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ABOUT OMNI-NET

1999

Granted USAID funding for Ukraine-American BD monitoring and prevention program; training of initial
BD teams in the U.S.; 2 BD resource centers (BDRCs) established in Lutsk and Rivne (northwestern
region); international standards for surveillance methods were adapted to Ukrainian circumstances.

2000

BD pilot data collection initiated in Rivne-Volyn; associate membership granted by the International
Clearinghouse for BD Monitoring Systems (ICBDMS); developed a Ukrainian web version of IBIS
(International Birth Defects Information Systems) launched (http://www.ibis-birthdefects.org).

2001

Training of BD team in Khmelnytsky (central region); high prevalence of NTD noted in northwestern
Ukraine; co-sponsored the 1% International Ukrainian Bioethics Congress; co-sponsored with the
World Health Organization — Europe, a conference “Folic Acid and Healthcare” in Kyiv and Minsk;
produced a joint recommendation with UNICEF-Kyiv and CDC on food fortification; an associate
partnership in the International Clearinghouse for Birth Defects Surveillance and Research acquired.

2002

Opened a BDRC in Khmelnytsky and initiated population BD surveillance. Received a grant from the
International Bank for Reconstruction and Development for NTD prevention awareness programs;
sponsored an international conference “NTD Prevention and Folic Acid’; the Muskie Fellowship
Program at the Emory University provided to an MD team member (graduated with a Master's Degree
in Public Health, currently engaged by UNICEF-Kyiv).

2003

Submitted a proposal to introduce universal folic acid flour fortification to the Global Alliance for
Improved Nutrition (GAIN); sponsored an international workshop “Diagnosis and Prevention of Fetal
Alcohol Spectrum Disorders (FASD)”; granted funds by the U.S. Ukraine Democracy Foundation for a
manual “Legal Support of Disabled Children”; a second BD team member was granted a Muskie
Fellowship (graduated from Emory University with a Master's Degree in Public Health with an
emphasis on BD epidemiology). Program Director (W. Wertelecki, M.D.) granted an honorary
doctorate (Kyiv-Mohyla Academy University) and was inducted as a foreign member of the Ukrainian
Academy of Sciences: prompted the formation of the Rivne Oblast NGO “Parental Association of
Special Needs Children”.
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2004

Published report on the high prevalence of NTD in Ukraine (Yuskiv et al. 2004); submitted a second
proposal to introduce universal folic acid flour fortification to GAIN; Co-founder of “Pahinets”, an
outpatient center for infants with special healthcare needs (a unique facility in Ukraine) opened in
Rivne with sponsorship by local authorities; received assistance for “Pahinets” from the Ukrainian
Special Needs Orphanages Fund; assisted the Academy of Medical Sciences to draft
recommendations for Ukrainian authorities regarding folic acid fortification; co-sponsored the 2"
Bioethics Congress with participation of CDC and other international colleagues.

2005

Completed the USAID-funded component, program transferred to the OMNI-Net (registered Ukrainian
International Charitable Organization for the Care and Prevention of BD and Developmental
Disorders); presented an OMNI-Net Ukraine to the Minister of Health; FASD early diagnosis and
prevention program started in Kherson and Rivne; partnered with CDC scientists and a visiting
Fulbright Senior Scientist to deliver a series of workshops (Kyiv, Lviv, Donetsk, and other localities in
Ukraine) concerned with maternal and child health clinical epidemiology, with an emphasis on the role
of BD surveillance systems.

2006

Pilot project “Prenatal Ultrasound Markers of Fetal Alcohol Syndrome” realization in Rivne and
Kherson oblasts continued; EUROCAT expanded and announced about including new member:
OMNI-Net Ukraine Birth Defects Prevention Program (OMNI-Net UBDPP); Prof. W. Wertelecki
presented a report “Rates of neural tube defects in Ukraine highest in Chornobyl impacted regions” (In
commemoration of the 20th anniversary of the Chornobyl nuclear disaster Kateryna Yushchenko, the
First Lady of Ukraine, and other Ukrainian and international collaborators organized a two-day
international symposium in Kyiv, Ukraine (“REBIRTH, RENEWAL, AND HUMAN DEVELOPMENT A
HUMANITARIAN FORUM?”, April 25, 2006 Kyiv, Ukraine); International Scientific and Practical
Conference “Fortification of Food Products with Vitamin B9 for Prevention of Neural Tube Defects”,
November, 27-29, 2006, Kyiv, Ukraine. In partnership with the Ukraine Special Needs Orphanages
Fund (non-government organization from Virginia, USA), a series of conferences, seminars and
trainings “Approaches to Early Intervention in Children with Special Needs” with US experts
participation was initiated in Rivne and Lutsk; a Ukrainian translation of the “Small Steps” early
intervention program published with the permission of the authors from the Macquarie University
(Sydney, Australia).
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2007

To promote collaborative research and projects, OMNI-Net Ukraine together with Rivhe Regional
State Administration have initiated developing the “Polissya Initiative” which can be coordinated by an
international working group; for this purpose, on September 19, 2007 a Round Table with international
participation “Mothers and Children Health Care Initiatives: Strategies and International Partnerships”
was held in V. Polishchuk Rivhe Regional Clinical Diagnostic Center; in partnership with the
International FASD Consortium, a new research project “The Spectrum of and Nutritional Risk factors
for FASD in Ukraine” was initiated in Rivne Oblast, a collaboration agreement concluded with the
Rivne Oblast Health Care Administration; a group of managers and leading specialists of the
International FASD Consortium visited Rivne (Ukraine); the series of early intervention trainings
continued: a seminar-training “Bobath Concept in Correction of Neuro-Motor Developmental Disorders
in Children” was held by the US experts in partnership with OMNI-Net, Education Department of
Rivne City Executive Committee, Ukrainian Special Needs Orphanages Fund (Virginia, USA).

2008

Participation in the 1st Central and Eastern European Summit on Preconception Health and
Prevention of Birth Defects, August 27-30, 2008, Budapest, Hungary; continuing the research project
“The Spectrum of and Nutritional Risk Factors for FASD in Ukraine” in Rivne Oblast.

2009

Expanding the research project “The Spectrum of and Nutritional Risk Factors for FASD in Ukraine” to
include Khmelnytsky Oblast; “Aspects of Autism” Scientific-Practical Seminar with international
participation and in partnership with OMNI-Net, Education Department of Rivhe City Executive
Committee, Ukrainian Special Needs Orphanages Fund (Virginia, USA) was held in Rivne.

2010

New publications in American scientific journals; continuing the research project “The Spectrum of and
Nutritional Risk factors for FASD in Ukraine” in Rivne and Khmelnytsky Oblasts.

INQUIRIES TO

W. Wertelecki, M.D.

“OMNI-Net for Children”

36, 16 Lypnya Str., Room 709, Rivne, Ukraine 33028.
E-mail: werteleckiomni@gmail.com
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International Birth Defects Information System - |.B..S. — Amelioration,
Prevention and Genetic Counseling concerning Birth Defects, Genetic
Disorders, Congenital Malformations, Anomalies and Developmental
Disorders.

http://ibis-birthdefects.org/start/index.htm

Pandora Word Box — links Medicine and Biology with Humanities, Arts and
Sciences. The goal is to stress “Ideas in Words”, to be entertaining and
replace memorization by a better grasp of meanings.

http://www.pandorawordbox.com

UNDER DEVELOPMENT

Medicine

mu‘fﬁlﬁ

u!

Resources

Medword.net (Medical Overviews and Images) — highlights medical topics
illustrated by video recordings and galleries of clinical images.

http://www.medword.net/

Birthdefects.net (Preconception Health - Birth Defects) - provides resources
for prospective parents (preconception health and prevention of birth
defects), patients, and relatives with access to selected news, policies and
carefully chosen healthcare related information.

http://www.birthdefects.net/
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JoBigHMK pocCTy: BiA TpPeTbLOro TpMmecTpy Ao nignitkoBoro Biky. lMepeknaa 3 aHrMincbKoI.-
Nyubk, 2002. - Growth References: Third Trimester to Adulthood. Compiled by Saul RA, Geer
JS, Seaver LH, Phelan MC, Sweet KM, Mills CM. Greenwood Genetic Center 1998.

lNepeknad 3 aHenitickkoi 3a cripusiHH Greenwood Genetic Center,
YkpaiHcbko-AmepukaHcbkoi  [poepamu  3anobicaHHs  8POOXKEHUM
ealam possumky, YHieepcumemy [liedeHHoi Anabamu (CLUA),
AzerHcmea CLUA 3 wmixHapodHozo possumky (USAID), Mepexi
iHgpbopmavyitiHo-pecypcHux OMHI-Lienmpis.

BudaHHa euceimnoe iHpopmauiro npo cmaHdapmu  pPO38UMKY
300pogoi dumuHu 8i0 mpembo20 mpumMecmpy eazimHocmi 00
rosHolimms, yHikanbHi acriekmu po3eumky Oimed npu creyugiyHuX
3axe8oprosaHHsX ma  8po0XeHUx eadax po3sumky. LLupoko
8UKOPUCMOBYHOMbLCS OOCIOKEHHST 3 UuX numaHb 8i00MUX HayKosuig
CLUA. Came 60oHU 8iOHOCSMb yel nocibHUK 00 po3psdy enimHux
008iOHUKi8 051 nikapie pi3HuUX rnpoagirnis.

http://www.ibis-birthdefects.org/start/ukrainian/ugrowref.htm

BpopaxeHi Bagu po3BuTtKy: KHura gnsa nikapiB. Jlyubk, 2002. - Birth Defects: Specialists’ Book.

Lutsk, 2002.

BpopaxeHi Baau po3BuTKy: KHura gna 6arbkiB. Jlyubk, 2002. - Birth Defects: Parents’ Book.

Lutsk, 2002.

BPO/ZKEHI BATH
PO3BHTKY

KHHATA 114 TIKAPIB
002

Y  KHuzax  euceimnowombscs  Mamepianu,
BPO/DRERL B TH orybrikoeaHi Ha CMOpiHKax iHmepHem-catimy
,BpodxeHi  eadu  pozsumky.  MixkHapoOHi
iHgpopmauitiHi cucmemu  (1.B.1.S.)” (http://ibis-
birthdefects.org/start/ukrainian/index.htm).
AKmyanbHUMU € cmammi fpo HaunowupeHiwi
ealu, ix npogpinakmuky, niKyeaHHs1 i 0oensd 3a
xeopumu  Oimbmu. bazamo  uikasoeo i
nizHasanbHO20 y UbOMYy 8ulaHHi 3Haudymsb
) nikapi 2eHemuku, HeoOHamosoau, nediampu,
: i cneujanicmu LleHmpie nnaHysaHHs CiM’T, iHWI
B "8 meOuKu, 5Ki ornikyrombcsi Xxgopumu dimbmu ma ix

] | D
-1 3

K ST cim’amu, a makox 6ambku dimel 3 8POOKEHUMU
galamu ma iHwi nodu, KoMy He baudyxa dons

makux oimed.

Figpouedrania (iHbopmauinHMn Gykner ana nauieHTiB Ta 6artbkiB) /Mg peakuiero npod. 10.0.
OpnoBa, ronoBHOro guTAYoro Hempoxipypra MiHictepcTBa oXxopoHu 3g0poB’a YKpaiHu.- KuiB,
2002. - Hydrocephalus (Informational Booklet for Patients and Parents. Chief Editor Prof. Y,
Orlov, Chief Children’s Neurosurgeon, Ministry of Health of Ukraine. Kyiv, 2002.

http://www.ibis-birthdefects.org/start/ukrainian/uhydroc2.htm
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ManeHbki cxoguHku: lporpama paHHLOro BTPY4YaHHA ANA AiTeN i3 3aTPMMKOK PO3BUTKY
Mepeknag 3 aHrnincbkoi.- Jlyubk, 2006. - Pieterse M, Treloar R. Small Steps: An Early
Intervention Program for Children With Developmental Delays. Macquarie University, Sydney

1989.

nexnul cynnwMee

1 Maneusit! cxogmuxm
Npor s pasadnrt ETpso.
A (1 s e puasncy
M n L ALTYT A8 A

lepeknad 3 aHenitickkoi i 6ulaHHs 30ilCHEHO 3a CrIPUSIHHS
MixHapoOHozo 6nazoditiHoeo ¢hoHdy "OMHI-Mepexa ons dimed"
ma YkpaiHcbko2o ¢poHOy dortomoau dimsam-cupomam 3 ocobiusumu
nompebamu, Bipdxunis, CLUA.

Lle npoepama paHHb020 empy4YyaHHs Ond cmumynsuii dimed i3
3ampuMKOI0  pOo38UMKY 8i0 HapoOXeHHT 00 4-piyHo20 8iKYy.
"ManeHbKi cx0OuHKU" Hacamrieped rnpusHadyeHi 0ns 6ambkie dimel
3 po3ymosum eidcmasaHHsIM. BoHu micmsmbs npakmuyHi nopadu
wodo HasyaHHa Oimel y OomawHix ymosax. OCHOBHUM
nocmynamom uiei npoepamu € me, wo bambKu - ye HalKkpawii
eyumeni 0ns cgoei OumuHu. Ll npoepamMa mMakox MoXe
suKopucmosysamucs rnedazozamu, flikapsamu i cmydeHmamu.

http://ibis-birthdefects.org/start/ukrainian/usmstep.htm

OcHOBM npaBoBOro 3axucty AiTen-iHBanigiB. MNMoci6Huk.- PiBHe, 2003. - Fundamentals of
Disabled Chidlren Legal Support. Manual. Rivne, 2003.

OcHoBu

nasesoro saxucry ireii- | Y ociGHUKY npedcmasneHi Mamepianu ma OOKyMeHmu, WO CMOCYoMbCs

iHBATIIiB

rnpasogoeo 3axucmy Oimel 3 ocobnusumu nompebamu, nodaHi adpecu
@ epomadcbKux opaaHizauil, SKi OrniKytombCs 3a3Ha’yeHol Kamezaopieto Oimed.
locibHUK po3paxosaHuli Ha WUPOKEe KOJ10 Yumadis.

lpoekm 30diticHeHo 3a nidmpumku ,PoHOy cripusiHHA Oemokpamii” [loconbcmea
CLLUA 8 YkpaiHi.

MykoBicungo3 (nocioHuk ansa 6aTbkiB Ta xBopux) /lepeknag 3 aHrnincbKoi i aganTtaudisa nig
peaakuieto J1.C. €BTywok.- PiBHe, 2002. - Cystic Fibrosis (Manual for Parents and Patients).
Translated and Adapted from English, Editor L. Yevtushok. Rivne, 2002,

lNocibHuK npusHayeHul Orsi PoOUH, 8 SKUX HapoOxysanucs Oimu 3 MyKogicyudo30M, suxosameriis,
s4yumeriie, couianbHUX rnpauieHUKIs.
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CuHpapom [ayHa: giarHocTuka, onika, 3anobiraHHs /Tlig pepakuieto J1.C. €BTywok.- PiBHe, 2003.
- Down Syndrome: Diagnosis, Care, Prevention. Editor L. Yevtushok. Rivne, 2003.

CHEApoM L uyHa: lMocibHuk eudaHuli Ha Kowmu ¢oHOY CripusiHHs OeMoKpamii noconsbcmea
AluzHocmHKa, onlga, CLIA e YkpaiHi i micmumb o0ensid0 Haykoeoi siimepamypu 3 npobrem
aunoBizanga MeduyHo20 Haz2nsady i Mpozpam paHHL020 8mpyqaHHs ujodo po3sumky dimell
3 cuHOpomom [ayHa, a makox cmaHdapmu hi3U4HO20 i MCUXOMOMOPHO20

po3sumky OaHoi kamezopii dimed.

Memotro nocibHuka € doromoza bambkam xeopux Oimel, fiKkapsam y ix
rnoecsikOeHHIU npakmuyHit disribHocmi. ocibHUK rpu3HavyeHuli 0nsi bambkKig
Oimeld 3 cuHOpomom [ayHa, fikapie 2eHemukie, HeoHamosiozie, nediampis,
mepanesmie, s4umernig-0echekmorioeie, guxosamersiie OOWKIbHUX OUMSYUX
3aknadis.

CuHgpom KnanHdenTepa: Moci6Huk ans XXY-4yonosikiB Ta ix poAauvH
(Klinefelter Syndrome) /Mepeknag 3 aHrnincbkoi nig pepakuiero H.O. 3umak-3akyTHbOI. —
XmenbHuubkun, 2005. - Klinefelter Syndrome: Manual for XXY Men and Their Families.
Translated from English. Editor N. Zymak-Zakutnia. Khmelnytsky, 2005.

lNocibHuk npusHadeHuUl Ons naujeHmie i3 cuHOpomom KnalHgbernemepa ma 4YieHie iX POOUH.
Micmumsb iHghopmauito wodo npuduH, diaezHOCMUKU ma Halbinsw murnosux MeOUYHUX | couiarnbHUX
rpobnem.

®PeTanbHMN ankorofibHU cuHgpoM. [po6rnemun i BupiweHHA: TMocibHMK AnAa GaTbkiB Ta
BuxoBaTteniB. /lepeknan 3 aHrniMcbkoi, ronoBHun pegaktop J1.C. €BTywok.- PiBHe, 2001. -
Fetal Alcohol Syndrome. Problems and Solutions: Manual for Parents and Educators.
Translated from English. Chief Editor L. Yevtushok. Rivne, 2001.

DeTagnpHmit
aJIKOTOJILHUMI lMocibHuUK npusHavyeHuld On PoOuH, 8 SAKUX Hapodxysanucd Oimu 3
CHHAPOM gemanbHUM  anKkoeonbHUM  CUHOPOMOM,  euxoeamersig,  e4umeriis,

couianbHUX npauieHUKIs.

Y niGezomosui 0OaHo20 MOCiOHUKa 8uKopucmosysanucb Mamepianu,
nob’a3Ho  HadaHi  kaghedporo nediampii  yHisepcumemy wmamy Hbio
Mekcuko.

[po6Aaemu i BUPpIileHHSs

"®onieBa kucnota i npodinaktuka 3axBoproBaHb". [onoBiab BputaHcbkoro Komitety 3
MeAMNYHUX acnekTiB noniTukn B ccepi xapuyBaHHsA Ta iXi (nepeknag aHrnincbKoro BUAaHHA
,50 Folic Acid and the Prevention of Disease”).- longoH.- 2002. - 50 Folic Acid and the
Prevention of Disease: Report of the Committee on Medical Aspects of Food and Nutrition
Policy, Department of Health, London: The Stationery Office. 2000.
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MykoBicungos i TM: (goBigHM4YOK AnA piten Bikom 8-12 pokiB) /lMepeknag 3 aHrMiMCbKoOI i
apanTtauis nig pepakuiero H.O. 3umak-3akyTHboi. — XMenbHuubkni, 2001. - Cystic Fibrosis
and You: Reference Book for Children Aged 8-12. Translated and Adapted from English.
Editor N. Zymak-Zakutnia. Khmelnytsky, 2001.

Inrocmposaruli 6yknem nipusHadeHud 0ns dimel 3 mMykoegicyudo3om 8-12 pokie i micmumsb 8idrnosidi
Ha Oesiki 3 3anumaHb WOO0 3axe0plO8aHHS Ma OCHOBHUX acriekmie WoOeHHO20 Xummsi i3
MyKOo8icyUuO030M.

HoBigHuK 3 cheHinkeTOHypii Ana BuuTeniB i ncuxonoriB /lMepeknag 3 aHrMINCbKOI MOBM i
apanTtauis nig pepakuieto H.l. FOcbkiB.- KniB-Jlyubk, 2001. - Phenylketonuria Reference Book
for Teachers and Psychologists. Translated and Adapted from English. Editor N. Yuskiv.
Kyiv-Lutsk, 2001.

TIOBUIHAR 3 SEHUIKETORYPIT
TSt BYNTENR 1 MCHXONOITS . . . L.
Bbpowypa pospaxoeaHa Ha eyumernie, rcuxorsozie, 6ambkie Oimel 3

peHIinKemoHypiero, MeOUYHUX  rpauigHUKie, SKi Malomb  cripagy 3
beHinKemoHypiero ma 8cix 3auikasreHux ocib. IHgpopmauis nob'a3H0 HadaHa
LenapmameHmom oxopoHu 300pos's wmamy Texac, CLUA.

AyTOoCOMHMI AOMIHAHTHMIA NonikicTo3 HMPOK (iHhopmauisa gna 6aTbkiB i naudieHTiB) /Mepeknag
3 aHrnincbkoi MoBu nig pepakuieto H.O. 3umak-3akyTHboOi. — XmenbHuubkur, 2005. -
Autosomal Dominant Polycystic Renal Disease (Information for Parents and Patients).
Translated from English. Editor N. Zymak-Zakutnia. Khmelnytsky, 2005.

lMocibHUK npu3HadyeHul Onsi mux, XmMO Xeopie Ha aymoCOMHUU OOMiHaHMHUU MOMiKicmo3 HUPOK
(AAlKH), ynenis ix cimeli ma Opy3ie ma 8uceimsire eeHemuyYHi acrekmu, O3HaKu ma CuMmomu,
npobnemu GiaeHOCMUKU, JTiKy8aHHS, xap4ysaHHs ma eacimHocmi rpu ALATNKH.

OcBiTa giTen AOLWKINbHOro Ta paHHbLOro WKiNbHoro Biky 3 ®PAC Ta yactkoBum PAC. MNocibHuk
ana Buntens /MNepeknag 3 anrnincbkoi.- PiBHe, 2009. - Teaching Children of Pre-School and
Early School Age with FAS and FASD. Manual for Teachers. Tranlslated from English. Rivne,
2009.

NOCIBHHK ANA BYHTENA

OCBITA [ITER AOWRINBHOIO TA

A i lMocibHuk Ons equmens po3pobreruli crneyianicmamu LieHmpy 0ocnidKeHHs
gemarnbHo20 ankoeosnbHo2o cuHOpomy (®AC) IHcmumymy Mapkyca,
Amnarnma, LLimam [xopdxis, CLUA (Marcus Institute, Atlanta, GA 30329).

http://www.ibis-birthdefects.org/start/ukrainian/ufasteach.htm
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TpyAaHowi y HaB4YaHHi. [litTn 3 npobnemamu y HaB4aHHi: XTo BOHM - KuM BOHU He € - LLlo 3 HuUmm
pobutu.- KniB-Nyubk-PiBHe, 2001. - Learning Difficulties. Children with Learning Problems:
What they are - What they aren’t - What Can be Done? Kyiv-Lutsk-Rivne, 2001.

L{a 6powypa nipo Oimed 3 npobnemamu y HagyYaHHi Onsi e4umenie ma bamsbkig. 3a Mamepianamu
lMamenu Maniem bBennepmaH ma 4reHi@ KOHCynbmamueHo2o Komimemy ®oHdy Mapiem
bennepmar; lNiedeHHutli OpaHx, Hero [Jxepci.

Mporpama "MILE": IHTepakTMBHe BUBYeHHA MaTemaTuku. MocibHuk gna 6atbkiB /Mepeknag 3
aHrnincskoi moBu.- PiBHe, 2010. - MILE Program: Interactive Mathematics Learning. Manual
for Parents. Translated from English. Rivne, 2010.

LocnidxeHHsi nokasyromb, wo Oimsam 3 @®AC eaxko 3acesorosamu
MamemamuyHi  Hasuuyku. Lle moxe 6ymu HacriokoM ropyuweHb
TIPOTPAMA NpPOCMOPO8020 MUCIEHHSI ma 0bpobKU 8i3yanbHOI iHgbopmauii. Y dimedl,

-K SKi 3a3Harnu rpeHamarsbHO20 8I1IU8Y anKo20s0, 8UHUKaMb mpyOHOW,i 3
+Mi-sLE* PO3YMIHHAM 8i3yanibHUX ma fpoCcmoposuX 8i0HOWEHb MiX rpedmemamu
ma enacHoto 0coboro. Lli nopyweHH makoxX eruearomb Ha BUBYEHHS
THTEPaKTUBHE BUBYEHHS mamemamuku. [lpomsezom n'amHadusamumuxHesoi rpoepamu sawa

MATEMATIKM oumuHa eus4Yamume MamemamudyHi MoHMms 3a 00rnoMozor weudwe

Tloe; pearnbHuUX rpedmMemia, HiXX BUKOHaHHS 3a80aHb 8 3owWumi. BukopucmaHHsi

OCi6HUK Ans pearnbHux rnpedmMemie MoKpawume i Hasuyku w000 8i3yaribHO-

6aTbKiB rIPOCMOpPO8020 MUCIIEHHS | MaKuM YUHOM yOOCKOHanume MamemamuYHi
BMIHHS.

Lled niocibHuk po3pobrieHo 3 Memor po3‘dcHuUmuU cyme npobnem,
ro8’asaHux 3 MamemMamukoro, ma AornoMoamu eam CriiaHysamu 3aHsimmsi, cripsiMoeaHi Ha me, wob
dorromoemu OumuHi y eus4YyeHHi Mamemamuku eOoma. Hawa mema — Has4umu eac, sK 8
maltibymHbomy OoriomMazamu eawili OumuHi eugsyamu Mamemamuky. PeanbHi npedmemu ma
WoO0eHHI 3aHIMMs cmaHymb YacmuHOK fpoepamu, npusHadyeHoi dornomoemu OuMuUHI noe'asyeamu
Wo0eHHI 3aHAMMS 3 MamemMamuy4yHUMU mepMiHamu.

http://www.ibis-birthdefects.org/start/ukrainian/umile.htm

CnuHHOMO3KOBa kuna (noci6Hmk gna 6arbkiB) /Mg peaakuiero: npod. |. Bapunska i npod. 0.
Opnos.a. — KuiB, 2003. - Spina Bifida (Manual for Parents). Edited by Prof. I. Baryliak, Prof. Y.
Orlov. Kyiv, 2003.

lMocibHuUK npu3sHayeHul Onsi pOOUH, 8 SIKUX HapoOXyeasnucsi Oimu 3i CIUHHOMO3KOBOK KUJIOK i
micmums  iHgbopmauito  wodo onucy namosioeil, OCHOB8HUX MPUHYUMIG IiKy8aHHs, CyrnymHix
3axeoprosaHb, MeOUKO-coujanbHUX Mpobrem ma rnpoginakmuku.
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Central and Eastern
European Summit on
Preconception Health
and Prevention of
Birth Defects

Augusi 27-30, 2008
Budapest, Hungary

Co-Sponsors
Centers for Disease Control and Prevention, USA
OMNI-Net Ukraine

http://diamond-congress.hu/birthdefects2008/binx/CEE_book web.pdf

Elevated Neural Tube Defects (NTD) Rates in Ukraine — Highest in Polissia

W. Wertelecki, L. Yevtushok
Book of Abstracts, Budapest, p. 67

Background: Population birth defects (BD) surveillance by the OMNI-Net started in 2000 and by 2002
data from Rivne and Volyn oblasts (provinces) of North West Ukraine showed that rates of NTD were
sharply elevated (21 per 10000 live births, N. Yuskiv et al., Birth Defects Res. A Clin. Mol. Teratol,
2005). Rivne data suggested that prevalence rates were highest in the Rivne-Polissia, a region
impacted by chronic ionizing radiation from the Chornobyl disaster. Polissia has boggy soils with low
humus and high peat contents resulting in high soil-to-milk transfer coefficients of Cs-137. The
Polissia population is known for self-sufficiency, reliance on locally grown food, consumption of
game, wild mushrooms and berries. The likelihood is high that nutrition in Polissia may be deficient in
micronutrients and folates, particularly during winters; that nutrients and water are contaminated by
Cs-137, including milk and potatoes which are the main dietary staples. Another Cs-137 significant
source is reported to be aspiration of contaminated dust and smoke from burning biomass.

Method: Analysis of NTD 2000-2006 data from Rivne Polissia and non-Polissia regions and official
background demographic, nutrition and radiodosimetry data.

Results: NTD prevalence rate in Rivne Polissia and non Polissia is 27.0 and 19.6 (21.6 and 16.6 for
isolated NTD, contrasts that do not reach statistical significance). However more detailed analysis by
raions (counties) is warranted and is ongoing. Every Rivne - Polissia raion is officially designated as
impacted by ionizing radiation; the rest are designated as “clean”; there are nearly 200 inhabited
points; the largest yearly birthrate is in the city of Rivne (nearly 3000); official Cs-137 monitoring is
conducted solely in the Polissia region; available reports show sharp variations by place and time;
and in some villages Cs-137 levels in milk have increased with time. Another observation concerns
seven instances of conjoined twins of which six were born in the Rivne oblast (one twin had spina
bifida) and the other in Khmelnytsky oblast.

Conclusions: Broadening retrospective and prospective investigations of the Rivne Polissia population
are warranted.
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Linking Birth Defects Surveillance with Early Intervention Services

S. Bohatyrchuk-Kryvko, V. Novak, I. Shumlyanski, T. Savchuk, L. Misiyuk,
T. Ponimanska, L. Yevtushok, W. Wertelecki

Book of Abstracts, Budapest, p. 127.

Backaground: It is self-evident that among the most prevalent, serious and burdensome birth defects is
mental subnormality. Among the early goals of the OMNI-Net Birth Defects Initiative (1998) in
Ukraine was to link the program with a center for early interventions inclusive of orphaned young
children. In 2001, following a series of promotional events and workshops, a parental organization
arose in Rivne to advocate for the creation of an early intervention center for infants and young
children with Down syndrome and other developmental disorders. In 2002, the U.S. Ambassador to
Ukraine granted funding to formalize plans, which in 2003 were adopted by the Rivne City Council.

Method: The Rivne OMNI-Net center provided training materials, organizational templates and general
support to parents and community leaders advocating the creation of what became the "Pahinets
Developmental Center" (PDC). International partners from Australia, U.S.A., Poland and other
nations contributed training material and participated in training events.

Results: In 2004, the Rivne City Administration donated physical facilities (75 mz) and funded four full-
time positions. Currently, the PDC operates in a renovated stand-alone building and has 66 full-time
professionals, staff and support personnel (inclusive of laundry, kitchen, etc.). PDC provides day-care
services and programs to 50 children with special developmental needs between the ages of 2
months to 8 years. For normative purposes, the center also provides pre-school education to 40
“normal children” up to the school age of 6. Regarding early interventions directed at orphans, the
achievement have been quite modest. Students from the College of the Rivne State Humanities were
offered an elective program to gain field experience in child development by visiting regularly a
specific orphan over the span of an academic school year. Student-orphan pairs, according to
anecdotal reports, developed bonding and positively impacted the behavioral range of infants.
However, bureaucratic barriers and lack of resources remain to be resolved.

Conclusions: The implementations by the PDC can serve as a replication template for other regions.
Encountered bureaucratic barriers and lack of resources to introduce programs to promote a fuller
development of orphaned infants and children are also lessons learned relevant to other regions.

From left to right: O. Tychkivska, Drs. N. Zymak-Zakutnia, From left to right: Drs. I. Shumliansky, B. Yevtushok, L.
E. Patskun, L. Yevtushok, W. Wertelecki, C. Chambers, Yevtushok, Mrs. S. Bohatyrchuk-Kryvko, Dr. V. Boiko
Y. Korzhynsky
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Lapchenko S, Wertelecki W. Cyberspace and Birth Defects (BD) Programs in Ukraine. Abstract, p.
130.

Yevtushok L, Needham K, Lapchenko S, Wertelecki W, Garruto R. Dietary and Activity Patterns and
Implications on Birth Defects in the Chornobyl Impacted Rivne-Polissia Region in Ukraine. Abstract.
p. 162.

Zymak-Zakutnya N, Ropotan A, Shumlyanski |, Vashchylin H, Lyatetska L, Tekuchenko T, Yenikeyeva
V, Sosynyuk Z, Yevtushok L, Kalynka S, Onishchenko S, Afanasyeva N, Wertelecki W. Reduction of
Infant Morbidity and Mortality — Gastroschisis as one Index. Abstract, p. 165.

Kovalyov V, Dumanovska M, Yenikeyeva V, Shumlyanski I, Yevtushok L, Sosynyuk Z, Wertelecki W.
Expanding a Population Birth Defects Surveillance Program by a Pregnancy Registry in Rivne
Ukraine”. Abstract, p. 128.

Wertelecki W, Afanasyeva N, Baryliak |, Korzhynskyy Y, Onishchenko S, Patskun E, Yevtushok L,
Zymak-Zakutnya N. OMNI-Net Birth Defects Ukrainian Consortium: Impact and Lessons Learned
from "De-Centralized" Strategies. Abstract, p. 95.

Patskun E, Kalynka S, Onishchenko S, Semenenko O, Yevtushok L, Zymak-Zakutnya N. Survey of
Pre-conception Health and Birth Defects Prevention Knowledge and Attitudes in Ukraine. Abstract, p.
151.

Afanasyeva N, Kalynka S, Onishchenko S, Yevtushok L, Zymak-Zakutnya N. Survey of Maternal
Phenylketonuria (PKU) as a Teratogen. Abstract, p. 133.

Wertelecki, W, et al. Inaugural Plenary Speaker: Impact and Lessons Learned from ‘De-Centralized’
Strategies. Abstract, p. 95.

Yevtushok L, Onishchenko S, Wertelecki W, Bakhireva L, Chambers C. Predictors of Binge Drinking
During Pregnancy Among Women in Ukraine, Abstract, p. 163.

Yevtushok L, Onishchenko S, Wertelecki W, Bakhireva L, Chambers C, Jones KL, Hull A. Prenatal
Ultrasound to Detect Effects of In Utero Alcohol Exposure. Abstract, p. 135.
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Experience in a Region Impacted by Chornobyl Chronic Low Dose Radiation

W. Wertelecki, L. Yevtushok, N. Zymak-Zakutnya, S. Lapchenko
Book of Abstracts, Brussels, p. 113

One of the populations most exposed to chronic low-dose radiation from Chornobyl lives in Polissia, a
region representing the northern half of the Rivne Province in Northwest Ukraine.

Malformation data was collected by monitoring all births (96,438) in Rivhe from 2000-2006. Patterns
and rates were defined by applying EUROCAT international standards. Additional analysis of 2007-
2008 data from Rivne (31,970 births) and 2002-2008 data (91,376 births) from Khmelnytsky (an
adjoining province) was performed.

The overall 2000-2006 rate of neural tube defects in Rivne is among the highest in Europe (22.2 per
10,000 live births) and in Polissia is 27.0 vs. the rest of Rivne (18.3). The contrast is statistically
significant (OR 1.46, ClI 1.13-1.93). In addition, microcephaly and anophthalmia-microphthalmia rates
also appear to be elevated. Preliminary analysis of additional data from Rivne and Khmelnytsky
showed patterns consonant with those reported above. Also found, were conjoined twin sets, eight in
Rivne and one set in Khmelnytsky, since 2000 and 2002 to the present (December 2009)
respectively.

The malformations in Northwest Ukraine (Rivhe and Khmelnytsky Provinces) suggest early disruptions
of blastogenesis, manifesting as conjoined twinning, neural tube defects, and other body wall defects.
Concurrent impacts of risk factors including micronutrient deficiencies, alcohol consumption during
pregnancy, low-dose radiation, and effects of other teratogens can be investigated by further
prospective investigations. The scale and scope of the impact of malformations in the population
studied combined with on-site established resources, justify further international collaborative efforts.

18

http://ibis-birthdefects.org/start/netomni.htm
http://ibis-birthdefects.org/start/ukrainian/unetomni.htm
omninetukr@gmail.com




%

Visionis
Sper.
FETAL ALCOHOL SPECTRUM DISORDERS STUDIES Concen
Co-Sponsors \
OMNI-Net Ukraine
Collaborative Initiative on Fetal Alcohol Spectrum Disorders

National Institute on Alcohol Abuse and Alcoholism, US
http://www.cifasd.org

=

A
Sz

i"
!

1

\
.

) [ o

OMNI-Net and FASD Project teams (2007)
International partners (first row): Drs. R. Garruto (lower left),
C. Chambers, C. Coles (4™ and 5" from the left), J. Cable,

K. Jones, E. Riley (7"-9"), W. Wertelecki, and C. Keen (11"-12")

Correlation of Prenatal Alcohol Dose with Physical Features of FASD in Infants
Born to Women in Ukraine

C. Chambers, L. Yevtushok, L. Bakhireva, L. Prewitt, W. Wertelecki, K. Jones

32" Annual Research Society on Alcoholism Scientific Conference, San Diego, CA, Alcohol Clin Exp
Res, 2009, June 20-24, 33(Suppl 1):11A-346A. A116

Purpose: Fetal Alcohol Spectrum Disorders (FASD) are among the most pervasive childhood
developmental disorders worldwide. Identification of the risks associated with specific dose and
gestational timing of alcohol exposure for the characteristic physical features of FASD in humans is
needed to aid in diagnosis particularly in the newborn period, and to provide more accurate risk
counseling to pregnant women.

Methods: In 2005-6, we screened pregnant women in two regions in Ukraine and prospectively
recruited 84 women who reported moderate to heavy alcohol consumption during pregnancy and 82
women who reported little to no alcohol drinking during pregnancy. Women were interviewed at
enroliment regarding alcohol exposure in the month around conception and in the previous two-week
period using a time-line follow-back method. Trained geneticists in Ukraine performed blinded
physical examinations of all live-born infants using a standard checklist of physical features of FASD.
Infants who had all cardinal features including growth deficiency and facial features were classified
as “FAS”, infants who had some physical features but final diagnosis required additional information
on neurobehavioral performance were classified as “Deferred”, and infants with no features were
classified as “No FAS”. Level of alcohol consumption was compared across the three groups using
ANOVA and ANCOVA in univariate and multivariate analyses, respectively.
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Results: A total of 141 infants were examined by study geneticists. Five infants (3.5%) met criteria for
“FAS”, 45 infants (31.9%) were “Deferred”, and 91 infants (64.5%) were classified as “No FAS”".
Average daily consumption of absolute ounces of alcohol in both the periconceptional (p=0.002) and
the previous two weeks (p <0.001) was correlated with physical features of FASD after adjustment
for maternal tobacco and vitamin use. Average consumption of absolute ounces of alcohol per
drinking day in both time periods was also significantly associated with features of FAS (p=0.015 and
p<0.001, respectively). Infants who were classified as “FAS”, “Deferred”, and “No FAS” were
exposed to adjusted means of ~3 drinks, ~2 drinks, and ~1.5 drinks per drinking day in the
periconceptional period; slightly lower levels were reported in the most recent two weeks.

Conclusions: Number of physical features of FASD are strongly associated with the quantity of alcohol
consumed in early pregnancy.

"Q@

Chambers C, Keen C, Uriu-Adams J, Yevtushok L, Zymak N, Wertelecki W, Coles C, Cable J, Jones
K. The Epidemiology of Alcohol-Exposed Pregnancies in Ukraine — An Update. 2011 [In Press].

Bakhireva LN, Wilsnack SD, Kristjanson A, Yevtushok L, Onishenko S, Wertelecki, W, Chambers CD.
Paternal Drinking, Intimate Relationship Quality, and Alcohol Consumption in Pregnant Ukrainian
Women. Journal of Studies of Alcohol and Drugs. (Under review).

Baseline Nutritional Status: Four Papers in Preparation: Minerals, Vitamins, Methyl Donors and
Measures of Oxidative Defense. (Under review).

Chambers CD, Uriu-Adams JY, Gross HB, Ensunsa JL, Green K, Le A, Yevtushok L, Zymak N,
Wertelecki W, Keen CL. Altered Maternal Nutritional Factors May Confer Risk of Fetal Alcohol
Spectrum Disorders (FASD). ACER 2010 June;34 Supp:293A.

Keen CL, Uriu-Adams JY, Skalny A, Grabeklis A, Grabeklis S, Green K, Yevtushok L, Wertelecki W,
Chambers CD.The Plausibility of Maternal Nutritional Status Being a Contributing Factor to the Risk
for Fetal Alcohol Spectrum Disorders: the Potential Influence of Zinc Status as an Example.
Biofactors. 2010 Mar;36(2):125-35. Review.

Jones KL, Hoyme HE, Robinson LK, Del Campo M, Manning MA, Prewitt LM, Chambers CD. Fetal
Alcohol Spectrum Disorders: Extending the Range of Structural Defects. Am J Med Genet.
2010;152:2731-5.

Uriu-Adams JY and Keen CL. Zinc and Reproduction: Effects of Zinc Deficiency on Prenatal and Early
Postnatal Developments. Birth Defects Research Part B: Developmental and Reproductive
Toxicology. 2010;89:313-325.

First European Conference on FASD Fetal Alcohol Spectrum Disorder: Growing Awareness in
Europe, Kerkrade, Netherlands, November 2010.

20
http://ibis-birthdefects.org/start/netomni.htm e
http://ibis-birthdefects.org/start/ukrainian/unetomni.htm Gl

omninetukr@gmail.com



VisTonis
Sper

Scientia
Conscientia

Uriu-Adams JY, Chambers CD, Gross HB, Ensunsa JL, Green K, Le A, Yevtushok L, Zymak-Zakutnya
N, Wertelecki W. Alcohol Drinking Patterns and Nutrient Status in Ukrainian Pregnant Women. Birth
Defects Research (Part A): Clinical and Molecular Teratology. 2010;88:382.

Kfir M, Yevtushok L, Onishchenko S, Wertelecki W, Bakhireva L, Chambers CD, Jones KL, Hull AD.
Can Prenatal Ultrasound Detect the Effects of In Utero Alcohol Exposure? — A pilot study. Ultrasound
in Obstetrics and Gynecology. 2009 Jun;33(6);683-9.

Chambers CD, Uriu-Adams JY, Keen CL, Yevtushok L, Wertelecki W. Micronutrient Levels in Plasma
in Mid-Gestation Vary by Quantity of Alcohol Consumption in Pregnant Women in Ukraine. 32™
Annual of the Research Society on Alcoholism Scientific Conference, San Diego, CA, Alcohol Clin
Exp Res, 2009, June 20-24, 33(Suppl 1)11A-346A. A117.

Bapvnsk |., Bepteneupkun B., [bxoHc K., OpankiHa |., €sTywok J1., XXapko B., OHiweHko C., CocuHIok
3., Xann E., Yambepc K, LWeB4veHko C. lNpeHamarnbHi yrnbmpa3gyKosi Mapkepu asiko20/1bHO20
ypaxeHHs rinioda.- Teau 4-20 3"i30y MeduyHUX eeHemukie ykpaiHu. Jlbeig, 2008.

Kfir M, Yevtushok L, Onishchenko S, Wertelecki W, Bakhireva L, Chambers CD, Jones KL, Hull AD.
Can Prenatal Ultrasound Detect the Effects of in Utero Alcohol Exposure? Oral presentation at 17"
World Congress on Ultrasound in Obstetrics & Gynecology held in Florence, Italy, October 7-11,
2007.

Jones KL, Hull AD, Bakhireva LN, Wertelecki W, Yevtushok L, Sosynyuk Z, Shevchenko S, Zharko L,
Onischenko S, Drapkina |, Chambers CD. Fetal Ultrasound Measures as Predictors of Alcohol-
Related Physical Features in the Newborn: Preliminary Results, Teratology Society Meeting,
Pittsburga, PA, June 2007. Birth Defects Research Part A. 2007;79:373.

Kfir M, Hull AD, Yevtushok L, Onishchenko S, Wertelecki W, Bakhireva L, Chambers CD, Jones KL.
Evaluation of Early Markers of Prenatal Alcohol Exposure. Oral presentation at the American
Institute of Ultrasound in Medicine Annual Convention. March 15-18, 2007. New York, NY.
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Impact of a Birth Defects (BD) Information System in Ukraine and Beyond
S. Lapchenko, W. Wertelecki

34-th International Clearinghouse Birth Defects Surveillance and Research Meeting,
October 2007, Chianciano, Italy

International Birth Defects Information System (IBIS) (http://www.ibis-birthdefects.org) is a web
resource initially designed for five BD surveillance teams in Ukraine. IBIS offers information in
Ukrainian and English and links to other websites, preferably in non-English. IBIS information
channels concern birth defects-syndromes, care, prevention themes and support organizations. A
companion website (www.consultsos.com/pandora/intro.htm) offers humanistic vistas inclusive of
bioethics.

The monthly visitors to IBIS approach 31 thousand and are mostly from the United States, Canada,
UK and Australia, while those from Ukraine rank 8th. Visitors from the Russian Federation and
Poland rank 24th and 26th. Ukrainian teams promoted IBIS while Pandora was not. Visitors to
Pandora from Ukraine rank 47th, while those from neighboring Russian Federation and Poland rank
27th and 18th respectively.

The proportion of visitors to IBIS and Pandora were similar for all countries except for Ukraine where
visitors to IBIS were substantially more numerous than for Pandora.

We conclude that the promotion of IBIS in Ukraine was effective and that the information materials in
Ukrainian also played an important role. Analysis of our experience in Ukraine and data from 1.7
million cumulative visits to IBIS prompts us to seek additional partnerships. We welcome BD experts
interested in developing and promoting informational materials in other bilingual English - vernacular
versions to be disseminated through IBIS.

@9‘

Prevalence at Birth of Cleft Lip with or without Cleft Palate: Data From the International Perinatal
Database of Typical Oral Clefts (IPDTOC). Cleft Palate Craniofac J. 2011 Jan;48(1):66-81.
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Wertelecki W, Zhuchenko L, Mastroiacovo P. How Valid are the Rates of Down Syndrome
Internationally? Findings from the International Clearinghouse for Birth Defects Surveillance and
Research. Am J Med Genet A. 2010 Jul;152A(7):1670-80.

Mastroiacovo P, IPDTOC Working Group. Prevalence at Birth of Cleft Lip with or without Cleft Palate.
Data from the International Perinatal Database of Typical Oral Clefts (IPDTOC). Cleft Palate
Craniofac J. 2010 Apr 6. [Epub ahead of print].

Mastroiacovo P, Wertelecki W, Hilliard MP. Epidemiology of Cleft Lip with or without Cleft Palate.
World-wide Data from the International Perinatal Database of Typical Oral Clefts (IPDTOC). |I.
Prevalence Data. American Journal of Medical Genetics: Part A, 2009.
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Canessa Tapia MA, Castilla EE, Csaky-Szunyogh M, Dastgiri S, Feldkamp M, Gatt M, Hirahara F,
Landau D, Lowry RB, Marengo L, McDonnell R, Mathew TM, Morgan M, Mutchinick OM, Pierini A,
Poetzsch S, Ritvanen A, Scarano G, Siffel C, Sipek A, Szabova E, Tagliabue G, Vollset SE,
Wertelecki W, Zhuchenko L, Mastroiacovo P. How Valid are the Rates of Down Syndrome
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Research. British Medical Journal, 2009.
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Lowry B, McDonnell R, Merlob P, Metneki J, Mutchinick O, Robert-Gnansia E, Scarano G, sipek A,
Potzsch S, Szabova E and Yevtushok L. Gastroschisis and Associated Defects: An International
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Wertelecki W, Kundiev Y. Chornobyl — Polissia — Partnerships”, the International Clearinghouse for
Birth Defects Surveillance and Research annual meeting, 2006, Uppsala, Sweden.

Wertelecki W. Birth Defects Monitoring in Ukraine”, Int. Birth Defects Clearinghouse of Monitoring
Systems, IBDCMS, 2002.

Wertelecki W. Population Based Birth Defects Surveillance in Two Regions (Oblasts) of Ukraine. 28"
Annu. Mtg. Int. Birth Defects Monitoring Clearinghouse, Groningen, The Netherlands, 2001.

Wertelecki W: Birth Defects Monitoring in Ukraine, Proc., 28" Annu. Mtg., Int. Birth Defects
Clearinghouse of Monitoring Systems, IBDCMS1-28-BD, 2001.
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Elevated Prevalence of NTD and a Cluster of Conjoined Twins in Ukraine

L. Yevtushok, N. Zymak-Zakutnya, S. Polishchuk, N. Yuskiv, S. Lapchenko, G.P.
Oakley, W. Wertelecki

22nd EUROCAT Registry Leaders meeting, May 2007, Naples, Italy

From 2000-2005, the prevalence (P) of neural tube defects (NTD) in northwestern Ukraine (Rivne and
Volyn oblasts) was elevated and ranged between 21 and 22 per 10,000 live births. The P in
Khmelnytsky oblast (adjoining to the south) was also ~ 20.

NTD P was higher (28) in the Chornobyl-impacted northern raions (counties) of Rivne - Volyn, a region
collectively known as Polissia.

From 2000-2005 a cluster of five sets of conjoined twins were noted only in the Rivne oblast (~ 14,000
live births yearly). Half of the conjoined twins were born in raions heavily impacted by Chornobyl, and
one twin had spina bifida.

The OMNI-Net Ukrainian Birth Defects Program, with other Ukrainian and international partners, are
proposing a "Polissia Initiative" to expand ongoing investigations through further partnerships.

Polissia consists mostly of wetlands inhabited by a population living mostly in small villages and
relying on local foodstuffs, milk, wild mushrooms, berries and the use of local wood for fuel.
Measurements in April 2007 show that radioactivity levels, including Cs-137, remain high. Anecdotal
reports suggest that diets are deficient in micronutrients including folic acid. The relatively isolated
village populations under birth defects surveillance can be regarded as a natural model for further
investigations of reproductive and genetic aspects of health, both human and non-human.

Resource centers and OMNI-Net teams in the capital cities of Rivne and Volyn facilitate access to
Polissia and to diagnostic centers.

"Q(w

Marie—Claude Addor, et al. EUROCAT Member Registries: Organization and Activities. Birth Defects
Research (Part A): Clinical and Molecular Teratology, 2011 [In Press].

Dolk H, Barisic |, Bianca S, Boyd P, Calzolari E, Doray B, Haeusler M, Latos-Bielenska A, Pierini A,
Wellesley D, Wertelecki W, et al. Congenital Heart Defects in Europe: Prevalence and Perinatal
Mortality 2000-2005. Collaborative study. Eurocat, 2010 [In Press].
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W. Wertelecki. Malformations in a Chornobyl-Impacted Region. Pediatrics. 2010 Apr;125(4):
€836-43.

- Objective: One of the populations most exposed to chronic low-
p E D l ATRIC S dose radiation from Chornobyl (Chernobyl in Russian) lives in

Polissia, the region representing the northern half of Rivne Province
(Oblast) in Ukraine. Here the patterns and population rates of malformations are reported and
possible etiologic factors and regional contrasts are explored.

OFFICIAL JOURNAL OF THE AMERICAN ACADEMY OF PEDIATRICS

Patients and methods: Malformations, as defined by international standards, noted among all 96 438
births in Rivne between 2000 and 2006, were analyzed statistically. Contrasts of rates in Polissia
compared with the rest of Rivne also were investigated.

Results: The overall rate of neural tube defects in Rivne is among the highest in Europe (22.2 per
10,000 live births). The rates of conjoined twins and teratomas also seem to be elevated. In Polissia,
the overall rates of neural tube defects are even higher (27.0 vs 18.3, respectively; odds ratio: 1.46
[95% confidence interval: 1.13-1.93]), and the rates of microcephaly and microphthalmia may also be
elevated.

27
http:/ibis-birthdefects.org/start/netomni.htm i
http://ibis-birthdefects.org/start/ukrainian/unetomni.htm e

omninetukr@gmail.com



Vis‘i-onis
Sper

Scientia
Conscientia

Conclusions: The malformation patterns observed suggest early disruptions of blastogenesis,
manifesting as alterations of body axes, twinning, duplications, laterality, and midline formation. The
results are sufficiently compelling to justify continuing and expanding this investigation of
malformations in chronic low-dose radiation-impacted regions of Ukraine.
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Chronic radiation exposure in the Rivne-Polissia region of Ukraine:
implications for Birth Defects

K.N. Dancause, L. Yevtushok, S. Lapchenko, I. Shumlyansky, G. Shevchenko, W.
Wertelecki, R.M. Garruto

Am J Hum Biol. 2010 Sep-Oct; 22(5):667-74.

—— Cmam Objectives: The health effects of chronic low-dose radiation
exposure remains a controversial question. Monitoring after the
Chernobyl nuclear accident in Ukraine suggested that chronic low-
dose radiation exposure was not linked to cancer mortality among
the general population. However, elevated rates of birth defects in
contaminated compared to uncontaminated regions suggest that
exposure to radiation in utero might impact development and that
chronic radiation exposure might represent an underestimated risk
to human health.

Methods: We sought to determine current radiation exposure routes
in Rivne-Polissia, a region of Ukraine contaminated by the
Chernobyl accident. This represents a first step toward
comprehensive studies of the effects of chronic radiation exposure
on human health. We designed and administered a dietary and
activity survey to 344 women in Polissia. We assessed types and sources of food consumed,
types of outdoor activities, and alcohol intake.

Results: Alcohol intake was low and alone does not account for the observed high rates of birth
defects. Wild foods, especially mushrooms and berries, and locally produced foods, especially
milk related, were major radiation exposure routes. Additionally, women were exposed to
radiation through inhalation while burning grasses and potato vines in fields, and wood for
cooking and heating.

Conclusions: Twenty four years after the Chernobyl accident, women continue to be chronically
exposed to low-dose radiation at levels exceeding current recommendations. This might
contribute (especially synergistically with alcohol consumption and micronutrient deficiencies) to
higher prevalence of birth defects in areas of Ukraine with high levels of radiation contamination
compared to uncontaminated areas.
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After the Chornobyl disaster in 1986, population-based birth defects

monitoring was initiated in 2000 in five oblasts (provinces) in

Ukraine. The northern half of Rivne province, a region known as
Polissia, is contaminated by radiation. Systematic monitoring shows consistently high rates of neural
tube defects and other developmental disorders. These observations prompted a dietary and
subsistence activities survey about consumption of Cs137 contaminated foodstuffs, water, smoke,
and agricultural and gardening exposure through dust and soil. Contamination levels measured from
one up to 1590 Bg/l in milk, 129 Bg/kg in potatoes, and 146 Bg/kg in soil.

We report preliminary information provided by 99 of 350 surveyed pregnant women residing in the
Polissia region of Ukraine. Information gathered concerned consumption of local and imported meat,
dairy, fruit, vegetable, and grain products, as well as water use and beverages, including alcohol
consumption during pregnancy. We also gathered information about activities likely to expose
individuals to radiation through contact with soil, such as working in fields and collecting wild foods or
firewood. Results indicate that most foods consumed in Rivne-Polissia are local or wild and thus
contaminated with Cs-137. The government has recommended that milk be imported because of the
risk of contamination of local milk. However, less than 5% of individuals reported consuming imported
milk. All participants reported consuming local vegetables (none imported), and 97% of the major
fruits consumed were locally grown. Furthermore, 73% reported obtaining water from highly
contaminated wells or brooks, the rest consumed piped water. In addition, 30% drank alcoholic
beverages often as homemade or local beer and liquor. Information about outdoor activities,
particularly agricultural fields, and contact with contaminated soil or smoke from burning biomass.
Overall, our data indicate that some people in Polissia consume diets that may be deficient in
micronutrients, consume alcohol during pregnancy and are exposed to chronic radiation. The extent
to which each may be involved in birth defects and developmental nervous system disorders in the
Polissia region is unknown and calls for further investigations.
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National Bioethics Congresses ot
(Co-sponsored by OMNI-Net)

Bioethics, Molecular Biology, Children, and Religion

Prof. Robert C. Baumiller, Ph.D., SJ
September-October 2004, Kyiv. Book of Abstracts, p.38

Bioethics as a word was first used less than 60 years ago.
Ethics is far older and dates formally from the Greek
philosophers. But ethics in some form had to come into being
with the evolution of man into a thoughtful human being living
in families and larger human communities. Rules to live by,
limits to acceptable behavior, are necessary for any community
to exist. An example of such a collection of rules are the Ten
Commandments. These like all early sets of rules had certain
presuppositions. Usually the existence of God or gods as
powers which were in some way above the rules and yet
demanded that the rules be kept by man. Thou shalt not kill is
God's command to the Israelites and historically soon after giv-
ing the rule, God literally leads the Jews in conquering
Palestine and slaughtering the legitimate occupiers of the land.

Presuppositions to ethical systems continue to exist in the
minds and hearts of all who accept religious belief as part of
their reality and 1 believe that these presuppositions are
important in ethical decision making. However, ethical theories
arising during the Enlightenment attempted to derive ethics
and ethical behavior from reasoning alone. Thus Ethics
became a philosophic discipline rather than a form of moral
theology.

Father R. Baumiller, professor of
Biology and Medicine in Xavier
University, Cincinnati, was a
recognized leader in Medical
Ethics and appointed by the US
Government to key Advisory
Committees on Human Genetic s

and Genetic Counselling Bioethics arose in the United States with the recognition of

ethical lapses in major research passed through peer review

and published in prestigious journals. The Nuremberg Laws were not being applied by the

medical profession. An answer to the question of how to pre-approve research and protect the

patient-volunteer was drawn up in the Belmont Report and subsequently by other instruments,
most importantly by the Helsinki Accords.

The Belmont Report proposed a method of judging research and patient care based on
principles. These principles are not an ethical theory but were a way of proceeding which
individuals who embrace specific theories of ethics and/or have suppositions can meet and
discuss individual protocols and patient care plans based on the principles of Respect for
Autonomy, Nonmaleficence, Beneficence, and Justice. These principles allow ethics committees
of various types made up of representatives from a very pluralistic society to function well and
reach acceptable decisions for proposed cases, protocols, and even policies.

Institutions and governing bodies must be able to come to ethical solutions to a growing number
of problems as molecular biology goes from the laboratory to the bedside and clinical trials.

What is ethical and acceptable in a pluralistic society may not be morally acceptable to a person
committed to a faith perspective. Moral decision making for the individual is not the same as
what may be allowed in a liberal society. Advances in reproductive biology especially bring
about personal decisions which are difficult and the effects of such decisions can deeply affect
the lives of individuals long after the decided upon action is taken.

w
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