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Ha 24 noemBpu 2011 roavHa Bo mpOCTOpHHTE
Ha xotenoT KontuHenran ce onpsxka [IpBara ma-
KemoHCcka kKoH(epeHnuja 3a Prader-Willi-cun-
JpOM CO HACJIOB ,,BoBe1 BO CHHAPOMOT U pa3-
Boj Ha mpeska“. Kondepenuujara Gemre Bo op-
raHu3anuja Ha 3APYXKCHUETO Ha IeIujaTpure
Ha MakeoHHMja BO KOOpPTaHHW3aIija u copadoT-
Ka co goOporBopHara donmauuja ,,Wittekind-
shof* u MHTepHanmoHanmHaTa opraHu3amnyja 3a
Prader-Willi-cuaapomor.

Ha KoHndepeHnnumjata npucycTByBaa npegaBadu
on 'epmanuja, Utanuja u Makenonuja.

3a BpeMe Ha opHUMjATHOTO OTBOpame Ha KoH-
(depeHIMjaTa CBOM BOBEIAHHM oOOpakama HMaa
Anekcanmap CajkoBCKH 0I 3ApYKEHHETO Ha
neaujatputre Ha Maxkenonuja, Enena Illykapo-
Ba-AHnrenoBcka u Norbert Hodebeck-Stunte-
beck on I'epmanuja - 4jieH Ol 3APaBCTBEHUOT
cucreM. Bo pamkure Ha cBoure oOpakama,
TOBOPHUITUTE MM ce 3abiaromapuja Ha MPUCYT-
HUTE 3a rojemMara MOCETEHOCT M I'0 WCTaKHaa
3HAYCHETO Ha MYJITHIUCUUIUIMHAPHUOT MPHC-
Tar KOH 0BOj mpo0iieM, popMupameTo Ha Mara
Ha juaHOcTHTEe co Prader-Willi-cuaapomor u
rpasiemke Ha MpeKa.

ITo BoBenHuTE OOpakama ciexyBaa MpeaaBama
CO Pa3IUYHU U aKTYEJHU TEMH KOH ja TPETH-
paar npobiiemarukata Ha Prader-Willi curapo-
MOT.

Hu3s cBoeto npenaBame ,,BoBea BO CHHAPOMOT
Ha Prader-Willi“ Hubert Soyer ox I'epmanuja
T'M 3all03Ha MPUCYTHUTE CO MOCTaBYBabE IHja-
rHo3a Prader-Willi u co OuxejBuopaiHuTe
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The First Macedonian conference regarding the
Prader-Willi  Syndrome with the title
“Introduction into the syndrome and the
network development” was held on the 24" of
November 2011, in the premises of hotel
Continental. The conference was organized by
the Association of pediatricians in Macedonia
in co-organization and cooperation with the
charity foundation ,,Wittekindshof,, and the
International Prader-Willi Syndrome Organi-
zation.

Numerous lecturers from Germany, Italy and
Macedonia took active participation at this
symposium. The introduction speeches of the
official opening were made by Aleksandar
Sajkovski, a member of the Association of
pediatricians in Macedonia, Elena Shukarova-
Angelovska and Norbert Hodebeck-Stuntebeck
from Germany - a member of the German
healthcare system. In the frame of their
speeche, the experts thanked the guests for their
numerous presences and emphasized the
meaning of the multi-disciplinary approach
towards this problem, the creation of a map of
the persons with Prader-Willi Syndrome and
building a network.

After the introduction speeches, followed
lectures with wvarious contemporary themes,
dealing with the Prader-Willi Syndrome.

Hubert Soyer from Germany spoke about the
“Introduction in the Prader-Wili syndrome”,
giving a chance to the participants to inform
themselves with the process of diagnosing the
Prader-Willi Syndrome and the behavioral
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BECTH-UH®OPMALIUH

KapakTEepUCTUKA KOW TH HWMaaT OBHE JIHIIA.
Enena IllykapoBa-AnrenoBcka on Makenonuja
HAacTalmd CO CBOETO H3larame ,l'eHeTHKa Ha
cunapomot Ha Prader-Willi“, ounejku rene-
THUKaTa € BO OCHOBaTa Ha OBOj CHHApOM. Jleme-
1[MjaTa Ha TaTKOBUOT 15-TM XpOMO30M, Koja €
HajuecTa NpUYMHA 32 HAaCTaHyBambe Ha OBOj
CHH/IPOM, C€ JOKa)KyBa CO OOWIHO KapHOTHIIH-
3upame u FISH-meTona.

Cou mpenaBama umaa 1 Mupjana KodoBa u
Cuexana [lamueBcka oq Makemonnja Ha Tema
,, EHIOKPHHOJIOIIKH acnekTH Ha PWS* npeky
KOM TH HMCTaKkHaa METa0OJHHUTE M €HJOKPHUHO-
JIOIIKUTE acleKTH Ha OBOj cuHApoM. Hajrome-
MHOT Opoj Ha MeTaOOJIHH HapyIIyBama Ce MOC-
JeUIa Ha TUCQYHKIUjaTa BO XHIIOTAIaMyCOT,
IITO € ¥ BO OCHOBaTa Ha oBaa OoJiecT, HapyIIy-
Balke Ha YYBCTBOTO 3a cutocT. OBa IOBemyBa
JI0 KOMIYJICUBHO jajiele. 3a Toa KakBa MEIH-
MHCKA MTOMOIII UM € MOTpeOHa Ha OBHE JIMILIA,
Oea nmaneHu CJeIHWBE MPENOpakd: MEHAIMEHT
Ha JIOIIaTa WCXpPaHa, eBallyannja Ha XUIIOTOHA-
JAU3MOT, MCHAIIMCHT Ha IIe6eHI/IHaTa, MOHHUTO-
PHUHT Ha CKOJIMO03aTa U TPETMaH CO XOPMOHOT 3a
pacr.

Constanze Lammer ox ['epmanuja HU3 cBOETO
npenaBame ,,HyTpuuuona moaapumika Ha je-
nara co PWS* Hu npeseHTupanie mpakTHIHU
npuMepu oA paborara co Jena KOW T'o MMaaT
0BOj cuHApoM. Pabortene Ha pa3BuBame Ha
KOHIIENIT 3a MEHaWpamke Ha HUCXpaHara.
Harmacm pmexka mpomecor He Owmi ckam, HO
MEPUOAOT Ha MCHYBALC HA ) KUBOTHHUOT CTHUJI Ha
TOA CEMEjCTBO € JOJT.

Norbert Hodebeck-Stuntebeck on I'epmanuja ja
npe3eHTHpalle cBojara Tema ,,buxejBuopanana
Tepanuja Ha aena co PW*. Ha noderokor on
Mpe3eHTalljaTa HarJlach JeKa BO OJHECYBambe-
TO Ha exHo nmere co Prader-Willi-cunapom, Bea-
Ham Tpeba Ja ce ompeneny Jand OApeaeHo Ou-
X€jBHOPAITHO OJHECYBAIE € CO Mall MM BHCOK
PHU3UK H CTIOpe]] TOA J]a ce HajlIe HAYMH KaKo /1a
ce pearupa. 3a MeHaMpame Ha HUBHOTO OJIHE-
CyBame MOTPeOHO € a ce HalpaBu pacrope] 3a
KOjIITO Tpeba cUTe Ja ce MpUIpKyBaar.
Giorgio Fornasier ox Uranmmja co cBojaTta mpe-
3eHTanyja ,Ilperjaen Ha aKTHBHOCTHTE Ha
HuTepHanuoHajgnaTa opraHusanmja 3a Pra-
der-Willi-Syndrome* ¢ mHpOpMupaiie nexa
Opranuzanujara HyIu AWjarHo3a, paHa WHTEp-
BEHIIMja, TpPEeTMaH, eayKanuja, WHGOpPMAIIHH,

characteristics that the people suffering from
this syndrome manifest. Elena Shukarova-
Angelovska from Macedonia elaborated on the
topic “The Genetics of the Prader-Willi
Syndrome”, especially because the genetics are
the basis for the occurrence of this syndrome.
The deletion of the father’s 15" chromosome,
which is the most common reason for the
occurrence of this syndrome, can be proven by
a common Kkaryo-typization and a FISH
method.

Mirjana Kochova and Snezhana Palchevska
from Macedonia held lectures regarding the
“Endocrinological aspects of the PWS”
through which they have emphasized the
metabolic and the endocrinological aspects of
the syndrome. The greatest number of
metabolic  disorders appears due to a
dysfunction of the hypothalamus, which is also
in the grounds of this condition and the
distortion of the feeling for satiety. This leads to
compulsive overeating. Regarding the kind of
medical help that these persons would need, the

experts have enumerated the following
recommendations:  management of  bad
nutrition,  evaluation of  hypogonadism,

management of obesity, monitoring of scoliosis
and treatment with the growth-hormone.
Constanze Lammer from Germany spoke about
the “Nutritional support of children with
PWS” and presented some practical examples
from the work with children that have this
syndrome. The experts in Germany worked on
the development of a concept for management
of nutrition. She emphasized that the process
was not expensive, but the period of changes of
the family’s lifestyle was long.

Norbert Hodebeck-Stuntebeck from Germany
spoke in regards to the “Behavioral therapy of
children with PWS”. At the beginning of the
presentation, he emphasized that in regards to
the attitude of a child with Prader-Willi
Syndrome, there should be immediate
determination whether a certain behavioral
attitude is with a small or high risk and based
on the outcome, proper solution should be
applied. For the management of the children’s
attitude, it is necessary to prepare a schedule
and all of them should apply the same plan.
Giorgio Fornasier from Italy presented the
“Review of the activities at the International
Prader-Willi Syndrome Organization”. The
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MpaBHU COBETH, a BOSTHO U OpraHU3Upa UHTEP-
HAI[MOHAIHM ¥ PETHOHAIHA KOH(EepeHIIHH.
OBo3MoXxyBa OecIlaTHa nOWjarHO3a BO 3EMjU
KajJe INTO TeCTHpameTo He e jgoctamHo. Of
2003 rommua, Hax 300 ngujarHO3M  ce
BocroctaBeHH Bo 32 3emju. Mmaar 96 3emju
YJIEHKA Ha OBaa OpraHu3aiuja, Mery Kou € u
Makenonwuja.

[Tocnennoto npenaBame ,,Jlaam momosro e m
noao6po?* ox Anekcannap CajkoBcku — Make-
JIOHHja, ce OTHECYyBallle Ha aHTHOMOTCKUOT TPH-
ol Ha eMrupuckara Tepamnuja. Ce mpe3eHTHpaa
pa3MKUATE KOW IIOCTOjaT MOMely BUPYCHUTE H
OaKTepUCKUTE WHQPEKIIUH M 30IITO AHTHOM-
OTWIUTE HE JAETyBaaT Ha BUPYCHHUTE HH(EKITHIH.

OcBeH IUICHapHHTE TIpeaaBama 0ea OpraHu3H-
paHd ¥ TpHU PaOOTHITHHIM, O/ KOM MPUCYTHHUTE
MoOJKea Jia oJ10epar JIBe Ha KO y4eCcTBYBaa.

organization offers diagnose and early
intervention, treatment, education, information,
legal advices and in the same time organizes
international and regional conferences. It also
enables free diagnose in the countries where the
testing is not available. From 2003, over 300
diagnoses were posed in 32 countries. The
organization has 96 member-countries and
Macedonia is one of them.

The last lecture was regarding the Antibiotic
approach to an empirical therapy “Is longer
also better?” by Aleksandar Sajkovski from
Macedonia. It was a presentation concerning
the differences that are present between the
viral and bacterial infections and the reason the
antibiotics do not affect the viral infections.
Along the plenary lectures three workshops
were organized, from which the participants
could choose where to engage.
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