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Crnemaure KpuTepuyMu Tpeba a OWmaTr yHUBEp-
3aJTHO TIPETO3HaCHH U MpUQATEHH KaKO OCHOBHU
CTaHAap/U TIPH COOJIBETHA 3/IPABCTBEHA TPIIKA 3a
JIMIATA CO MHTENICKTYAITHU MPEUKH BO PA3BOjOT.

1.OnTHManHa TPHCTATHOCT W JOCTAITHOCT
KOH NMPHMAapPHU 3PAaBCTBEHH YCJIYTH, MPH
IITO MATHYHHTE JIeKapd ja uMaart
HeHTpajdHaTa mo3unuja. OBa Ou 3Ha4es0
AeKa Jyf'eTo co IpeyKkH BO Pa3BojoT UMaaT
NIPaBo Ha:

[. Kopucrewme Ha npuMapHOTO 3PaBCTBO.

II. TloceOHa rpmka 3a JUIaTa CO MIPEUKH BO
Pa3BojoT koW UMaaT nmotpeda o Moao0-
ro BpeM€ IpU KOHCYJITHpPamEe BO KIH-
HUKHUTE WU IpU JOMAallHa IoceTa Ha
JIOKTOD.

III. JloOwBame Ha COOJBETHA MOJAJPIIKA
IIpU KOMYHHIIMpamke, Kora ucTara ke ce
MOKa)ke Kako MoTpeOHa.

IV. [HobuBame NpOAKTUBEH TMpHCTal KOH
HUBHUTE 3/I[PABCTBEHH MOTPEOU.

V. Jla Hemaar HOMOJHUTETHN (PUHAHCHUCKH,
(GU3MYKM W 3aKOHOJABHU MPEUYKH TPU
ynorpeba Ha KOMEPIIHjaTHHA yCIyTH.

VI. [la um Ouzae oBO3MOKEHO Ja yUeCTBYBa-

aT BO 3alUTHUTHH MpOrpaMH Ha HCT Ha-

YUH KAKO CUTE OCTAHATH JIUIIA.

Ja um Ouze 0OBO3MOMKEHO Jia OJpXKyBaaT

37lpaB HAUMH Ha JKHBECH:-C, MPEKY KOj Ke

MOXKaT Ja ce 3alliTUTaT of OoJiecTH 3a

MOBOJTHA 3/IPaBCTBEHA COCTOj0a.
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The following criteria should be universally
recognised and accepted as basic standards of
adequate health care for individuals with
intellectual disabilities.

1. Optimal availability and accessibility to
mainstream health services with primary
care physicians playing a central role. This

that people with

disabilities will:

means intellectual

I.  Use mainstream health services.

II. Receive more time for consultations in
the clinic or in home wvisits, when
needed.

III. Receive adequate support in
communication, when needed.

IV. Receive a proactive approach to their
health needs.

V. Have no extra financial, physical or
legislative barriers to use mainstream
services.

VI. Be able to participate in screening

programmes, in the same way as
anybody else.
VII. Be supported in achieving and

maintaining a healthy lifestyle that will
prevent illness and encourage positive
health outcomes.
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VIII. [la moOwBaaT jacHM WH(OpPMAITUU 32 3]I-

paBjeTo W IMpOMOIIFja Ha 3ApaBCTBEHATA
6marococroj0a (MCTOTO IOCTalHO H 3a
HUBHOTO CEMEjCTBO, a U KaKO KapuepHa
ornpenenoa).

IX. Ha mobuBaaT 3apaBCTBEHA 3aIlITUTA CO
no0pa KoopauHaIHja U copaboTKa moMe-
Iy pa3ImIHu TPoheCHOHATHA KaIpH.

2. 3npaBcTBeHHTe NpodecnoHannu (0co00eHo

JIeKapuTe, CUXUjaTpuUTe, 3a00JieKapuTe,
MeJUIMHCKATE CeCTPH U CPOAHMTE MPO-
(¢ecuu) BO KOMEPUHjaTHOTO 3IPABCTBO
JAa UMAaT CIOCOOHOCT 32 cIpaByBame €O
JIMLA CO MHTEJEKTYAJTHU NPeYKH BO pa3-
BOJjOT M €O crnenuduYHU 3APABCTBEHH
npodJjieMHu Kaj ucTure.

I. Tlpodecuonamure mo 3apaBCTBO UMaaT
OJITOBOPHOCT Jla TOCTUTHAaT MOJTOTBe-
HOCT BO OCHOBHUTE CTaHAApAU NpHU
3IpaBCTBEHATa I'PIDKA HA JIMIATa CO MH-
TEJIEKTYaJHU IPEYKU BO Pa3BOjOT.

II. TloarorBeHocTa BKIIy4yBa MOJUTHYBaHE
Ha CBECTa Kaj oBUE MpodecuoHaIm ae-
Ka He CHUTE 3[PaBCTBEHU MPOOJIEMH Kaj
JUIaTa CO MHTENEKTyalleH XeHIUKEI, Ce
NpeIU3BUKAHN O]l HUBHATa JEJIMKaTHA
cocrojoa.

III. Cure mporpammu 3a oOyka BKIydyBaatr
OCBPT KOH HHTENEKTYaJHUTE MPEUKH,
BKIIy4yBajKl TH HajaKTyeJIHHUTE: €THO-
JIOTHjaTa, HEKOW (PEKBEHTHU CHHIPO-
MH, €THOJIOLIKO-IIOBP3aHM 3PaBCTBEHU
npo0jeMu, KOMYHUKAalM{, INPaBHU U
CTUYKH aCIEKTH.

IV. OOykarta 3a omHecyBame M KOMYHHKa-
TUBHHU KBaJIM(PUKAIMY € BayKHA KaKO KITU-
HUYKa BEIUTHHA M IMOpaay Toa € CcocTa-
BEH JIeJT O] IporpamMarta ImpHu o0yKa.

V. VmarctBa 3a cnenmupuIHN 3IPaBCTBCHH
npobieMu e gocTarHa npeky MHrepHer,
I JA-POM-oBu 1 ApyTH HAYUHHU.

VI. 3apaBctBeHuTe mpodecroHa Iy o KO-
MEPIUjaTHOTO 3/IPaBCTBO MMaaT JieCEeH
IPUCTAIl O KOJIerH IpodecHOoHannu U
UMaaT MOXXHOCT Ja A0OHjaT COBET Of
HUB, 0e3 OWI0 KakBa (PMHAHCHCKA, TIPAK-
TUYHA WM IIpaBHa Oapuepa.

3. 3apaBcTBenuTe mnpodecuoHa nu (JeKa-

puTe, McUXHjaTpuTe, 3a001eKapuTe, Me-

3. Health
psychiatrists, dentists, nurses and allied

VIII. Receive understandable information
about health and health promotion (also
available to family and carers).

IX. Receive health care with good co-
operation and co-ordination between

different professionals.

Health professionals (especially
physicians, psychiatrists, dentists, nurses
and allied professionals) in mainstream
health services will have competencies in
intellectual disabilities and therefore in
some of the more specific health
problems in people with intellectual
disabilities. This will require that:

I. Health professionals have a
responsibility to achieve competencies
in the basic standards of health care for
people with intellectual disabilities.

II. These competencies include the
awareness that not all the health
problems of people with intellectual
disability are caused by their disability.

II. All training programs for health
professionals  pay  attention  to
intellectual disabilities, including the
most common aetiology, some frequent
syndromes, aetiology-related health
problems, communication, legal and
ethical aspects.

IV. Training in attitude and
communicational skills is as important
as clinical skills and therefore is part of
the training programs.

V. Guidelines on specific health issues are
available through Internet, CD-ROM or
otherwise.

VI. Health care professionals in mainstream
services have easy access to and are
able to get advice from specialist
colleagues without extra financial,
practical or legislative barriers.

professionals (physicians,
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I

JUIUHCKUTE CeCTPU U CPoaAHUTe Npode-
CHH) KOU ce CTPY4YHHU BO crnenupuyHUTE
3IPaBCTBEHM MOTPEOH HA MHAUBHAY AU
€O UHTEJEKTYaJHA MONPeYeHoCT BO pa3-
BOjOT, ce /JOCTANHM KAaK0 MOTKpema Ha
NPUMAapPHOTO 3apaBcTBo. OBHe mnpode-
CHOHAJIIIA MOKAT /1a COBETyBaaT, TPeTH-
paar mnoce0HM MeJHMUHHCKM MPodIeMu
WJIH 1A npe3eMar (1ej 0]1) MeIUIMHCKATA
TPHIKA 32 JIMIA CO MHTEJIEKTYaJHH OHec-
nonpevyenoctu. OBa HaBeAyBa JieKa:

I. Ilporpamure 3a oOyka ce IOCTamHHU 3a
3[paBCTBEHU MPOGECHOHANIN KO CaKa-
aT Ja CTeKHAT MOBeKe KBATH(DHUKAITIN BO
3/IpaBCTBEHUTE MPOOJIEMH MOBP3aHU CO
JUIaTa  co  MHTENeKTyalHa  Mo-
MPEYEHOCT.

II. Osgwue crienujanrcTi KpeupaaT U OJpxKy-
BaaT MPEXKHU CO CHEUHjaNTUCTH BO TpPaHH-
LIUTE U HaJBOP OJl PaHULIUTE Ha COICT-
BeHaTa mpodecrja co 1ea aa ce Mmoao-
OpaT HUBHHUTE BEIUTHHH W 3Haema. OBa
MOXe JAa Oujae IMOCTUTHATO CO JIMYEH
KOHTaKT WM CO IIOMOII Ha CO37aBambe
Ha (BUPTYEJIHM) IIEHTPH 3a CTPYIHOCT.

II. HcrpaxyBamara 3a 30paBCTBEHUTE IPO-
OneMM Ha JHMIATa CO HHTEJEKTyallHa
MOTIPEUYEHOCT Ce€  CTUMYJUpaaT BO
copaboTka €O aKaJAeMCKUTE IICHTpH.
Tpeba ma Oune cozmamena Academic
Chairs in Intellectual  Disability
Medicine (AkageMcka KaTeipa 3a MeIu-
[IHATA 332 UHTEJEKTYAIHU PEYKH) Koja
ke MHULUPA, CTUMYJIMpa U KOOPAWHHUpA
HAyYHH MPOEKTH.

professionals) who are specialised in the
specific health needs of individuals with
intellectual disabilities are available as a
back-up to mainstream health services.
These professionals can advise, treat
specific medical problems or take over (a
part of) the medical care for people with
intellectual disabilities. This will require

that:

I.  Training Programmes are available for
health professionals who want to gain
competencies in health issues of people
with intellectual disabilities.

II. These specialists create and maintain
networks with specialised colleagues in
and outside of their own profession, in
order to improve their knowledge and
skills. This can be achieved by personal
contacts or by creating (virtual) centres
of expertise.

III. Research on health issues of people
with disabilities  is

with

academic centres. Academic Chairs in

Intellectual Disability Medicine should

be created to initiate, stimulate and co-

intellectual

stimulated in  co-operation

ordinate research projects.

4. 3apaBcTBeHaTa TIpHkKa 3a JHLIA CO Health care for individuals with
MHTEJEKTYaIHH  TPEYKH  4€CTo HaTu intellectual disabilities often needs a
0apa nmoBeKe-TUCHHUIUIHHAPEH MPUCTAIL multidisciplinary approach.

I. Cnenudununu 31paBCTBEHH HAOTH /WK
TpeTMaHN 6apaaT KOOpAMHALM]a TOMeTy I. Specific health assessments and/or
pasnuyHun mpodecHoHaNM OX 3ApaB- treatments need co-ordination between
CTBOTO (TaKoB IPHMEP € BU3YEIHOTO M different health professionals (eg. visual
CTyXOBHOTO HApyIIyBatbe, MEHTAIHOTO and hearing impairment, mental health
pexaGHINTAI]aTa). complex disabilities, care for the
II. TloTpeOHO e cTuMynUpame Ha KapakTe- elderly, rehabilitation care).
pUCTHYHA 00yKa HAa MEAUIIMHCKU CECTPH II. Specialist training for nurses and other
¥ Jpyru mpoduian oj Hcrata obiact. carers is stimulated. This includes
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Hcrtoro BakydyBa ocnocoOyBame 3a
HOPIIKA M TPHKa 3a JIMIA CO WHTEIIe-
KTyaJlHa MpedyKa KOW MUMaaT HapylIeHH
BU3YEJIHH CIIOCOOHOCTH, PacTpOjCTBa O
aKyCTHUCH CIIEKTap, eNHJencHja, IMpo-
OeMu cO MEHTAITHOTO 3JIpaBje, Ouxej-
BUOpaTHI/(POPEH3NYHU TpoOIeMH (-
3UYKA W CIIOKECHU TPEUYKH, MPoOIeMH
NpU HCXpaHa W TONTamke, U NpolieMu
MOBP3aHH CO OPEIICHN BO3PACTH.

5. 3}IpaBCTBeHa Irpuika 3a Juiarta ¢0 MHTEJICK-
TYaJIHU MPEYKHU U NMPOAKTUBECH NMPHUCTAIL

I. Tpeba ma Ouae moanp KaHO YUYECTBO BO
HaIlMOHAJHU IPOTPaMHU 32 3aIITHUTA.

II. TlpenBuneHuTe 3ApaBCTBEHU HCTPAXKY-
Bama MOBP3aHM CO CIIYIIHUTE H BH3YEl-
HUTE MONpeUyBama U APYTH 3a4eCTeHU
mpo0Oiiemu, Tpeba a OuaaT MOoTKpeneHH
CO JIOKa3W M UCTUTE Ja OWIAT MOCTOjaHO
JOCTAaIHHU.

III. TenepamHu U MOCEOHU POTPaMU 32 MO-
HUTOPUHT C€ Pa3sBUCHU M HMIUIEMEH-
tupanu. Co pa3Boj Ha 37paBCTBEH CHC-
TEM Ha MHIUKATOPH, TOCEOHO BHUMAaHHE
€ IIOCBETCHO Ha JHLATa CO UHTe-
JIEKTYaITHH MTPEYKH.

IV. Mopa ga Ouze mojacHeTa 0ArOBOPHOCTA
3a pa3BOj Ha MPEIBUICHU HCTPaKyBamba
U HUBHO IPUMEHYBame (MaTHUYHHUTE
JIeKapu, JOKTOPUTE OJf jaBHOTO 3A-
PaBCTBO U CIEIHjaJTHCTUTE).

V. Jlyfero co WHTENCKTyaJlHU TPEYKA H
HUBHHTE CEMEjCTBa HMaaT NpaBoO Ha
ETHOJIOLIKH UCTPAKyBamba.

Oojacnysauku memopanoym

XONMaHJACKOTO 3Ipy)KEHHE Ha JIeKapu |
EBporckoTo 3apyxkeHHe Ha MEAUIUHA 3a
UHTEIEeKTyallHa  MOpPEYEHOCT, 3aelHO  CO
Epa3smyc MII, Onnenenuero 3a ,,CrenujaiHo
o0yuyBame Ha Jiekapu 3a paboTa co Jyfe co
UHTENCKTyalHH  MPEeYKu ja  Tperno3Haa
norpedbata ox oBoj MaHudect u ja mpeseaoa
OJITOBOPHOCTA 32 pa3BUBambE Ha UCTUOT.

XOoNMaHICKOTO MHHHUCTEPCTBO 3a 3APABCTBO,
XomaHackaTa opraHu3anyja Ha MPOBajaepy Ha
YCIYrd U XOJAaHJCKHOT HAllMOHAJIICH KOMHUTET
eBpOIICcKa ToanHa Ha nyre co mpeuku 2003 Oea

learning how to support and care for
people with intellectual disabilities who
have for instance sensory impairments,
autistic spectrum disorders, epilepsy,
mental health problems, behavioural /
forensic  problems, physical and
complex disabilities, swallowing and
feeding problems and age related
problems.

5.  Health care for people with intellectual
disabilities needs a pro-active approach.

I. Participation in national screening
programmes should be encouraged.

II. Anticipating health investigations on
visual and hearing impairments and
other frequent health problems should
be evidence based and routinely
available.

III. General and specific health monitoring
programmes are developed and
implemented. In the development of
Health Indicator Systems special
attention is paid to people with
intellectual disabilities.

IV. Responsibility for the development of
anticipating investigation programmes
and for their implementation must be
clarified (primary care physicians,
Public Health Doctors or specialised

physicians).
V. People with intellectual disabilities and
their families have a right to

aetiological investigations.
Explanatory memorandum

NVAVG - Netherlands Society of Physicians
for persons with Intellectual Disabilities, and
MAMH - European Association of Intellectual
Disability Medicine together with Erasmus
MC - Department of “Specialist Training for
Physicians for People with Intellectual
Disabilities” recognised the need for this
Manifesto and have taken the initiative for its
development.

The Dutch Ministry of Health, the Dutch
Organisation of Service Providers, the
Federation of Parent Associations and the
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JIeIT OJT OPTaHU3aIMOHUOT KOMUTET.
OpraHu3alioHAOT KOMHUTET O(pOpPMH IET Oc-
HOBHHU KPHUTEpUYMH 32 ,,AJleKBaTHa 31paBCTBE-
Ha 3allTUTa Ha Jyfe CO WHTEIIEKTyallH! Tped-
ku“. OmmT morjea KOH 3ApaBCTBEHATA T'PIIKa
3a JIMIaTa Co MHTENEKTyaJlHa Ipedka BO pas-
JUYHH 3eMjH (IO3UTHBHATA CTpaHa Kako U He-
JIOCTATOITUTE), OCIIe OBO3MOXKEH MPEKY aHKCTH-
pambe HamnpaBeHO O] CTpaHa Ha MEIUIMHCKH
npodeCHOHANIN U HEBIaJUHNA OPraHUu3aliH O]
EBpona u npyrure konturenTH. [Ipexy anamm-
3W Ha JOCTAITHATA JIATEPATypa U BIAIIMHHA JOKY-
MEHTH, KOMHUTETOT Oellle 3all03HaeH CO TMOLIH-
POKHOT TIOTIIE ] Bp3 CUTYalldjaTa.

Hue 3akimy4umBMe fnexka BO MOMEHTOB ITOCTOjaT
HEKOJIKY HEJOCTAaTOLM BO OpraHu3andjara u
KBaJIUTETOT Ha 3[paBCTBEHATa TpuXa 3a Jyre
CO HMHTENEKTyaHa IONPEYCHOCT BO Pa3IMYHU
EBporicku 3emju.

Hexou on oBue HemocTaToL 0 OIpelcHA Me-
pa ce Beke MPHU3HACHW WIH C€ IMOJOOpPEHH BO
HEKOJIKY 3eMj1, HO HUEJIeH O]l aHKETHPAHUTE He
ra feUHHUpaIIe KaKO COOJBETHU KBAaJUTETOT U
rpyKara 3a JUIa cO MPEYKH, BO COICTBEHATa
3eMja.

Bp3 ocHoBa Ha mH(pOpMaMUTE O] IUTEPATYypa-
Ta U AHKETUPABETO, OPraHU3alUOHUOT KOMH-
TET COCTaBH HAUPT Bep3Wja Ha MaHugpecm 3a
OCHOBHU CIAHOAPOU 34 COO0B8EMHA 30PABCHIEe-
Ha He2a HA AUYA CO UHMENEKMYAIHU HPEuKU.
OTKako KOHCYNTHUPAaHmETO TH 3anHTEepecHupa
npodeCHOHANINTE W TAaHTHPAHWUTE O]l TMPOEK-
ToT, MaHudecror Oemie KOMIUIETHpAaH Ha
3arBopeHa koHdepeHuuja Ha 27 HoemBpH, 2003
TOJIMHA.

Ha cpeabata w©wa 27 HOeMmBpH, OBHE
Kpureprymu 3a cooBeTHa 3/paBCTBEHA TPHKa
0ea nuCKyTHpaHU cO (TPETCTaBHHUIIA HA) JIUIA
CO HWHTENIEKTyaJIHW TPEYKH, NpOoecHOHATHU
OpraHHW3alyy, MPoBajaAepyd Ha YCIYTH W IOJIHU-
Trdyapu. [loceOHO BHMMaHHWe Oemie MOCBETEHO
Ha nocnequnure ox Marudecror.

Ha Konrpecor Ha 28 HOeMBpH, MPETCTaBHUIIU
Ha EAIIC/I EBponickara opranusanyja Ha 00e3-
OemyBaun Ha yciyru, Makmy3uja EBpona u eB-
POTICKHOT MAapjaMeHTOT ja MpyKHja HUBHATa
HaKJIOHETOCT KOH 0BOj Manudect. HuBHuTe 3a-
Oenelky ce pernpoaylupaHd BO oBaa (uHaIHA
Bepauja.

Dutch National Committee EYPD 2003
(European Year for People with Disabilities)
were part of the organising committee.

The organising committee formulated five basic
criteria for ‘Adequate Health Care of People
with Intellectual Disabilities’. By means of a

questionnaire, completed by  medical
professionals and non-governmental
organisations from Europe and other

Continents, it was able to gain an overview of
the health care for individuals with intellectual
disabilities in different countries: the positive
aspects as well as the shortcomings. Consulting
the literature and governmental documents
helped the committee to form a broader view.
We concluded that presently there are several
shortcomings in the organisation and quality of
the health care for people with intellectual
disabilities in different European countries.
Some of these shortcomings are to a certain
extent already recognised or being
improved upon in several countries, but
none of the responders defined the quality
of health care for people with intellectual
disabilities in their own country as
adequate.

Based on the information from the literature
and the questionnaire, the organising committee
formulated a draft version of a manifesto for
basic standards for adequate health care for
people with intellectual disabilities. After
consulting interested  professionals and
stakeholders, the Manifesto was finalised at the
‘Invitational Conference’ on the 27" November
2003.

At the meeting on the 27" November, these
‘Criteria for Adequate Health Care’ were
discussed with (representatives of) persons with
intellectual disabilities, professional
organisations, service providers and politicians.
Attention was also paid to the implications of
the Manifesto.

At the congress, on the 28™  November,
representatives ~ of  EASPD (European
Organisation of Service Providers), Inclusion
Europe and the Euro Parliament gave their
comments on this Manifesto. Their remarks are
reproduced in this final version.
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Ilpezcneo

HcTpaxkyBamaTa MOKaXyBaar Jieka MHOTY JIHIA
CO HMHTCJIICKTYaJIHU IIONPCUCHOCTU HMaaT CIiC-
UGUYHN 3PaBCTBEHU MOTpedu. Tue moxe na
UMaaT TMOBEKe TEHEepaTHH U  crHenupuIHU
3JIPaBCTBEHU MPOOJIEMHU MOBpP3aHU CO HUBHATA
(u3MUKa ¥ MICUXHYKA COCT0j0a, CIIOPEICHO CO
nuia 0e3 MHTENCKTyaaHa mornpedeHocT. [1poo-
JIEMUTE BO KOMYHHKaIIMjaTa Ce UCTO TaKa YeCTO
3acraneHu. MHKIy3Wja Ha JIMIAa CO HHTEICK-
TyaJlTHU TIPEYKH ¢ npudareHa cTpaTeryja Ha mo-
BEKETO eBpOICKH 3eMju. McToTo Gapa XONUCTH-
YeH IPHUCTAIT KOj BKIydyBa oOpa3oBaHuUE, JOMY-
Bamke, BpaOOTyBame, 3a0aBa U KOPUCTCHE Ha
KOMEpIIHjaTHU YCITyTH.

IIpumapHOTO 3mpaBCTBO Tpeba ma Oume moc-
TamHO 3a JyFeTO CO MHTENEKTYalIHU MPEUYKH U
Tpeba 1na Ouje cnocoOHO J1a ce CIpaByBa Co 3a-
JIOBOITYBam-€ Ha 3JIPABCTBEHUTE MOTPEOH HA JIH-
11aTa co moceOHu moTpedu.

OBaa oxpenba vMa BIIMjaHUE BP3 MPUMAPHOTO
3IPABCTBO, TPUXKATA OJ CICIUjATUCTH M OIIIII-
THOT 3/IpaBCTBEH CHUCTEeM. JIekapuTe U CPOJTHU-
Te TpodecuoHaNy 0] MEeIUIMHCKaTa objacT,
KaKko U (DU3UKATHUTE TEPANEBTH IO UMaaT MO-
JOOPEHO CBOETO MO3HABAKHC 32 JIMIATA CO HHTE-
JICKTYQJIHU TPCYKU U HUBHUTE 3APAaBCTBCHU
npoOnemu. [lokpaj Toa, O 3IPaBCTBEHUTE
NpPaKTUKAHTH, KOM CE aHTaKUpaHW Ja paboTat
CO CaMO HEKOJKYy JIMI[a CO HHTCIICKTyallHU
MIPEYKH, HE MOXKE J1a C€ OUYCKYBa Jila MMaaT 0CO-
OCHO 3HACHEC 33 ONPEACICHU 3IPABCTBEHH MPO-
OyeMn Ha JyreTo CO WHTEIEKTyajHa Ipedka.
IMopangu Toa mOTpeOHA € TOMAPIIKA OJ
CICIMjaJTHU CTPYYHH KaJ[PH.

Bp3 ocHOBa Ha nH(OpMaITHjaTa CTEKHATA TIPEKY
AHKCTHUPAKETO, BJIAJIMHUTE U3BCIITAU U JIUTCPA-
TypaTa, HHE HAlpaBUBME BakoOB Iperien (Be
MoJMMe 3a0elekeTe JeKa CICTHUTE TOYKH He-
MaaT CTaTyC Ha HaydeH W3BEIITaj, HUTY ce odu-
I[UjaJICH CTaB Ha aBTOPUTE):

ODI‘ AHU3alMCKH aCIICKT!:

3aKilydeHO € JieKa OIIITUTE 3/APaBCTBEHH YcC-
TaHOBU HE CEKOrail yCIeBaaT Ja T'd OCTBapar
COOJIBETHUTE 3JIPaBCTBEHU YCIIYTH Kaj JIHIIaTa
CO WHTEJNIEKTyalTHa TOTPEYEHOCT.

Mma BUAHM pa3IUKU BO KBAJTUTETOT U OpPTaHU-
3amMjarta Ha 3ApaBCTBEHATa IPrKa 3a JINLATa CO

Overview

Research shows that many individuals with
intellectual disabilities have specific health
needs. They may have more general and
specific to their condition - related physical and
psychiatric health problems compared to
individuals without a disability.
Communication problems are also often
present. Inclusion of individuals with
intellectual disabilities into society is the
accepted strategy of most European countries; it
requires a holistic approach, including
education, housing, employment, leisure
services and use of mainstream services.
Mainstream  health services should be
accessible for people with intellectual
disabilities and should be capable to deal with
the disability — related health needs.

This premise has consequences for primary
health care, specialist care and the general
health care system. Physicians, professions
allied to medicine and psychological therapists
have to improve their knowledge of individuals
with intellectual disabilities and their health
problems. However, health practitioners, who
are involved with only a few individuals with
intellectual disabilities can not be expected to
have specialised knowledge about the specific
health problems of people with intellectual
disabilities. Specialists are therefore needed to

support them.
Based on the information gained by
questionnaires, governmental reports and

literature we made the following observations
(please note that the following remarks don’t
have the status of a scientific report nor are a
display of the opinion of the authors):

Organisational aspects:

It is reported that general health services do not
always succeed in delivering adequate health
services to persons with intellectual disabilities.
There are major differences in the quality and
the organisation of health care for persons with
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MHTEJICKTyallHa MPeYKa BO PA3IMYHU €BPOIICKU
3eMju. Bo jy)KHUTE U UCTOYHHUTE EBPOIICKU 3€M-
jU, KBAJIUTETOT Ha MEIUIIMHCKATA TpUXka Ha JIU-
1aTa CO WHIAWBHIYATIHH TPEYKH € MPUIHYHO
Hee(ukacHa. Bo moBekeTo ceBepHU W 3amlaJHU
EBPOIICKHU 3€MjH, KBAJUTETOT Ha MEAUILIMHCKATA
rpUXka € PEeTUCTPUPaH Kako 1mojo0ap, HO AypH U
BO OBHE 3€MjU MATHYHHTE JICKAPU YECTO IMATH
Ce YMHU JIeKa MOKa)XyBaaT HEe3HACHE, HEIOCTUT
Ha TIOCBETEHO BpeMe U MoceOHa KOMYHHUKaIldja
KOH JIUIaTa CO MOCeOHU MOTpeOH.

[TemujaTpure reHepasTHo UMaaT IOCeOHO MO3HA-
Bame 32 JelaTa Co UHTENeKTyanHu npeuku. Ce-
MaK, CIopej HANIMTE aHKETHPAHU COTOBOPHHM-
U, THE 4YeCTO Ce KOHIICHTPHUpaaT camMo Ha
,,3JPaBCTBEHUTE " MpoOsIeMH, 0e3 KOOpAWHUpa-
e Ha IEJIOCHAaTa MEIWIIMHCKA Tpka u 0e3
MOJUIPIIKA HA HHUBHUTE (GaMHIMH BO JPYTH
MPABIIH.

Bupekn ouekyBaHHOT KHBOTEH BEK Ha JIMIATA CO
MHTENCKTYATHA TIPEYKH 3HAYUTEITHO CE 3rOJIEMU
BO TIOCIICHATE HEKOJIKY JICIIEHHWH, MPOOJIeMOT
HACTaHyBa MPU HEOMXOJAHHOT IMPEMHH KOH 3/[paB-
CTBEHA I'PIKa HA BO3PACHUTE JIHIIA.

IMopamy moBeke-IUCHUIIMHAPHUOT aCHEeKT Ha
3/IpaBCTBEHATA IPHIKA Ha JIMIA CO MHTEJICKTYall-
HU TPEYKH, CE€ CEKOTaIll CIICIUjaTM3UPAHH Tepa-
MEBTH W HAYYHUIIM 332 OJTHECYBame MOTPEOHH,
KOHW HE CE€ CEeKoraill JOCTallHd U HUBHATa COpa-
00TKa CO peryJiapHa U CIelyjaiHa MOMOII Tpe-
0a na nMa oo0pa opraHu3anyja.

MeauuuHCKU acIeKTH:

U mokpaj Toa mTO NCHUXUYKUTE MPOOIEMH ce
MPUCYTHH MHOTY TIOYECTO Kaj JIUIA CO HHTENCK-
TyaJHa Mpevyka, MMa MHOTY IoMaj Opoj Ha TICH-
XHjaTpH CO 0COOCH MHTEPEC WU CTPYUHOCT OJ1
OBOj KapakTep U 0co0eHO 3a paboTeme co aena
CO MHTEJICKTYaTHa TIOIPEYCHOCT.

CeH3opHHTE OIITETYyBama ce 4YecTa I10jaBa.
OBHe MHOTY Ba)XHU YCJIOBU C€ CEPUO3HO MOT-
IIEHETH TPH JHUjarHOCTUIMPak. MHOTY 4YecTo
HE CC Pa3BHCHU U MMIUIEMCHTUPAaHU HUTY IO-
ceOHM MPOTrpaMu 3a KOHTPOJIA.

ITopamu Toa MITO HEKOW CHHIPOMH CE YECTO IMO-
Bp3aHH CO TOCEOHW 3IIPaBCTBEHU IPOOIEMH,
Mopa Ja Oujxe [OCTalmHO CJENCHhEeTOo Ha
npobJeMuTe MOBpP3aHH CO CHHAPOMH Mopa Ia
OuIe JOCTAIIHO.

AHKETHpaHUTE ja TOTCHIUpaar moTpedaTta of

intellectual disabilities in different European
countries. In southern and eastern European
countries the quality of medical care for
individuals with intellectual disabilities appears
to be rather insufficient. In most western and
northern European countries the quality of
medical care is reported as better, but even in
these countries general practitioners (GP’s)
often seem to display a lack of knowledge,
communication skills and time.

Paediatricians ~ generally  have special
knowledge about children with intellectual
disabilities. However, according to our
responders they often concentrate on the
‘health’ problems only, without co-ordinating
the total medical care and without supporting
the families in other aspects.

Since the life-expectancy of people with
intellectual disabilities has increased
significantly over the past few decades,
problems arise when transition to adult care
becomes necessary.

Because of the multidisciplinary aspects of
health care for individuals with intellectual
disabilities,  specialised  therapists  and
behavioural scientists are sometimes needed but
not always available and their collaboration
with regular and specialised services needs
better organisation.

Medical aspects:

Although psychiatric problems are present more
often in individuals with intellectual
disabilities, there are only few psychiatrists
with special interest or expertise in this
speciality, especially for children with
intellectual disabilities.

Sensory impairments are often present. These
very important conditions are seriously under-
diagnosed. Special screening programmes are
usually not developed and/or implemented.
Since some syndromes are often associated
with  specific health problems, health
monitoring of these syndrome-associated
problems should be available.

Responders emphasise that it is necessary to
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MOCBETYBamhe NOCCOHO BHUMAHHUE HA JIyI'eTO CO
CJIOKEHU U JTA0OKH MPEUKH, KOM MHOTY YEeCTO
uMaar W JPYTH 3[PaBCTBEHU MPOOJIEMU, KaKO
HITO Ce OTE)KHATA BU3YETHA M CIyIIHA TepIier-
1vja, renedpaHara rmapaimsa, eruiIercrujata u
pacTpojcTBara mpu ucxpaHnata. Hupaure 3mpas-
CTBEHM MpOoOJIEeMH MOHEKOoTall MMaaT norpeda
01 TOCEOHO OOYYeHH METUITMHCKH CEeCTpPH,
CPOIHH npo)eCHOHAIIIH, TICUXOJIOIIKH
TEpaneBTH U JIeKaph, KOM HE C€ CeKoral
JIOCTAITHH.

Kora nyrero co WHTENEKTYalHH MPEYKU
JKUBEAT BO CHMYJIMPAHH YCJIOBU Ha OMINTECTBO,
HUBHHTE CJIOKEHH 3JPABCTBEHH MOTPEOH MOHE-
KOTalll Cce MellaaT Co OJIP)KYBameTo Ha Bpel-
HOCTUTE Ha HOPMAJIHOTO JXUBECHC, MOYUT U
npuBaTHOCT. HepocTura u coofBeTHA TEXHUYKA
ajianTanyja Ha MPOCTOPOT 32 JKUBECHE U Pado-
Ta Ha JIyI'€TO CO CEPHO3HI MOTOPHH U CEH30PHHU
OIITETYBaA.

CTOMAaTOJIOMIKA TPHXKA:

CroMaTooIIKaTa rpuXka 3a JIyFeTo CO HHTEJICK-
TyaJHU MPEUYKU € TeHepaiHo Jjomra. Bo MHOry
3eMjU CE YyBCTBYBA HEJIOCTUTOT OJ] CTOMATOJIO-
3W IypH W 3a OMIITara momyanuja. Mima eBu-
JICHTUpaHa MOTpeda OJl CTOMATOJIO3M KOU Ce
MOTUBHpAHH Ja O/IBOjaT IOBEKe BpeMe NpHU
TpPEeTMaH Ha Jiyfe CO MHTENCKTYyalHH MPEUKUd U
Jia ce 0OMaAaT Ja TH HaJJMHHAT TEIIKOTHHUTE TPH
KOMYHHUITUPAKBETO U pacTpojcTBo. OBa € mypH
MOBEKEe BaXXKHO KOTra HEKOj ke catu neka auja-
rHO3aTa Ha JECHTATHUTE aOHOPMATHOCTH MOXKE
Jla TIPUJIOHECE ETHOJIONIKO JIMjarHOCTUIIMPAE
Ha MHTCJICKTYyaJIHU MMPCYKU.

HauuH Ha xuBeeme:

JIyreTo co yMepeHH UHTEICKTYaIHH PacTPOjCT-
Ba, KOM JKUBEaT BO OMIITECTBO CO MHUHHMAITHA
MOJIIPIITKA, MHOT'Y Y€CTO M JISCHO MOYE J1a MPH-
(aTat He3paBu HABUKH. MHOTY € B&KHO UCTHU-
TE Ja ce MoAApKaT, 3a Aa Ommat u30erHaTu co-
[[UjaJTHU ¥ 3IPAaBCTBCHH PU3UIIH.

VY4ecTBOTO Ha Jyre CO MHTEICKTYATHH MPEUKH
BO MpPOrpaMUTe 3a KOHTpOJAa Ha TeHepaJHaTa
JABHOCT, € TIOKQKaHO KaKO CHPOMAIITHO U HCTO-
TO Tpeba aa 6mme momodbpeno. JIyreTo co uHTE-
JICKTyaJHa TOIMPEUYECHOCT ¥ HUBHUTE HETOBaTE-
JIM HE Ce CeKoralll CBeCHH 3a MoTpedaTta na ou-
JlaT KOHTPOIUPaHH.

pay special attention to people with complex
and profound disabilities, who often also have
other medical problems, such as visual and
hearing impairments, cerebral palsy, epilepsy
and eating problems. Their health problems
sometimes require specially trained nurses,
allied health professionals, psychological
therapists and physicians, who are not always
available.

When people with intellectual disabilities live
in community settings, their complex health
needs sometimes interfere with the maintenance
of values of normal living, respectful treatment
and privacy. For people with serious motor or
sensory  impairments adequate technical
adaptations in their living and work place are
often missing.

Dental care:

Dental care for people with intellectual
disabilities is generally reported as poor. Even
for the general population there seems to be a
lack of dentists in many countries. There is a
reported need for dentists who are willing to
take some more time to treat people with
intellectual disabilities, and try to overcome the
difficulties of communication and anxiety. This
is even more important when one realises that
the diagnosis of dental abnormalities can
contribute to the aetiological diagnoses of
intellectual disabilities.

Lifestyle:

People with mild intellectual disabilities,
who live in society with a minimum of
support, can often adopt unhealthy habits. It
is important to support them to avoid health
or social risks.

The participation of people with intellectual
disabilities in screening programmes for the
general population is reported as poor and has
to be improved. People with intellectual
disabilities themselves and also their carers do
not always seem to be aware of the need for
screening.
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HUcrtpaxyBame:

MenuiMHCKaTa TpUKa 32 JIyFeTO CO WHTENCK-
TyaJIHU TIpeUkH Tpeba 1a Oujie eBHICHTHpaHA.
HcTpaxyBamero € mMOTpeOHO Kako OCHOBa 3a
nobpara mpakthka. Mako e TOpHU3HACHO
3HAUMTETHO 3rojieMyBamkbe Ha OpojoT W Ha
KBAaJIUTCTOT Ha HY6HI/IK3HI/II/ITC BO McAUIIMHaATa
32 UWHTENEKTyaJlHd TPEYKH, TOJEeM Jell OJf
pabortaTa c€ ymite He ¢ 3aBpiieHa. Bo Espoma
MOCTOjaT caMO HEKOJIKY aKaJIeMCKH KaTelpH.

ColnjaaHo-eKOHOMCKH aCIEeKTH:

MHory nyfe co MHTENeKTyaTHa MOIPEYeHOCT CT-
pajaar ol CHpOMAIITHja FJIM UMAaT HHUCKU TIPHU-
XOJIH.

3npaBcTBEHAaTa TpWKa 3a JIMLATA CO HHTENCK-
TyaJIHU IIPEYKHU ITOHEKoram e ckara. [ToBeke moc-
BETEHOTO BpEME, 3HAuM MOTOJEMH TPOIIOUH U
¢uHaHCHpama, KoH Tpeda a ro 0Apasat UCTOTO.

Literature:

1.  Promoting Health, Supporting Inclusion.
The national review of the contribution of
all nurses and midwifes to the care and
support op people with disabilities. NHS,
Scotland 2002

2. Valuing People, a new strategy for
Learning Disability for the 21% Century,
UK Department of Health, 2001.

3. Closing the Gap: a National Blueprint to
Improve the Health Disparities and Mental
Retardation. Report of the Surgeon
General’s  Conference on  Health
Disparities and Mental Retardation, USA
2001.

4. Healthy people 2010, Disability and
secondary conditions, Focus area 6,
reports and Proceedings, USA 2002

Research:

Medical care for people with intellectual
disabilities needs to be evidence based.
Research is necessary, as it is the basis of good
practice. Although it is acknowledged that there
is a significant increase in the number and
quality of publications in intellectually
disability medicine, a lot of work has still to be
done in this area. There are only a few
academic chairs in Europe.

Social-economical aspects:

Many individuals with intellectual disabilities
suffer from poverty or have a low income.

Health care for people with intellectual
disabilities is sometimes expensive. More time
means more costs and funding will need to

reflect this.

5. Samen Leven in de Samenleving. Raad
voor de Volksgezondheid & Zorg, 2002.

6.  Evenhuis, Prof. Dr. H.M. Want ik wil nog
lang leven., achtergrondstudie bij Samen
Leven in de Samenleving 2002.

7. Schrojenstein Lantman-de Valk, H.M.J.
van. Health problems in people with

intellectual ~ disabilities.  Universiteit
Maastricht, 1998.
8.  Bohmer, C.J.M. Gastro-oesophageal

reflux disease in intellectually disabled
individuals. Vrije Universiteit Amsterdam

1996.
9. Splunder, J. van. Visual Impairment,
prevalence and causes of visual

impairment in adults with intellectual
disabilities, Erasmus MC Rotterdam,
University Utrecht, 2003.
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