, 3a BUHATKOM
TOro, WO BOHM MiKAyBanuca npo fiteh 3 oco6nmBumu notpebamu. Ll
6aTbKW BUPIWWAW [OCAIANTY 3aranbHi MUTaAHHA: AK caMe BUpillyBanuchb
Ui npo6nemn B YKpaiHi, Ta Ik MOXHa JOCATrTU Kpawnx pesynbraTiB. [Ana
noyaTkKy BOHM BifBifanu iHTepHatu JlbBiBCbKOi o6nacTi. Te, L0 BOHU TaMm
no6aymnu, nuiie Norambuno ixHi cTpaxm.

Micns sycTpiui 3 Epikom [BntomkonbkoM, y 2008 poui (Pepakuis)] B
OUTAYOMY HaBYasnbHO-peabiniTauyilHOMy UeHTpi «[lXepeno» BUHUKNA
ifes NoAMBUTUCA AK 3 TaKUMM NPOGIeMamMmn CNpaBAsoTbCA 38 KOPAOHOM.
Epik nigTpumaB uto igeto, i 3anpocuB Hac 3a paxyHok ®oHay SOFT tulip
BiaBigaTu Higepnangu. Lectepo 6aTbKiB (3i JIbBOBA) NPOTAroM N'ATW AHIB
BigBiAyBanu pi3Hi AMTAYI LEHTpM Ta iHWI 3aknaau B Hinepnangax. Togi mu
3pO3yMinu ABi peyi: Te, W0 cnpaBfiiCHYe cnoci6 BUPILWMTK Hawy Npo6nemy,
i WO HaM pgoBeAeTbCA AyXXe 6araTo npautoBaTy, Wo6 peanisyBaT HaBiTb
yacTuHy nobayveHoro B HigepnaHaax. Lle 6yno ayke HaTXHeHHO!

B YkpaiHi icHye AyMKa, Wwo Konn 6aTbKy 3 AKUMXOCb MPUYMUH «3HUKAKOTb
3 nona 3o0py», TypboTa Npo iXHO AUTUHY 3 iHBanigHicTIO — Uue
nepeaycim BignoBiganbHicTb 61M3bknx poandie. OgHak y Higepnangax
NnepeKoHaHi, Lo He MOXHa MPOCTO 06TSAXYyBaTK 6paTa UM CecTpy TaKow
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Jlroga AHUY — mMmatu 23-piyHoi’ [iBYMHU 3 IHBaNifHICTIO Ta YJieH
opraHisayii «/[)xepeno». BoHa o4osrwe nporpamy «batbku nns
6aTbKiB», sika CrpsIMOBaHa Ha MigTPUMKY AiTed 3 0co6MBUMM
noTpebamu Ta ix 6aTbkiB. Jlloga opraHizoBye MaicTep-Kaacu 1a JiTHi
Tabopu. KpiM TOro, BOHa € KepiBHUKOM nporpamu nigTpuMaHoro
MPOXUBaHHS, sIka Bos10Aie 6y AUHKOM, BSIKOMY iTU LLjO TepecyBaroTbCS
Y Kpicsli KofiCHOMY, XXMBYTb NPOTSrOM 06MEXEHOro nepiogy 3 METOH
HaBYNTUCSA XXNTU caMoCTilHo. Mn poamoBnsan 3 JIlof4or B YbOMy
«HaBYasibHOMY 6YANHKY», L0 Ha okonuyi JlbBoBa.

BiANOBIAANbHICTIO; BOHW TaKOX MatoTb NpaBO PO3BUBATM BNACHE XUTTS.
Mu TakoxX 3po3yMinu, Lo Lie BianoBifanbHiCTb 6aTbKiB Xxo4a 6 HamaraTucsa
peanisyBaTu He3aNeXHy XUTTEBY CUTYaLit0 A9 CBOET AUTUHU. MU Takox
noyanu 6a4nTu, Wo TypboTa yKpaiHCbKMX 6aTbKiB YacTo nepekpuBae Ti
MeTy; CBO€t0 6aTbKiBCbKOK NHO6OBH0 Ta HaWKpalMMy HaMipaMyu BOHM
6yKBaJibHO OocuMatoTb CBOK AMTUHY. LLlo moraHo, Tak ue Te, Wo Typ6oTn
HacTiNbku 6araTo, WO PO3BUTOK He3aneXHOCTi AMTMHM nopyweHo! Y
HigepnaHgax Mu Ha BnacHi odi 6a4nniu, HaCKiNbKN He3aneXxXHUMU MOXYTb
6yTK i 4iTK. | 6aTbKN NOBUHHI NiATPUMYBATH Le.

3BuyanHo, aitn B HigepnaHgax HacnpaBfi HiYUMM He Bifpi3HAOTbCA Bif,
fiten B YKpaiHi. Ane iHdppacTpykTypa Tam, BCe CyCcninbCTBO, Hacnpaai,
3HaYHO GiNbLLe BpaxoBye NOTPE6M LUX AiTel Ta iXHi MOXIUBOCTI pO3BUTKY.
Hap uMM HaMm noTpi6Ho nNpautoBaT. | HAaM NOTPIGHO NPOTUCTOATH HecTaui
npodecioHanis, AKi po3yMitoTb, L0 O3HAYaE «NiATPUMYBAHE NPOXMBAHHSAY.
Ane nepegyciMm HaM noTpi6Ha ocBiTa Ana 6aTbkiB. baTbkM MNOBUHHI
YCBIAOMUTMU, LLO BOHWN TaKOX MOBUHHI BMITU XXUTU BNACHUM XUTTAM i He,
Tak 6M MOBUTU, 3/IMBATUCS 3 NPOBGIEMOIO CBOET AUTUHM. Lle cTae cnpaBai
OYeBUAHUM, KON BW CNOCTepiraetTe 3a AiTbMU, AKi NPUDKAXKAOTb XUTU
CHOAM; BOHM LIACHO HIYOro He MOXYTb 3pO6UTU, HE MPUIMAIOTb HiIKMX
pilleHb CaMOCTIHO i aBCOMOTHO HEe CMPOMOXHI XXUTU HesaNlexHo Bif
6aTbKiB.

Moxxnmeo, SOFT tulip Mir 61 JonoMOrT1Yy NiaroToBLi KYpCiB Ta HaBYabHUX
MeTogiB ANns 6aTbkiB. CeMiHapy, B AKNX 6aTbKW He TiNIbKM HaBYatoTbCSA, ane
N MOXYTb Ha BNaCHi 04i N06a4YnTK, AK AiTU 3 06MEXEHUMU MOXKJIMBOCTSAMM
MOXYTb XWUTWU  CaMOCTIMHO; BOHU MOBWHHI 3PO3YMITU HACKiNbKU Le
BaX/IMBO. baTbK1 NOBUHHI 0CO6/IMBO HAaBYMTUCA AOBIPATU iHLIUM Y LibOMY.
Mwu piicHo roBOpMMO Npo KynbTYypHi 3MiHW. f1 3aimMatoca uieto poboToro
3 2008 poky, i MeHi cTano 3po3yMino, WO HalKpawuii cnocié focartTu
ycnixy HOBOro nigxoay — Lie NpoAoBXYBaTW MNOBILOMATM NPO Le 6aTbkaMm
Ta cycninbcTBy. My 6a4nmo, Wwo ue npautoe. 1 abCoNtOTHO BNEBHEHA, WO
nigTpMMaHe HesanexxHe XXUTTSA TakoxX 6yae 3anpoBagxeHo B YkpaiHi. | wo
A LOXMBY, W06 Lie no6aunTu! Y 6yab-akoMy BMNaaKy, s wacnmea, wo SOFT
tulip gonomir MeHi neperTH Lel MicT. Y MUHYIOMY A NPOCTO Npunyckana,
wo 6yny 3anmMaTtuca ornsaomM 3a [04KOK A0 KiHLA CBOT0 XXUTTSA. 3aBXAuN
NPUCYTHIN CTpax: WO 3 HeK CTaHeTbCA, KON MeHe He cTaHe? CborofHi s
nepekoHaHa, Lo MOs AOHbKa 3aTHa BECTU CaMOCTilnHe XUTTA. | Tenep A
Mato 3HaHHA Ta AOCBIA, W06 nepefaTu Le NepeKoHaHHNA iHWUM NoASM,
TUM CaMUM 3HA4YHO MOKpALLMBLUM SKICTb XUTTS OCi6 3 iHBanigHiCcTIO, a
TaKoX ix 6aTbKiB.

Lyuda Anych is the mother of a twenty-
three-year-old disabled daughter and a
member of the Dzherelo organization.
She is the head of “Parents to Parents”’,
a program aimed at supporting children
with special needs and their parents.
Luda organizes workshops and summer
camps. In addition, she is the head of a
supported-living program which owns a
house in which children with a wheelchair
live for a limited period with the aim of
learning to live independently. We talked
with Luda in this “training house”, in the
outskirts of Lviv.

| used to work as a nurse in a hospital and
I really enjoyed my work! But when my
daughter was born, | had to stop; | couldn’t
work at all. Caring for my disabled child
did not leave me time for anything else.
Nowadays, my daughter has completely
changed her life and is doing things
independently that she enjoys. This
allows me to carry on with my work here
when | have the time for it. In particular,
| take care of the coordination of care
professionals and physiotherapists who
work here in support. | have been doing
this for three years now.

The purpose of the supported living
program is to find homes where these
children can live independently in
adulthood. The focus of the house here
is not merely on training, but also to
show that disabled people can indeed
live independently-and not only to the
disabled themselves but especially to
society. Unfortunately, it still seems
unimaginable that disabled people and
children with special needs can live a full
life. On the contrary; a major part of our
society still is convinced that these people
should be admitted to institutions.

In 2008, five parents of disabled
children came together. The topic of the
conversation was: “What will happen
to our children if we are no longer
there?” This has always been a painful,
emotional subject. This meeting wasn’t
planned or anything; they were merely
acquaintances who had little in common
apart from the fact that they cared for a
special needs child. They decided to
investigate the general issues: exactly
how these problems were tackled in
Ukraine, and how better solutions could
be achieved. To begin with, they visited
boarding schools in the Lviv region. What
they encountered only deepened their
fears.

After a meeting with Eric [Bloemkolk, in
2008 (ed)] at the Dzherelo Children’s
Day Center, the idea arose to look abroad
at how things were being handled.
Eric thought this was a good idea and
invited us, at SOFT tulip’s expense. With
six parents, they then visited various
daycare centers and other institutions in
the Netherlands, for five days. We then
realized two things: that there really was
a way to solve our problem and that we
had to work very hard to be able to realize
even a fraction of what we saw in the
Netherlands. It was very inspiring!

In Ukraine lives the idea that when parents
are, for whatever reason, out of the
picture, the care for their disabled child
is primarily the responsibility of close
relatives. In the Netherlands, however, it is
understood that you cannot just burden a
brother or sister with such a responsibility;
they also have the right to develop their
own lives. We also understood that it
is the responsibility of the parents to
at least try to realize an independent
living situation for their child. We also
began to see that that concern from
Ukrainian parents often overshoots its
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goal; they shower-with love and the
best intentions—a child with so much
care that the development of the child’s
independence is compromised! In the
Netherlands we have seen with our own
eyes how independent these children can
be. And it is the parents’ job to support
that.

Of course, children in the Netherlands do
not really differ from those in Ukraine. But
the infrastructure there, the whole society,
actually, takes much more account of
these children and their development
opportunities. We need to work on that
in Ukraine. And we need to confront the
lack of professionals who understand
what assisted living means. But primarily
we need education for the parents. They
have to realize that they also should be
able to live their own life and not, so to
speak, fuse with the problem of their
child. This becomes all too obvious when
you observe the children who come to
live here; they really can’t do anything,
don’t make any decisions independently
and are completely unable to live
independently from their parents.

Perhaps SOFT tulip could assist in the
preparation of courses and educational
methods for parents. Workshops in
which parents not only learn but can also
see with their own eyes how children
with disabilities can have opportunities
for an independent life; they must see
the importance of this. Parents must
especially learn to trust others in this. We
are indeed talking about a cultural change.
I have been doing this work since 2008
and it has become clear to me that the
best way to make the new approach into
a success is to keep on communicating
this to parents and society. We do see that
it works. | am absolutely convinced that
supported independent living will also be
introduced in Ukraine. And that | will live
to see it!

In any case, | am happy that SOFT tulip
has helped me to cross that bridge. In the
past, | just assumed | would be occupied
with care for the rest of my life. Always
the omnipresent fear: what will happen
to her when | am no longer around?
Nowadays, | am convinced my daughter
is capable of leading an independent
life. And now | have the knowledge and
experience to impart this conviction to
other people, thereby greatly improving
the quality of life for the disabled as well
as for their parents.
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Mariette van Bilderbeek

MapieTT BaH binbepbek (&) cordaan

B AUTMHCTBI 51 XXuna Ha Tekceni [ocTpiB Ha niBHoui HigepnaHais (pea.)], i
B AUTSIYOMY cafKy y MeHe 6yna nogpyra KatpieH i3 cuHgpomom [dayHa.
Ha Tow yac Ha Tekceni He 6yno cneuianbHUX 3aKnagis, TOMY BOHa Miluna
00 "3BuyarHoi” wkonu. | 5 Bce we 6a4yy HaC —Ha AUTAYOMY MalfaHuYuKYy,
KON i 3axoTinocs nocTykatu MeHe. | i1 Le ay>xe cnogob6anock. MeHi 6yno
NMLLIe YOTUPU POKMU, alne st 4O6Ppe NaM’siTaro, HacKinbkuy A 6yna WacamBeoto,
Lo 3Morna 3pobuTu i wacnueoto. | Lie Hacnpasfi HiIKoNW He 3MiHloBanocsa
— AKLLO 1 MOXY BHECTM AKiCb MPUEMHI 3MiHM Y XXUTTA MOIX TOBapuLWiB, Lue
BCe Lie po6UTb MEHE LLacnBoLo.

Micns HaBYyaHHA A 3pO3yMina, WO XO4y NPOAOBXYBaTU npautoBaTn 3
KnieHTaMu, a He BUKOHYBaTK GYHKLiT KepiBHMKA, HanpuKnag, B Konegxi.
| xouya KoHUenuia “kap’epun” Tofi He 6yna B MOAi, A TaKoX XoTina 6yTu
MeHeaXepKoto, Wo6 MaTu BnAuB. | He HabaraTo ni3Hiwe s cnpaeai
3Morna npautoBaTu HayalbHULE AUTAYOro cagka B UboMy doHgi. Y
1987 poui A cTana KepiBHULED AMTAYOro cagka ANna AiTen 3 NCUXiYHUMU
Ta AyXe BaXKWMU MHOXMUHHMMM BajaMu B XeMcKepky. Tam, s Morna
no-cnpaBXHbOMy 6araTo 4Yoro peanisyBaTu B iHHOBaUiax i3 gornsgy.
MepeBa)kHO, HacnpaBAi, S HaMarassacs yBaXHO cnyxaTu Wo iM noTpi6Ho.
A nparHyna nocTilHO BAOCKOHantoBaTh cnpaBu. 9 6yna MeHeaXepKoto
TaM BiCiM poOKiB, a NOTIM NPOAOBXUIa npautoBaTu pagHuUero 3 NUTaHb
nonituku. Lle 6yB nuwe HeBeNWMKUN GyHAAMEHT, TOMy A TakKox 6yna
KOHOIAEHUIMHO pagHuLeo Ans npauiBHUKIB, s CynpoBOZAXyBana
nogen po Bigainy pornapgy Micta, 6yna 4YneHOM KOMITeTy 3i ckapr,
a TaKoX TUMYacoBow KepiBHUUel. “MapieTTa posbepeTbcs”, — Tak
3a3BuYall roeopunu. Lie 6yB 4y oBUI Nepiof MOro XXUTTS — s Tak 6arato
HaBuuMnacs, gocarHyna i Haéyna 6arato gocsigy! 3rogom s npautoBana
y Stichting IJlanden, 3HOBY ik pagHuLUA 3 NUTaHb NoniTuku. Llen doHa B

2005 poui noyaB HasuaTuca Cordaan. | 1 noyana npautoBaTy B KOMNaHii

Cordaan Jeugd, ToMy o Bci nocnyru ana aiteit 6ynu socepepykeHi Tam
i MO€ cepue 3aBXAaW nparHyno 6yTu 3 pitbmu. Cordaan — ue Benuka
opraHisauia pornsgy B AmcTepaami, fska Hajae A[ONOMOry noaaM
NoXMoro Biky Ta ntoasM 3 ncuxiyHnmMm npoénemamu. Cordaan Jeugd — ue
HanMeHLWwa YacTuHa NCUXiYHO-IHBaNiAHOro CeKTopy 3 ABOMaA LiNbOBUMMU
rpynamu: Mu nigTpUMMyeMO AiTel 3 NOPYLIEHHAMU MCUXIYHOrO PO3BUTKY
Ta ix 6aTbKiB, a TakoX 6aTbKiB 3 PO3YMOBOIO BaA00 Ta iXHiX, ik IpaBuo,
HopMasibHO o6aapoBaHuX AiTeil. 9 roNOBHUM YMHOM CAiAKYI 3a TUM,
o6 3abe3neynTun nepeHeceHHs 6a4yeHHs Ta noniTukn 3 Cordaan y Biaain
monofdi. B AMcTepgami HaMm [OBOAUTLCA CTUKATUCA 3 BeJSINYE3HOIO
pPi3HOMaHITHICTIO — NpMHaMHI 85 BiACOTKIB HaWuUX ciMel Ta AiTen MatoTb
pi3He KyNbTypHe MOXOAXXeHHS. TOMy A B OCHOBHOMY 30cepejusacs
Ha MUTaHHI: AK MOXHa MifinTM [o uux 6atbkKiB? AK MU MOXeEMOo
3a6e3MeuynTn Kpauly BignoBigHICTb MiX nponosuuieto Ta 3anutom?

MapieTT BaH binbgepbek — KOHCy/nbTaHTKa 3 MUTaHb MOJIITUKA B
Cordaan Jeugd [Bigp. «Monogb» (pea.)]. Micns 3306yTTa OCBITU
3a HanpsMoM  «[liTu Ta ocBiTa», BOHa royasna npaytosBaTu y
3aknagi gns po3ymoBo BigcTanux — crepuy y Stichting Dagcentra
IJmond, HeBenMKoMy (OHAI, L0 Mae nuLle AEHHI LEHTPU: AUTAYNA
AEHHWI UEeHTP Ta YOTUPU AEHHI LUeHTpu A5 gopocaunx. Liporo poky
BMMoBHIOETHLCSA 40 pokiB, Bigkoin MapieTT npaytoe y chepi gornsagy
3a ro[bMu i3 ncuxiyHumu Bagamu. [payrooyn B 3aknagi Cordaan
3 2007 poky, BOHa npuainsna BeJnKy ysary AOrns4y 3a A4iTbMu Ta
nigTpuMyi ixHimM 6aTbKam.

Pasom 3 koneroto A cTBopuna “MaMuHy Mepexy” Ans matepiB, fKi
BUXOBYIOTb AiTeN 3 iHBanifgHicTIo. Lle AincHO Mepexa caMux maTtepis, AKi
Manu BennyesHy notpeby B iHhopMalLii, KOHTaKTax 3 iHWUMN MaTepsiMMU,
AKi ONUHWUAUCA B TaKiln caMi cuTyauil, Ta eMoUinHii niaTpumui. Lis mepexa
BCeE Llie iCHYe Yyepes fecATb POKiB Nicna cTBOpeHHsA. [o 11 cknajy BXOAATb
[ecATb MaTepiB 3 Pi3HUX KyNnbTyp, AKi Ay>XXe aKTUBHO OpraHi3oBylOTb
3yCTpiyi AnA maTepiB 3 AiTbMM 3 iHBanigHICTIO B AMCTepAaMi, e BOHU
06roBoprotoTb NUTaHHA gornsagy. Kpim Toro, HagaeTbcs iHdopMauin
npo Te, WO 03Hayae MaTh AUTUHY 3 OBMEXEHUMU MOXISIMBOCTAMMU ANS
CiMEeNHMX CTOCYHKiB. [liiCHO 4yaoBO crocTepiraTu K po3BMBanucsa Ui
MaTepi, HaCKiflbKU BOHU CUJIbHI.

A1 BnepLe nosHaromunacs 3 po6ototo poHay SOFT tulipy 2013 poui. | Togi
Le NMTaHHA Haginwno 3 YKpaiHu Woao NiATPUMKM PaHHbOIro BTPYYaHHS.
A1 oTpumaB Ut iHpopmauito 3 Cordaan Jeugd, yepes Halworo aupekTopa
XeHHeke BpieniHk. My pa3oM posrnsgany, Wo Moxe 03HadaTu cnisnpaus
3 HaluMM 3aKnafloM y LboMy. XeHHeKe noaymMarna, Wo s, Maovu BenKum
AOCBiA po6oTu B 6araTokynbTypHOMYy AmcTephaMmi, 6yna BiAnoBiAHOO
NIOAVHOI ANA UbOro, i A 3 Heto norogunacs. 3rogom, y ntotomy 2014 poky,
A noixana po Opgecu 3 EpikoM BNOMKONbKOM, W06 BU3HAYNUTU: WO came
BOHW MPOCATb Y HAc, i WO MU MOXeMO AN HUX 3anponoHyBaTn? Ha ton
yac KOMaHAa 3 paHHbOro BTPYYaHHS LWOWHO novana CBOI AiANbHICTb B
Opeci, niBTopa poky TOMy. B OCHOBHOMY BOHM MPOCUAM NiATPUMKWN, 3HaHb
Ta AOCBiAY WOAO0 PaHHbOro BTPYYaHHS Ta TOro, AK 3BEPHYTUCA A0 6aTbKiB.
Ane MK TakoX OoTpuManu 6araTto NWTaHb WOAO ayTWU3My, CNiIKyBaHHSA
Ta MigTPMMKK 6aTbkiB yaoma. lig yac uboro nepworo Bi3uTy 6yno
opraHi3oBaHO cneuianbHy 3ycTpiy Ans Bcix negiatpie Ogecbkoi o6nacrti:
[0 peuyi, AKi npaytoBanu B ambynaTtopifx — BCi XiHku. Tam A BUCTynuna
3 AONOBIAAI0 NPO paHHE BTPy4YyaHHs B HigepnaHpax Ta rnpo Te, AK BOHO
opraHizoBaHe, 0c0611MBO B AMCTepAaMi.

LLlo came MaeTbcAa Ha yBasi Mig paHHIM BTpy4YaHHAM B YKpaiHi Bce e
Bi|PiBHAETbCA Bif TOroO, WO MU MAeEMO i pO3YyMIEMO Mif UMM MOHATTAM Y
HipepnaHpax. Ane ue mae ceHc — TYT, Y HinepnaHgax, paHHe BTpy4aHHS
TaKoX TPaKTYETbCS MO-PisHOMY. ICHYe Aep)XaBHe 6GayeHHs, ane BOHO
peanisyeTbcs Ha MicueBoMy piBHi. B YkpaiHi 3apa3 4oTtupu obnacrTi
npauoTb Hag paHHiM BTpyYaHHsM, Ofgecbka 0651acTb 6ynia OCTaHHbOR;
y XapKoBi BOHM Hag, UMM npautotoTb Habarato gosLue. Ane Ui NOYNHaHHSA
He 6ynu nos'A3aHi Mixk coboto. | came ue BigbyBaeTbcs HabaraTo Ginblie
B Ui AHi. Lle yyposo. Taki ntoau, AK aupekTopka ueHTpy B Opeci OkcaHa
KpunBoHOroBa, Ayxe Baxnuei. Cepef iHWnX Npo6aeMm i B4anocs BUAINNTU
BaX/IMBIiCTb PaHHbOro BTPYyYaHHSI — 4acTo AN AY)Xe Me[UKO-TEXHIYHO
HanawToBaHMX — NiKapis, Ta NpeACTaBUTHN KOHLENLit0 HOBOrO LieHTpY. | ue
cnpaBai fonomarae, Konv Bac nigTpuMye B LLbOMY "XTOCb 330BHi".

PaHHe BTpy4YaHHs CTOCYETbCS BMUSIBSIEHHS 3aTPMMOK abo O6MeXeHb
PO3BUTKY Y KOXHIl chepi pocTy AUTUHU. 3aBLaHHA NONArae B ToMy, LWo6
AKOMOra paHille BM3HAYWUTU, SIKi 06CTEXEHHA HEeobXigHi, i 3BepHyTuUCS
[0 NOTPiGHOI NtoAMHU, agKe, AKLWO LUbOro He 3p03yMiTH, 6aTbKK NigyTb
“wykatu cami”. A noTiM Heo6XigHO BU3HAYMTM pasoMm (3 nikapem,
nefarorom, eprotepaneBToM, KENC-MeHeAXXepoM Ta 3 6aTbKaMMm) Lo caMe
3 uieto AuTUHo? CNoBOM, Lie opraHisoBaHa 6aratonpodinbHa cnisnpaus.
MpeTbCs, rONOBHUM YMHOM, Npo piBHICTb 6aTbKiB SIK YYaCHUKIB LbOro
npowecy Nopyu i3 nikapsaMu, i 3gaTHiCTb 6a4nTK No3a roMMmM MegnYHUMmU
acnekTamu. Lle Ta 3MiHa, IKY MU XO4EMO 3pOBUTH NepeBaxHo B YKpaiHi, e
BOHM, 3HOBY XX TaKW, Ay>Xe MeAUKO-TEXHIYHI. 3BMYANHO, y HaC HeMae Takux

I lived on Texel [an island in the North of
the Netherlands (ed.)] as a child and in
kindergarten | had this girlfriend, Katrien,
with Down’s syndrome. There were no
special facilities on Texel at the time, so
she went to “the regular” school. And |
still see us on the playground; she had to
try to tap me. And she enjoyed it so very
much. | was only four years old, but I re-
member very well how happy | was that |
could make her happy. And that actually
has never changed; making a difference
for my fellow men still makes me happy.

After my training, | soon discovered that |
wanted to continue working with clients,
rather than serving as a supervisor at a
college, for example. And although the
concept of “a career” wasn't in fashion
back then, I also wanted to be a manager,
to have influence. And not much later |
indeed could work as chief of the daycare
center at this foundation. In ‘87, | became
head of the daycare center for children
with mental and very severe multiple
disabilities. There | could truly realize a
lot in care innovation. Mostly, really, by
listening carefully; what do they need? In
order to constantly improve things | was
a manager there for eight years and then
went on to work as a policy advisor. This
was just a small foundation, so | was also
a confidential advisor for employees, |
accompanied people to the town'’s care
office, was a member of the complaints
committee and also an interim manager.
“Mariette will sort things out,” was the
word around. The most wonderful time of
my life; | learned and achieved so much
and gained a lot of experience! Subse-
quently, | worked for Stichting lJlanden,
again as a policy advisor. This foundation
became “Cordaan”, in 2005. | started
working for Cordaan Jeugd because all
children’s services are focused here and
my heart is with children. Cordaan is a
large care organization in Amsterdam,
that offers care to the elderly, people with
psychiatric problems, and people with
mental disabilities. Cordaan Jeugd is the
smallest part of the mentally disabled sec-
tor, with two target groups: we support
children with mental disabilities and their
parents, but also parents with a mental
disability and their-usually normally gif-
ted—children. | am mainly concerned
with translating the vision and policy
from Cordaan to the Youth department.
In Amsterdam you have to deal with an
enormous diversity; 85 percent of our fa-
milies and children have a different cul-
tural background. So | also focused on
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the question: how can we reach these pa-
rents? How can we ensure a better match
between supply and demand?

Together with a colleague, | set up a
“Mother Network” for mothers with a
disabled child. That is really a network
of the mothers themselves, who had a
huge need for information, contact with
companions, and emotional support. This
network still exists after ten years. It con-
sists of ten mothers from different cultures
who are very active with the organization
of meetings for mothers with a child with
a disability in Amsterdam, where care is-
sues are discussed. Furthermore, informa-
tion is provided about what having a child
with a disability means for a relationship.
It is really great to see how those mothers
have developed, how powerful they are..

| first came into contact with the work of
SOFT tulip in 2013. They came with the
question from Ukraine about supporting
the development of Early Intervention.
This passed through me from Cordaan
Jeugd, via our director, Hanneke Vrie-
link. We looked together at what Cordaan
Youth could mean in this. Hanneke
thought that I, with my broad experience
in multicultural Amsterdam, was the right
person for that and | thought so too. Sub-
sequently, in February 2014, | went to
Odesa with Eric Bloemkolk, on an identi-
fication trip to determine: what exactly do
they ask of us and what could we mean
for them? An Early Intervention team had
just started in Odesa, a year and a half
earlier. They mainly asked for support,
knowledge and expertise about Early
Intervention and how to reach parents.
But we also got many questions about
autism, communication and about pa-
renting support at home. During this first
visit, a special meeting was organized for
all pediatricians in the Odesa region who
worked in outpatient clinics. There | gave
a presentation about Early Intervention in
the Netherlands and how it is organized,
especially in Amsterdam.

What exactly is meant by “Early Inter-
vention” in Ukraine still differs from the
Netherlands. But that makes sense; in
the Netherlands it is also interpreted in
various ways; there is a national vision,
but it is implemented locally. In Ukraine,
four regions are now working on Early
Intervention. Odesa was the last one. In
Kharkiv they have been working on it for
much longer. But things were not con-
nected. But that’s way better these days.
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...TOMY LL{O BM NoginseTe Lo npucTpacTb: yi BiTn. | ye wocb cnpasgi yygose!

CYMHO3BICHMX 3aknapgiB y HigepnaHgax, ane i B Hac paHiwe ui 3aknagu
He 6ynu Takumu, K 3apas. MNponpautoBaBLUM B ranysi OXOPOHU 340pPOB'A
NPOTSIrOM COpOKa POKiB, MeHi AyXe fo6pe 3HailloMa Taka cuTyauisa. A
BCe e ACKpaBO MaM’siTato CBili Yac nepebyBaHHS B AUTAYOMY LIEHTpI:
6aTbKM 3 AUTUHO Y SIKOT BaXXKi MHOXWHHI Bagu, e nikap kaxe: «Bigpante
OUTUHY o 3aknaay, 60 fgornsgaTv 3a Hewo BAoOMa 6yfae 3aHaATO BaXKKo
i BUCHaxnuMBo». MoBa nAe npo cnoci6 MucneHHsa. MeauyHa 4acTuHa
HaA3BMYaANHO BaXX/IMBA, afe Nikapi NOBMHHI HABYMTUCA BU3HAYaTU pa3oMm
36aTbKaMu Ta 3 NOBEAIHKOBMMMU ekcnepTamu Ta GisMYHUMM TepaneBTamu,
Wo noTpibHO AUTUHI. Bu 6auute B Opeci wo AWTAYI cafku Ta LUKOMM
TaKOX CTBOPHOIOTLCS 3aBASKM iHiLiaTMBI 6aTbKiB, a TAKOX AUTAYI CiMeNHi
“3aMiHHi 6YAUHKMK", ai)Xe 6aTbKU XOUYTb, W06 TXHS AUTUHA pociia BAOMA.

Mosi ocHoBHa ponb B Ogeci ue — HagaTtu nigTpumky OKcaHi y CTBOpPEHHI
KOMaHAu. 3po3yMiTh pasoM 3 KOMaHAOM: fike iIXHE HayeHHs, fika iXHA
Mpisi, e caMe BOHM 3axXoAsTbCs B AaHUn MomeHT? Lo po6utu gani, ski
IXHi CUNIbHIi MOMEHTU? 3 UbOro M1 OTPUMYEMO MJIAHN Ai; BCTAHOBIIOEMO
OOCSKHI Uini, sKi My, NoBepTarounChb, OLIHIOEMO pa3oM 3 HUMU. A TaKOX
MW AMBUMOCH, SIK HanawTyBaTu rpynoBe 06roBopeHHs. Lle Tex 6yno gna
HUX HOBUM; 06roBOptoBaTU 3 KoneraMu npodecioHanamu, 6e3 KepiBHUKaA,
Ha OCHOBI TEMAaTUYHUX [OCNIAXKEHb T€, 3 YUM BU CTUKAETECD i LLLO MOXe
BaM gonomorTtu. Lle meToa HaBYaHHSA, SKUA JO3BONISE MiABULLMTU CBIN

npodeciiHuin piBeHb i 36araTuTu CBiM gocBifd. ICHYyOTb MeTogonorii

rpynoBux iHTEpB'l0 SIK AOMOMOXYTb MPOBECTU TakKe OOGroBOPEHHA Y
KoMaHpai. OcTaHHin pas, konu Mu i3gunu B Opecy. Todi A nonpocuna
KOMaHZy 3po6uTu TPU MasntoHKK: OAUH Npo cuTyauito Ao 2014 poky, npo
no4yaTokK po60TU rpynu pPaHHbOro BTPYyYaHHS Ta A0 TOro, AK 3'ABunacs
ponomora Cordaan Jeugd; ogvH Npo cyyacHy CUTyalito; i MantoHOK, Lo
BifANOBigae Ha 3anuTaHHA “[le BM xo4yeTe 6yTu Yyepes Tpu, YOTUPU POKK?”
Linm s xoTina nokasaTu iM YOro BOHU BXXe AOCATIN i WO CTasiocs 3a Kifbka
pokiB! Mpieto komaHau 6yno nonetitu Ao HigepnaHgis xova 6 pas, Wwob
HaBumMTUCA. MoTiM MU NOAMBUNMCA Ha Ty MPpIto; WO ANS LbOro NoTpi6HO
3po6uTn? BCi BOHM BKasyBafu, LLO BOHM MOBWHHI BMBUYUTWU aHIAiIACbKY
MoBy. Ham BAanocs otpumaTu Tpoxu rpowen y HigepnaHgax, 3aBAsiku
YOMY KOMaHfa 3Moria B3ATW YPOKMW aHriincbkoi MOBM i 1T 3anpocunu
y HigepnaHan. Mu cknanu ANS HUX HacuyeHy nporpamy Bi3uTy: MU
BiABiAyBanu pisHi 6yAMHKKN JOrNsAy Ta AO03BOMSAN KOMaHAI NpOBOAUTH
3aHATTA Y rpynax B ANTAYUX LieHTpax.

LLle ogHMM yynoBuM acnekTom gisnbHocTi SOFT tulip € Te, WO Yepes HUX MU
He NpocCTo "peanizyemMo XxopoLnin ManeHbkui npoekT B Ogeci”, Bce cnpaBai
yTBEpPAKYETbCSA B cUCTeMi. 3aBAsiKM H6araTopiyHoOMy no6itoBaHHO SOFT
tulip, HauioHanbHa NoniTUKa Tenep NocTaBuia Ha KapTy paHHE BTPyYaHHS,
i 3a LUe 3apa3 HecyTb BiANOBiIAaNbHICTb Ha 06n1acHOMY piBHi B YKpaiHi. [ina

uboro 6yno nignucaHo MemMopaHAyM Mpo B3aEMOPO3YMiHHS; po6oTa 3
HUM, 6€3YMOBHO, YyJOBO AOMNOMarae ofecbkil KoMaHai. MUHynoro poky
NONOBMHA NepcoHany, AKy M1 HaB4yanu, 3BifibHUNAca i HaCTYMHOrO POKY
MW MOYHEMO 3HOBY. BTiM LibOro pasy Ana HUX TaKOX € nepcnekTuBa Ta
MOXJIMBICTb MOrNNGMEHHS 3HaHb. | Uel pyx MOWWUPIETbCS, B obnacTi
CTBOpPEHO ofpasy [AeKifibka rpyn paHHbOro BTpy4YaHHs. byno 6 po6pe,
AKkwo 6 SOFT tulip Boanocs wwe 6inblie nokasaTu Ty BEJINYE3HY KOPUCTb,
AKY MPUHOCATb 3HAHHA | MiATPUMKA, SKUMW BOHW AiNATbCA B iHLWNX
KpaiHax. | ue fiicHo pae 6araTto — i Le Tex 6yno gocnigxeHo. [ns MeHe,
Hanpuknag, 3 Meplworo MOMEHTY 6yno cnpaBfi YyaoBO 6ayuTu, WO
LiHHOCTI, 3 AKMMU A Mato Cnpaey, € YHiBepcanbHUMWU. TOMY WO, SKLLO BX
Le po3yMi€eTe, BU B LMX Micusx We 6inblwe ycBigoMntoeTe Ton $akT, Wwo
HApPOLKEHHS OUTUHU 3 OBMEXEHMMU MOXJIMBOCTAMM O3HAYae MEBHUNM
npouec ckop6oTu Anst BCix 6aTbkiB. | WO BM Xx04yeTe Haikpalworo Ana
CBOET AUTUHMU, K BU 3 MM CMpaBNsieTeCh, sika NigTpUMKa BaM NOTpibHa,
O TeX € YHiBepcanbHUM. fl TakoX 6yBana y Mapokko Ta CypuHami — Tam
TOYHO TaK camMo. Kpim Toro, LWoao raHb6mu — K AesKi ntogm copoMasaTbea
CBOET ANTUHM 3 iHBanigHicTo. Lle cnpuiimaeTbes sk “nokapaHHs Big bora
yn Annaxa”. Mu Tak 4yacTo NepexXmnBaemMo Yyepes pi3HOMaHITHICTb, MeBHi
BiAMIHHOCTI. Ane ue 0fHaKOBO AJA BCix 6aTbKiB, i BOHM TaKOX XO4YyTb
TOrO XX CaMOro Wo M BCi iHWI 6aTbKM — HaWKpaw,oro Ana CBOET ANTUHMU.
ToX S NPOAOBXYI HaMoMAsiraTh Ha TOMY, WO NOLIGHOCTEN € Binblue, HiX
BigMiHHOCTEN, i Lue Hacamnepen NUTaAHHA TOro, SIK MOXHa AONy4YuTUCS
0O icHyrouoi cuTyauii. TinbkuM 3 Ui€l MPUUYNHU MOXHA 6YyTU MEBHUMMU
WO HeoobXigHi ANA LbOro rpowwi BUTpayarTbCs GiNbl HiX MPaBUIbHO i
onpaBAaHoO. A TakoX Al MOXY 3aMeBHUTH, WO BUTPATU Yepe3 AONOMOry
paHHbOMY BTPYYaHHIO B YKpaiHi XXOAHUM YMHOM He O6TSXYIOTb GHOKETY
Cordaan, BuZineHoro Ha fornsg, a HagXoAsTb i3 6I0AXETY Ha HaBYaHHS.

SOFT tulip Tako)X MOXe 3anponoHyBaTy NiATPUMKY HaBYaKOUM AKUM YUHOM
MU Ta iHWi opraHisayii MOXXeMO BKNacTu Le B Hally KagpoBy NOJITUKY,
o6 BM MOrNIM 3anponoHyBaTK ypsaAy 3anyynTn HabaraTo 6inblie nogen
[0 NporpamMu paHHbOro BTPyYaHHA. AKLL0 NH0AMN He NpauooTb HaNleXHUM
YMHOM, Lie MOXe 6YTU NMoBYaNbHO ANt HUX NO6aYnUTH, WO Aecb B iHWOMY
Micui noai6Ha nporpamMa fie Winkom B iHWWIA cnoci6, i ToAi BOHW 3MOXYTb
YCBIJOMUTU K MOXHa po3noyaTtu poboTy 3 HEBEIMKUMU pecypcamu.
AK, Hanpuknag, B YKpaiHi, ane Le TakoX cnocié HaropoguTu nrogen 3a ix
3ycunns. Jlrogu cnpuinMatoTb Le AK BU3HaHHSA; “4u Moxy A ue 3pooutun?!”
TuUMYacoM BU NPOAOBXYETE AYMATMW: NOTPiIGHO HabaraTo GiNbLUe, HiXK Te, Lo
MW MOXXEMO 3anponoHyBaTu 3apas. MoxxkHa 6yno 6, 6e3nepeyHo, 3po6uTH
6inblwe. [lymka, Wo Hanbinblue nepecnigye MeHe 3 NepLuoi Noisgkn — ue
KONW Nig Yyac BiAgBiAyBaHHA ANTAYOro 6yauMHKY s no6aynna napy 6JIM3HIOKIB
TUXHeBOro Biky. baTbkam 3asaBunu: “NpocTo NpUHECIiTb iX A0 iHTepHaTYy i
HapoAiTb HOBUX AiTel.” A TU CTOIW TaM, YyCBIAOMIOOUYM IXHE MalNByTHE —

M f0oBefeTbCs MPOBECTU BCE CBOE XUTTA B TAKOMY XKaxJIMBOMY 3aKknag,i.
B Takux cuTyauiax MeHi cnpaBai pospuBaeTbcs cepue! Taki gitu Toai
6ynu cnpaBfii npupeyeHi. Ane Ha wWacTs, cnpasu nokpawytoTbes! | gyxe
NPUEMHO 03UPHYTUCA Ha Becb npouec B Opeci. MogymanTe nuile Ak BOHU
noyuMHanu, He Maroum 6yKBasibHO HiYOro, KpiM MUNOCeEpPASA, 3a NMOKJIMKOM
cepus Ta npucTpacTi cTBopunu Uen LleHTp paHHbOro BTpyYaHHsa Ta Ae
BiH 3apa3 3HaxoguTbcs! BaM gyxe noTpibHi Taki nrogu! 3 uumu nogobmu,
HaBiTb AKLL0 B/ HE PO3MOBJISIETE IXHbOIO MOBOIO, iICHYE CMPaBXHill 3B'A30K,
OCKifIbKM BM NOAINAETE L0 NpMCTpacTb: Ui AiTu. | Le wocb cnpasgi vygose!

OkcaHa KpnBoHorosa, ,qh‘peKTop LleHTpy PB B Ogeci
Oksana Kryvonogova, director Early Interventon Center in Odesa

People, like the director of the center in
Odesa, Oksana Kryvonogova, are very
important in this. She succeeded in profi-
ling the new center and highlighting Early
Intervention for the—often very medical/
technically minded—doctors. And when
you are supported in this by “someone
from outside”, makes a real difference.
Early intervention is all about identifying
developmental delays or limitations in
every area. The object is to determine -as
early as possible- which examinations are
needed and refer to the right person, be-
cause if this is not clear then parents will
go “shop around”. And then to determine
together—with the doctor, the pedagogue,
occupational therapist, case manager and
with the parents—what exactly is the mat-
ter with this child? In short, it is an orga-
nized multidisciplinary collaboration. It is
mainly about the equality of the parents
as a party next to the doctors, and looking
beyond the bare medical aspects—that is

the change that we want to make mainly
in Ukraine, where they are, once again,
very medical-technical. Of course we
don’t have these infamous institutions in
the Netherlands, but here it didn’t used to
be that much different. Having worked in
health care for forty years you know that
all too well. I still remember vividly, from
my time at the daycare center: parents
with a very serious multiple handicapped
child to whom a doctor said: “... take your
child to an institution, because it is much
too demanding at home.” It's about a way
of thinking. The medical part is extremely
important, but the doctors must learn to
determine together, with the parents and
with behavioral experts and therapists,
what is needed for the child. You now see
in Odesa how daycare centers and schools
are being created by parental initiatives.
Family replacement homes likewise, be-
cause parents want their child to grow up
at home. You just have to support that.

My main role in Odesa is to support
Oksana with team building. To look,
with the team: what is your vision, what
is your dream, and where are you now?
And then, what is the next action; what
are your strong points? From this we de-
rive action plans; setting achievable goals
for the coming year, which we, when
we return, evaluate together with them.
And we look at how to set up group in-
tervision. That was also new to them; to
discuss with professional peers, without
the presence of a manager, on the basis
of case studies, how to deal with what
you may encounter. This is a learning
method to become more professional
yourself and increase your expertise.
There are group intervision methodolo-
gies for how you can discuss this in your
team. The last time we went to Odesa |
had the team make three drawings: one
about the situation before 2014, about the
start of the Early Intervention Team and
before Cordaan Youth came along; one
about the present situation; and a drawing
responding to the question, “where do
you want to be in three, four years?” To
show them: look at what you have already
achieved and what has happened in a few
years! Their dream was to fly to the Ne-
therlands at least once. To learn. We then
looked at what would be needed for this.
They all indicated they should learn En-
glish. We were able to arrange some mo-
ney in the Netherlands; the team was able
to take English lessons and got invited. We
had a program in which we visited various
locations and let the team run the groups
in the daycare centers.

The really great thing about SOFT tulip is
this: through them we do not just “do a
nice little project in Odesa” and that’s it,
but things are really getting guaranteed in
the system. Thanks to the many years of
lobbying by SOFT tulip, the national po-
litics have now put Early Intervention on
the map and the regions now are accoun-
table for it. A Memorandum of Under-
standing has been signed to this purpose;
they just have to deal with that, which
helps the Odesa team in a great way. In
the past, half of the staff we had trained
had disappeared the following year and
we would start again. But now there is
also perspective and continuity for them.
And things are expanding with several
Early Intervention Teams are being crea-
ted in the region. What would be nice is
when SOFT tulip succeeds even more in
making visible what it will yield. And it re-
ally delivers a lot-and that has also been
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researched. For me, for example, from
the first moment, it was so wonderful to
see that the values | deal in are universal.
Because while you know that intellectu-
ally, in these places you are even more
aware of the fact that having a child with
a disability means a kind of grieving pro-
cess for all parents, which is what we now
call “learning to live with living loss”. And
that you want the best for your child, how
you deal with it, what support you need;
that too is universal. | have also been to
Morocco and Suriname; it's exactly the
same there. Also, regarding the shame
how some people are ashamed of their
disabled child. It is experienced as a “pu-
nishment from God, or Allah”. We are so
often concerned with diversity, with dif-
ferences. But it is the same for all parents
and they also want the same thing: the
best for their child. So I continue to insist
that there are more similarities than dif-
ferences, and that it is primarily a matter
of how you can connect to a situation. For
that reason alone, the money is well spent
and does not weigh on our care budget,
but comes from the training budget.

SOFT tulip could also offer support in
how we can embed this in our personnel
policy, for various reasons. If people do
not function well, it can be instructive to
see what it is like elsewhere, to become
aware of how you can get started with
few resources, like in Ukraine. But it is
also a great way to reward people for their
efforts. People do experience this as a re-
cognition. Meanwhile you keep on thin-
king: much more is needed than what we
can offer now; one would sure like to do
more. The thing that most haunts me from
the first trip is—during a visit to an orpha-
nage—a pair of twins, one week old; boys
with Down syndrome. The parents were
powerless when the doctors announced:
“...well, just bring them to the internat and
make new ones”. And then you just stand
there, aware of their future; having to
spend their lives in a dreadful institution.
Well, then my heart really breaks! These
kind of children were really doomed back
then. But thankfully things are improving!
And it is very nice to look back on the
entire process in Odesa; from nothing but
charity, from her heart and passion, set up
this Early Intervention center and where it
stands now! You really need those kinds
of people there! With these people, even
if you don’t speak the language, there is
a real connection because you share this
passion: those children. And that is some-
thing truly wonderful!
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Maggie Storm

Merri LUTopm

MpoTsiroMm 6araTbox PoOKiB A cneuianisyBanaca Ha po6oTi 3 AiTbMK 3
iHBanigHicTio. [lo uboro A BiABigyBana pisHi NICNAAUNNOMHI TPEHIHMU
Ta Kypcwu. lMpautoBana Hacammnepeg y AMTAYMX AEHHUX LeHTpax Ta 3
nignitkamu. | 6inbwe 20 pokiB — [0 MOro BUXOAY Ha MeHcCito — A 6yna
YJIeHOM rpynu cuHAapoMy JlayHa, sika KOHCynbTyBana 6atbkiB fiTei Big 0
[0 6 pokiB i3 cMHApOMOM [layHa OAWH AeHb Ha Micsilb, B ANTAYIN NiKapHi
DO>xyniaHa B laasi, Aka Ha ToW 4Yac 6yna yHikanbHol B HigepnaHgax.
OkpiM po60TuK B «<MiaaiH», 1 TakoXX Mana BfacHy NpakKTUKY noroneguyHor
Tepanii, Ae B OCHOBHOMY MpautoBana 3i 30BCiM MasieHbKUMU AiTbMU.
Lle 6ynu aitn, siki He Mornn a6o LWe He BMIiNM po3MOBAATKH, abo Manu
npo6aemMu 3 xapyyBaHHSIM — HE MOT/IM CMOKTaTK abo KOBTATK — 3 Pi3HUX
npuyvH. NMpo6nemMu 3 xapyyBaHHSIM He € YaCTUHOK OCHOBHOFO Kypcy
NIOronefuMyYHOro HaBYaHHA, ane OCKiNIbKM BU BXe MaeTe 3HaHHA npo
BHYTPILLUHi OpraHu rososun, TO MOXeTe crneuianidyBatuca Ha Hbomy. [inA
LibOro BaM NOTPiOHi KOHKPETHI Nodanblui Kypcu, OCKiNlbku BaM AoBefeTbCSA
MaTu cnpaBy 3 TakKMMUW PU3NKOBUMM peyaMu, ik nonepxaHHs abo 3agyxa.
Lle cneuianbHicTb, Aka cTae Bce 6inbw Bigomoto B HigepnaHpgax. He B
YKkpaiHi, ane HaBiTb y HifepnaHfax Bce e € 6arato nikapiB 3aranbHol
NpaKkTUKK, AKi He 3HaloTb, WO NOronean TaKoX MpauloloTb 3 TakMMu
npo6nemamu.

3 2001 poky A npautoBana B An6aHii B AUTAYOMY cafky ANns piTen 3
06MEXeHUMU MOXIIMBOCTSAMM, Bif MiciltHOT opraHisauii  «Frontiers»
(«KopZioHU»). MiXX TUM, 1 TaKoX TpM pOKM MpautoBana B opradisauii
€rnnetcobkunn ®oHg «[pysie HinepnaHais» B Kaipi. [1Biyi Ha pik komaHAa
KapagionoriB Ta xipypriB ige po Kaipy Ta AnekcaHpapii, Wwo6 3po6utu
onepauii Ha cepui. KpiMm Toro, npMeHytoTbCA Nepeknagavi; 0AnH 3 HUX,
6aTbKO AUTUHK, AKY A NiKyBana, ErMNTAHUH, NPUAYMaB TaKoX 3po6MTHU
wocb nopibHe AanA niofen 3 06MeXeHUMWU MOXIUBOCTAMU. BoHu ue
opraHisyBanu ue, i a1 Tpuui isguna Tyau. Lle 6yB nepwmit pas, Konu mMu
no6auynnu giten, AKi 3asHanu iHBaniAHOCTI HACTINIbKMY, LLLO A CKa3ana: AKLLLO
BU X0ueTe, 06 st 3HOBY Npuixana 3 BaMu, 6yab nacka, NpMBeAiTb KoMaHay
napamepukis!

Y 2010 poui A 6yna YneHoOM rpynu nikapiB, 3anpoLleHUx nonepegHim
ronosoto SOFT tulip Binnemom ge MoitepoM Ha 3ycTpiy, e HaM NoBiAOMUAU
npo AisnbHicTb GoHAy. Bnepue a 3yctpinaca 3 niogbmu 3 YkpaiHu, konu
KoMaHpga 3i JIoBoBa npuidkaxKana Ha 2-3 TUXXHEeBUI TPEHIHT Npo Npo6iemm 3
rogyBaHHAM. Mu iM gaBanu pekoMeHgaLil, NpakTUKyBannUCh i3 KNieHTaMun
TOLWo, B WKoni-iHTepHaTi B KinkayiHi. MoTiM MeHe 3anuTanu, 4u xouy 1
noixatn B AOCNigHULbKY NoA0poX Ao YkpaiHu. Tox B nunHi 2013 poky 1,
pasom 3iHwumMu paxisusmu 3 Higepnanais noéysanay JibBoBi,y Antsyomy
peab6iniTauiiHoMy LeHTpi «[>xepenoy», y Typ's PemerTi, y PeabinitavintHomy
LUeHTpi «[lopora XuTTs», B YXXropogi Ta Le B OA4HiN KNiHiui B KapnaTax, ge
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Merri LLITopm Hapoaunacs i Bupocna B [liBAgeHHi Appuui, B Kapy,
no6samsy Kanaxapi. BoHa BuBYyana noronegito B [peTopiicbkomy
yHiBepcuUTeTi, Ae oTpuMasnia OCBITHIii cepTugikaTt Anis poboTu 3
JI0AbMU 3 06MEXEHUMU MOXJIMBOCTAMM, Ta Miluja npayroBaTn B
wkony anda ocié 3 AUIM. 3rogom Merri Buiilina 3amix 3a roanaHaus
i B 1976 poui napa Bupiwwuna npuixatu [o HigepnaHgis. Merri
po3royasa cBOH Kap'epy Ha HOBOMY Micli y ikapHi BewuTanHge (HUHi:
Haaglanden Medisch Centrum) y Maasi, ciyxatoum o6cTexxeHHs y JIOP-
BigaineHHi. 3 6epesHsa 1978 poky, Merri npaytoBana B KOAULLHbOMY
SPC Sandhaghe, nonepeaHuky MigaiHa. BnpogoBx ycix pokiB i eTanis
3/IMTTS, BOHa MPOoAoOBXYyBaJa rpayrosatu B MigaiH, MOKu He BuiLLAa
Ha neHciro B 2014 pouyi. Yepes areHuyito 3asiHsaTocTi Uitzendbureau 65+
(ronnaHAcbke areHTCTBO A1 At0fen noxunoro Biky (pea.)), Ae i Bce
Lje nepioAnYHO 3anpoLLyroTb 40 CriBrpayi.

BOHM MpautoBanu 3 AiTbMM 3 iHBanigHicTio. OKpiM MeHe, y KoMaHgi 6ynu:
ANTSYMI neuxiaTp 3 MapHacii, ABa ekcnepT 3 NoBeAiHKOBUX NpobreM 3
Migpina Ta nikap, Wwo cneuyianisyeTbcs Ha NCUXiyHMX posnagax, CnovaTky
MW Nuwe cnocTepiranu, AMBUANUCH, WO HacnpaBai 3po6neHo. Toai Mu
NPOBOAUNIN CBOEPIAHWUIA KPYFAWUW CTiN y KOXHIN fokauii, Ta nutanu: «dki
Balli 3anMTaHHA A0 Hac, i WO MW MOXeMO 3anpornoHyBaTu BaM nicns
no6ayeHoro?». 3pewToro, Ui AUCKYCIi NpUBENnu [0 HaWWUX cneuianbHUX

HaB4YaNbHUX KypciB y pisHux cdepax. LLopasy, konu a Tyam npukaxaro
06roBOpPHOOTHCS MPo6AeMU 3 TOAYBaHHSAM, MOBa iWae npo pAiten 3
npo6neMamMu rofyBaHHs, iKi CNpUYMHEHI po3nagamMu pyXoBUX HABUYOK,
LLL0 BMHMKAIOTb MPU CNAacTUYHOCTI a6o cuHapomi [layHato. OfHi He BMitOTb
nobpe KOBTaTH, iHLWI HE MOXYTb CMOKTaTu abo KycaTu, 6araTto fitei He
MOXYTb XyBaTu. 3 AyXe MaleHbKUMU AiTbMU — HOBOHaPOAXKEHUMMU,
HEMOBSATAMU — 51 HE BUXOZXKY N03a MEeXi MOBEPXHEBOrO PiBHA ONOMOTIH,
OCKiNIbKN € PU3NKMW, 1 MPaLIiO0 B OCHOBHOMY 3 AiTbMMU, fKi BMilOTb CUAITU.
Topi BM He CTiNbKU CTUKaeTeca 3 Npo6BJEMOID XapyyBaHHSA, CKillbKu 3
npo6nemMoto rogyBaHHs. | Togi Mu roeopumo npo npobnemu, Nnoe’asaHi B
OCHOBHOMY 3 ayTM3MOM ab0 3 «ayTUCTUYHUM MUCNEHHAM». Hanpuknaga:
«KOMWN BOHO 3€JIeHe, A Oro He IM — Lie He6Ee3MeYHo A1 MOFO OpraHiamy».
[eaki Takox MaloTb rinepyyTAMBICTb B AiNAHUI poTa, WO 3aBaxae iM
npuMMaTU NEBHI BUAN IXI. Lle TaKoX CNPUYMNHSIE HEMPaBUIIbHE XapyyBaHHS.
| Wo 6inblue BN «<BO3UTECS» 3 IXKEID, TO BYXXYMM CTAE CNEKTP TOTO, L0 BOHU
MOXYTb iICTH.

Yoro He BUCTayvae B YKpaiHi, TaK Lie po3yMiHHS, Lo floronej Moxe B3arani
LLLOCb POBUTHM 3 UMM peyaMm — He 6aYNTU POT BUKJTFOYHO AK MOBJTIEHHEBUNI
opraH, abo HaBiTb TO caMuit dakT, Wo forones Moxe NopaanuTun Woao
npo6neM roayBaHHs ManeHbkux Aitei! MNMpeAcTaBHUKM «CTapol LKOIN»
NOYMHaKOTb SIOroNeAito NuLle ToAi, KoM AMTUHA MOraHo po3MoBIsie. BoHu
HacnpaBfi NPOCTO He 3aiiMalTbCs TUM, SIK Bifl6yBaeTbCA CMiNKyBaHHSA,
HeBepbasibHe CMifiKyBaHHSA, NPOBICHUK MOBMEHHS — i BU Le 6auyuTe i 3
OUTUHOO, IKa HOPMaibHO PO3BUBAETLCA, NiAHIMAE pyKu, Wob T nigHANN
Bropy, abo BKasye Ha LLOoCb LLL0 BOHa X0Tina 6 MaTtu. 3 UMM TaKoX BUHUKAE
6araTo nNuTaHb. | B HAlITOBXyeTeChb Ha YMManuii onip 3 60Ky nepcoHany
Ta 6aTbKiB: “Mosi aMTMHa He rnyxa!”. Y Hac ue 6yno B HigepnaHgax 10-
12 pokiB ToMy, ane 3apas Af19 BCiX YCTaHOB, WO NpautorTb 3 N04bMU 3
06MEXEHUMN MOXJIMBOCTSAMU, BUKOPUCTAHHA XXECTiB — Le CBOepigHe
OCHOBHe cTaBfeHHs. Jlnwe aBa poKu TOMy 3 YKpaiHM Hailwno nuTaHHA:
«BMW yacTo nopyluyBanu Lo Temy, 4yu Mornm 6 Bu posnosicTn HaMm 6Ginblue
npo ue 3apas?». Lle 6yno cnpaegi yyposo! Tofi My oapasy AOMOBUAUCH,
LLIO MM TaKOXX MOXEeMO BifBifaTy WKONY ANA FNyXux aitTen B Yxropogdi ta
3anuTanu, Yn roToBi GaxiBui Liel WKOM NPOBECTU KYPC i3 MOBU XeCTIB
i 3HaKiB y UeHTpi «JJopora XuTTs». | Mu 6ynun pagi nob6ayunTu WO BOHU
3yCTpinu Hawy nponosuuito 3 roToeHicTio! Lle 6yno nuwe wicTb ypokis,
ane TOW, XTO HIKONW He po6MB HIYOro noaibHoro, HacnpaBgi MOBUHEH
6yB nigrotyBaTUcs i NOTIM BMKNACTU Le LeHTpi «Jlopora utTta»! | BOHK
nonpocunau BCboro TpMALUATb €BPO 3a Lie — 3a Bce! Hy, M1 HacnpaBgi 6ynu
NPUroNIOMLLEHI.

KoHcynbTaHTU y LeHTpi «[Jopora XuTTsa» Tenep NponLLIN KYpC i3 XXeCcToBOT
MOBMW. |aeanbHo 6yno 6, AK6M Takuii Kypc MOXHa 6yn0 NPOBOAUTU OLUH UM

Maggie Storm was born and raised in Sou-
th Africa, in the Karoo, near the Kalahari.
She studied speech therapy at the Univer-
sity of Pretoria and obtained an educa-
tion certificate for people with disabilities
and went to work at a school for people
with cerebral palsy. She married a Dutch-
man and in 1976 the couple decided to
come to the Netherlands. Maggie started
her Dutch career at Westeinde Hospital
(now: Haaglanden Medisch Centrum) in
The Hague, hearing examinations at the
ENT department. From March 1978, Mag-
gie worked at the former SPC Sandhaghe,
a precursor to Middin. Right through all
mergers, she continued to work at Mid-
din until she retired in 2014. Through em-
ployment agency Uitzendbureau 65+ [a
Dutch agency for elderly temps (ed.)], she
is still occasionally requested here.

Over the years | have specialized in
working with children with a disability.
Before that, | followed various post-
graduate courses and all kinds of courses.
Worked primarily at Children’s Day
Centers and with adolescents. And for
more than 20 years—until my retirement—
I was a member of the Down Syndrome
Team, which advises parents of children
with Down Syndrome-young children
from 0 to 6 years—one day a month, at the
Juliana Children’s Hospital in The Hague,
at that time unique in The Netherlands.
In addition to my work at Middin, | also
had my own pre-speech therapy practice,
where | mainly worked with very young
children. Children who could not, or
could not yet communicate, or who had
nutritional problems—could not suck or
swallow—for various reasons. Nutrition
problems are not part of the basic speech
therapy training course, but since you
already have knowledge of the internal
organs of the head you can specialize in
it. You need specific follow up courses in
this because you have to deal with risky
things like choking or suffocation. It is a
specialty that is becoming increasingly
known in the Netherlands. Not in
Ukraine, but even in the Netherlands
there are still many general practitioners
unfamiliar with the fact that speech
therapists are also concerned with this.

| have been active in Albania since 2001,
in daycare for children with disabilities,
from a mission organization, “Frontiers.”
In between, | had also worked for three
years for another organization, “Friends
of the Netherlands Egypt Foundation” in
Cairo. Twice a year a team of cardiologists
and surgeons go to Cairo and Alexandria
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to perform heart surgery. In addition, in-
terpreters join; one of them, the father of
a child | was treating, an Egyptian, came
up with the idea of also doing something
similar for people with a disability. They
set that up and | went there three times.
The first time we saw children who were
handicapped to such an extent that I said:
if you want me to come with you again,
please bring a paramedical team along!

In 2010 | was part of a group of physicians
invited by the previous chairman of SOFT
tulip, Willem de Gooijer, to a meeting
where we were informed about the activi-
ties of the foundation. My first direct con-
tact with people from Ukraine was when
a team from Lviv came for a training of 2
to 3 weeks, about nutrition problems. We
gave instructions, practiced with clients,
and so on, in a boarding school in Kijk-
duin. | was then asked if | would like to go
on an exploratory trip to Ukraine. And in
July 2013, | think, I-with, among others,
a child psychiatrist from Parnassia, two
behavioral experts from Middin, and a
doctor specialized in mental handicaps—
visited Lviv, Dzherelo, Turja Remeta, Path
of Life, in Uzhgorod and another clinic in
the Carpathians where they worked with
children with disabilities. First we just ob-
served, looked at what was actually done.
We then had a kind of round table discus-
sion at each location: what are your ques-
tions for us, and what can we offer you
after what we have seen? In the end, these
discussions led to our specific training
courses in various areas. Whenever | am
there, nutritional problems are discussed.
Children with nutritional problems as a
result of motor skill problems that occur
with spasticity or Down Syndrome, who
can't suck, swallow or chew. Some can-
not swallow well, others cannot suck or
bite, many cannot chew. With very young
children—newborns, infants—I do not re-
ally go beyond the surface because there
are risks involved, but with children who
are able to sit, | do. Then you are not so
much confronted with a nutritional pro-
blem but rather with an eating problem.
And then we are talking about problems
that are mainly related to autism or ‘au-
tistic thinking.” For example: “when it is
green, | don't eat it; not safe for my body
..". Some also have hypersensitivity in the
mouth area, preventing them from accep-
ting certain types of food. This also cau-
ses malnutrition. And the more you mess
around with the food, the narrower the
spectrum of what they can eat becomes.
What is lacking in Ukraine, is the very
idea that a speech therapist could do
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Havikpalye y Halmx Bi3uTax — Le Te, L0 S cripaBAi NOBMHHA MOBePTaTUCH [0 OCHOB.

[Ba pasu Ha piK, OCKifIbKM Lii HABUYKM 3 YacoM 3abyBatoTbCA, a Tenep Uum
KepiBHMKaM BaXX/IMBO BUKOPUCTOBYBAaTU anbTepHaTUBHE CifIKyBaHHA Ha
CTPYKTYPHIl ocHoBI. KpiM Toro, 06roBoptotoTbCsi NPo6aeMU rofyBaHHs, a
TaKoX cMHAPOM [layHa, po6oTa 3 Aiy)Xe MaNleHbKUMU AiTbMU 3 CUHAPOMOM
[ayHa, po3BMTOK CMiNIKYBaHHSA OCi6 3 LLUM CUHAPOMOM, Ta CNiNIKyBaHHSA 3
NOAbMU, L0 MaloTb ayTU3M.

Mepwi pekinbka pokiB MU npautoBanu 3 OAHUM BUMNALKOM Ha neplly
NonNoBWHY AHs. LLlopaHKy BOHM BUGUPANKN KOFOCb, Y KOro 6ynun npo6aemu.
Mwu npautoBanu BignosigHo Ao po3knagy LleHTpy, a came y dopmarti
KOHCYNbTaLi Ta eKCnepTU3 — MeToAY, NPy SKOMY BU He 3aLUUKIIOETECH Ha

OAHi Npo6nemi, a ckopile AUBMUTECA HA BCE: y YOMY crnpaBa 3 MeUYHOT

TOYKM 30pY, iKa CiMeiHa cuTyauis; iHwuMn cnosamu, haxiBLliHamararoTbes
CKNlacTu rno6asnibHe BpaXXeHHs Npo AUTUHY. | MU TakoxX 6a4nMo, o 6aTbKK
HacnpaBgi AyXe Mano KOHTPOJIOKTb Mpouec NPUAHATTA PilleHb, i Te,
AIK MPaLoloTh 3 IXHbOK AMTUHOK. MK BBaXKaeMo, LLO Lie AYyXXe BaXK/IMBO,
i Le Mn o6roBoproBanu B ApYriit MONOBUHI AHA. CnovaTKy MU abo nikap
aHanidyBanu cuTyauito, NOTiM 3aaBanu NUTaHHA 6aTbkaM, 3aKiH4yBanu
po60Ty 3rigHO rpadiky, a yepes AesAKU Yac MM 3a0X04yBasn y4aCHUKIB
po6MTK Te came, AOTPUMYHOYMCh TAKOTO X NaaHy. Mu BBaXKaeMo, Lo AKLLO
MOBa Mae Npo BNacHy AUTUHY, TO TaK YuM iHaKLe, 6aTbKN € HalKpaLwmMm
ekcnepTamu. [o6pe, wo SOFT tulip MoTUBYBaB BiANOBIAHUX Ntofei, LWo6
niaTpumaTty 6aTbKiBCbKi acouiauii Ta opraHisauii.

TakoX fekinbka pasiB BAOMa i OTpMMyBasia €/IeKTPOHHOIO MOLITOM
Bif IpuHu [PowkoBuy, Bile-gupekTopa LeHTpy «[opora xutTtsa (pea.)l,
BileOPONINKM AUTUHU 3 npobnemMamMu rofyBaHHSA, CTOCOBHO $IKOi £
Hamaranacsa gatu nopagy. Lle He 3aBXAau NpocTo, ag)xe BU NPOCTO He
MOXeTe BifUyTU HampyXeHiCTb iXHiX M'A3iB Ta MOTOPHi HaBW4YKK, ane
1 Hamaranaca [AONOMOIrTU M Mo4yaTu npauroBaTu 3 L€ AUTUHOK
sIKHanKpatle. A iHKONN NAEeTbCA MPOCTO NPO BUKOPUCTAHHSA iHLLIOT JTOXKM,
260 iHLWOT KOHCUCTEHLiT YN TeKCTypm ki. AGO NpoCcTO HeobxigHO NigibpaTn
iHWwe Kpicno. 1 oco6ucTo 6araTo Yoro BYycs 3 ycboro Lboro! Haitkpalue
y HaluX BisuTax — Le Te, WO A cnpaBfi NOBUHHA NOBEpPTaTUCA A0 OCHOB.
YoMy s po6to neBHi peyi? YoMy st BUpiLLYHO BUKOPUCTOBYBATU Lieit cnoci6
Tepanii? YoMy 51 e po6to, a He iHWe? 3apas 1 Ha NeHcii, afie NPoAOBXYo
3aMMaTuUCSH Uieto CnpaBol 3 BeIMKMM 3aJO0BOJIEHHAM. Lle nigTpumye
Mill MO30K aKTUBHUM, [03BOJISE MeHi 6yTU NOCTINHO 3akHATOow. | Ans
UbOro € NpMeMHa MoTuBalia crnpaBgi! f HacTiNbKK Bpaxa TUM, WO Ui
NoAN pobnATb TaMm, 3a AyXKe CKIafHUX 06CTaBUH, 3 AyXe MasleHbKUMU
pecypcamu. Konu B 6aunTe He3HayHi MaTepianu, 3 AKUMU iM OBOAUTLCS
npautoBaTK, BM NPOCTO AyMaeTe: o, boxe... He AMBHO, WO YaCcTO BUHUKAE
neBHa cTarHauis, i BOHU He 3HaloTb, AK AiATn gani. | togiyacto naeTbca npo
NpocTi peyi. JIunyyku, Hanpuknag; BOHNU HE MOXYTb iX 3HANTU B CBOEMY

MiCTi. AgXe Aiy>xe NpocTo AaBaTu nopaau Ha KwWtanT: Bam cnig npautoBatu
3 anbTepHATMBHWUM CRiNKYBaHHSAM; BUKOPWUCTOBYMTE MiKTOrpamu aéo
¢doTorpadii. Ane Konu y Bac HeMae NINMNyYoK, HY Lo po6buTu Toai? | aKwo
y BaC HeMae YopHwuna ANns ApyKy abo martepiany AN NamiHyBaHHSA, un
noaibHux peyeit... Tenep ocHoBHa MeTa SOFT tulip — npuHecTn gocsia, a
He di3nyHi peuyi, ane s 3aBXAU NPUBOXY MaTepianu ANns namiHyBaHHs. |
A 3 paaicTio nnavy Tpoxu 6inbwe B KLM, 3a gogatkoBuin 6arax. lig yac
MOET OCTaHHbOI NOI3AKKM y MeHe 6yno 70 kinorpamie 6araxy; maTepian
ONq nofen, 3 AKMM MOXHa npauroBaTu, afe TakoX TecTu Ana giten, aki
e He po3MOBNAOTb. TOMY Lo, XOY Ui noroneAmn Hikonu He npautoBanu 3
ManeHbKUMU LiTbMU, Y HUX He 6YN0 XOAHUX AOCHIAHULbKMX MaTepianis,
TOX 1 afjanTyBasia MOBHWUN TeCT i nepekiana noro; 3 LM BOHU, MPUHANMHI,
MOXYTb OTPMMaTUN NEeBHE YSIBMIEHHS MPO PiBEHb, HA AKOMY AANTUHA PO3YMie
CNiNKyBaHHSA, i Ha AKOMY pPiBHi BM MOXeTe no4YaTy 3 Heto npauoBaTy.

A1 BBaxato, wWo niaxig SOFT tulip o paHHbOro BTpPy4YaHHA € 0CO6NBO
KOPUCHUM. MU MaeMOo ysIBNEHHS Npo Te, WO Te, Wo B YKpaiHi po3yMitoTb
nig «paHHiM BTpy4YaHHAM», — BOHO BCe TaKu fOCUTb BifMiHHE Bif TOro, ke
icHye B HigepnaHgax. loBopauu nNpo Te, fiK Lie BiabyBaeTbCA Ha NpakTuUL,
MW, 3BMYaHO, He MOBWHHI Bif HbOro OYiKyBaTM 3aHaATo 6araTto, afXxe
niaxig Bce Taku € 30BCIM iHWMM. Y OBroCTPOKOBI nepcnekTuBi 6arato
4Oro MOXHa OTpMMAaTW: HewofaBHO S HaB4yana KiflbKOX 3axOMJieHUX
MONOAMX noroneais, ane sK TiNbKW BOHW OTPUMYIOTb iHWY pPO6GOTY,
Hanpuknag 3a KOpAOHOM, fika € Kpalle onjlayyBaHa, BOHMW igyTb Tyau!
AGO BOHM OAPYXYKTbCSA, YN XBOPitOTb. Y 6yAb-AKOMY BUMNAAKY TPeHep-
BMKNajay 3MyLIeHUM MoYMHaTM BCe 3aHOBO. PaHHE BTpyYaHHA AiACHO
NOBMHHO 6YTW BKJItOYEHEe B NiAroToBKYy soroneais, a Takox ¢axisuis 3
disnyHoi Tepanii yn eproTtepanii, AkKa HapewTi € AOCTYNHOK B YKpaiHi.
Ockinbku, He 3BaXkalyu Ha Te, WO OCBiTa € AOCUTb XOPOLUOKD, BCE X
YacTMHa paHHbOro JliKyBaHHA AOCI 3aNMLIAETbCA No3a yBaroto. A Le Tak
Baxnueo! 4 gymato, Wo crnpaBgi 4yaoBo Te, yoro doHa SOFT tulip y>ke 3mir
OOCArHYTU Ha PiBHI ypsay, y chepi paHHbOro BTpPyYaHHS; WO nporpama
paHHbOro BTPy4YaHHs 6yna 3aTBeppXeHa ik 060B'A3KOBa, Ta MOBWMHHA
¢diHaHcyBaTHUCS MiCLLEBUMU Ta perioHaslbHUMKU opraHamu Bnagu. A Takox
LyXe BaXIMBO Te, Lo YKpaiHa 6yfie HafjaBaTy LLOKBapTanbHi 3BiTU Npo XiA
Lboro NMTaHHs. Hy, BU 6 He nogymany, LWo Taka ManeHbKa opraHisauis sk
SOFT tulip, no cyTi 3Moxe gocartTu yux peden! [1o0 HUX HaBITb 3BEPHYNUCS
3 MiHicTepcTBa OCBIiTK: “... O4HOMY 3 HalIMNX YHiBEPCUTETIB NOTPi6EH KypcC
3 eproTepanii, Y4 Mornn 6 BM JONOMOITU HaM KOHLEeNTyaNbHO? A TaKoX,
AKLWO BaM BAACTbCA MOKpaLWMUTW nporpamy ANnA noronegii — agxe uen
HaBYasibHUI NNaH BCe LWe CNUPaeTbCsA Ha CTapux paasiHCbKUX MeTofax —
TOZLi MM MOXeMO NOTPOXy BifiATK Bif Bawwoi 6e3nocepeHbol JONOMOTHY, i
ToZi s AyMato, yKpaiHLi 3MOXyTb caMi KepyBaTu pO3BUMTKOM Liux npodecin”.

Ko)XHOro pasy, Konv s Aymato: “Hy, Lie OCTaHHil pa3s”, ane To4i npuikaxaro
3HOBY, OCTaHHi Tpu pasu A AymMarna Tak caMO — i BU 3HOBY 6ayuTe, L0
npowiaetechk 3ycima WwobixaTn B YKpaiHy... Ane 1, 6e3yMOBHO, 3 HETEPMiHHAM
yeKaro Liboro Lwe pas! | Tenep MucnogisaeMocs, i MiafiH BXe O3BOMMB LLO6M
[0 Hac npuepHaBcs Gi3nyHMiA TepaneBT. Y LeHTpi «[opora XuUTTsS» HaMm
HIKONN He f,03BONANW BTpyYaTucsa y GidMUHY Tepanito, OCKiNIbKU BOHU MatoTb
BNACHi YABNEHHA Npo Lie. Ane Tenep Yy HUX BUHUKII0 MUTaHHS, Y41 MU 3MOXKEMO
niATpMMaTH iX y LLbOMY, | MOIO KOJIery, sika NpaLtoe Hag TakuMu npobremMamm
ABaAuATb N'ATb POKIB, MONPOCUIM NpUiIXaT pa3oM 3 HaMu. XTOCb, Takui AK
A, NPaKTUYHa NtoANHA, Ika NI06UTb NpautoBaTu 6e3nocepeHbo 3 KJTIEHTOM.
Po6uTtun PowerPoint npeseHTauii, Y1 NoAibHy A0 LbOro po6oTy — Lie NPoCcTo
He MOE, i MeHi e He ay>ke fo6pe BAAETbCS. Anle CnpaBXHA po6oTa KO Tm

TPUMaEeL AUTUHY Ha pyKax, TOAI... Woch BiabyBaeTbcs!

something with these things at all-not to
see the mouth exclusively as a speech
organ, or even the very fact a speech the-
rapist can advise on nutritional problems
with young children! The old guard only
starts speech therapy when a child does
not speak well. They actually just don’t
occupy themselves with how commu-
nication comes about, non-verbal com-
munication, the precursor of speech and
language—and you see that also with a
normally developing child, who raises his
arms to be lifted up, or points to some-
thing that he would like to have. There are
also a lot of questions about this. And you
encounter a lot of resistance from staff
and parents: “... my child is not deaf!”
We had that in the Netherlands 10-12
years ago, but by now for all institutions
working with people with disabilities, the
use of gestures is a kind of basic attitude.
Only two years ago the question came
from Ukraine: “... you have often raised
that topic; would you like to tell us more
about it now? “That was really great! Then
we immediately arranged that we could
also visit the school for the deaf and the
hearing impaired in Uzhgorod and asked
whether people from that school were
willing to give a signing course at Path
of Life. And we met a wonderful willing-
ness! It concerned just six lessons, but
someone-who had never done anything
like this—actually had to prepare and then
teach this, at Path of Life! And they as-
ked just thirty Euros for it - for the whole!
Well, we were really stunned. The coun-
selors at Path of Life have now followed a

one-time signing course. It would be ideal
if that could be done once or twice a year
because those skills are fading, and now
it is important for those supervisors to use
augmented communication on a structu-
ral basis. In addition, nutritional problems
are discussed, but also Down Syndrome—
working with very young children with
Down Syndrome—communicative deve-
lopment of people with Down Syndrome
and communication with people affected
with autism.

The first few years have worked with one
case per morning. Every morning they
chose someone they had trouble with.
We worked according to the schedule of
the Center for Consultation and Expertise,
a method in which you do not fixate upon
one problem but rather look at the whole:
what is the matter medically, how is the
family situation; trying to get a global im-
pression from the child. And we also see
that the parents actually have very little
control in the decision-making process,
how they work with the child. We think
that’s very important and this was dis-
cussed in the afternoon. And first we, or
the doctor, then asked the questions to
the parents, finished the schedule, and
after a while we encouraged the partici-
pants to do the same, according to the
schedule. We believe that parents, when
it comes to their own child, are the ex-
perts anyway. It's a good thing SOFT tulip
motivated someone to support parent as-
sociations and organizations.

| also received by email several times
at home, from Iryna [Iryna Roshkovych,
vice director Path of Life (ed.)], videos of
a child with nutritional problems, regar-
ding whom | tried to give advice. That is
not always easy, for you just can’t really
examine their muscle tension and motor
skills, but I tried to help her get started
as well as possible. And sometimes it’s
simply about using a different spoon, or a
different consistency or texture of food.
Or just another chair. | personally learn a
lot from all of this! The great thing about
these visits is that | really have to go back
to the basics; why do | do things? Why do
I decide to use this treatment? Why am |
doing this and not that? I'm now retired,
but | will continue this with great plea-
sure. It keeps my brain active, keeps me
occupied. And there is a nice motivation—
really!-1 am so impressed by what those
people are doing there, under very diffi-
cult circumstances, with very few resour-
ces. If you see the poor materials that they
have to work with, you just think: oh my...
no wonder things sometimes stagnate and
they don’t know how to proceed. And
then it’s often about simple things. Vel-
cro, for example; they can't find it there.
It’s easy to call out things like: you should
work with supporting communication;
icons or photos. But when you don’t have
velcro, well, what to do then? And if you
don’t have ink to print, or laminating ma-
terial, stuff like that... Now the main pur-
pose of SOFT tulip is to bring expertise
rather than physical stuff, but | always
bring materials for laminating along. And
gladly pay a little more at KLM, for extra
baggage. The last time | had 70 kilograms
of luggage; material for people to work
with, but also pre-language tests. Because
while these speech therapists never wor-
ked with young children, they didn’t have
any research materials whatsoever, so |
adapted a language test and had it trans-
lated; with this they at least can get some
idea about the level at which a child un-
derstands communication and at which
level you can start working with them.

| think that the approach SOFT tulip has
on Early Intervention is especially use-
ful. We do have the notion that what is
understood in Ukraine by ‘Early Inter-
vention’ is still something else than in
the Netherlands. In practice, how it is
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carried out, we shouldn’t, of course, ex-
pect too much from it yet; the approach is
still quite different. In the long term a lot
can be gained by the following: recently |
trained a few enthusiastic young speech
therapists, but when they get a different
job, across the border-better paid-they
are gone! Or they get married or get sick.
In any case, the trainer can start all over
again. Early Intervention should really be
included in the training of speech therapy,
but also of physiotherapy, or occupatio-
nal therapy, which finally is available in
Ukraine. Because while the educations
are solid, that part of early treatment is
still overlooked. And it’s so important! |
think it is really remarkable what SOFT
tulip has already achieved at the gover-
nment level, in the area of Early Interven-
tion; that it has been signed as mandatory,
and financed from local and regional
governments. And also the fact Ukraine
will provide quarterly progress reports on
this. Well, you wouldn’t think that such
a small organization-what SOFT tulip
is, essentially-would be able to achieve
these things! They even were approached
by the dean of a university: “...our institute
needs an occupational therapy course,
could you assist us conceptually?” If you
manage that for speech therapy too—that
curriculum is somewhat rooted in old So-
viet methods-then we can withdraw a bit
and, | think, the Ukrainians can manage
things themselves.

Every time | think: “well, this is the last
time”—but then again, | thought that the
last three times too-and you find yourself
saying goodbye to everyone... But I'm
certainly looking forward to it again! And
now we hope-and Middin allowed this
already-to be joined by a physiotherapist.
At Path of Life we were never allowed to
interfere with physical therapy because
they have their own ideas about it. But
now the question arose from themselves,
whether we could support this too, and a
colleague of mine, who has been working
on this for twenty-five years, was asked
to come along. Someone just like me, a
practical, hands-on person. Making Po-
werPoint presentations, etcetera—that’s
just not my thing and I'm no good at it.
But the real work... when you hold a child
in your hands, then... something happens!
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Margrethe van der Kleij

MaprpeT BaH aep Kneiiit IPse,

BnpopoBsx 23 pokiB A npautoBanay AeKinbkox Micusax B Ince ae bptorreH 3
BENIMKNM 3a[,0BOJIeHHAM. TyT,y HooTA0pNi, 1 BOCHOBHOMY NpaLoto 3 TUMK,
XTO BiABiAY€ WKONY ANA AiTen 3i Cepuo3HUMU TPyAHOLLAMU B HaBYaHHI. A
TaKoX Befy Kypcu «Llep6opH» Ans NigniTkiB, BUKNagar neparoriky pyxy,
CNpAMOBaHY Ha CTUMYJIFOBAHHA PO3BUTKY. Y paMKax Moei po6oTuy Ince ae
BptorreH, s TakoX HaBYaa LlboOMY KepiBHMKIB rpyn. BTim, 6inblwicTb yacy s
3aiHATa Tepanieto JiTen, Lue rapHe NOeAHaHHA 3aBAaHb.

OpHoro pasy fo MeHe 3aTenedoHyBaB Mill MeHeXXep i 3anuTas, YM Xouy s
noixaTu B YkpaiHy. PaHiwe a 6yna y Kutai Ha npoxaHHs Avans +, akagemil
B bpegi, e s npoBoauna TpeHiHrn. 1 gymana, wo ue 6yne BofHovac
Be/IMYEe3HUM i LikaBMM 3aBAaHHAM. Mil KepiBHUK 4yB 4yfoBi icTopil npo
ue i nogymas, Lo MeHi Le Moxe 6yTu LikaBo. {1 3BMYaltHo X norogunacs!
Pasom 3 iHwuMn yoTupma daxisusamu 3 Ince ge bprorreH mu 3ycTpinucs 3
Epikom BntoMkonbkom [aupektop doHay SOFT tulip (pea.)]. Mu nparHynu
YyTOUYHMTK, WO came Bif Hac ouikyBanu. Byno Bakko nepep6auntv B
AKiN caMme cuTyauii Mu onnHMMocsa. Mu 3anuTtanu Epika: ki € KOHKpeTHi
nUTaHHA? BiH CKOHTaKTyBaBCA 3 KOMaHAoK LUeHTpy «[Xepeno» y
J1bBOBI, i MW OTpMManu AOBrUN CAMCOK pi3HOMaHiITHMX TeM. Lle 6araTo,
WO HaM po6utu 3 uuMm? MuTaHHSA NPO NOBeAiHKY, ayTU3M, Npo6neMu 3
rofyBaHHAM Ta KOBTaHHSAM, PO MeTOAM TeCTyBaHHA AiTel, NPO CEHCOPHY
06po6Ky iHpopmauii Ta npo «Floor-Play» — MeToauka ana fiteit 3 Bagamu
iHTeneKTyanbHOro po3BUTKY. MW [OBro nUCTyBanucs 3 npauiBHUKaMu
LueHTpy «[xepeno», ane BCe LWe He MOIIM 3pO3YMiTH YOro came Bif Hac
ouikyBanu. 3 pik Ao Lboro, npauiBHuKK Ince ae bprorreH Bxe 3aincHUN
JocnigHuubKy noisaky y «[yxkepeno». BoHn 6arato 6auunu, BigBigysanu
AUTAYi ByAMHKM Ta iHWI 3aknagun. TakoX BOHW 6ynn B AUTSAYOMY caiky
«[1xxepeno», ane Tex He 3MOIIM BCTAHOBUTU YiTKY KApTUHY LibOro 3aknagy.

Mepepn HaWWM NepLIMM Bi3UTOM, MW HaMoNernnMBoO NpauloBany Hag TUM,
wo6 3pobuTKn BCinAKi npeseHTauil, WwWob 6yTn fobpe NigrotoBneHumu. Y
ueHTpi «[>xepeno» cnoyaTky Ham BRawTyBaau 03HaMOMUYy eKCKYpCito
no uboMy peabiniTauiiHoMy UeHTpy. Mu no6ayumnu rpynu, cCxoxi Ha
ronnaHACbKUM AUTAYMIA capok: 6araTo AiTen Bikom Big 5 go 16 pokis,
6araTo o6nagHaHHA B Kopugopi. OiTu, Ski BigBigyBanu AnTAYMiA capok,
yci Xunu Baoma i npuixkaxanu Ha aBTobyci abo 3 6aTbkamu, K y
HipnepnaHpgax. Ane My He 6a4unum XOAHUX ManeHbKUX AiTer, AK LbOoro
MO>XHa 6yf10 6 04iKyBaTH B MporpaMi paHHbOro BTpy4YaHHs. Ham He Bigpasy
6yn10 3p0O3yMifo, AK NpautoBana usa nporpamMa y «[xepeni». BpewTi-pewrT,
MW 3pPO3YyMiNnK, WO oAHe KPWUIO BUKOPUCTOBYETbCA AK BigAin paHHbOro
BTPyYaHHs. Ane siIKk BOHW TaM MnpautoBan, HaM Joci 6yno He3pO3yMmino,
60 fiTei He 6yNo, TOMY WO TaM Ha TOM Yac NPOXOAWUSIN HaBYalbHi Kypcu.
BBeuepi noBepHyBLIMCb A0 FOTent0, MU NogyManu: Ui npeseHTtauii, AKi

Maprpet BaH gep Kneun npayroBana Ha octpoBi CaH MapTeH 3
AiTbMU, 3i cTapLUMMM NHOAbMY, NiKapHi Ta B HaBYasbHil LWKOJI, o6y
3PO3yMITH, YOro BOHa rnparHe B XuTTi. [loBepHyBLUnCH y HigepnaHaw,
BOHa HeAOBro rnpauyroBana B OyAUHKY ANS JHOAEN MOXWUIOrO BIKY,
ase Bupiwmnna npayroBatv 3 AiTbMU 3 [OPYLIEHHAMU [HTEAEKTY
i BpewTi cTtana ¢iziotepanesTom B Ince pe bprorreH. TyT BoHa
3aKiMmasiacsl pisHUMU BuAaMun AiSnbHOCTI, aje 3aBXAau rnpayroBana
BUKJIFOYHO 3 AiTbMU. BoHa novyania npayroBatu B AUTAYOMY LEHTPI,
B OCHOBHOMY AJ151 BiTeA 3 BaXKUMU MHOXUHHUMU Bagamu. 3rogom
BOHa npayroBana B pPisHUX ANTAYNX LEHTPaxX JEHHOro nepebyBaHHS
B Ince pge bprorreH. 3apa3 Maprpet npaytoe y micti Hootgopn
(no6nusy raarm). ¥ pamkax csoei po6otu B Ince ge bprorreH, BoHa
BUKajgana HaB4aJsibHi MoAyni, NoB'A3aHi 3 pizioTepanieto s fgiten
3 OpYLLIEHHAMU [HTENEKTY B ABOX yHIBEPCUTETaX NPUKAa[HNX HayK
(PoTTepaamcbkuii i bpesa) Ta 3a KOPAOHOM.

MW NigroTyBanu, Yn BignoBi4aTUMYTb BOHM TOMY, WO MK no6aymnu? A
IXHE paHHE BTPy4YaHHsA, 6yNI0 OpieHTOBAHe Ha rpyny, Y NPOBOAUMIOCSA Ha
oKpeMux cecifix? Mu noBMHHI 6ynu Le 3HaTK 3a3janerigb; e € KpUTUKO
Ha agpecy SOFT tulip. Y BcsikoMmy pasi, kapTuHa 3apa3 f0oCUTb NoBHa. Y
BigZiNeHHA paHHbOro BTPyYaHHs 6aTbKW NPUXOASTb 3i CBOEK AUTUHOLO
Ha AiarHOCTUKY, iHOAi OTPUMYOUM NiKYBaHHA NEPLLOro PiBHSA.

1 posyMmito, wWo B YKpaiHi AiTel 3 O0O6MEXeHUMU MOXIJINBOCTAMMU
BiANpaBnAnM A0 cneuianisoBaHux 3aknafgis, X Bigganu i saMkHynu. Y
Hawi AHi, 6aTbKaM Ay>Xe BaXX/IMBO 3anobirtm ubomMmy. BoHn pobnsaTtb yce
MOXNMBe, W06 NocTaBUTM AiarHos, abu AWTUHA MOKasana, Wo MOXe
niTM Jo wWwkonu. Yepes cTpax, WO IXHIO AUTUHY MOXYTb MOMICTUTK Y
3aknag, 6aTbknM 0CO6/MBO 30CEpPeAXeHi Ha PO3BUTKY MOBMEHHS. Konu
HECMPOMOXHICTb PO3MOBMSATU aBTOMATUYHO O3HAYaE: «... HE MOXe
XOAUTU [0 LWIKOMKN; MOXJ/MBO, HaM AOBeAETbCA BiANPaBUTU AUTUHY A0
crneuianisoBaHoro 3aknagy», BU po3yMieTe, YHOMY Lie AyXKe BaX/IuBo Ans
6aTbKiB. Afle MU LbOro He YCBiAOM/IIOBaNM 3 NepPLIOro AHS — iHaKwe My 6
Kpalle po3yMinun NCUXOOrito, WO CTOITb 3a LUM.

3aranom s 6yna y «[lxepeni» Tpu pasu. Y nepwuin pik 6yno 3anpoLeHo
6araTo Ntofen, TakoX 3 iHWKX KYTOYKiB YKpaiHM — BenMKa KiMHaTa, BLUEHT
3anoBHeHa. lNpeseHTauii 6ynn CNpUNHATI AyXe NO3UTUBHO, i YYaCHUKM
TaKOX BiAMIHHO CMpaBUNMUCb Ha Pi3HUX 3aHATTSAX, NPUCBAYEHUX MeTOAaM
po60TH. MU TPOXM XBUTHOBANUCS 3 LLbOrO NPUBOAY: K YKpaTHLi cnpuiMyTb
inpauoBaTUMYTb 3 HEBIAOMUMMU AN HUX MeTOAaMMU, IK 6yAyTb MPOXOANTH
ANCKYCii? Yn 6panm 6 BOHM KON HeBY b y4acTb y pOsibOBIN Ipi? Takox 6yno
Aobpe NoMiTUTY, W0 H6araTo y4acHUKIiB o6MiHOBanucs goceigom. Apyrui
pik 6yB AN MEHE BXe Nermnm, afiXxe s BXe 3Hana cepefoBulLe, KOMaHay
«[l)xepena», MeHe 3Hanun LK, i A BXe 3406yna [0CBig BUKNagaHHA ans
ayauTopii, npaytoroum yepes nepeknagava.

Lo MeHi 6yno BaXko Mifi Yac UMX TPEHIHriB, Tak ue Te, WO, MabyTb,
0ZlHOYaCHO 3 MOIM KypcOM BiabyBasnioca 6arato iHWWX BUAIB AisNbHOCTI
i MpauiBHMKK LeHTpy Manu 6araTo iHWuKx cnpaeB. Morno, Hanpuknag,
BUSIBUTUCS, WO Mifi YaCc HaBYaNbHOro Kypcy AesKi npauiBHUKU MOXYTb
BignyuynTtucsa Biag poboTH Nule Ha NONMOBUHY AHS ANS TOro, Wo6 nuwe
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HPL «[>xepeno» / daycare center Dzherelo

Margrethe van der Kleij worked on Sint
Maarten with children, with the elderly,
and in a hospital, a learning school to dis-
cover what she wanted. Back in the Ne-
therlands she worked briefly in a nursing
home, but chose to work with children
with intellectual disabilities and ended up
as a physiotherapist at Ipse de Bruggen.
She has had several workplaces here, al-
ways exclusively with children. She started
in a daycare center, mainly for children
with severe multiple disabilities. Subse-
quently, she worked at various children’s
day centers of Ipse de Bruggen. She is cur-
rently working at a location in Nootdorp
(near The Hague). As part of her work at
Ipse de Bruggen, she has taught learning
modules related to physiotherapy for
children with intellectual disabilities at
two universities of Applied Sciences (Rot-
terdam and Breda) and abroad.

| have been working at Ipse de Bruggen
with great pleasure for 23 years, at several
locations. Here, in Nootdorp [near The
Hague (ed.)], | mainly work with those
who visit the school for children with se-
vere learning difficulties. I also give Sher-
borne courses to teenagers, a movement
pedagogy aimed at stimulating develop-
ment. Within Ipse de Bruggen | also teach
this to group managers. But, most of the
time, | am occupied with treatments; it’s a
nice mix of tasks.

One day | was called by my manager and
asked whether | wanted to go to Ukraine.
I had previously been to China at the re-
quest of Avans+, the academy in Breda, to
give training. I thought this would be both
a huge challenge and fun to do. My super-
visor had heard great stories about this,
and thought that this might be something
for me. Well, | certainly agreed! With four
people from Ipse de Bruggen, we met Eric
Bloemkolk [director of SOFT tulip (red)].
We sought to clarify what exactly was ex-
pected of us. We wondered, what is the
purpose of this trip? It was difficult for us
to estimate what kind of setting we would
end up in. We asked Eric: what specific
questions are there? He communicated
with the Dzherelo team in Lviv and we got
a long list of topics which are also “hot” in
our workplace. And we thought, oh dear,
this is a lot; what should we do with this?
So many and varied topics! Questions
about behavior, autism, eating and swal-
lowing problems, about test methods,
about sensory information processing
and about Floor-Play; a methodology for
children with intellectual disabilities. We
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e-mailed back and forth but still couldn’t
get a good idea about the whole thing.
The year before, personnel from Ipse de
Bruggen had already made an exploratory
journey. They had seen a lot, at orphana-
ges and other institutions. They had also
been to the children’s daycare center Dz-
herelo, but also couldn’t establish a clear
picture of this location.

Before our first visit, we had worked hard
to make all kinds of presentations, to be
well prepared. In Dzherelo we first got a
tour. We saw groups similar to a Dutch
daycare center: many children between
the ages of 5 and 16, much equipment
in the corridor. The children who visited
the daycare center all lived at home and
came by bus or with their parents, just
like in the Netherlands. But we didn’t see
any young children as one would expect
in an Early Intervention program. It was
not immediately clear to us how Dzhe-
relo’s Early Intervention worked. Eventu-
ally, we understood that one wing was in
use as an Early Intervention section. But
how they worked there still wasn't clear
to us, for there were no children present,
because training courses were taking
place. In the evening, back at the hotel,
we thought: these presentations we have
prepared-will they connect with what we
have seen? And their Early Intervention,
was that group-oriented, or done by indi-
vidual sessions? We should have known
this in advance; this is a point of criticism
for SOFT tulip. Anyway, the picture is
now fairly complete. In the Early Interven-
tion department, parents come with their
child for diagnostics, sometimes receiving
first-line treatment.

What | understand is that in Ukraine
children with a disability used to be sent
to an institution; they were ceded by
their parents and locked up. These days
it is very important for parents to prevent
this. They do everything they can to get
a diagnosis for the child showing it can
go to school. Because of the fear of being
placed in an institution, parents are espe-
cially focused on speech development.
When being unable to talk automatically
means: “... not going to school; we may
have to send the child to the institution”,
you do understand why this is very im-
portant to parents. But we were not aware
of this from day one—otherwise we would
have a better understanding of the psy-
chology behind it.

I’'ve been on three tours now. In the first
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AKUM YUHOM BU niiaHyeTe HaBYUTUCA, AKLLLO He HaBa)XXyeTeCs 3ajaBaTtun NMUTaHHSA?

O3HaoMUTUCA 3 KOHuenuieto. MoTiM 3HOBY TU pPO3po6NAELl TPUAEHHY
nporpamy 3 neBHOK MeTot. [OTIM ofHa NOAMHA NPUXOAUTb Ha AeHb,
iHWa npuxoAuTb NUILIE Ha YacTUHY AHA, a60 Mae KOMYCb TEpPMiHOBO
TenedoHyBaTU MiX 3aHATTAMU. A 6 X0TiNa, W06 3 TAaKO KOMaHAoK 6yno
CTBOPEHO KYpC, K MU Le po6umo B HigepnaHpax: BCTAHOBUTU MeTY Ha
ManbyTHE, 3 MOKPOKOBMM MJIaHOM TOro, sik uboro gocartu. SOFT tulip
NOBWHEH PO3PO6MTM TaKuU NiaH pa3oM 3 KOMaHAO LeHTpy «[xepeno».
Lo peui, us KOMaHAa 3a3Hana pisHOMaHITHUX 3MiH Yy NepcoHani, ane 3apas
KONIEKTUB A0CUTb CTabiflbHWIA, i Tenep BOHM MOXYTb Mo4yaTu 6yayBaTu
ManbyTHE.

Y ueHTpi «[>xepeno» negiaTtp nporpamMu paHHbOro BTPyYaHHS € TakoX i
3acTynHUKOM aupekTopa. ®isnyHuin TepaneBT 04HOYACHO € 3aBigyBayem
Big4iNneHHs paHHbOro BTpy4YaHHSA. Lle WiTKi TOuku JOTWMKY ANS Hac, ane
MU BCe e He MaeMO YiTKO OKpEeC/IeHOro HaB4yafnbHOro wnsaxy. Bce,
WO MM TMPOMOHYEMO, NPUUAMAETBCA 3 PO3MNPOCTEPTUMU ObiIMaMu.
3BMYaNHO, UbOro poKy My MOMITUNY, WO BOHM MpautoBanm Hag Temamu,
AKi MW Npe3eHTyBasn MUHYNOrO PoKy. Afle HaM 3[Ja€eTbCs, WO KON MU
BUDKI)KAEMO, HacnpaBAi BOHW Bigpasy ) 3abyBatoTb MPO HAc, i Npo Te, 4oro
MW iX HaBYMU. My feKinbka pasiB nponoHyBaan: 3B'SXiTbCA 3 HAMW, Y Hac €
IHTEPHET; MM MOXXEMO KOHCY/IbTyBaTuW Bac no Ckamny, MM MOXXeMO 3p06UTH
L0 3aBrofHo, Wo6 fani po3BMBaTU NPOrpaMy HaBYaHHSA i NOAMBUTUCA Ha
KasyicTuKy. Ane Uuboro He ctanocs. BoctaHHe npuidkgikana noroneg 3 Ince
ne bprorreH, ska € JocuTb akTUBHOMO B Instagram. 3apa3 BoHa KOHTaKTye
yepes couianbHi Mepexi 3 ABOMa 3aB3ATMMU TepaneBTaMu 3 KOMaHAu
«[dxepena». NMokn He 6yno OTPUMAHO XOAHWUX CYTTEBMX 3anuTaHb, ane
KOHTaKT K MiHiMyM €! Tox, MOXnBO, Instagram JonNoMOXe Y LbOMY.

Opyrun pik Mu poanoyanu 3 Bifeo aHanisy. Ha nodyaTky KomaHpa
«[lxxepena» cnpuitHana ue 3 Be/IMKUM 3aXOMJIeHHSAM. Ane Konu A npouy
cTyaeHTiB y HigepnaHgax 3po6uTu Bigeoponuk npo CBOK PpoboTy, iM
TeX BaXko. [AIMBUTUCL Ha cebe, AKLLO BM A0 LbOro He 3BUKJW, BaXKO, i
BiAKPUTU rpyny WOAO0 TOro, IK BU CTaBUTECh, TAKOX Ba)kko. lNepwunn pas,
KONM Take Bifeo AMBNATLCS, BCi NepeBaXkHO CMitoTbes 3 cebe. MNoTiM BU
3HOBY AMBUTECH, | CTYAEHT BXe YiTKile ouiHtoe cuTyauito. licna TpeTboro
nepernsgy, CTyAeHT 3aja€ KOHKPEeTHi 3anuTaHHA. MWHynoro poky
KoMaHpa «[lxepena» cama 3pobuna Bifeo, siki MM 06roeoptoBann pasom.
TemMaTnyHe BUBYEHHA KOHKPETHOro BMNaAKy 3a 40NOMOroo BifeoaHanisy
3/1aeTbCsA TUM METOAO0M, IKMI iM fo6pe aonomarae. KpiM Toro, Mu Takox
noyanu roBoOpUTU NPO NOCTAHOBKY Linei pa3oM 3 6atbkamu. Lle Te, wo mu
caMi TaKoX NOBUHHI 6ynn HaBuMTUCA NpM6AN3HO 15 — 20 pokis ToMy. Togi
TepaneBT NOCTaBMB MeTy. 3apas, Ha LacTs, BCe MO iHWOMY: y 6aTbKiB €
NUTaHHSA, | METY B BUBHAUYaAETE yXXe pasoM .

LLlo yacoM BaxKo, Tak Le Te, WO MW He €AWHi, XTO Hagae HaBYallbHi
nporpamu B UeHTpi «[kepeno». M1 He 3HAEMO, AKi 3HAHHA OTpuMMarna
KOMaHfa 3 iHWux gxepen. Hanpuknag, nonbcbka opraHisadis nposoguna
HaBYaHHA 3 NMUTaHb CEHCOPHOT 06pOo6KM iHbopMaLii. ik pe3ynbTaT, Konu
MM nNoYasnuv npautoBaTy 3 BifeoaHanisom, dpaxiBui 3BepTanuy yBary nuiie Ha
CEHCOpPHY 06po6Ky iHpopMaLii. MoxHa 6yno 6 fyxe fo6pe 4ONOBHIOBATH
OAVH OAHOro, AKWO 6 MW 3Hanu wo 6yno, ane ue He NiATBEPAXKEHO
OOKYMEHTanbHo. Ane, MOXJIMBO, s XO4y, W06 Le Bce 6yno 3aHapaTo
CTPyKTypoBaHo. Konu Mu ouiHlOBanM Haw OCTaHHIN Bi3UT, OAMH 3 TUX
Monoaux ¢axiBuiB ckasas: “MeHi Le ayxe cnogobanoch, 1 6arato 4yoro
HaBYMBCS, i Tenep MeHi KoMdOpTHO 3ajaBaTn NuTaHHA". ToAai 1 nogymana:
Le YyAoBO, WO MU Uboro gocsirnn. bo AKUM 4YMHOM Bu ByfeTe BUMTUCS,
AKLLO0 HE HaBaXyeTecs 3afiaBaTv NUTaHHA?

1 He pgymato, WO A ocobucTo 6GaraTo 3J06yna 3 UMMM NporpamMamu
HaBYaHHA. fl Kinbka pasiB NponoHyBasna KepiBHUKY BigAiNIeHHS paHHbOro
BTPyYaHHs pa3oM nepernsaHyTM moayni disiotepanii. Ane, Ha >anb,
BOHa Aoci TaK i He Bignosina. 1 gymato, Wwo ue 6yno 6 i AN MeHe fyxe
HaBYasbHMM i LikaBuM gocsigom! Ane, Wo s cnpaBgi LiHyto, Tak ue Te, Wo
3apas A MOXy cniBnpautoBaTu 3 Kofieramu 3 Ince ae bprorrex, 3 AKMMu
3a3Buyan He ctukatocs. Lle, 6esymoBHO, nepeBara. Yn noigy s 3HOBY
HacTynHoro poky? f He 3Hato, Ak BUGIp 3po6uTb Ince ae bptorreH 3
uboro npueogy. MeHi 04eBMAHO, WO YMM YacTiwe igew, TUM npocTiwe
LiNTN A0 CYTi NUTaAHHA 3 KOMaHAOo. Ane 3 iHLWOro 60Ky, KO Mae 6yTu
nepLua MeTa, AKy BOHM XO4YyTb AOCATTU IK KOMaHAa? Baxnveo Te, WwWo mu
nobpe noefHyeMocsl 3 IXHbOK POJIIO TPEHEPIB, MU MiIATPUMYEMO, 06
noAi6Hi 3aMiHM MOXKHa 6y10 AOCAMTU B iHWKNX Micusix YKpaiHu. 3 IHcTarpamy
MU LisHanucs, Wo KoMaHAaa LUeHTpy «[xepeno» NpoBoAnia HaBYaHHA AnA
iHLWIMX KOMaHA, paHHbOro BTPYyYaHHs. Y «[lepeni» npawtoe npuemMHa Ta
3aB3ATa KoMaHAa. Ha cTiHi IXHboro KabiHeTy — KaneHgap, 3po6JieHuit i3
doTorpadint camux gitein. leaki poTorpadii cxoxi Ha Ti, o 6ynu 3a yacis
Moei 6abyci! Toai 8 gymato: AK WBUAKO Big6ynmcs Wi 3MiHM B YKpaiHi!

year, many people were invited, also from
other parts of Ukraine—a large room full of
people. The presentations were received
very positively and the participants also
did an excellent job in the various wor-
king methods sessions. In advance we had
been excited about that: how would the
Ukrainians deal with methods unknown
to them; how would the discussions go?
Would they participate in a role play? It
was also good to notice that a lot of ex-
periences were exchanged between all
participants. The second year was already
easier for me; you know the environment,
the Dzherelo team, people know you,
and you have already gained experience
in presenting with an interpreter.

What | find difficult is that apparently a
lot of coming and going appeared to be
possible during a training course; people
get half a day or so from their supervisor
for help connecting with a concept. Then
again, you make a three-day program
for a specific purpose. Then one person
comes for a day, another one comes for
just one morning or has to make phone
calls in between. What | would like, with
such a team, is to create a course as we
do in the Netherlands: set a goal for the
future, with a step-by-step plan on how
to achieve it. SOFT tulip should work out
such a plan with the Dzherelo team. By
the way, that team went through various
staff changes, but now it’s pretty stable
and together you can now start building
a future.

Within Dzherelo, the pediatrician of Early
Intervention is also the vice-director. A
physical therapist is the head of the Early
Intervention Department. These are clear
points of contact for us, but we still do
not have a clear educational path. Any-
thing we offer is received with open arms.
Certainly this year, we noticed they had
worked on the topics that we had pre-
sented the year before. But for us it feels
like when we leave, we are really gone
to them. We have offered several times:
contact us, we do have internet; we
can skype; we can do anything to build
further and to look at casuistics. But that
didn’t happen. Last time a speech thera-
pist from Ipse de Bruggen came along,
who is quite active on Instagram. She is
now in contact via social media with two
enthusiastic therapists from the Dzhe-
relo team. No substantive questions have
been received so far, but there is contact
at least! So maybe Instagram is going to
help with this.

The second year we started with video
analysis. In the beginning, this was ex-
perienced by the Dzherelo team as very
exciting. But when | ask students in the
Netherlands to make a video of their
work, they too find it difficult. Looking at
yourself, if you're not used to it, is difficult
and opening up to the group about how
you treat is also difficult. The first time
such a video is watched everyone mostly
laughs about themselves. Then you look
again and the student already looks more

Maprpert 3 koneramu 3 Ince ge bptorreH, B 4eHTpi «[xxepeno»
Margrethe, with colleagues from Ipse de Bruggen, at Dzherelo
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Peabinitayiinnii yueHTp «[xepeno» / daycare center Dzherelo, environment

clearly at the situation. After a third vie-
wing, the student comes up with specific
questions. Last year, the Dzherelo team
had made videos themselves, which we
discussed together. Case studies through
video analysis now appear to be a me-
thod that works well for them. What we
also started is talking about setting goals
together with the parents. That is some-
thing we also had to learn, about 15 to 20
years ago. Then the therapist did set the
goal. Nowadays a parent has a question
and you determine the goal together.

What is difficult sometimes is the fact
that we’re not the only ones providing
training programs at Dzherelo. We do
not know what other input the team had.
For example, a Polish organization had
provided training on sensory information
processing. As a result, when we started
working with video analysis, the employ-
ees only had eyes for sensory information
processing. You could very well comple-
ment each other if you know what has
been, but that isn’t documented. But may-
be | want it all to be too structured right
away. When we evaluated our last visit,
one of those young employees said: “...
| enjoyed it so much, | learned so much
and it feels so safe to ask questions.” Then
| thought: it’s great we have achieved
that. For how are you going to learn if you
don’t dare to ask questions?
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I don’t think | personally gained much
with these training programs. | proposed,
on multiple occasions, the head of the
Early Intervention Department to look
at the physiotherapy modules together.
Until now she did not respond. A pity; |
think that would have been very educa-
tional and fun for myself too! But what |
truly appreciate is the fact that | now can
collaborate with colleagues from Ipse
de Bruggen | don’t normally encounter.
That is definitely an advantage. Whether
I would go again next year? | do not
know what choice Ipse de Bruggen will
make about this. It's obvious to me that
the more often you go, the easier it gets
to get to the heart of a question with a
team. But on the other hand, what should
be the first goal they want to achieve as
a team? What matters is that we connect
well with their role as trainers, that we
support that, so that similar developments
can be achieved elsewhere in Ukraine.
We learned from Instagram that the Dz-
herelo team had given training to other
Early Intervention teams. They have a
nice and enthusiastic team at Dzherelo.
On the wall of their office is a calendar
made with children’s photos of themsel-
ves. Some pictures look like those out of
my grandmother’s time! Then | think: how
quickly these developments have taken
place in Ukraine!
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«KapamenbHi Badni i 6opLu»

CniBnpaysa MiXx yKpalHYsMu Ta HigepnaHaLUsaMu — Lje npouyec 3ycTpiyeu, 3HauoMcTBa Ha

6inbL 0COBMCTOMY PiBHi, Ni3HaHHA KyNbTYPU Ta 3BUYaIB OfHE O4HOIro Ta BPa)XeHHS ogHe

Big ogHoro.

HesBa)katouM Ha MOBHi BiAMIHHOCTI, 3aBAAKW 3ally4YeHHIO afeKBaTHUX
nepeknapadvis, CrinkyBaHHs NpoxoauTb fo6pe. O6MABI CTOPOHU Liopasy
BMEBHEHILUe BWKOPUCTOBYIOTb aHMMIACbKY MOBY, | CRINKYBaHHA MiX
HigepnaHACbKMMM Ta YKpalHCbKUMW Korneramu, 6e3yMOBHO, NMPOXOAUTb
6e3 npobnem, Konu WAETbCA Npo X cninbHy po6ody cdepy. |, kpim TOroO,
BOHW MOAINSAOTb OAHY NPUCTPacTb: TYpOOTY NPO NtoAel 3 06MEXEHUMU
MOX/TIUBOCTSIMM.

O6MiHIotOUMCh MopapyHKamMK, CMakyruu Xy Ta Hamoi ofHe OfHOro,
Hanpuknag stroopwafels [kapamenbHi Badni (pea.)] 3 HigepnaHgis,
yKpaiHCbKMi1 60pL, | 3HaOMAYMCH i3 3BUYassMM OAMH oaHOro (Hanpuknaa,
TOCTM B YKpaiHi), cneuianictu o6ox KpaiH 36nuxyloTbes. Lle cTBoptoe
6anaHC y B3aeMMHax Ta HaBYaHHI MiXK YKpaiHCbKMMMU Ta HifepiaHACbKUMU
yyacHukamu. JlioAacbkuin  HakTop BUSIBUBCA BUpIllanbHUM Y  iHOAI
CKNajHOMy npoueci chinbHOI po6oTW Haj 3MiHamu, nobyaoBi Mepex
Ta BMJIMBOM Ha NOJITUKY. Mepexi CTBOPIOIOTLCSH, AO3BOMAKOYN NOAAM
06'eHyBaTMCS HABKOJIO 3arasibHUX LiiHHOCTEN i Linei, i ue BinbyBaeTbes B
6e31iyi cnoco6iB i B pisHOMaHITHUX MicLsIX.

Y HigepnaHgax BUKOHaBYi AMPEKTOPU Ta KepiBHUKW 3aknagis gornsgy
3ycTpivaroTbca B paMkax nporpamu SOFT tulip i 3aoxo4dytoTb opHe
ogHoro Ao yvacti B npoekrtax. @axiBui chepu pornagy crnopigHeHux
3aknafis 3ycTpiyaloTbCa ANA CrifibHOI NiArOTOBKWU, NPOBEAEHHA Ta OUIHKK
HaBYanbHMUX KypCiB.

BinbyBatoTbcss  3ycTpidi MK HigepnaHacbkumu  ¢axiBusmu  chepu
gornagy Ta iXHiMK yKpaiHCbKMMUK Koneramu. Iig vac uiei 3ycTpidi yacto
3anoyYyaTKOBYETbCA B3aEMHE HaBYaHHS, iHiLilOIOTbCA  [OBrOCTPOKOBI
CTOCYHKMU, KONern finaTbCca CBOEKD PaAIiCTIO Ta CMYTKOM. |HOAI BUHMKAOTb
Hernopo3yMiHHs Ta po36iXKHOCTI, afie BYaCHO BUPILLYIOTbCS LUSIXOM Aiasnory.

B YkpaiHi SOFT tulip 3aoxouye gianor Mix HeypsAoBUMMM OpraHizauismu,
MK 3aknagamu fornagy, 6aTtbkaMu Ta eKcrnepTaMu, MiX HeypsaoBUMU
opraHisauiaMu Ta ypsagoM, a TakoX MiX HeypaaoBMMK opraHisauisMu Ta
MiXHapogHMMK ycTaHoBaMu. Takum YnHoMm, SOFT tulip cnpuse cniBnpadi
MiXX rpOMafsiHCbKMM CYCNiNbCTBOM Ta YpsAAOM Ha BCiX piBHAX. Baxka
po6oTa NoeaHyeTbCs 3 PO3Baroto, fika NiATPUMYE MO3UTUMBHMWI HacTpii y
cnisnpadi.

“Stroopwafels & Borscht”

Cooperation between Ukrainian and
Dutch people is a process of meeting,
getting to know each other on a more
personal level, learning about each
other’s culture and customs, and being
amazed by one another.

Despite language differences and thanks
to the deployment of adequate inter-
preters, communication is going well.
Both sides are becoming increasingly
familiar with English and communication
between Dutch and Ukrainian colleagues
is certainly going smoothly where
their common work field is concerned.
And they share a passion: people with
disabilities.

Exchanging gifts, enjoying each other’s
food and drinks, like stroopwafels [syrup
waffles (ed.)] from the Netherlands, and
borscht [Ukrainian beet soup (ed.)], and
becoming familiar with each other’s
customs (for example, toasting in Ukraine)
contribute to good mutual rapport. This
creates a balance in relationships and
mutual learning between the Ukrainian
and Dutch participants.

The human factor has proven crucial in
the sometimes complicated process of
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working together on changes, in building
networks, and influencing policies.
Networks are created by letting people
meet around common values and goals,
and this happens in myriad ways and
places.

In the Netherlands, CEOs and managers
of care institutions meet in the context of
SOFT tulip and encourage one another
to contribute to the projects. The care
staff of the affiliated institutions meets
in the preparation, implementation, and
evaluation of training courses.

There is a meeting between Dutch care
workers and their Ukrainian counterparts.
During this meeting mutual learning is
often established, long-term relationships
are often initiated, joys and sorrows are
shared. Sometimes misunderstandings
and disagreements arise, but are resolved
through dialogue.

In Ukraine, SOFT tulip stimulates a
dialogue between NGOs, between care
institutions, parents and experts, between
NGOs and governments, and between
NGOs and international institutions.
Thus, SOFT tulip stimulates cooperation
between civil society and the government
at all levels. Hard work is combined with
having fun, which keeps spirits high
around the collaboration.
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Nataliya Skrypka

HaTtania Ckpunka

OCHOBHMMM 3aBaHHAMU HalioHanbHOI acam6nel ntoaen 3 iHBanigHicTIO
€ 3aXWUCT MnpaB ycix 0ci6 3 06MeXeHUMU MOXIJIMBOCTAMMU HE3ANEXHO Bif,
X npupoan. TakoX opraHisauis 3alMaeTbCA aKTUBHOK MNiATPUMKOO
NONITUYHMX iHILiaTUB LLOAO 3aXWUCTy iHTepeciB ntofjen 3 06MexXeHUMU
MOX/IMBOCTAMMU. | 1 Mato Ha yBasi NONITUYHI iHiLiaTUBK B pi3HMX chepax:
Bif peabiniTauii 4o 3aranbHOi MeAMYHOI AOMOMOrW, MiIATPUMKK Ntopen
3 O6MeXeHWMMU MOXUBOCTSIMU Yy MOLWYKY Ppo6oTH, 3abeaneyeHHs
OOCTYMHOCTI rpoMapacbkux 6yaiBenb Ta iHKAO3MBHOI ocCBiTM. Ha
HauioHanbHOMY pPiBHi MY HAMaraeMocCb CNPUATU FPOMAaACHKIA NOAITULI UK
BMNAMBATKN Ha Hel y pi3HMX chepax. Hawi npauiBHUKM € KOHCYNbTaHTaMm
OeKiNbKOX ypAAOBUX Ta napfiaMeHTCbKUX KoMiTeTiB. OcKinbku npaBa
ronocy Ta NOBHOBAaXEHHA LWOAO NiANUCAHHA BaXX/IMBUX [OKYMEHTIB, MU
TakoX oQiLiinHO cniBnpauoeMo 3 KilbkomMa MiHicTepcTBaMm: couianbHOT
NoniTUKKU, OXOPOHM 3[0POB's, perioHasbHOro po3BUTKY Ta GyAIBHUUTBA,
cnopTty Ta MiHicTepcTBOM eKOHOMikU. KpiM LbOro, Mu TakoX BXOAUMO
0O psafy Aopajyvvx opraHiB AnA yKpaiHCbKOro ypsgy, Takux Ak Papa 3
nuTaHb NtoAeN 3 iHBanigHicTro. 3apas fo HauioHanbHoi acaM6nel BXoASTb
118 opraHisauin 3 yciel YkpaiHu. BoHn nnaygapMoM B HalMX KOHTaKTax
3 MicueBMMM opraHamy BraguM Ta BUCTYynawTb AOpPajgyvM OpPraHom
OnS MepiB, perioHanbHUX agMiHicTpaTopiB Ta KepiBHWKIB cheuianbHUX
ynpaBniHb. Lli opraHisauii TakoX po6naTb CBill BHECOK y PO3BUTOK
6roLKeTY Ta NPOBefeHHs KOMYHiKaLiMHWX KamnaHiin. KpiM Toro, BOHM
6epyTb y4acTb Y HaBYasbHUX Kypcax, AKi M1 iM MPONOHYEMO.

Mip yac MixkHapogHoOI KOoHdepeHUiT B Y)xropogi B 2006 poui My BnepLie
nocninkysanucb 3 Epikom bntomkonbkom Ta Binnemom pe lonepom
[BignosigHO auMpekTOopoM i, Ha Tol 4ac, rososoto doHay SOFT tulip
(pen)]. Epik npoBiB cemiHap Npo BaX/JMBOCTi MapTHepcTBa Mix
pi3HMMM rpynamu 3auikaBfieHUX CTOPiH LWOoAO0 PO3pO6KM MONITUKKU Ta
JepXaBHUX nporpam y cdepi gornsgy 3a ocobamu 3 iHBanigHicTio.
1 6yna Tam i gymana: “... caMe TaKk MV MOBUHHI Ue pobuTtu!” | xouya Ha
TOW 4ac A Hikonm He yyna npo SOFT tulip , 1 3po3yMina, WO MU NOBUHHI
AKHaWwWwBMaLWwe crtatu Havkpawumu apysamu! HactynHoro poky SOFT
tulip sanponoHyBaB HaM B3ATW y4yacTb Yy po3LIMpeHin nporpami MATRA
[ronnanacbkmnin GoHa MiaTpUMKKM nepexody Ao AeMokpaTii (pea.)] ak
yKpaiHCbKM/A napTHep. BiaToai Mu NpoAoBXyeMo npauloBaTh pasoMm.

3a nN'ATHaApUATb POKIB, WO s npautt B HauioHanbHin acambnei, MeHi
[OBenoca MaTu CrnpaBy 3 YUCIEHHUMWU MiXXHapOAHUMW MapTHepamu 3
pi3HMX KpaiH, y pisHuXx chepax. ToX S MOXY MOPIBHATH, KONKM MoBa hae
npo piBeHb, AKicTb chiBnpaui. | Tyt SOFT tulip 4iTko BUAinAeTbCA NULWe
B MO3UTUBHOMY CBIiTNi. BinbwicTb opraHisayin, Aki BiaBiAyTb YKpaiHy,
nepeBa)XHO XO4yTb CTBOPUTU BNACHI ifel, a NOTiM LWyKakTb NapTHepa, 3

HaTtanis Ckpunka 3g06yna ocBiTy y ranay3i pianyHoi Tepanii Ta geskui
yac npayroBana AUTAYMM @isnyHumMm TepanesToM. 3 2003 poky
HaTtanis e BuKkoHaBYMM AUPEKTOPOM HavioHanbHoi acambei nrogei
3 iHBanigHicTro. TonoBHUI ogic Acam6nei 3HaxoauTbcs B Kuesi,
a TakoX IicHye Lie 15 perioHasbHUX npeAcTaBHUUTB i3 3arasibHOH
KinbKicTro 36 wTaTHMX npayiBHUKIB. OpraHizalisi TaKo)x rnporoHye
po6oTy Ana 68 oci6 Ha KOHTPaKTHI OCHOBI. Lla napacosibkoBa
opraHizayis 415 pi3HNX YCTaHOB Ta rpyn A5 Jo4en 3 06MeXeHUMMN
MOX/IMBOCTAIMM 6y/1la Ha 4Yac CBOro CTBOPeHHs, y 2001 poui,
YHIKabHUM A9 YKpaiHu ABULLEM, AKUM € i JOCI.

AKUM 1TMOXHa BTINUTWU. Ane HacnpaBAi Lie Tak He Npautoe; Lie Hala KpaiHa,
MW XWBEMO TYT i caMi 3Haemo, Wo came € npioputetHnuMm. SOFT tulip,
3 iHWoro 60Ky, NPUXOAUTb 3 KOHLENLUiet i 3ayyae Hac [0 BU3HAYEHHSA
npiopuTeTIB, PO3PO6KM ifei Ta KPOKiB, HEOBXiAHUX ANA AOCATHEHHS METH.
SOFT tulip noBaxae Hac Ak npodecioHanis, LiHye Hal AOCBIf i BHECOK.
Mu BuMMoOCA Ha [OCBIAI HalWMX ronnaHACbKWUX NapTHepiB, ane BOHU
TakoX BiAKPUTI A0 HaWOro AOCBiAY, AKUA BUMAUBAE 3 HaLOl KYNbTypu
Ta noBcsaAKAeHHOro »XutTsa. SOFT tulip npuHic 6arato npodeciinHol
KOMMETEHTHOI JONOMOIU B Hawly KpaiHy. MoTiM BOHM TakoX 6arato YoMy

HaBYMNIUCDH Y HAC, 30KpeMa, AK cnifg aapyBaTu nogapyHku B YkpaiHi! Ane,
AKLO CEPAO3HO — HWHI B MOCTPaAAHCbKY €MOoXy M1 FOBOPUMO: IIOACBKUMN
noTeHuian - ue Baw KanitTan ta BupiwanbHuin paktop. Ocb YoMy, KoK s
rosopto npo SOF T tulip, s1ka)ky He Npo opraHi3adwito, a npo noaen, aKi cToaTb
3a Helo, TOMY LWO Ui NtogM CTBOPUNU L0 NAIAHY Ta ychilWHy cniBnpauto.

HaiiBaXMBilIMi pe3ynbTaT, a TaKOXX HaW6IiNbLIKIA YCRiX, SKUIA MU JOCSTNN,
— uUe BeNMYye3He MOKpalleHH B AUTAYMX 6yAMHKAX, CYMHO3BICHMX
iHTepHaTax, Kyaun SOFT tulip npuHic npodecinHuin pgocsig Ta HajaB
nporpamMu HaBYaHHs. 3aBAsiKM TM MU 3MOTIN PO3PO6GUTU BNACHY NporpamMy
TpeHiHrie. MouuHatoun 3 2011 poKy, MU MOXEMO roTyBaTU BJIACHUX
TpeHepiB, i 3apa3 BOHWM HaBYalTb NEpPCOHan y UUx GyAUHKaXx, 3aBASKU
YOMY SAIKICTb XUTTA AiTen HaAasBu4YaHO 3pocna. |, 3BMYyalHo, Benuke
3HaYeHHA Mano 3anpoBafXXeHHA paHHbOro BTpy4YaHHsa. Y 2014 poui SOFT
tulip gonomaraB Ham 3anyyaTu BenMKi Mi>KHapOAHi opraHisauii, Taki sk
CBiTOBUIN 6aHK, O NOYATKY AOCHIAXKEHb TaKMX NMUTaHb, IK 6arononyyys
Ta NigTpMMKa fiTen 3 iHBaNiAHICTIO Ta iXHix cimen. 3 Toro yacy SOFT tulip
3aBX v fonomMaraBHaM BYAOCKOHaNEHHI MOCNYr ANs AiTel 306MeXeHUMHU
MOX/IMBOCTAMMU. Lle Takox 6yNno BENMYE3HUM CTUMYNOM A4S CTBOPEHHS
paHHbOro BTpy4YaHHs B YKpaiHi. Lle Hagano Ham BaxeniB y N06itoBaHHI
ypsgy lWoAo po3po6KM 3aKOHOAABYMX — AOKYMEHTIB, WO MpU3Beno
[0 CTBOPEHHA po6oyunx rpymn, siki 3 4YacOM 3pO6GWUNM pPaHHE BTPYyYaHHS

Syl A s B e oy P W e s
(3niBa HanpaBo) MonoBa Binnem ge loep, Epik Btomkonbk, Hatanis Ckpunka, Pyya BoHr Yakr,
Jlecs KanaHgsik, [leBia BaH e Benvge, Mitep BepaoopH Ta Hatanis [omipko (2009)

(from |. to r.) Chairman Willem de Gooijer, Eric Bloemkolk, Nataliya Skrypka, Ruud Wong Chung,
Lesya Kalandyak, David van de Velde, Pieter Verdoorn and Natalia Pomirko (2009)

Nataliya Skrypka has studied physical
therapy and worked as a children’s phy-
sical therapist in this area for some time.
She has been the executive director of
the National Association for People with
Disabilities since 2003. The headquarters
of the Association is located in Kyiv and
there are also 15 regional offices with a
total of 36 full-time employees. The orga-
nization also offers work for 68 people on
a contract basis. This umbrella organiza-
tion for all sorts of institutions and groups
for people with disabilities was at the
start, in 2001, a unique phenomenon for
Ukraine—-and it still is.

The main tasks of the National Associa-
tion for People with Disabilities are to
defend the rights of all people with disa-
bilities, regardless of their nature, and to
actively support policy developments
to safeguard the interests of people with
disabilities. And | mean policy develop-
ments in various fields: from rehabilita-
tion to general health care, supporting
people with disabilities in finding work,
making public buildings accessible, and
inclusive education.

At the national level, we try to contribute
to, or influence, public policy in various
areas. Our staff act as advisors to several
governmental and parliamentary commit-
tees. Because we also have voting rights
and signing authority, we also work for-
mally together with several ministries:
Social Affairs, Healthcare, Regional De-
velopment and Construction, Sports, and
the Ministry of Economic Affairs. In addi-
tion to this, we are also part of a number
of advisory bodies for the Ukrainian go-
vernment, such as the Council for People
with Disabilities.

At the moment, 118 organizations from
all over Ukraine have joined the National
Association. These act as footholds in our
contacts with local authorities and act
as an advisory body for mayors, regional
administrators and the heads of special
departments. These organizations also
contribute to budget development and
communication campaigns. And partici-
pate in the training courses that we offer
them.

During an international conference in
Uzhgorod in 2006, we spoke for the
first time with Eric Bloemkolk and Wil-
lem de Gooijer [respectively the director
and, at the time, the chairman of SOFT
tulip (ed.)]. Eric held a workshop on the
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importance of the partnership between
different interest groups on the develop-
ment of policies and public programs in
the field of care for the disabled. I was
there and thought: “... this is exactly how
we should do this!” And although | had
never heard of SOFT tulip, | realized that
we had to become best buddies as soon
as possible! The subsequent year, SOFT
tulip invited us to contribute to an exten-
sive MATRA program [a Dutch fund to
support the transition to democracy (ed.)]
as the Ukrainian partner. Since then, we
have continued working together.

In the fifteen years | have been working
for the National Association, | have had
to deal with numerous international part-
ners from different countries, in different
areas. So | do have some comparison
when it comes to the level, the quality
of collaborations. And here SOFT tulip
clearly distinguishes itself in a positive
sense. Most organizations that visit Uk-
raine mainly want to plant their own ideas
and then look for a partner who wants to
go along with that. But that’s not how it
works; this is our country, we live here
and know for ourselves where the prio-
rities are. SOFT tulip, on the other hand,
comes with a concept and involves us in
setting priorities, developing ideas and
the steps needed to achieve a goal. SOFT
tulip respects us as professionals, appre-
ciates our expertise and input. We learn
from the expertise of our Dutch partners,
but they are also open to our experience,
which stems from our culture and daily
life. SOFT tulip has brought a lot of pro-
fessional expertise to our country. Then
again they also learned a lot from us,
among other things how one should give
presents in Ukraine! But, seriously—nowa-
days, in the post-Soviet era, we say: hu-
man potential is your capital, the deciding
factor. That is why, when | speak of SOFT
tulip, I am not talking about an organiza-
tion, but about the people behind it, be-
cause these people made this fruitful and
successful collaboration happen.

The most important result and also the
biggest success we have achieved is the
enormous improvement in the children’s
homes—the infamous internats—where
SOFT tulip has brought professional ex-
pertise and provided training programs.
Thanks to them we were then able to
develop our own training program. We
have been able to train our own trainers
since 2011 and now they train the staff
in these homes and quality of life has
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JlrogcbKui noteHyian — Le Ball Kanitas Ta BUpiLlanibHUA (pakTop.

LOCTYMHUM AnA BCix ykpaiHuiB. Lo cTocyeTbcs NobitoBaHHS, 30KpeMa,
Epik BntoMKosbK, 3aBASIKA JIMCTYBaHHIO 3 HallUM YpsiioM, 3a6e3neyns
WO Hac NPUMAHANK TaM. HaBiTb KONM KOHCYNbTaLisl 3 MiHICTPOM OXOPOHMU
3[0pOB’A cnovyaTKy 3jaBajnacsi HemMoXxnuBot, Epiky Bce-Taku Bpanocs
JOMOBUTUCH NPO NPOBefEeHHs 3ycTpidi. Takux Npuknagie € we 6arato:
yacTkoBO 3aBAsKM Epiky, Aekinbka MicauiB TOMY Haw ypsaj cxBanuB
CTBOpPEHHA HauioHanbHOI KOHCYNbTaTUBHOI paguM 3 MUTaHb PaHHbOro
BTpyYaHHs. | SOFT tulip, i HauioHanbHa acaménes ntofen 3 iHBanigHicTO
CTann YNeHaMu Liboro opraHy.

3apas cnienpaus 3 SOFT tulip B o0CHOBHOMY 30cepef)keHa Ha paHHbOMY
BTPYYaHHi, WO € HanBaXNUBILUM efleMeHTOM OHOBJIEHOT A0MNOMOru
LiTAM. Tenep M1 po3po6ASEMO LLOKYMEHTM WOAO MNONITUKMK, AAKi peryntoTb
MOHITOPUHI AKOCTi MOCNYr paHHbOrO BTPy4YaHHs. 3a6e3neyeHHss IKOCTI
LUboro BMAy nocnyr y 6yab-sKOMYy BWMALKYy € CKNagHUM MUTaHHAM B
YKpaiHi, ane HacnpaBAi HaA3BUYaNHO BaXX/IMBUM ANs Uiel TeMu. Y ubomy
MW Moknagaemoch Ha niaTpumky ®oHay SOFT tulip i cnogiBaemocs, Wwo
BCi HawWwi eBponencbKi NapTHepu OUIHATb KOHLENUito Lboro noniTM4Horo
JOoKyMeHTa. Lle pactb HaM HalWCUNbHIWI MOXNUBI apryMeHTu, AKLWOo MU
ainpemMo srogu 3 Hawum ypaaom. OAHMM i3 LeEeHTpanbHUX MOMEHTIB
KOHLenuii paHHbOro BTPyYaHHs € y4acTb 6aTbKiB, a Lie — WoCb a6CONOTHO
HoBe Ans YkpaiHu. [oci 6yno HopMmot, LWo6M MeauvHUi npauiBHUK
3ailMaBCA 3 AUTUHOO Y CBOEMY KabiHeTi, MOKU 6aTbKW YeKanu B KOpUAOPI.
Ane Tenep, Konu 6aTbku 6epyTb yyacTb Y nNpoueci gornagy, im notpibHi
neBHi HaBWMYKKU. | TyT MM po3paxoByeMo Ha nigTpumky SOFT tulip,
Jornomaratoyu B nofasblioMy po3BUTKY 6aTbKIBCbKUX OpraHisauii.

AKLWO BM 3anuTaeTe, WO MeHi Hailbinbwe 3anamM’aTanocsa y cnienpaui 3
doHpom SOFT tulip npoTAroM ocTaHHiX TpMHaAUATHU pokKiB ... Llel rotensb
[inTepB'io Big6yBanocs B roteni «YkpaiHa», 6ins MangaHy HesanexHocTi
B Kuesi (pea.)] Bynuus, sika HUHI HasuBaeTbcs «Aness He6ecHoi COTHi»
(...). Y 2014 poui ue 6yno apeHOl TOro, O MOXHa OxapakTepusyBaTu
HifiK iHaKwWe, HiX BificbKoBi Ail! 1 negee B 3M03i nigiépatn cnoea, wWob6
onucaTtu Te, WO CTanocs TOAI TYT, Y LeHTpi Hawol ctonuui. Yci MixkHapogHi
opraHisauii, 3 aKMMn MM cniBnpautoBanm B TOW 4ac, nepepsanu CBOI
NPoeKTU Ta 3aNuWunnn Hac. Lie MoxHa 3po3yMiTu, 0CcKinbku cutyauisa 6yna
cnpaBfi He6esneyHot. Y Toit yac y Kuesi Takox 6yB aupektop doHay
SOFT tulip Epik. | BiH 3anuwmuBcs TyT! Mu 3aBXAu 6yAeMo LiHyBaTH, siK BiH
nigTpUMyBaB HacC yKpaiHUiB y HaWCcKNafHiwi MOMEHTK, AKi MU TYT KOMU-
Hebyab NepexuBanu.

MavigaH i yacTHu nam’aTHUKa Ha «Anei' He6ecHoi CoTHi», KuiB, yepseHb 2019 poky
Maidan Square and parts of the monument at ‘The Heavenly Hundred Alley’, Kyiv, June 2019
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increased enormously. And, of course,
the introduction of Early Intervention was
of great importance. In 2014, SOFT tulip
helped us involve major international or-
ganizations, such as the World Bank, in
launching research on issues such as the
well-being and support of disabled child-
ren and their families. Since then, SOFT
tulip has always assisted us in improving
the services for children with disabilities.
That was also a huge incentive for setting
up Early Intervention in Ukraine; it pro-
vided us with leverage in lobbying the
government on the development of po-
licy documents, which led to the setting
up of working groups, which eventually
made Early Intervention available to all
Ukrainians. And, as far as lobbying is con-
cerned-it was Eric Bloemkolk in particu-
lar who, via correspondence with our go-
vernment, ensured that we were received
there. Even when a consultation with the
Minister of Health initially appeared to be
impossible, Eric still managed to arrange
for this meeting to take place. And there
are even more examples; partly thanks to
him, a few months ago our government
approved the establishment of a National
Advisory Board for Early Intervention.
And both SOFT tulip and the National
Association for People with Disabilities
are members of this body.

Currently, the cooperation with SOFT tu-
lip mainly focuses on Early Intervention,
a crucial element in the renewed care
of children. We are currently developing
policy documents that regulate the moni-
toring of the quality of Early Intervention
services. Quality assurance in this type
of service is a difficult issue in Ukraine
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anyway, but really crucial with this par-
ticular subject. In this, we rely on the
support of SOFT tulip and hope that all
our European partners will evaluate the
concept of this policy document. This
will provide us with the strongest pos-
sible arguments if we go into the matter
with the government. One of the central
points of the Early Intervention concept
is the participation of parents, something
totally new for Ukraine. Until now it was
common for a care professional to be en-
gaged with the child in his office while the
parents waited in the corridor. But now
that the parents are involved in the care
process, they need certain skills. Here too
we count on the support of SOFT tulip in
helping with the further development of
parent organizations.

When you ask me what has stayed with
me most in the collaboration with SOFT
tulip during the past thirteen years ... This
hotel [the interview took place at Hotel
Ukraine, near Maidan Square, in Kyiv
(ed.)] is situated at a street that is nowa-
days named “the Heavenly Hundred
Alley” (...). In 2014 this was the scene of
what can be described as nothing less
than acts of war! | can barely put into
words what happened then, here, in the
center of our capital. All the international
organizations with which we were colla-
borating at that time interrupted their pro-
jects and took off. That is understandable
because the situation was really dange-
rous. The director of SOFT tulip, Eric, was
also in Kyiv at the time. And stayed here!
We always will appreciate how he has
supported us Ukrainians in the most dif-
ficult moments we have ever known here.

) R §
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Eric Bloemkolk

Epik BnoMKONbK

3a OCBITOI A BMKNajay couianbHUX AocnigXeHb Ta reorpadii. BTim,
JocnipgxeHHs, sike 1 po6us y lMiBaeHHIN Kerii B Macai B 1981 poui, npo
BUTOKW NPOEKTY 3 PO3BUTKY, CUIbHO MOTUBYBanO MeHe [0 BUBYEHHSA
couianbHoi reorpadii Ha foAaTOK A0 MOro BUKNaAaHHSA. 1 3po6buB Le, LWwob
oTpUMaTH KpaLly kBanidikauito Ans po6oTH y NpoekTax, AKi cTocyBanucs
po3BuUTKY. Micns marictepcbkux gocniaxeHs y Konym6ii B 1986 poui a1 6yB
AyXe pagun fOCArHyTOMY YCnixy, i noyaB npautoBaTy Hag NpoekTamu B
JlaTuHcbKin AMepuui 3 poHAOM -nonepegHUKOM cyyacHoro Kopaanga
[Kopaaita - KaTonuubka opraHisauisi JONOMOrM Ta PO3BUTKY - nepek/i].
TaM A iHTeHCUBHO npavutoBaB 3 Kop BaH beyHiHreHoMm, sikuit 6nmabko 2000
poky 3acHyBaB poHpg Cocipec pa3oM 3 [)koc BaH [eHHiNoM, i BiH 3anpocuB
MeHe npuixaTtn Tyam Ha po6oTy B 2004 poui. OTxe, Milt reorpadiyHunit apean
3MiHuBCA Big APpukn o JlaTMHCbKOT AMepuKH, a Takox LleHTpanbHoi Ta
CxigHoi €sponu. [1ns MeHe BiAKPUBCSA LiNIKOM HOBWUI CBIiT! Ane s npuHic
YPOKM, AIKi 1 3aCBOIB 3a poku cBOET po6oTn B Kopaanai ta Cocipeci npo Te,
LLLO MOXKHa pO6M1TH, a L0 He BapTO POBUTU Y MPOeKTax 3 pO3BUTKY B LibOMY
perioHi.

Mepw 3a Bce, BU HE MOBWUHHI NParHyTU BUPIWNTK YyXi NnpobnemMun. AKwo
BU Le 3po6uTe, TO Yy Bac BXe HeMpaBW/IbHUMIA CMOCi6 MWUCNEHHS; TOgi
BM NpuaymaeTe pilleHHs ANS iHWOI NAUHK, | € BeNMKa WMOBIPHICTD,
WO BM HaB'sxxeTe iM CBil MOPSAOK AEHHWI Ta pileHHA. Jllogam yacTto
nofo6aeTbCs, KONW iHWI NPUXOAATb BUPIWIKUTK iXHIi npobnemu, ane ToAi
BOHW BTpayatoTb BNACHICTb, BAACHY iHiLiaTUBY Ta MOXJ/IUBICTb BUNTUCSA
ansa cebe, TakoX Ha CcBOiX NnoMunkax. Kpim Toro, BaxmBo, Wob Li 3MiHK
6ynvM AOBroTpMBanMMK Ta MPOLOBXYBaNN 3pOoCTaTh MiCNs MPUNUHEHHSA
npoekTy. 3a Ui TpUAUATL POKiB po60TU 51 Ai3HABCS, WO MOBa 3aBXAM
nae npo 3'efHaHHA TPbOX NMPOLECIB: WASXOM MOB'A3yBaHHA KOHKPETHUX
nokpaleHb cuTyauii i3 3MiLHEeHHAM opraHisauii Ta No6yA0BOIO Mepexi,
a 3BiATW — BMJIMBOM Ha MONiTUYHE cepefoBuULLLe NOAITUKK Ta ypagy. Toai
pesynbTaTu cnpaBAi MOXYTb CTaTU CTIMKMMU. [IpaKTUYHWI piBEHb O3Havae
- yepes N06i opraHisauii Ta Mepexi — Kpalyy noniTuky. NoTimM us noniTuka
nigTpUMye BAOCKOHaNeHHs Ha npakTuui. Lle nae cTinki pesynbratu!

Y 2006 poui 3acHoBHUKM SOFT tulip Vloseda KaTtyc Ta [leBia BaH ae Benbge
(Jozsef Katus, David van de Velde) nonpocunu meHe npoBecTy ceMiHap 3
nob6itoBaHHS ANA HeypsgoBux opradisauin (HYO) B Yxropopai, YkpaiHa.
HacTynHuin BisuT o YkpaiHu 3MiHMB Moe »xutTal XXaxnusi ymoBu, Aki
A TaM BWUSIBUMB y 3aKknagax Ans AiTe 3 06MeXeHUMU MOXIUBOCTSAMM,
Hag3BMYaNHO BpasuaM MeHe. Ane A TakKoX MO3HanoMumeca 3
BMCOKOMOTMBOBaHMMMU, NepeBaxxHo Monoaumu npodecioHanamu 3 HYO.
Lle fano MeHi BeNMKUIA MOWTOBX B3ATU Ha cebe 3060B'A3aHHA MOKPaLLUTK
cuTyauito Ans Noaen 3 06MeXeHUMU MOXIIMBOCTSAMM B Lt AUBOBUXHIN
KpaiHi. Mepexa 3 pokamMu Haf3BMYaWHO po3wwwupunacs, ane A Bce e

SOFT twlip

we care for inclusion

i AR T BEEDD :
Epik Baromkonbk, nogcbkuii-reorpag [nrogceka reorpagia — raaysb
reorpagii, ska BuB4ae nro[ei Ta ixHi 06LMHN, KYybTYPY, EKOHOMIKY
Ta B3aeMOZIito 3i cepejoBULLEM, YePE3 [JOCIAXKEHHS IXHiX 3B'A3KIB 3
npocTopom. — nep.], € aupekTopom porHay SOFT tulip. BiH ciMHaguATb
poOKiB npayroBaB B opraHisayii po3Butky Koppavpga, 30Kkpema Ha
rnocagi kepiBH1Ka nNpoeKTiB y LieHTpanbHii AMepuli Ta Kapub6cbkomy
6aceliHi, TpU POKU SIK eKCrepT 3 MIKPOKpeanTyBaHHSI B EkBajopi Ta
K 106icT. Y 2004 poui Epik npaytosas y ®oHgi Cocipec (Socires Foun-
dation) sik KepiBHUK NPOEKTY «3MiljHEHHS colialbHMX OpraHisayin y
cepi gornsgy Ta ocBitu B LieHTpanbHiv Ta CxigHivi €sponi». 3 2006
POKY BiH iHTEHCMBHO criBrpayroe 3 YKpaiHor.

iHTEHCMBHO npautoto 3 uumn paxisuyamu. Cuna poHay SOFT tulip nonsrae
B TOMY, WO peanbHi GaxoBi 3HaHHA i AocBig i3 gornsay 3a ocobamu 3
HemnoBHOCMpaBHICTIO (opMyeTbca 4epe3d adininoBaHi ycTaHoOBM, 3a
O0MOMOrOH0 IKUX MU NiATPUMYEMO XOPOLLi NpaKTUKu gornagy B YkpaiHi. Li
XOpouwi NpukaagM MatTb BUpillanbHe 3HAaYeHHA 415 NI06itoBaHHA 3MiH Y
noniTuui. Ag>xe pasom 3 HalWMMM NapTHEpPaMM MU NOKa3yeMO, WO B YKpaiHi
MOXJMBa fiKicHa gonomora. Lle cTaBuTb Bac y HabaraTo CUbHiLi no3uuiiy
BaLLOMY N06i, HX TOAi, KOJIY BU MOXETE NINLLIE NOCUIAaTUCS Ha MPaKTUKY Ta
noniTuky B 6araTux 3axigHux kpaiHax. | ue cnpasgi npautoe! MoansiTbea
Ha MOKpalleHHA B yCTaHOBaXx, fie HaM BAAN0CA 3MIHUTK CUTyauilo Yyepes

HaBYaHHA Ta No6itoBaHHA. AGO PO3BUTOK paHHbOro BTpy4YaHHs. Y 2000
poui AHHa Kykypysa 3anoyaTkyBafa nepLlimi LeHTp paHHbOro BTPYYaHHS
y Xapkosi. Y 2007 poui Mu novanu NpoBOAUTM HaBYaHHA 3 PaHHbOro
BTPYYaHHS — pas3oM 3 Moro ekcneptamu — Ansa npodecioHanis LeHTpY
«[O>xepeno»y J1bBoBi Ta «LLnax XuTTA» B Y)Xropogi. Hepes gekinbka pokis
HoBWUN LleHTp paHHboro BTpyyaHHs B Opeci npuegHaBca fo uiei rpynu. 3
LMX YOTMPbOX LIEHTPIB i 3a BMpillanbHOT NiATPUMKM NO6itOBaHHA 3 60KY
HauioHanbHOI acambnei noaen 3 iHBanigHicTio HaM BAanocsa AoMorTumcs
BKJIIOYEHHS PaHHbOro BTPYyYaHHSA B MONITUKY ypaay. 3apa3 € HaBiTb
JecsATb perioHiB, Ae 3anpoBajXXeHa HoBa dopmMa NikJlyBaHHA Npo AiTen 3
npo6neMamMun po3BUTKY Ta ixHix ciMeil. BaTbku Bigirpanu gyxe BaxivMBy
ponb i B ubomMy nobi! ®oHg SOFT tulip noyaB nigTpumyBaTn 6aTbKiBCbKi
opraHisauii B 2008 poui, i MM NpOAOBXYEMO Lie pobuTu i cborogHi. Ane
Halla po6oTa B 3aknajgax Ans Jopocaux Ha 3akapnatTi Ta no6itoBaHHs 3
YPAAOM TaKoX MOYUHAOTh AaBaTu Bce Ginblue i 6inblue nnogis. Konucb y
Hac 6yna Mpis, Aka 3apas cTana peanbHicTio!

f1 posyMito, WO MW HE MOXEeMO MPOAOBXYBaTU HajaBaTU HECKiHYEHHe
HaB4YaHHA Ta Kypcu. Lia KpaiHa Ta nonuT Ha HaB4YaHHA Benu4yesHi! Tomy
MK 3060B'i3aHi popmyBaTU KOMaHAM YKpaiHCbKUX TpeHepiB, W06
BOHW MOI/M CaMOCTINHO MNPOBOAMTWM HaB4YaHHSA. Lle 6yno [oOCArHyTo
nig yac po6oTK B 3aKkNagax i3 gornsay 3a AiTbMu, y Aornsgi sa ntogbmu
noxwnoro Biky y JIbBOBi Tay nporpamax paHHboro BTpyyaHHs. 06'eiHaHHSA
niofen Ta opraHisadin, gossonutu HYO Ta ypsgam npauroBaTv pasomMm —
BMOYAOBYIOUM AOBipY, GOPMYNIOOYM CRiNbHI LiNi, NOYMHAIOUYN peanbHy
cnienpauto — 6e3 ¢iHaHCOBUX CTUMYNIB —, 06'€fHYOYM MONITUKY Ta
NPaKTWUKY 3 METO CTPYKTYPHOrO MOKpaLLeHHA SKOCTI XUTTA nogen 3
06MeXEHUMU MOXJTMBOCTSIMU — OCb YOT0 A1 cripaBAi nparHy!

YKkpaiHa cTana fyxe 6/M3bKor MeHi. AKicTb NiATPUMKM HALWUX NapTHepIB;
(BiZAHOCHI) yCnixu, AKX MU OCAraEMO; HanonernuBeicTb, 4O6poTa i rigHicTb
ntoaewn; kpacuea, 6apBucTa KynbTypa; iXka Ta Hanoi; HeMucauMa i 4yacTo
»XaxnmBa icTtopis; peBontouia Ha MangaHi Ta HacTynHe HacCUbHULbKe
BTpYy4aHHsA Pocii... Bce Ue 3Myllye MeHe NpucBsdyBaTu cebe Liel KpaiHu
NPOTAroM TPMHAALATKM POKIB, i A XOUy NpoAoBXyBaTH Le!

Eric  Bloemkolk, human-geographer, is
since 2010 the director of SOFT tulip.
He has worked for the Cordaid develop-
ment organization for seventeen years,
including as project officer for  Cen-
tral America & Caribbean, three years
as a microcredit expert in Ecuador and
as a lobbyist. In 2004 he started at the
Socires Foundation as manager of the
project “strengthening social organiza-

tions in care and education in Central
and Eastern Europe”. From 2006 he has
been intensively involved with Ukraine.

I am actually a teacher of social studies
and geography. But a study that I did in
South Kenya at the Maasai in 1981 into
the origins of a development project
greatly motivated me to study social
geography in addition to my teaching. |

did this to better qualify for a job in de-
velopment cooperation. After my mas-
ter’s research in Colombia in 1986, | was
very happy to succeed, and | came to
work for projects in Latin America with
a predecessor of Cordaid. There | worked
intensively with Cor van Beuningen, who
founded the Socires foundation with Jos
van Gennip around 2000, for which he
invited me to come and work in 2004.
So, my geographical scope changed from
Africa to Latin America, as well as Central
and Eastern Europe. A new world opened
up for me! But I've brought the lessons |
learned about the do’s and don’ts in deve-
lopment cooperation to this region.

You should not want to solve other peo-
ple’s problems, then you already have
the wrong mindset; then you come up
with solutions for the other person and
there is a big chance that you will impose
your own agenda and solutions on them.
People often like it when others come to
solve their problems, but then they lose
ownership, their own initiative and the
opportunity to learn for themselves, also
from their mistakes. Furthermore, it’s cru-
cial that these changes will be durable
and continue to grow after the project
stops. In these thirty years of work, | have
learned that it is always about connecting
three processes: by linking concrete im-
provements of the situation to organizati-
onal strengthening and network building,
and from there, influencing the policy
environment of politics and government.
Then the results can become sustainable,
indeed. The practical level translates—
through the lobby from the organization
and the network-into better policy. This
policy then supports improvements in
practice and produces sustainable results!

In 2006, | was asked by the founders of
SOFT tulip to give a workshop on lob-
bying for non-governmental organizati-
ons (NGOs) in Uzhgorod, Ukraine. This
visit to Ukraine changed my life! The
awful circumstances in institutions for
children with disabilities touched me pro-
foundly. But I also got in touch with highly
motivated, mostly young, professionals at
the NGOs. This gave me a great drive to
commit myself to improve the situations
of people with disabilities in this fascina-
ting country. The network has expanded
enormously over the years, but | still work
intensively with these professionals.

The strength of SOFT tulip is that real care
expertise is deployed through the affilia-
ted care institutions, with which we sup-
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port good care practices in Ukraine. This
is crucial in lobbying for policy changes;
we show that high-quality care is possible
in Ukraine. This puts you in a much stron-
ger position in your lobby than when you
only can refer to practices and policies in
rich Western countries.

And it really works! Just look at the impro-
vements in institutions, where we have
been able to make a difference through
training and lobbying. Or the building of
Early Intervention. In 2000, Anna Kukurza
started the first E.l. center in Kharkiv. In
2007 we started providing training in Ear-
ly Intervention. A few years later, a new
E.l. center in Odesa joined the group.
From these four centers, and with crucial
lobbying support from the National As-
sociation of People with Disabilities, we
have managed to place Early Interven-
tion in government policy. There are now
even ten regions where this new form of
care for the little ones with development
problems and their families is introduced.
Parents played a very important role in
this lobby too! SOFT tulip started suppor-
ting parent organizations in 2008 and we
still do so today. But our work in the insti-
tutions for adults in Zakarpattia and lob-
bying with the government is also starting
to yield more and more fruit. In 2006 we
had a dream; now it has become a reality!

| realize that we cannot continue to pro-
vide infinite training courses. The country
and the demand for training is huge! We
are, therefore, strongly committed to for-
ming teams of Ukrainian trainers so that
they can provide training independently.
This was achieved when working in child-
care institutions, in elderly care in Lviv
and at Early Intervention. Bringing people
and organizations together, letting NGOs
and governments work together—building
trust, formulating joint goals, starting real
cooperation—without  financial incen-
tives—, bringing together policy and prac-
tice with the aim of structurally improving
the quality of life of people with disabili-
ties—that’s what I'm really going for!

Ukraine has settled under my skin. The
quality of our partners; the-relative—suc-
cesses we achieve; the perseverance,
kindness and dignity of the people; the
beautiful, colorful culture; the food and
drink; the unimaginable and often horrific
history; the revolution on Maidan and the
subsequent violent interference of Rus-
sia... all of that makes me commit myself
to this country for thirteen years and | do
want to continue that!
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[6atoum npo pornapg

SOFT tulip — ue yHikanbHe NapTHEPCTBO HigepnaHACbKMX OpraHisauin
3 gornsaay, 06'efHaHHS 3yCunb A1 MOKPaLLeHHst Aornsay B KpaiHax,
Ze B uboMmy € Benuka notpeba. SOFT tulip akTnBHO npautoe B YkpaiHi,
a Takox y Mongosi, Yexii Ta Bonrapii Ta Bigkputun ana cnisnpadui

B iHWMX KpaiHax. Po6oTa Haf 3aKOpAOHHUMYU NPOEKTaMM B iHLLOMY
(hiHaHCOBOMY, MaTepiaslbHOMY Ta KyJIbTYPHOMY KOHTEKCTi — Lie
0CO6MNBUIA Ta HaBYaNbHWUIA AOCBIA ANA HalLMX HigepnaHAcbKuX
ekcnepTiB. O6MiH 3HaHHSAAMM Ta [OCBIAOM MiX HifeplaHACbKUMU
Jornsgadyamu Ta ixHiMyM 3aKOpAOHHMMMU KoJsieraMmum nNpusBOauTb

[0 NoninwIeHHs MOTUBaLii Ta HAaBUYOK 3 060X CTOPIH, L0 TAKOX

NpUHOCUTb KOpUCTb cdepi gornaay B HigepnaHgax.

Caring for care

SOFT tulip is a unique partnership of Dutch care organizations, joining
forces to improve care in countries where there is a great need for

it. SOFT tulip is active in Ukraine, but also in Moldova, the Czech
Republic and Bulgaria, and is open to cooperation in other countries.
Working on foreign projects in a different financial, material and
cultural context is a special and educational experience for our Dutch
experts. The exchange of knowledge and experience between Dutch
care workers and their foreign colleagues leads to an improvement

in motivation and skills on both sides, which also benefits care in the

Netherlands.
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Amapic (Amaris) NponoHye Aornsg B AOMALLHIX yMOBaX, TUMYacoBe
nepebyBaHHs, NaniaTUBHy AOMNOMOrY Ta NigTPMMaHe NPOXXMBaHHSA Ha NiBHOYI
nposiHUil YTpexT. Lito gonomory 3aiicHiotoTb 1350 npauiBHUKiB. OCHOBHi
LiHHOCTI Amaris € 3acagoro HaLloro Aornsa[y: nosara, HagivHICTb, BigAaHiCTb
Ta npodeciriHe 3aB3ATTS. Ko)KHa NtOAMHA € LiHHO, i Lie BijobpaXaeTbes B
Hawin po6oTi. Haw peBi3 — [lornaganTe i3 cnpaBXHbOO YBaroto, sk y cebe
BJOMa, TaK i B Hac Baoma”.

Koppaan (Cordaan) sgivicHtoe gornsg 3a 20 000 oco6amu Ha pik y 120
JloKauisix Ta Mae B po3nopsiaxXeHHi 60 komaHg fornagy Ha 4oMy B panoHi
AmcTepfama. KopaaaH BigKpuTuii ais BCix, XTo NoTpedye aornagy,
NiATPMMKM YW HacTaBHUUTBA. [1na ntoaei NiTHboro BiKy 3 AeMeHLieto abo
}isnyHMM anckomdopTom, Ans AiTen Ta [OPOCUX 3 NCUXIYHUMM BafamMm
a60 NcuxiyHMMu npobremamMu. Ha Hall NorAsg, NOXOAXKEHHS, peniris, Bik Ta
iHBaniAHICTb — Le BiAMIHHOCTI, fIKi cnig Bia3HavaTwn.

Ocoba 3 iHBanigHICTIO Mae NpaBoO Ha 3BMYAWHE XUTTA. 3 NEPCOHANOM,

AKkui cknagae 5500 cniBpo6iTHKKiB, Ince pe BpiorreH (Ipse de Bruggen)
3acTOCOBYHOUM 6araTuil 4OCBIA, LJOoNOMaratTb, MPOSBAAOYM BiAAaHICTb Ta
NpuUsA3Hb A0 NtoAeN 3 06MEXEHUMU MOXIIMBOCTSIMMU, SIKi XKMBYTb BNIAaCHUM
XUTTSAIM Ta 6epyTb y4acTb Y XKUTTI CRiNbHOTM NpoBiHLii 3erg MonnaHg. KoxHa
ocoba € 0CO6MBOKO — caMe TaK MU AMBUMOCDH Ha CBOIX KJTiEHTIB i Ha cebe. Y
HalUMX MeToAax, a TakKoX Y HalLMX CMiBPOBITHUKIB Lisi TOUKa 30py BCloAMCYLLA.

Jeni 3oprrpyn (Lelie Zorggroep) nponoHye Aornsg Ta JONOMOrY BCiM, XTO i
notpebye. 3 aHA B AeHb 3300 HalwmMx MOTMBOBAHUX NPaLiBHUKIB NpaLoTb
y cdepi gornsay 3a niTHiMKU NOAbMU, 30KpeMa HafalTb NOCNYry AoMa-
LWHBbOrO AOrNAAY, KOHCYNbTYBaHHSA, NiKyBaHHSA Ta gonomoru. MosctogHo B
Higepnangax Bif yciel Aywi i 3rifHO 3 XpUcTUsIHCbKO dinocodieto, 3rypTo-
BYtOUM cunu yctaHos Aratoc, Kypagomi Ta Jleni 3oprrpyn, Hawli npauiBHUKK
XUBYTb, MiKNYOUNCH | 3abe3neyytoun 6naronosnyyysi BCiM NOTPe6youmm.

Migain (Middin) Hapgae niaTpuMKy Ta fornsag B npoBiHuii MiBgeHHa MonnaHgis
B XXUTIOBUX KOMTIJIEKCAX, y LLleHTpax akTMBHOCTI, B LUKOJi a6o BAOMa Ans
5500 knieHTiB 3 NopyweHHAMM iHTenekTy. 3300 Halwmx NpauiBHUKIB
NiATPUMYHOTb Ntofel 3 06MEXEHUMMN MOXIIMBOCTAMMU B YNpaBAiHHI BNaCHUM
YKMTTSIM BiANOBIAHO A0 IXHbOrO BNacHOro 6a)kaHHsi Ta 6ayeHHs. Hawi knieHTn
Le: A4itv, MonoAab, AOpPOoCAi Ta Noan noxunoro Biky. Hawa dinocodis —
BUKOPWCTOBYBATW BNACHi CUJIbHi CTOPOHW NIOAEN.

MNameiiep (Pameijer) gonomarae TUM, XTO CTUKAETbCA 3 Npo6rieMaMm yyacTi y
NoBCSKAEHHIN aianbHocTi. Hawi 3000 npauiBHUKIB gonomaratoTb GinbLu HidK
6000 ntoaaMm y perioHi PiiHMOHZ XWTW, NpautoBaTi Ta pO3BUBAaTUCS, 3aBXAM
BUXOAAYM 3 BNACHUX CUA Ta TanaHTy. Lle Halwa woaeHHa pyLuiinHa cuna.

Mu BBaXaeMmo, L0 KOXHa NI0AMHA € BaXK/IMBOLO, | HaLlie CyCniNbCTBO MOXe
HasMBaTUCS CYCNiSIbCTBOM JMLLE TOZi, KOS MU 3pO6MMO Te, L0 03HavaE Le
CJI0BO: XXWUTW Pa3oM.

WopaHs noHag 12 500 koner 3 Mpyna MapHacisa (Parnassia Groep)
NPUCBAYYIOTb CBOE CepLie i AyLly, Hafakumn JONOMOry II0ASAM 3
NcuxonoriyHMMm npobnemMamu B 3axifHin yacTuHi HigepnaHais.

Mwu nuwaemoch NoKpaLleHHAMU, aKi M1 gocsarnn B gornagi. KoxHa
NoANHA MOXe 3aXBOPITH NcuxiyHo. My gonomaraemo nogam gobpe
(YyHKUiOHYBaTW, MaTU 3MICTOBHE XMTTS, KOHTaKTYBaTu 3 iHWNMK, 6epyymn
aKTUBHY pOSib Y XUTTi cycninbcTBa.

Amaris offers home care, temporary stay, palliative care and supported
living in in the north of the province of Utrecht. This care is carried out
by 1,350 employees. The core values of Amaris are the basis of our care:
with respect, reliable, committed and professionally driven. Every person
is valuable and this is reflected in our work. Our motto is “Care with
true attention, at your home, and in our home”.

Cordaan provides care for 20,000 people a year, from 120 locations and
60 home care teams in the Amsterdam region. Cordaan is for everyone
who needs care, support or guidance. For the elderly with dementia or
physical discomfort, for children and adults with a mental disability or
mental problems. In our view descent, religion, age, and disability are
differences to be celebrated.

A person with a disability has the right to ordinary life. With 5,500
employees, Ipse de Bruggen supports, with expertise, commitment, and
passion, disabled people living their own lives and participating in the
society of the province of Zuid Holland. Everyone is special; this is how
we look at our clients and at ourselves. In our methods as well as our
employees this view is ubiquitous.

Lelie Zorggroep offers care and assistance to everyone who needs it.
Day in day out our 3,300 motivated employees work on elderly care,
home care, counseling, treatment, and assistance. Everywhere in the
Netherlands, wholeheartedly and from a Christian philosophy, bundling
the forces of Agathos, Curadomi and Lelie Zorggroep living, care and
welfare.

Middin provides support and care in the province of Zuid Holland at
residential locations, activity centers, at school or at home for 5,500
clients with intellectual disabilities. Our 3,300 employees support
people with disabilities in managing their own lives, according to their
own wishes and personal visions. Children, young people, adults and
the elderly. Our philosophy is built upon people’s own strength.

Pameijer helps those confronted with problems in participation. Our
3,000 employees help more than 6,000 people in the Rijnmond region

to live, work and grow up, always based on their own strength and talent.

This is our daily driving force. We believe that everyone matters and our
society can only be a called a society if we do what the word means:
living together.

Every day, over 12,500 colleagues from Parnassia Groep devote their
heart and soul in providing assistance to people with psychological
problems in the western Netherlands. We are proud of the improvements
we have achieved in care. Everyone can become mentally ill. We help

people to function well, to have a meaningful life, to connect with others,

taking an active role in society.
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SOFT tulip

we care for inclusion

+31(0)6 21580316
www.softtulip.nl
info@softtulip.nl

Epik Bntomkonbk (EB)
Mon Meitep (PM)

Mon Meiiep (kpim O. YypkiHa - EB)
Epik Bntomkonbk (SOFT tulip)

HaTtans Momipko
CeBepwvH lNMoMipko

Mon Meitep (PMedia)

KopHeni BntoMKonbK-IMTOpH

Ipyna MapHacis (Parnassia Groep)
laHc BaH Beiik (Hans van Wijk)

Mon pe bot
naptHepu SOFT tulip
crnoHcopu SOFT tulip
AmaHga MapTiH
Haranis Ckpunka

IpyHa Polukosuy

PMedia

creative services

Paul Meijer
info@pmedia.nl

colofon

articles

interviews

editor-in-chief

Ukrainian translation

image editor, graphics, design
and production

creative consultant
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Eric Bloemkolk (EB)
Paul Meijer (PM)

Paul Meijer (0. Churkina by EB)

Eric Bloemkolk (SOFT tulip)

Natalia Pomirko
Severyn Pomirko

Paul Meijer (PMedia)

Cornelie Bloemkolk-Imthorn

Parnassia Groep
Hans van Wijk

Paul de Bot
partners SOFT tulip
sponsors SOFT tulip
Amanda Martin
Nataliya Skrypka
Iryna Roshkovych

BidyanbHi MaTepianu / visual material
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nariHu / page aBTOp/author nariHu / page aBTop/author
cover view on Maidan Square, Kiyv PM 48 portraits of clients of Turja Remeta PM
2 (background) International Center of Culture and Arts, Kiyv PM 49 overview of the Turya Remeta Institute PM
2 political map Ukraine (2017) nationsonline.org 50 Lesya Kalandyak PM
3 Sjoerd Vegter HeBigomo/unk. 54 Tetyana Valko PM
4 view on Kyiv from the St. Andreas Church towards the NE PM 56 Iryna Roskovych PM
6 route map PM 57 child helped on his way in Path of Life PM
7 Lesya Kalandyak HeBifgomo/unk. 58 Path of Life - main entrance PM
7 Nataliya Skrypka PM 59 Path of Life - children and caretakers PM
7 children’s institute in Ladyzyn Pieter Verdoorn 59 director of Path of Life, Oleh Kyrylenko EB
7 original list of allies (collage) PM 60 Lidy Bezemer PM
7 meeting at UNICEF EB 63 experts from Leliezorg and caretakers in Pidbuzh EB
7 results of a brainstorm session EB 64 Els Uyttewaal PM
8 Oleksandra Churkina HeBifomMo/unk. 65 Els as a test subject during a training Hesifomo/unk.
9 Kyiv delegation visiting Middin EB 66 training with the staff of the elderly home in Lviv HeBigomo/unk.
10 Valeriy Sushkevych PM 67 role play during a training Hesigomo/unk.
11 meeting with Vice Prime Minister Ukr. gov. 67 training on lifting Hesigomo/unk.
12 Valeriy Sushkevych with Ukrainian Paralympic team Andrey Skaternoy 69 L. Hrenevych, G. Barberis, Vice PM P. Rozenko Ukr. gov.
13 Valeriy with Eric Bloemkolk PM 69 Ukrainian team meets Ambassador Hoeks HeBigomo/unk.
14 Pieter Jan Wolthers PM 69 Eric Bloemkolk meets Vice PM P. Rozenko Ukr. gov.
16 Embassy of The Netherlands, Kyiv PM 69 Signing ceremony Ukr. gov.
20 Paul de Bot PM 70 new Early Intervention center in Lviv HeBigomo/unk.
21 SOFT tulip team at a meeting PM 70 group photo after first E.I. Council meeting Hesigomo/unk.
22 Paul with delegations from Ukraine PM 71 print campaign ECI www.rvua.com
23 delegation from Ukraine at Parnassia project PM 71 website / campaign Early Intervention www.rvua.com
24 Lesya Kalandyak and Tetyana Mishchuk HeBifgomMo/unk. 71 group photo of the signatories of the MoU Ukr. gov.
25 Early Intervention team meeting EB 72 Tetyana Mishchuk PM
26 Mykhailo Petrishka PM 74 Lyuda Anych PM
27 Uzhhorod, capital of the Zakarpattia region PM 76 Mariette van Bilderbeek Nel Pols
28 Mr. Petrishka interviewed by Paul Meijer EB 79 Oksana Kryvonogova HeBigomo/unk.
29 Mykhailo chairs meeting Methodological Council PM 80 Maggie Storm PM.
29 seat of the government of the Zakarpattia region PM 84 Margrethe van der Kleij PM
30 Oksana lhnatyzhak PM 85 daycare center Dzherelo PM
31 clients at the Turya Remeta Institution PM 86 hall in Dzherelo PM
32 clients at Turya Remeta PM 87 Margrethe with collegues at Dzherelo EB
33 Oksana with Erik Hoencamp PM 87 daycare center Dzherelo, environment PM
34 Erik Hoencamp PM 88 Eric and Mykhailo Petrishka, toasting PM
37 Eric Hoencamp, in discussion PM 88 dinner party EB
38 Audry van Vulpen Pameijer 88 Eric pouring wine Oksana Kryvonogova
39 staff training at Turya Remeta Hesigomo/unk. 88 Paul de Bot, catering PM
40 Audry at SOFT tulip Network meeting PM 89 FEric with Anna and Oksana EB
41 residents of the Turya Remeta Institution EB 89 various pics, network meetings. deleg. visits all PM, except
42 Petra Moonen PM 89 - Amaris experts at first training Ukr. gov.
43 Petra’s special friend at the Turya Remeta Institution PM 89 - Eric, Anna and Oksana EB
44 clients at the Turya Remeta Institute EB 89 - Eric receiving award Ukr. gov.
44  Petra checking pictures with clients PM 90 Networkmeetings all PM, except
45 Petra receiving gifts from Zakarpattian team PM 91 - Networkmeetings - 2nd row right EB
45 aroom in Turya Remeta PM 92 Natalya Skrypka PM
46 infants in baby home EB 93 group with former Chairman Willem de Gooijer, HeBigomo/unk.
46 caretaker with child and ball EB 94 overview Maidan Square PM
47 (graph) people in institutions PM 95 monument at the ‘Heavenly Hundred Alley’ (detail) PM
47 caretaker with child in contraption EB 95 monument at the ‘Heavenly Hundred Alley’ PM
47 caretaker with child on bike EB 96 Eric Bloemkolk, director SOFT tulip PM
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