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Pe3ume

BOBE/l: KBanuteToT Ha XKUBECHE KAKO MPHUC-
Tam J0 UHTEJICKTYATHUTE U Pa3BOjHUTE MIPCUKH,
€ 3HAUUTEHO pa3BHeH Bo nocieanute 30 roau-
HU, W JICHEC WMa TJIaBHO BIIMjaHHE BP3 HMCTpa-
J)KyBaWkETO, OCTBAPYBAKETO HA YCIYTUTE U MOC-
TaBYBaWkETO HA TOJUTHUKATa BO IOJICTO HA WH-
TEJICKTYAITHUTE W Pa3BOJHUTE TPEUKH.

LEJI: OBoj TpyZ ro mpeTcTaByBa U ONMIITYBa pas-
BOJOT Ha KBAJIMTETOT HAa XMBECHE M HETOBUTE
[JIABHU KOHLIENITH U IPUHILIMAIIM U M TIOBP3YyBa CO
HCTPaXKyBambETO, PAKTUKATA U TIOJIUTHKATA.
AUCKYCHUJA: KBamuTeToT Ha >XHUBECHE €
c(haTeH KaKko YyBCTBUTENICH KOHIIETIT U KOHIICTIT
ITO MOXKE Ja IOHECce KOXe3Hja BO HCTPaxKyBa-
BETO U MPaKcaTa Kako ¥ KOHILIENT TO peTCcTa-
ByBa paMKa 3a MoJuTHKaTa. KBanTUTETOT Ha
JKUBECHE, KAaKO Pa3BOCH MPOIEC HA MPHUCTAITy-
Bame, TH CIOjyBa MPETXOJHUTE UICH KaKO IITO
ce HOpMAaIHM3Wpame W CIIOjyBambe Ha HEKOIKY
MIPUHIIAIN, PEJIEBAHTHH 32 OHHME KOHMIITO pado-
TaT BO OBaa 00JIacT.

3AKJIYYOK: Haente u obuvante ce moBp3a-
HU, U C€ CMETa JeKa CE HEOMXOJHU 3a LIEIOCHO
pa3Ompame Ha KOHIICTITUTE IIPUMEHETH BO

DEVELOPMENT OF A QUALITY OF
LIFE APPROACH:
ISSUES ACROSS THE LIFESPAN

Roy I. BROWN

University of Calgary, Canada
Flinders University, Australia
University of Victoria, Canada

Recived: 01.02.2012
Accepted: 29.02.2012
Review article

Abstract

INTRODUCTION: Quality of life as an
approach to intellectual and developmental
disabilities has developed considerable over the
past 30 years and now is having major impacts
on the research, the delivery of services and the
setting of policy in the field of intellectual and
developmental disabilities.

AIM: This article introduces and describes the
development of quality of life, its major
concepts and principles and links them to
research, practice and policy.

DISCUSSION: Quality of life is seen as a
sensitizing concept and one that can bring
further cohesion to research and practice and
provide a framework for policy. Quality of life
is, as a developmental process or approach,
bringing together previous ideas such as
normalization and pulling together a number of
principles, which are relevant to those working
in this field.

CONCLUSIONS: The ideas and the areas
described are linked, and it is argued that a
full understanding of the research concepts
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WORLD EXPERIENCE AND CURRENT EVENTS

HUCTPAXKYBAKBLECTO KAKO W HHUBHHUTC IPAKTHYHU
UMIUTAKAIMHY, TOKOJKY IIeNTa € IMOJUTUKATa J1a
IMOCTaHE ABUTaTCJI Ha IMPpaKTUKaTa BO TCKOT Ha
’KMBOTHHOT BEK, MapajielHO BKIYYyBajKu THU
WHTEpBEHIIMjaTa U MOJPIIKATA 3a€IHO CO 00-
pa3yBameTO Ha MEPCOHAIIOT.

Knyunu 360poeu: xearumem Ha dicugeerbe, u-
MmenekmyaniHu U pazeéojHU Npeuku, OyeHysarve,
uHmepseHyuja, edyKayuja Ha nepcoHal

Boegeo

Bo MHOTy nemoBm on cBetoT, ocobeHo Bo Ce-
BepHa AMepuka, ABctpaiuja u 3amamHa EBpo-
1a, MOUMOT ,,KBAJIUTET Ha )KUBECHC ™ CTaHa 3Ha-
YacH Jie] O]l TeopHujaTa, UCTPAXKyBAHETO, MPH-
MeHaTa U oleHyBameTo. EqHa no6po pasBueHa
obJyiacT e obnacta Ha MHTEJIEKTYalHU M Pa3Boj-
HU HEJIOCTATOIH, KOja 0COOEHO Ce MOBP3yBa CO
JMyreTo 4Yvja TiIaBHA WHBAIUIHOCT CE I0jaByBa
BO HUBHHTE Pa3BOjHU TOJUHU U 0COOCHO BIIHjae
Bp3 HUBHOTO KOTHUTHUBHO, COLMJAJIHO M €MO-
TUBHO ()YHKIIMOHHUPAHHE.

Bo usmunatute 30 roauHH, KBaJUTETOT Ha
KUBEEHE CE Pa3BUBAIIIE IOCTETIEHO KaKO MOEI
WJIM TIPUCTAIT BO TIOJIETO HAa HHTEIEKTYATHUTE U
pasBojHuTe Hemocrarouu. Ilpex ma Gupar mo-
HECCHH OBHE MPOMEHH, MOTpeOHa € paboTa Bp3
HopManm3anujata (1), IoJoIHa HapeYeHa 8aio-
puzayuja na coyujarnama yroea (BCY) u mo-
HataMy pa3BueHa on Wolfensberger (2). Osa
JI0OBe/ie /IO MOrojieMa MHKITy3Hja Ha JIyFeTo CO
HEJOCTATOIM BO JIOKAJIHATA 3acIHUIlA U 00pa-
30BaHUETO, U UCTaTa Oellle MOBp3aHa CO HaMe-
paTa J1a ce MpeKWHE CMECTYBAameTO Ha JIyre BO
WHCTUTYIIMN W Bpakamke Ha JyreTo Kou Omire
BEKE CMECTCHH BO MHCTHTYIMH Ha3aj BO OII-
mrecTBoTo. Llenta co oBoj mporuec, € ako e
MOJKHO, JIUIIaTa J]a ce CMECTaT CO WM BO OJH-
3WHA Ha YJEeH OJl CBOETO CEMEjCTBO, Taka IITO
THE MOXXE Ja TO HCKycaT XHBOTOT BO JIOKaJHa-
Ta 3a¢JHMIIA, YYWIUIITaTa U BPaOOTYBaHmETO.
OBaa uzeja ce mojaByBa Mmopamd (QaxkToT JeKa
MHOTY CHIIHA KOMIIOHEHTa Ha WHBAIUTHOCT €
MOBp3aHa CO CpeANHATA, 2 0COOEHO CO COIHjall-
HaTa CpeIrHa, BKIYJIyBajKH TH OIICCTBEHUTE
HCKJIy4YyBamba WM PECTPUKIMU. JIOKOJIKY HEKO]
HEMa UCKYCTBO CO HOPMAJTHUTE COIMjaJIHU aK-
TUBHOCTH M 00jeKTH, 32 Taa JUYHOCT € MHOTY

and their practical implications are necessary,
if the policy is to become the driver of
practice over the life span, while including
intervention and support along with the
education of personnel.

Key words: quality of life, intellectual and
developmental disabilities, assessment, inter-
vention, education of personnel

Introduction

In many parts of the world, particularly in
North America, Australia and Western
Europe, the notion of quality of life has
become an important approach in theory,
research, application and evaluation. One
well-developed area is in the field of
intellectual and developmental disabilities,
which specifically relates to people whose
major disabilities take place in their
developmental years and  particularly
affecting their cognitive, social and emotional
functioning.

In the past 30 years, the quality of life as a
model or approach has gradually been
developed in the field of intellectual and
developmental disabilities. Prior to this
changes had been brought about through
work on normalization (1), later called Social
Role Valorization (SRV) and developed
further by Wolfensberger (2). This led, for
example, to much greater inclusion of people
with disabilities in the local community and
education, and it was associated with the
attempt to prevent from placing people in
institutions and returning of those already
there back into the community. The aim has
been as far as possible, to place individuals
with or nearby family members, so they can
experience life in the local community,
schools and employment. Much of this
appeared because of the understanding that a
very strong component of the disability was
associated with environmental and
particularly social environment, including
community exclusion or restriction. If
someone does not have experience of normal
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TEIIKO J1a Ce HAaBUKHE WM Jia C€ pa3BUE OINTH-
MaiHo (3).

KBanureToT Ha >KMBeewme NMPBUYHO Oelie 4YyB-
CTBHUTEJIEH KOHLENT KOj TM OXpabpyBa JIyreTo
Jla TIeaaT Bp3 NpUpoaTa Ha MHBAIMAHOCTA Ha
monHakoB HauwH. (4, 5) Mcro Taka KBaIuUTETOT
Ha JKMBEEHE, Kako mpusMaTa Ha Newton, ce
BEepyBa JIeKa OBO3MOXXyBa BH3yelM3alHja Ha
WHBAJIUTHOCTA BO HOBO CBETIIO, KaJle TOj € COC-
TaBCH OJ pa3sjiMdHU KOMIIOHCHTU KOHU 3a€IHO
npaBaT enHoO ueno. MHBanugHOCTa, Kako Moja-
Ba, € MOKOMIUIEKCEH ()eHOMEH 3a pa3iHKa O]
HEeropara HOMHHAJIHA BpEAHOCT. Bo TOj KOH-
TEKCT, TIeJajKu Bp3 )KUBOTOT Ha JIyIe€TO CO MH-
BaJIMIHOCT Ha HOB HA4YWH, € Pa3BUEH MOJEIOT
KBAJIUTET Ha KUBEEH-ETO, KOJIITO TIPUAOHECE 32
pa3BuBame WIM OpUCTall KOH Teopuja (6), u
Kako HCTpaxkyBauka mnapagurma (7) U Kako
cpenctBo Ha nuuHa mpakca (5). Co oBa ce mo-
Bp3aHU U MPOOJEeMHUTE 32 YOBEKOBHTE MpaBa U
eTnukara mnpakca (8). [IpuHuMIIUTE U KOHIEM-
TUTE, KOU C€ JIeJT OJ1 KBaJTUTETOT HA )KUBECH-ETO,
Tpeba nma ce cdarar He camMO KakO HOBa KOH-
HenTyajau3andja, HO W Kako CIoj Ha OpojHHU
aCTIeKTH KOM Oea pa3BHEHH BO IPETXOJHUTE
ronuan. Co apyru 300pOBH, TOA € XOJHUCTHY-
KHOT U pa3BOCH KOHLCUT Ha XCHAMKEIIOT. Toa
WCTO TakKa To MOKpPEeBa MPEAU3BUKOT HA HUCKIY-
gyBame, KOj YECTO C€ M0jaByBa KOTa C€ JKHUBEE
BO €JIHO OIIINTECTBO, U HCTHUOT € 3aMEHET CO
CCH3UTUBEH HHKIY3MBEH MpOIEC, 3eMajKh TH
MpeaBu MoTpeduTe u N300pOT Ha 3aceTrHATHUTE
TTOETUHITH.

DEHOMEHOT WM KOHIICTITOT HAa KBAJIMTET Ha
JKUBEEHETO Oellle YCIIeIeH Ha MOBeKe HAYMHH,
KOj TOBEZC IO Pa3BOj M Ha KOHIICTITOT KBAIUTET
Ha CEMEJHOTO KHBECHE, CO aKIICHTH TTOCTaBEHU
HE caMO Ha JIMLETO CO MHBAJIMIHOCT, HO U Ha
MOIIUPOKOTO CEMEjCTBO, HETOBOTO BIIHMjaHHETO
BpP3 JIMIETO CO XCHAMKCI M BUJAOBUTC Ha IOMI-
JpLIKa KOU ce MOTPeOHH 3a J]a Ce OCHTypa JIeKa
CEMEJCTBOTO K€ MMa IITO € MOXHO I0a00ap
KBAIMTET Ha xuBeewmeTo (9). Pa3BojoT Ha KOH-
OCITOT KBAJIUTET HA XKUBECHECTO MMa OCHOBHHU
WUMIUIMKALMY 33 Pa3BOjOT Ha YCIYTHTE U Mpak-
caTta Ha TIEPCOHANIOT KOjIITO paboTH BO Taa
obmact (10).

KopucremeTo Ha KOHIENTOT KBAJUTET HA KH-
BEEHETO O] MOSANHIIUTE Oapa Aa yTBpAAT IITO
ce CIIpEeMHHM J]a HampaBaT Ha COLMjANHO U TICH-
XOJIOIIKO HUBO, KaKO M 3a 3]IpaBjeTo u 00pa3o-

social activities and facilities, that individual
is unlikely to learn or develop optimally (3).
The quality of life initially was seen as a
sensitizing concept that encourages people to
look at the nature of disabilities in new ways
(4, 5). It has also been suggested that quality
of life, like a Newton prism, enables people
to see disability in a new light and consisted
of different components which together make
one whole. Disability, like a light, is a more
complex phenomenon than its face value. In
this context, in order to look at the lives of
people with disabilities in new ways, the
model of quality of life has been developed,
which has resulted in a theoretical construct
(6) or approach, as a research paradigm (7)
and as a means of professional and personal
practice (5). Allied to this are the issues of
human rights and ethical practice (8). The
principles and concepts, which are part of the
quality of life approach, should be seen, not
only as a new conceptualization, but as a
pulling together of many facets developed in
preceding years. In other words, it is a
holistic and developmental concept of
disability. It also raises the challenges of
ensuring exclusion which often occurs when
living in a society to be replaced by a
sensitive inclusion process, bearing in mind
the needs and choices of the individuals
involved.

The phenomenon or construct of quality of
life has been successful in many ways and has
led to the development of the concept of
family quality of life, with an accents not just
on the person with a disability, but on the
wider family construct. The impact of the
handicap over the members of the family and
the types of support that are needed to ensure
that the family can have as high quality of life
as possible (9). The development of the
quality of life approach has fundamental
implications for the development of services
and the practice of the personnel working in
the field (10).

Using the quality of life approach requires
from us to state what we are prepared to do
socially and psychologically, as well as in
health and education, to improve the quality
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BaHHUETO, CO IIeN Ja Ce MOJ00pPU KBAIMTETOT Ha
XKHUBeeweTo. Tpeba ja ce 3Hae Kako Jia ce CeH-
3UOMIN3UpaaT HUBHUTE YCIAYTH M Ha ILITO ce
CIPEeMHHU J1a HallpaBaT Ha eKOHOMCKH IiaH. Jlo-
Ka3uTe Hajaraat (5) meka MOKe MHOTY Jia ce
HampaBu W 0e3 pa3BUBamE Ha CKalM yCIYTH,
3aToa IITO OJHOCUTE, BPEOHOCTUTE M MPUCTA-
MUTe KOM C€ OCHOBAaHHW BP3 3HACHETO O] TOa
noJie, MOXKe Jia TIPHJIOHEcAT 3a MPOMEeHa Ha Ha-
YMHOT Ha KOj MOEAMHIMTE M ceMejcTBaTa ce
Tperupanu. Mcro Taka, MOXe Ja ce KOPUCTH
MOJIEJTIOT KBAJIUTET Ha KUBEEHHETO CO IeJ UCTH-
OT Jia IOMOTHE MPH MPOMEHA Ha TOJNUTHKATa, a
JIOKOJIKY OBa c€ MOCTUTHE, TOTalll Toa CTaHyBa
MMIIEPaTUB MITO OW ce OLIEHYBall O]l CAMHOT TI0-
YETOK, 338 TOAa KaKBO BIIMjaHHE MOXKE J1a TIPE/In3-
BuKaaT TakBuTe npomenu (11, 12). Camo Toram
Kora ce J00MBa TOBpaTHa OIIEHa MOXe edek-
THUBHO J1a ce MoJo0paT yCIyrure u Ja ce 00e3-
Oequ HampeIoK BO HAacoka Koja € pelieHHe 3a
HEKOM TMPEAM3BUIM CO KOW C€ COOdYyBaaT u
MMOETMHINTE U HUBHUTE CEMEjCTBA.

Hcro Taka, BaKHO € Ja ce 3Hae JieKa Kaj CIMIHU
yCJIOBU M OOJIECTH HE 3HAYW JleKa ce MaHudec-
THpaaT WCTUTE IICHXOJOMIKH WM COIHWjaTHA
OJlHECYBama, HUTY TaK JieKa moTpebute u d6apa-
WaTa ce uaeHTHuHu. llopanu Toa e BakHO na
ce 3Hae JeKa MaKo JWjarHo3ara Moxe ga Omie
KPUTHYHA 3a 3[paBjeTO M JIEKOBHTE, BO OIHOC
Ha YeKOpW INTO Tpeba Ja ce mpe3emar, UCTO
Taka Mopa na Ouje MPOyYeHO pa3OUpameTo 3a
OJTHECYBA-ETO M HETOBHUTE COLMjaTHU M TICHXO-
JIOIIKY TPUYUHCKO-TIOCIIEANYHN OJHOCH M BIIH-
jaHWja, a pesynraTure na OWAaT NPUMEHETH BO
npohecHOHaTHATA M OMIITECTBEHATA TPAKTHKA.
Pa3BuBameTo Ha KBAIMTETEH JKMBOT Oapa OIMIITa
MOJIUTUKA BO OHOC Ha TIpUMEHaTa KojamTo Tpeda
nma Omme MepeHa, oleHeTa W MoawduIpaHa co
1en Aa ce mogoOpu eekTrBHOCTA. [ 1aBeH acmeKT
HE € caMo MHTEpBEHIIMjaTa U MaHUITyJlalfjaTa Ha
OJIHECYBAbETO, HMako OBa € BaKHO, Toa Oapa
COOZIBETHAa TOJIPLIKA CIOpex NOoTpeOuTe Ha
TTOCIIMHITUTE ¥ HUBHUTE ceMejcTBa (8).

Hegunuyuja na keanumemom
Ha Jcueeersemo

HajnpBo, moTpeOHO e 1a ce onpezeny HauuHOT Ha
KOJIITO ce JieUHMpa KBAJIUTETOT Ha JKUBECHETO.
Bo mmunatute 30 TOIMHU, MHOTY HCTPaKyBa4n
M TPaKTHYapd MMaaT IIOCTaBEHO Pa3InIHA

of life. We need to know how to sensitize our
services and what we are prepared to do
economically. Evidence suggests (5) that
much can be done without the development of
expensive services because attitudes, values
and approaches based on knowledge in the
field can do much to change the way
individuals and families are perceived and
treated. We can also use a quality of life
model to help change policies, and if this is
done, then it becomes imperative that we
evaluate right from the onset, the impact that
such changes may make (11, 12). It is only
when we have a feedback model that we can
improve services effectively and ensure that
we progress in a way that answers some of
the challenges that face both individuals and
families.

It is also important to recognize that similar
conditions and diseases do not necessarily
mean that the same psychological or social
behaviours are shown, or that the needs or
requirements are identical. It therefore is
important to recognize that though diagnosis
may be critical to health and medicine, in
terms of actions to be taken, it is the
understanding of behaviour and its social and
psychological causation and impacts that
must also be studied and their lessons applied
among professional and the community
practice.

To develop lives of quality requires over-
arching policies in terms of application which
needs to be measured, assessed and modified
to improve effectiveness. A major aspect is
not just the intervention and manipulation of
behaviour, though this is important, but the
requirement of considerable support in terms
of what the individual and the family want
and need (8).

Definition of Quality
of Life

First it is necessary to say how we define
quality of life. Research workers and
practitioners have placed forward a variety of
definitions of quality of life over the past 30
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JeUHUIIMN 33 KBaJUTETOT Ha KHUBECHETO, KOH

WaKko 0 OJApeneH CTenmeH Mery cebe ce

pa3nHKyBaaT, BO TOJIETO HA HMHTENEKTYaJlHH H

Pa3BOjHM TIPEYKH WMaaT 3aCTHUYKH EJIEMEHTH.

Ha mpumep, KBalMTETOT Ha JKUBECHETO €

JOKMBEAH KOra ce 3aJOBOJICHH OCHOBHHUTE

YOBEYKH TOTPeOH, HO OBa HE € JIOBOJIHO, OHIIC|KU

KBATUTETOT HA JKUBECHETO BKIYyUyBa IIHPOK

OTICeT Ha MOXKHOCTH ¥ W300pH KOM UM ITOMaraar

Ha JIMIaTa J1a TH HCIOJHAT CBOMTE WHTEPECH W

nenu. HakpaTko, HeomxogHa € MOXKHOCTA

MOEWHENOT J1a C€ CTpeMH W Ja JIOCTHTHE

OJIpeJICHH 1IETIM BO CKJION Ha OCHOBHHTE KUBOTHH

YCIIOBH, a CO TOa W Ja C€ HamajaT PasjIhKUTe

noMery JWYHUTE JKeNOW ¥ He3aJ0BOJICHUTE

notpedu (13-17).

Osue nehMHUIMY BKITyIyBaaT HEKOHM O] KOHIIETI-

THTE KOM Tpeba Jia ce 3eMar MpeABWJ BO TpH-

MEHaTa W WCTpaxyBamero. Ha mpumep, kBa-

JUTETOT Ha YKUBECHETO MPETCTaByBa COIMjaTHA

Onarococtoj0a yXuBaHa Of JIyf'eTo, 3acAHHULIUTE

u HuBHHTE ommrecTBa (18). Konmnenror kBaaureT

Ha JKHBECHETO BKIYYyBa M OOJEKTHBHH U

CyOjeKTMBHH MEpKH, a HETOBHUTE JIOMEHH BKITY-

YyBaaT acleKTH O JKMBOTOT Kako MITO Ce Ma-

TepHujajHaTa OnarococTojba, 37paBjeTo, MPOIYK-

TUBHOCTA, MHTUMHOCTa, 0e30eHOCTa, 3aeIHHIIA-

Ta ¥ eMoTHBHara Omarococtojb6a (17). Ksamure-

TOT Ha YXMBECHETO € JOKMUBEAH KOra ce 3a10-

BOJICHW OCHOBHHTE JIMYHM TMOTPEeOW W Kora JIH-

LETO MMa [IaHca /1A TH CJICOH U JOCTHIHE OCHOB-

HUTE XUBOTHH 1len, (15) u kako JOMOIHyBame

Ha Cummins-oBata JMcTa, OBa IO BKIy4yBa

CEMEJCTBOTO M JApyrure oOyacTH Kajae Tmoe-

IUHETIOT ce ToBp3yBa co cpemuHara (19).

Renwick u Brown (14) ro coOpaa KBaMTeTOT Ha

JKHBEEH-€ BO CIICTHUTE TPU HACIIOBH;

1. [la ce Ouze: KOj € MOSTUHEIIOT.

2. Jla ce mpumara: 3aeIHULMTE M TPYNUTE KOH
KOH TIpHIIara IMOeINHETIOT.

3. Jla ce mocraHe: HENHTE W ACIUPAIUUTE KOU
I'M Ma TIOCAWHENIOT U CPeJCcTBaTa MOTpeOHH
32 HAUBHO JIOCTHTHYBAambe.

Bo npusior ce 30MpHO NpHKaKaHW TOpEeHaBECHH-

T€ HEHTPATHH aCTIeKTH:

KBanurerot Ha )KMBEEHETO € MOBP3aH CO:

= (OO0jeKTUBHOTO U Cy0jeKTHBHOTO (IIEPIICTITHB-
HUTE aCNeKTH Ha JJMIHUOT JKHBOT).

*  MynTHOIMMEH3HOHATHHOT KOHIIENT KOj ja
BKJTydyBa Oj1arococrojoara BO CUTE KHBOTHH
JOMEHH.

= JluuyHOTO WCKYyCTBO Ha Omarococtojoéa Ha

years and, although they differ to some

degree, they have common threads in the field

of intellectual and developmental disabilities.

For example, the quality of life is experienced

when a person's basic needs are met, but this

is not sufficient as quality of life includes a

wide range of opportunities and choices,

which help individuals to fulfill their interests
and goals. In summary, this requires
opportunities to pursue and achieve goals in
major life settings and to reduce the
discrepancy between a person’s desires and

unmet needs (13-17).

These definitions include some of the

concepts that need to be taken into account in

use and research. For example, the quality of
life is the social wellbeing enjoyed by people,
communities and their society (18). The
concept of quality of life involves both
objective and subjective measures and its
domains involve aspects of life such as
material wellbeing, health, productivity,
intimacy, safety, community and emotional
wellbeing (17). Quality of life is experienced
when the person’s basic needs are met and
when he or she has an opportunity to purse

and achieve goals in major life settings (15).

And in addition to Cummins’ list, these

settings include family and other areas where

the individual interacts  with  their

environment. (19) Renwick and Brown (14)

have summarized quality of life under the

following three headings,

1. Being: who an individual is.

2. Belonging: the communities and groups
the individual belongs to.

3. Becoming: the goals and aspirations
individuals have and their means of
attaining these goals.

The following summarizes the above central

aspects:

Quality of Life relates to:

= The objective and subjective (Perceptual
aspects of a person’s life).

* A multi-dimensional concept involving
wellbeing across life domains.

» The individual’s personal experience of
wellbeing.
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HOEMHELOT.

* JIpucTamnoT 10 IIaHCH B UCKYCTBO OJI HUB.
CriocoOHHOCTa Ha TOEJMHELOT Jia HAalpaBH KOH-
CTPYKTHBEH U300p (CO M Oe3 MOIpIKa), (BUIH 5).

Ilpunyunu u konuyenmu

[TocTojar OpojHM pa3BHUEHU NPHHIMIA W KOH-
LENTH MTOBP3aHU CO KBAIUTETOT HA JKUBECH-ETO.
Tue ce cuTe OUTHH, U UCTUTE CE HABEACHH IMO-
HaTaMy BO TEKCTOT Kako U 30MPHO MpUKaKaHa
BO clienHaTa Tabena.

Tabena 1. lIpunyunu u konyenmu (5,6)
Bpeanoctu

JloMenu u Giarococtojoa
IlenoBuroct

JKuBoTeH Bek

M360p

JInyna KoHTpoOIIA

[lepuernuja

Crmka 3a cebe

3ajakHyBame

MNHTpe u uHTpa TMYHA IPOMEHA

HcTuTe KOHIIENTH U TPUHITUIIM MOXE Ja Ouaat
MPUMEHETH U 33 KBAIUTETOT Ha CEMEJHOTO KH-
Beewme. (9)

Bpeonocmu

HajBepojaTHo, efeH o1 HajBayKHUTE ACIEKTH Ha
KBAJINTETOT HA JKUBEEHHETO CE BPEIHOCTUTE KON
M W3rpajuie NOoeAMHIUTE. BpemHoctute ce
OJHECyBaaT Ha JHMYHOCTH CO WHBAIMAHOCT U
HUBHUTE YJICHOBU Ha CEMEjCTBOTO, 3a€IHO CO
npodeCHOHAHUOT TepcoHal o npB pen. [lon-
MOT BpEIHOCTH CE€ OJHECYBa Ha OHHE KOH ja
pa3BHBaaT MOJMTHKATAa U YIpPaByBaaT CoO YCIIy-
rute. BpenHocTuTe ru BKIydyBaaT: OfHECYyBa-
HBaTa Ha MOCJUHIUTE KOH JYIeTO CO MHTENCK-
TyajJlHa ¥ pa3BOjHa MHBAJIHIHOCT, aMOWBaJICHT-
HHOT WJIM HETaTUBHUOT CTaB KOH BKIy4yBambe
Ha JyreTo CO MHBAJHIHOCT BO CHTE cepu Ha
XuBeewe. be3 oBaa mpuaTIUBOCT, MOAEIOT 32
KBAJIUTET HAa JKUBECHCTO HE MOXE Jia ce pea-
nu3upa eheKTHBHO M MOpagd Toa MOpa Ja ce
paz0epe 1eka, cesleKI1jaTa Ha IIePCOHAIIOT, Pa3-
BOJOT Ha MCTPaKyBayKaTa MPAKTUKa U Pa3BOjOT
Ha €THYKUTE OJJHOCH CE€ O]l OTPOMHO 3HAUCH-E.

= The individual’s access to and experience
from opportunities.

The individual’s ability to make informed

choices (with or without support). (See 5)

Principles and Concepts

There are a number of principles and concepts
that have been developed in relation to the
quality of life. They are all important and are
considered below, but may be summarized in
the following table.

Table 1. Principles and Concepts (5,6)
Values

Domains and Wellbeing

Holism

Lifespan

Choices

Personal Control

Perception

Self-image

Empowerment

Inter and Intra personal variability

The same concepts and principles can also be
applied to the family quality of life (9)

Values

Probably one of the most important aspects of
quality of life is the values that individuals
hold. The values relate to individuals with
disabilities, and their family members along
with the professional and frontline personnel
who are involved. The notion of values also
applies to those who develop policy and
management of services. Values include the
attitudes of individuals towards people with
intellectual and developmental disabilities, and
whether individuals have a positive, ambivalent
or negative attitude towards the involvement of
people with disability in all areas of life.
Without this acceptance, a quality of life model
cannot be pursued effectively, and therefore,
selection of personnel, the development of
research and practice, and the development of
ethical considerations must be seen as a
paramount (20). However, without recognition
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(20) Cenak, Oe3 mpu3HaBame U pa3dupame Ha
BPEJHOCTHTE Ha JyleTo €O WHBAIWIHOCT,
MHOTY € BEPOjaTHO YCIYTHTE M MOJPIIKATA JIa
ounmat momanky edexTuBHH. BceymHoCT, THe
BpeaHOCTH Tpeba ma Owmar JOMHHAHTHH BO
MOCTaBYBakhETO HA PeCypcH | mojapiuka. Jypu
W KOTa MOCTOU TEIIKa WHBAIUIAHOCT, HAOJBYIY-
BabECTO M BU3yEJIHATa MHTEPAKITHja MOXKE JIa ja
npe3emar yiorara Ha 300pOBHTE BO OIpeeiy-
BamkETO IITO € 3HAaYajHO 3a MOCIUHEIOT, KaKo
BO MO3UTHUBHOTO, TaKa U BO HETOBOTO HETaTHB-
HO HCKYCTBO (5).

l'opecniomenarnTe KOMEHTapH ce MOBP3yBaaT co
OHHE OJMCKH 10 JMIETO CO HHBAIMIHOCT, HO
BPEIHOCTHUTE UCTO TaKa Ce OJHECYyBaaT Ha ITOIIH-
POKOTO OMIITECTBO, OUICJKH MOCAUHIIUTE CO MH-
BAIMIHOCT U HUBHHUTE CEMEjCTBA MMAaT MPHCTAI
JIO TOa OIIIITECTBO, ce 00pa3yBaart, paboTaT 1 JKu-
BeaT BO PAMKHTE Ha MOMKpPOoKaTa 3aeauuIa (5).

Homenu na 61azococmojoa

Pa3muuHu aBTOpPYM TH OMMINYBAaaT Ha Pa3ivyeH
HAYWH JIOMEHUTE Ha OJarococrojbda, HO BO OCHO-
Ba THE ClaraaT BO OJPEACHH YHCTH IapaMeTpu
(6, 16). Hexon rinaBHH MOMEHHM HAa KBaJIUTETOT
HA JXMBEEH-€ Ce HAaBEJEHH BO ClleHaTa Tabea.

JloMeHH Ha KBAIUTETOT Ha KUBECHE

= Marepujannaa 6marococrojoa;

=  dwusnuko 31pasje;

= [Icuxonomiko 31pasje;

= JlyxoBHa 6marococroj0a;

= ComnwujajiHa ¥ OMIITECTBEHA 0JIAr0COCTOj0a;
= (Cran0Oena 6yarococrojoa;

= Pekpeanuja u c1000AHO BpeMe.

Tue foMeHH ro BKIy4dyBaaT U BpaboTyBameTo U
MPOIYKTUBHOCTa (MaTepujaiHaTta OJarococToj-
0a), MECTOTO Ha MOSAMHEIIOT BO OMINTECTBOTO,
3/paBjeTo U 06e30eqHOCTa Ha MOSAUHEIOT KaKo
U eMOTHBHaTa Oyrarococtojoa (NCHXOIOoIIKaTa
Oirarococroj6a). Hexon HaydHHUITM HariacyBaatr
JIeKa TpaBaTa Ha TOCAUHIIUTE W COILMjajHaTa
MHKITy3Wja Tpeba na OumaT BKIYYEHH CHOpEn
OBOj JIOMEH, BKIyYyBajKu TW W MeryceOHHTE
OJIHOCH W JINYHHUOT pa3Boj (21).

Ienoeumocm

LemnoBurocra ce oHecyBa Ha (HaKTOT JIeKa CHTE
JIOMEHH C€ TIOBpP3aHH MeryceOHO 0 TOToJIeM
WIM TIOMAJ CTETEeH, MITO 3HAYU JIeKa, TPU pas-

and an understanding of the values that the
person with a disability holds, services and
support are likely to be very much less
effective. Indeed, those values need to
predominate in the setting up of resources and
support. They also require mediation. Even
when there are extreme disabilities, observation
and visual interaction can take the place of
words in determining what is of value and
positively or negatively received by the
individual concerned (5).

The above comments relate to those closely
associated with the individual with a disability.
But values also apply to the wider society,
because individuals with disabilities and their
families have access to that society and are
educated, work and live within that wider
community (5).

Domains of Wellbeing

Various authors have described the domains of
wellbeing differently, but basically they fall
into certain clear parameters (6, 16). Some
major domains of the quality of life are listed in
the following table.

Domains of Quality of Life

= Material wellbeing;

= Physical health;

» Psychological wellbeing;

= Spiritual wellbeing;

= Social and community wellbeing;
= Residential wellbeing;

» Recreation and Leisure.

These domains include employment and
productivity (material wellbeing), one’s place
in the community, ones health and safety and
intimacy as well as emotional wellbeing
(psychological  wellbeing). Some  have
indicated that the rights of individuals and
their social inclusion should be considered
under this title, including the inter-personal
relations and the personal development (21).

Holism

Holism is a reflection of the fact that all
domains are inter-linked to a greater or lesser
degree, which means that for developing any
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BHBamETO Ha KAaKOB OWMJIO MOJIEN HA KBaJIHTET
Ha XUBEEHETO, MOpa Ja TIOCTOHW BpPEIHYBambe
Ha copaboTkaTta M paMHOTeXaTa TMoMery pas-
JUYHUTE JoMeHH. McTo Taka 3aH4YM JieKa, YeCTO
MOCTOM TMOBEKE OJ1 €/ICH HAYUH J]a Ce MPUCTAIN
KOH OJIpE/ICH NPEIU3BUK WX HoTemkoryja. Ha
MIpUMep, TOKOJIKY JIUIETO € 3aMHTEPECHPaHO 3a
pa3BHBame€ Ha €KOHOMCKA CTa0MIIHOCT, TOTAIll
O]l TOj acmeKT, MPOAYKTUBHOCTA W BpabOTyBa-
HETO CE BAXKHM JKUBOTHH JOMEHH. MHOTY Mpo-
rpaMu 3a pexaOwiHTalnuja ce KOHIEHTpUpPAaT
Ha PabOTHUTE AaKTUBHOCTH Ha BO3PACHUTE, CO
I[e] /a TH HampaBaT MCTHUTE EKOHOMCKH II00-
ctBapauBu. Of pa3inudHU TPUYMHU 32 HEKOU
JUYHOCTH MOXKE Ja Oujie MOCOOJBETHO Ja 3a-
MOYHAT CO peKpealrja U KOPUCTSHE Ha CII000-
HO BpEeMeE MOpaJiy Toa IITO THE 00IaCTH Ce Haj-
3Ha4YajHU WU MOyAo0HU 3a HuB. McTo Taka ce
MUCIIH JIeKa CO pa3BHBame Ha peKpeandjata u
c1000THOTO BpeME, MEHTAITHOTO M (PH3UIKOTO
3[IpaBje Ha MOEAMHEIOT ke Ouze mogoOpeHo, a
CO TOa Ce OBO3MOXKYBa I'eHEPUPAE HA MTOCOO0I-
BeTHU pPaOOTHH AaKTHBHOCTH W MOTHBAIIH]A.
TakBara neprenuyja u noTpedu O0apaar oreHy-
Bamkbe. Cummins IpHUKakKyBa KOPHUCEH TpPETyea
u 30up Ha TakBu anatku (17, 22).

Kueomen eex

MoZenoT KBaJUTET HAa KHUBECHETO € KUBOTEH
mpuctan. Ce 3aHUMaBa CO pa3BOjOT HA JIMIIATA
BO TEKOT Ha HUBHHOT JKMBOTEH BEK U Oapa of
npodecHoHaNIUTe Ja OWgaT MpPOAKTUBHU BO
pa3BOjOT HA YCIYTHTE U MojiapinkaTa. Ha mpwu-
Mep, Pa3BOjOT Ha MOAEJIOT Ha MHKIy3Hja BO 00-
pa30BaHUETO MPHIOHECE MHOTY Jiella CO WHBA-
JUIHOCT J1a OWJaT BKIYYEHH BO DPEIOBHHTE
VUMIHIIHA TPOTPAMH, CO MOBPEMEHH MEPHOAN
Ha HUBHO TOBJICKYBabe 3a MOCETa Ha CIIeIHja-
nu3upaHa uHTEpBeHIja. OBOj pa3BOj Ha WH-
KITy3Hja TIOMUHA 3Ha4aeH MpoIec cO IeNd Ja ce
MoJO0pH KUBOTOT Ha TOJEM Opoj JHUYHOCTH
KOH BO MUHATOTO OM OWJIe CMECTEHH BO MHCTH-
Tyrmuu. MoxeOH TIaBHHOT €(eKT € Ja ce Io-
Jn00pu colljanu3anujata U aaalTUBHOTO OHE-
CyBame Ha THe Jiela, Ounejku um e o0e30eneH
MPUCTAIl IO PEIOBHUTE YUHIIUINTA, CO TOAIPIII-
Ka KOjaIliToO BKJIy4yBa JIMYCH HATIOP MPEKY eIy-
KaTHBHA TIOMOII W MOJIU(UIMpaHa HACTaBHA
nporpama.

TakBUTE CUTyallMd MPUAOHECYBAaT 3a MOCOO-
BETHA M EKCTCH3WBHA HHTETpaldja CO IIUPOK

quality of life model, there has to be an
appreciation of the interaction and balance
between the different domains. It also means
that there is often more than one way to
approach a particular challenge or difficulty.
For example, if one is interested in
developing economic stability, then from this
perspective, productivity and employment are
important life domains. Many rehabilitation
systems concentrate on work activities for
adults in order to make them more
economically viable. For a variety of reasons,
it may be more appropriate for some
individuals to start by experiencing recreation
and leisure because these areas are most
important or more comfortable for them. It
also means that by developing the recreation
and leisure, an individual physical and mental
health may be improved, making it more
possible to generate appropriate employment
activity and interest. Such perceptions and
needs require assessment. Cummins provides
a useful review and summary of such tools
(17, 22).

Lifespan

The quality of life model is a lifespan
approach. It is concerned with the
development of individuals over the course of
their lifespan and requires professionals that
are proactive in the development of services
and supports. For example, the development
of the inclusion model in education has led to
many children with disabilities being
incorporated into the regular classes, or
attending regular classes with withdrawal
periods for specialized intervention. This
development of inclusion has gone a
considerable way to improve the lives of a
wide range of individuals who in previous
times would have been institutionalized.
Perhaps, the major effect has been to improve
the socialization and adaptive behaviour of
such children, as they are provided with
access to regular education with support,
which include personal input through
teaching aides and modified curriculum. Such
situations provide for more appropriate and
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OTICer Ha APYTH JIyf'e U Ha TO] HAYHH 3TOJIEMY-
BajKH TO OIICETOT Ha M300p, KOj BKIydyBa ac-
NEKTH KaKo IITO CE€ MPHUjaTelICTBOTO W MOHOP-
MayHaTa colujanuzamnyja (5). 3a xxan, HempocTa-
TOKOT OJi IPOAKTUBHO TUIAaHMpame MOHEKOTAall
JIOBeTyBa JI0 MOTemKoTuu. Ha mpumep, mro ce
CIIy4yBa CO TOSIMHIINTE KOTa 3aBPIIyBaaT y4H-
JWINTE W IPEMUHYBaaT BO CBETOT HA BO3PaCHHU-
Te u BpaboTyBameTo? JloKoNKy THE He Ouie
MOJTOTBEHH 3a aJaNnTHPAmke BO OBOj MOIOIHE-
JKEH TEePHUOJ| O]l KHBOTOT, TOTAIll € BEPOjaTHO
JeKa OBHE JIMYHOCTH K€ C€ COO0YaT CO HOBHU
NpEAU3BHILM U pa3oyapyBama Mopaay Toa mTo,
3a pa3NyKa O]l HEMHBAJIUIHWUTE JTUYHOCTH, THE
YecTo HeMaaT Kaje Ja oaat. Tue gecto ce cmec-
TEHU BO NpU(ATUINIITA U THEBHU [ICHTPH, Ha-
MECTO Jia OCTBapyBaaT peoBeH paboTeH OHOC.
OBa ocraHyBa Npeau3BUK KOj BIMjae Bp3 KBa-
JUTETOT Ha JKUBECHETO Ha TOCIAUHIINTE W II0-
Tpebure ma 6umar ceprno3Ho chareHu, BO CIIpo-
TUBHO TpeTcTaBata 3a ceOe, MOTUBAIUjaTa U
pa3BUBaKETO HA BEIITHHUTE MOXeE Ja Ouje mo-
npeuyeHo. Bertoli u cop. (23) ru umaar nperm-
3WpaAHO TAKBHUTE MPOOJIEMHU BO CBOETO HCTPAXKY-
Bae Ha BO3pacHH Jmna co Down cuHIpOM
KO, MaKO JIOXKMBEAJle MHKITy3Wja BO TEKOT Ha
YYUIIMIIHUTE TOIUHH, CE COOUMIIE CO TEIIKU TIpe-
JI3BUIIM ¥ €KCKITy3Hja BO BO3PACHUTE FOIMHH.
TakBU ce MPUHIMITUTE HA KUBOTECH BEK BO COC-
TaB Ha KBAJIHUTETOT Ha JKUBEEHETO, Ka/ieé MCTO
Taka Tpeba J1a ce 3eMaT MPEABHUI U IPYTH Ipe-
JIU3BUIN, KAaKO IITO € CTapeeHheTo Ha IOMyJia-
nujata. Co mogoOpeH XKMBOTEH CTHWII, JIMIATa
KHUBEaT MOJN0Jro. MHOTY € jacHO JieKa oBa ce
ciayuyBa Bo 3amamHa EBpomna m CeBepHa Ame-
pHKa, ¥ HE caMO Kaj OIIITaTa MOIyJalnja, TyKy
W TOMery THE CO HMHTENEKTYalHH W Pa3BOjHU
npeuku (24).

HajBepojaTHo, HajrOIEMHOT NPEAN3BUK e JeraTa
co Down cuHIpoM Kow, BO PaHHOT IEpUO]] Ha
XX Bek mpoceyHO xuBeene 1m0 11-romumiHa
BO3PACT, a JICHEC TAKBUTE JINIIA )KUBEAT BO ITPOCEK
o 55 roauHM, a €IHO JINIIC Ha CEKOH JECET H JI0
70 roguau (25). IloBTOpHO, BO OBa CIIEHAPHO,
JPYTHY TPEIU3BUIN HACTAHYBAAT MOPAIH TOa IITO
Down cuHIpoM € mMOBp3aH CO paH W BHUCOK
MPOILICHT Ha TI0jaBa Ha JieMeHIja Ha Alzheimer-
oBa Oomect. EdextuTe co 3romemMyBameTo Ha
TOIMHUTE HA JUIaTa co Down CHHAPOM H ITOBp-
3aHUTE TPEUKH BO Pa3BojoT, Tpeba aa OumaT uc-
TPaKEHU BO JICTANIM: O] 3[PaBCTBEHA, COLMjaTHA
U TICUXOJIOIIIKA ITEPCTIEKTUBRA.

extensive integration with a wide range of
other individuals, there by increasing the
range of choices, which include aspects such
as friendship and more normal socialization
(5). Unfortunately, the lack of proactive
planning has sometimes led to subsequent
difficulties. For example, what happens to
individuals when they finish school and reach
a time to enter the adult world of
employment? Unless there have been
preparations to accommodate this later period
of life, it is likely that the individuals will
face new challenges and disappointments
because, unlike their non-disabled peers, they
often have nowhere else to go. They are often
placed in sheltered workshops and training
centres rather than remunerative employment.
This remains a challenge affecting the quality
of life of individuals and presently needs to
be seriously addressed otherwise the self-
image, motivation and skill development can
be impeded. Bertoli et al. (23) has detailed
such concerns in their study of adults with
Down syndrome who, though experiencing
inclusion during the school years, found
severe challenges and exclusion in the adult
years.

Such are lifespan principles in quality of life
that also require us to address other
challenges, like ageing of the population.
With an improved lifestyle individuals live
longer. Very clearly this is happening in
Western Europe and North America, and not
just in the general population, but also
amongst those with intellectual and
developmental disabilities (24). Probably the
most extreme is that of children with Down
syndrome who, during the early part of the
20" century on average survived to about 11
years of age, whereas such individuals now
on average survive to at least 55 years of life,
with one in ten living to 70 (25). Again, in
this scenario, other challenges arise because
the Down syndrome is associated with an
early and higher prevalence rate of dementia,
particularly Alzheimer’s disease. The effects
of increasing the age of individuals with
Down syndrome and allied disabilities need
to be researched in detail; from health, social
and psychological perspectives.
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H3zoop

[Tpo6aeMoT co n300pOT € KPUTHUYEH 338 MOAETOT
KBAJIMTET Ha JKUBeewmeTo. Toj Oapa cekorain
KOTa € BO3MOJKHO, & I0YECTO € BO3MOXHO OT-
KOJIKY IITO HE €, Ha JIuIaTa a uM ¢ o0e30e1eHa
MOXXHOCT J1a U30upaar, Ounejku n30upameTo ja
3rojeMyBa MOTHBalHWjaTa, 00e30eyBa yuewme u
Ha TOj HAYHMH € TIOBP3aHO CO MOJ00pEH pa3Boj.
Edexrusnute npodecuonaniu tpeda aa oumar
BO TMO3MIIH]ja 1a 00e30e1aT KOJKY IITO € MOXKHO
TTOBEKe OIIINU 32 M300p 3a MOSAMHEIIOT, HO BO
peanHa mepa (13). Toa 3Haun, U3060poT Mopa 1a
Oune cooBEeTHO 00e30eeH, 3eMajKku TH TIpe-
BUJI KOMIUICKCHOCTa U HUBOTO Ha pa3Boj. [loe-
JVHITUTE y4aT MpeKy u30op, a JIyreTo co uHTe-
JIEKTyaJTHa TIOMIPEYCHOCT Ce CTPEMAaT KOH Hama-
nieH n30op Ha MokHOCTU. Brown u Brown (26)
MOTEHIIMPAAT Jieka U300pPOT € KOHCTAHTHO MO-
Bp3aH CO MaJUTE HEIITa BO XHUBOTOT. M36opoT
KaKoOB MHjalak Ke ce KOH3yMHpa, Kajae MOXe Ja
Cce Ce/lHe; UTPUTE KOU THE Ke TH UrpaaTt, paboTa-
Ta 3a Koja THE ce 3amHTepechupand WUTH. [IpuH-
IUMUTE HAa CTHOCTABHOTO YUYCH-E, KaKO IITO Ce
pa3lieNlyBakheTO HAa MOXHOCTHTE Ha TOMAald
4eKopH, Tpeba Aa ce 3eMaT NpeaBHI, a OBa T'o
BKJIy4yBa U MPEHECYBABETO HA WH(OpMAIUUTE
BO (hopMa IITO THE MOJXKE J1a ja pa30epart.

Ho oBa mopa jma Oujme HampaBeHO CO MHOTY
BEIIT M TEPIENTUBECH IPHUCTAIl, BKIYIyBajKH TO
COBETYBAHETO MOBP3aHO CO MPEIU3BUIIUTE KOU
noctojat. MHOTY POJUTENH c€ MHOTY BEIITH BO
CTIPOBElyBamke Ha OBa, HO YECTO MOCTOjaT mpe-
JM3BHUIN BO OJHECYBAmHETO BO OBUE OKOJHOCTH
Kaze ce MOoTpeOHM MOOIIITUpPHA podheCHoHATHA
MOMOIII ¥ HACOKHU, Ha MPHUMEpP, J0 KOj CTEICH
poauTenuTe ¥ MPo(EeCHOHANIUTE Ce CIPEMHU
Jla 0BO3MOJKaT u300p, a M pazdepar nmorpedu-
T€ 32 COOJBETHA 0€30€qHOCT U TpIKa, 3aeTHO
CO OCO3HABaWETO JicKa (Pu3MUKaTa MmpeKymMepHa
3alITUTa MOKE JIa PUIOHECE 3a TICUXOJIOMIKHA U
pa3BojHU 3aryou, AypHu U 3J10ymnoTpeoda.

Ilepuenuyuja

[NepuemniujaTa ce cMeTa 3a €/IeH O]l HajBAXKHUTE
JIBUTATEIH, aKO HE U TJIABHUOT BUTATEN HA O1-
HecyBameTo (27). lllto mucnume, mrTo mpaBu-
Me, KaKo UM IpUCTAIlyBaMe Ha JIyI'eTo, KaKo
oJIroBapame, JJalld CUTE CE€ PAKOBOJUME CIOPE]
HAYMHOT HA KOj TW TIeAaMe JIPYTHTE, CIOPE.
CUTyalljaTa WM HACTaHOT. Bo HajeHOCTaBHA

Choices

The issue of choices is a critical one in the quality
of life model. It requires that individuals,
wherever possible, more often possible than not,
are provided with opportunities to choose because
choosing increases motivation, provides for
learning and therefore it is associated with
improved development. Effective professionals
should be in a position to provide as many choices
as possible to an individual, but in a realistic
fashion (13). That is, choice has to be
appropriately provided taking into account
complexity and developmental level. Individuals
learn through choice and people with ID tend to
have lessened choice opportunities. Choices, as
Brown and Brown (26) point out, are associated
frequently with small things in life. Choice over
what type of drink an individual will have; where
they might sit; the games that they play; the work
that they are interested in carrying out and so on.
Simple learning principles such as breaking down
the opportunities into small steps need to be taken
into account and this includes presenting
information in forms that are easily understood.
But this has to be done within a very skilled and
perceptive approach, including counseling related
to the challenges that exist. Many parents are very
good at doing this, as are highly skilled
professionals, but there are often behavioural
challenges in these circumstances where further
professional help and guidance is required. For
example, the extent to which parents and
professionals are willing to provide choices,
understand the need for appropriate safety and
care, along with the recognition that physical
overprotection can result in psychological and
developmental loss or even abuse.

Perception

Perception is now regarded as a major driver,
if not the major driver of behaviour (27).
What we think, what we do, how we approach
people, how we respond, are all governed by
the way we perceive people, a situation or
event. Putting it in its most simple form, if an
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(dopma, JOKOJIKY JMIaTa Ce 4yBCTBYBAaT KaKo
HETIOXKEHU OJ1 CTpaHa Ha HUBHHOT HACTAaBHHK
Wi npodecuoHarHaTa MOMOII, TOTall THE Ke
u3pearupaatr Kako pe3yiaTaT Ha HUBHOTO J0XKH-
ByBame. JIOKOJKY MOEIUHENOT Ce YyBCTBYBa
HeOe30e/IeH BO OKOJIMHATA, HETOBOTO OJHECYBa-
Be Ke One OrpaHHYCHO TOpaay Taa OICEepBa-
nuja, 0e3 pasnuka Janu cpeauHata e Oe30eaHa,
TJIeJ]aHO O/ 00jeKTHBHA WU CyOjeKTHBHA Tep-
cnektuBa. Jlyrero ja cMeraaT mepuenuujata u
HEKOU O] KOHLENTUTE 3a Kou ce 300pyBa 3a
cy0jekTuBHU. BakHO € Ja ce Mpu3Hae JeKa THe
ce Tepleniyja U MOXe Jla He ce coBaraar co
objexTrBHATAa peanHocT. Cenak, THE Ce MHOTY
peaHu W MOKe 1a Ommat 3a0eiexaHd Ha He-
KOJIKY HAUYMHHU BO OJTHOC Ha TOA KaKo JyleTo TH
U3jaByBaaT YyBCTBaTa, WJIH KaKO THE BEpyBaaT
Ha cutyanuja. Yecro, UCTHTE MOXKE Ja OumaT
OJIPEJICHU CIOpPE] OJHECYBABETO KOE IO MOKa-
JKyBaaT JIyT'eTo.

Chuka 3a cebe

Crukara 3a cebe e IeHTpajieH KOHIENT Ha MO-
JIENIOT KBaJIUTET Ha JKHMBeewmeTo. EfeH ox mpe-
JU3BHUIIUTE CO KOj CE COOUyBaar Jyf'€To KOU pa-
botar co oBaa mpoOieMaTHKa, 0COOEHO KOTa
MOCJAMHIUTE MOTEKHYBAaaT OJ] PacTypeHa WU
E€MOTHBHO HapyllleHa CpeluHa, ¢ Kako Ja ce
pa3Bue cBecTa Ha JyIeTOo BO MO3UTUBEH TPEHI.
Jdypu 1 HajMaNKy eKCTPEMHOTO HETaTUBHO HC-
KyCTBO MOXe Jia OHJIe JIOIIO 3a MPEeTCTaBara 3a
cebecu. [To3uTHBHATA MPETCTaBa 3HAYM JIEKa €
MOBEPOjaTHO JIyreTo Ja mpudakaaT pU3MLU U
Ja OCTBapyBaaT INpEKy IIaHCHTE W H300pOT.
TakBHUTE IMYHOCTH, TIOPAJU TOA IITO UCTPAXKY-
BaaT M T'M KOPUCTAT MPEAHOCTUTE OF H300poT,
YecTo ce CMeTaaT 3a TelIKH, 3aToa IITO THE
MOCTOjaHO TPETU3BUKYBaaT HJCH M CUTYallHH.
Magure nera KO Mo MpUpojia Ce aBaHTypPHUC-
TH npudakaar pusunu. Ho, MHOrYy Wecto Kora
uMaMe Jienia KOM ce cO IONpeyueH pa3Boj, HUE
UM TH 0OJI3eMaMe MOXXHOCTUTE 32 Pa3yMHO MpHU-
(akame Ha PHU3HK, a CO TOA M IIAHCATa J1a pas-
BUBaar M BexxOaatr HOBM BemITHHU. Ha mpumep,
JIOKOJIKY Ha HEKO] CO TOTpeUueH Pa3Boj HE My €
JIO3BOJICHO J]a YYECTBYBa BO CIIOPTCKA aKTHB-
HOCT, MHOTY € BEpOjaTHO JIcKa HErOBOTO 3/[PaB-
je, pusnukara Mok, conujanHara 61arococtojoa
U WHKIy3Hja ke Ounar orpanndenn. Co oBa He
ce OJpeKyBa JIeKa MOCTOjaT YCIOBH KoM Oapaar
norojieMa TIpwka TMPeKy aKTHBHOCTH. MHOTY

individual feels they are disliked by their
teacher or other professional, than they are
going to react behaviourally as a result of that
perception. If an individual feels unsafe in an
environment, their behaviour will likely be
restricted because of that perception,
regardless of whether or not that environment
is safe seen from an objective or external
point of view. People regard perception and
some of the concepts we are talking about, as
subjective. It is important to recognize that
they are perceptions and they may not match
the objective reality. Nevertheless, they are
very real and can be recorded in a number of
ways in terms of how people state they feel,
or how they believe a situation, but they often
can be determined by the behaviour that
people show.

Self-Image

Self-image is a central concept to the quality
of life model. One of the challenges that
people working in this field face, particularly
when individuals come from deprived or
emotionally disturbed environments, is how
to develop people’s self-image in a positive
fashion. Even less extreme but negative
experiences can damage self-image. Positive
self-image means that people are more likely
to be risk takers and capitalise on
opportunities and choices. Such individuals,
since they explore and take advantage of
choices, are often seen as rather difficult
because they challenge ideas and situations.
Young children are naturally adventurous.
They are risk takers. But very often when we
have children who are developmentally
disabled, we take away the opportunities for
reasonable risk taking and the opportunity to
develop and practice new skills. For example,
if someone with a developmental disability is
not allowed to take part in active sports or
leisure activities, their health, physical
prowess, social wellbeing and inclusion is
likely to be restricted. This is not to deny that
there are conditions which require greater
care in terms of activity. Very often these
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YEeCTO OBUE CUTYAIMH CE MPEICHETH U HACOKH-
T¢ 32 UHPOPMUPAHUOT MEIAMIUHCKH TEPCOHAI
U COpa0OTHHLIUTE, KAKO U Pa3BUBAETO HA all-
TepHATUBHU aKTUBHOCTHU 3a MOJIPIIKaA, Tpeda
Jla UTpa Ba)KHA YJIOTa BO BIIAJCCHETO H KOPHUC-
TemeTo Ha u300poT. EneH on mpemusBuimre
KOM Ce II0jaByBaaT BO HCTPaKyBamkeTO Ha
Brown, Bayer & MacFarlane (13), xoj aBTopu-
T€ HAjIIPBO 'O CMETaa 3a TEKOK Ja ce 00jacHH,
Oelie MpUYMHATA TIOPAJH KOja MOSAUHIIUTE KOU
Ouiie BKIYYCHH BO MOJICNIOT KBAJIUTET HA JKU-
BECHETO (Ha Ip. IPUMCHYBaHkHE HA TIPUHIIUITATE
OIUINIAHK TIOTOpe), He CTEKHAJIE CaMO BEIITHHU
BO M30paHHUTE O0JIACTH, TYKY CE€ CTEKHAle U CO
BEIITUHH BO Apyrd oOmactu. Ce 4YMHH Bepo-
jaTHO JeKa ITOKOJKY TOCIHWHIIA TIpaBaT H300p
CO KOj THE C€ COTJIACHHM, THE pacTaT BO caMoJI0-
BepOa U ciMKara 3a caMHuTe cedecH, U IIOYHyBa-
ar Ja mpe3eMaar pU3MIM BO JPYyTH 00IacT,
W UCTIpoOyBaaT JIPYyrd aKTHBHOCTU U OTKPH-
BaaT Jeka Moxke Ja ounar ycnemsu Bo Toa. Co
IpyTH 300pOBH, HACTAHYBA 3ajaKHYBaIbE.

3ajaxuysarse

3ajakHyBame € MPOIEeCOT KOj Ce€ KOPHCTH OCO-
OeHO o] cTpaHa Ha MPO(ECUOHAIIUTE U POJIH-
TEJHTE, CO IIeN Ja ce OXpadpaT JuIara Ja Hc-
TpakyBaaT W Jla Tpe3eMaar palroHAIHU PH3H-
1 1 mancH. [loHekoram e moTpeOHO a UM ce
MMOMOTHE ¥ Ha MPOQECHOHAIUTE U Ha POIUTE-
JUTe Ja pa3depar JeKa Mpe3eMameTo Ha pasy-
MEH pHU3UK € BasKeH JieJ1 011 pa3BojoT. Bo 3aman-
HOTO OIIITECTBO, TTOCTOH JBMXEHE Ja Ce 3alll-
TUTAT JyfeTO HaJ IpaHHLaTa 0 KOja CEKOj O
Hac Ou ja cMmeran 3a pasymHa. OBa MoOXe na
3alITUTH HEKOM MOETUHIMN 0J (PU3HUYKa MOBpe-
Ja, HO MCTO Taka MOXe Ja JOBeAe IO IMCHXO-
JIOIITKW M COIMjaJTHU OTpaHNYyBarba, Kako U J1a
ru npetBopH Bo nopannusH (10). Kopucho e na
ce 3eMe MpenBU] KakBa OWJIO TOIJPINKA WU
WHTEPBEHIIMja OJ Pa3IMYHH TJIEIHU TOYKH, MO-
pany Toa IITO CHTE MPOLECH C€ XOMHCTUYKH U
BKJIy4dyBaaT pasiIMdcH OICET Ha BIIMjaHH]a.

Hnmep u unmpa nepconanna npomena

On ckopo e mo3Hato (3) JeKa MOCTOM IIUPOK
OTICEeT HAa MHTEP W MHTpA MEPCOHAIHA IPOMEHA
nomery Jyreto co pa3BojHu npedku. OBa e To4-
HO TIOMely OMmiTaTa MNOIyJanuja, HO MHOTY

situations are overestimated, so the guidance
of informed medical practitioners and allied
professionals, as well as the development of
alternative supportive activities, should play
an important role in mastering and using
choice.

One of the challenges occurring in a study by
Brown, Bayer & MacFarlane (13), which the
authors at first found difficult to explain, was
the reason why individuals who were in a
quality of life choice model, (i.e. applied the
principles referred to above), were not only
gaining skills in the areas of choice, but also
gaining skills in other areas. It seems likely
that if individuals make choices in which they
are comfortable, they grow in self-image and
self-confidence and begin to take risks in
other areas, or try other activities and
discover that they can be successful. In other
words, an empowerment occurs.

Empowerment

Empowerment is the process used particularly
by professionals and parents to encourage
individuals to explore and take reasonable
risks and chances. Sometimes it is necessary
to help both professionals and parents to
understand that reasonable risk-taking is an
important part of development. In western
society, there has been a shift towards
protecting people beyond what some of us
would regard as reasonable. This may save
some individuals from physical harm, but it
also may result in a psychological and social
restriction, as well as making them more
vulnerable (10). Since all processes are
holistic and involve a diverse range of
impacts, it is useful to consider any support
or intervention from a variety of viewpoints.

Inter and Intra Personal Variability

It has been known for some time (3), that there
is a wide range of inter and intra personal
variability amongst people with developmental
disabilities. This is true amongst the general
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YEeCTO € OYMIVICAHO U Kaj TPYNHUTE KaJe MOCTOU
MHTEJEKTyallHa U pa3BojHa npedka. Ha npumep,
KOJIMYMHATa Ha MpoMeHa Kaj iyfeto co Prader
Willi, Down cuHIpoM WiH Ipyra WHTEIeKTya-
Ha IONPEYEHOCT MOXKE Ja € 3HAUMUTeNIHa, He
caMo BO TEKOT Ha BPEMETO 3a HCTaTa JIMYHOCT,
HO U moMmery TMOEAWHIM CO UCTaTa JujarHo3a.
Ilopanu oBa, mOTpeOHO € BHUMATENHO Ja ce
HaOJbyIyBa W CIIEIU OJAHECYBAETO, U MPOrpa-
MHUTE 3a HHTEPBEHIMHM CO NOJPIIKA IITO U
OBO3MOJKYBa Ha JINYHOCTA /1 CE€ pa3BUE, UM BO
HajMaja paka Jia T oapxu ¢pyHknunte. Kpamm-
TETOT Ha XKHBeeHmhe Oapa Ja ce KOPHUCTH YUCHE
Ha APYTH NPUHIMIIM HA OJHECYBame, KOU HaKO
HE C€ ONHIIAaHU BO OBOj TPYZ, BKIydyBaaT IO-
BeKe TPOLECH KaKO IITO Ce MPEKyMEPHO yUeHe,
reHepajn3anyja, pasaenyBame Ha 3afaduTe Ha
NOMaJIN EJIOBH, MOTCHIMPamhe Ha 3HALU 3ael-
HO CO IIIaHcaTa Jja Ce CTEKHE CO HCKYCTBO OJ
o0pa3oBHa cpeluHa, Jyfe W akTUBHOCTU (28).
OBHe NPUHLUIN KOU CE YECTO HMPUMEHETH BO
00pazoBaHWETO W pexabmimuTaryjata, Tpeba ma
ce rpajar Bp3 CUTE acleKTH Ha ONIITECTBEHHOT
xuBOT. OBa € HEOMXOJHO MOPaaH TOa IUTO Y-
FeTo CO MHBAJIMIHOCT, 3 Pa3/IMKa O MPEeaXOA-
HO, UMaaT 1mojo0ap MpHCTal BO WHKITy3HMBHATA
cpeanHa. TakBa HHKITy3Hja 4ECTO € OJIECHETa CO
Pa3sBUBAKETO W NPUMEHATa HA JIMYHUTE MPaBa,
Hopagy Toa LITO ONINTECTBOTO 3allodyHa Ja ja
HaMeTHyBa MoTpebaTta JIyreTo cO MHBAJTUIHOCT
Ja TO UMaar, KOJIKy LITO € MOXHO IIOBEKE,
UCTHOT TpHCTal [0 INAHCH M u300p Ha
obpazoBaHue, BpabOTYyBamkEe U OMIITECTBO, KAKO
u octanatute nyre (29, 30).

Mepere

MepemeTo Ha KBaJIUTETOT Ha KHBEEHETO € OC-
HOBEH acIleKT IpW Heroa mpuMeHa. [locrom
IIUPOK OTICET Ha WHAMBHIYAIHH COLM]aTHU HH-
IuKaTopu. Tue BKIydyBaaT O00jeKTUBHU H CyO-
JEeKTUBHU MHIMKATOPH, WIH KAaKO LITO CE€ MpeT-
MOYHTA Ja CC HapeKyBaaT: 0OjeKTUBHH U Mep-
HeNTUBHU. BTOpoTOo BKIydyBa OlIEHYBamba
CIIPOBENICHN O] CTpaHa Ha JIMIA CO MHBAJIUJ-
HOCT, a HE TIPOKCU-Mepema (Ha Ip., HEKOj ApyT
Jla TO CIIPOBEIYBa MEPEHETO BO HUBHO HME).
HabspynyBameTo Ha OIHECYBameTO Ha JIMIATa
MOXeE YeCTO Jia JeMOHCTpUpPA JTUeH H300p, MH-
TEpEeCcH M CIIOCOOHOCTH, IypH U KOTa JINaTa He
Mokat na 30opyBaar Bo cBoe ume. OreHy-

population, but it often becomes much more
apparent in groups where there is intellectual
and developmental disability. For example, the
amount of variability amongst people with
Prader Willi, Down syndrome, or other
intellectual disabilities can be considerable, not
only for the same individual over a period of
time, but also between individuals with the
same diagnostic label. Because of this, it
becomes necessary to observe and monitor
behaviour carefully, and devise programs and
interventions with support that enables the
individual to develop or, at least, maintain
functions. Quality of life interventions require
the use of learning and other behavioural
principles, which though not described in any
depth in this article, involve processes such as
over-learning, generalization, breakdown of
tasks into small components, the highlighting of
cues along with opportunities to become
familiar with learning environments, people and
activities (28). These principles that are often
applied in education and rehabilitation should
be built into all aspects of community living.
This is essential because people with
disabilities are having greater access to
inclusive environments than previously. Such
inclusion is often facilitated by the development
and application of individual rights, because
society has begun to ensure that people with
disabilities have, as far as possible, the same
access to opportunities and choices in
education, employment and community, as
other individuals (29, 30).

Measurement

Measurement in quality of life is a critical
aspect of application. There is a wide range of
individual social indicators. They include
objective and subjective indicators, or as I
prefer to call them: objective and perceptual.
The latter include assessments made by the
person with a disability rather than proxy
measurements (i.e. someone doing it on their
behalf). Observation of an individual’s
behaviour can often demonstrate a person’s
choices, interests and abilities, even when the
individuals cannot speak for themselves.
Assessments made by parents are important
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BambETO CIIPOBEJICHO OJI CTpaHa Ha POJUTEIUTE
€ BOKHO W TEHEpaJIHO € OCHOBAaHO Bp3 Mep-
HennyjaTa Wid HaOJbyMyBamaTa Ha JIUIATa CO
WHBaTUAHOCT. THEe ce HEe3aBUCHH OJ Iep-
LENTUBHUTE MEpPEHha CIPOBEACHU O] CTPaHa Ha
JIMIIaTa CO WHBAIUIHOCT U YECTO HE Ce MOBP3Y-
Baat 100po co apyru Mepema. OBa HE € mopaan
TOA IIITO THE CE TIOMAIIKY BAJHIHH, TYKYy MOpa-
¥ TOa ITO THE T'M TPETCTABYBaaT Meperen-
IIUUTE KOW C€ JIBUTATEIN Ha OJHECYBAIHETO HA
noeauHenoT. OLUeHyBamkeTO BO OBa MOJE € MO-
BP3aHO CO MPaKTUYHA MMPUMEHA, HHTEPBEHIIH]a,
OIICHKAa W pa30j Ha mojuThkara. Cummins
MpOM3HECe IMHPOKO 3aCHOBAaHA CeleKIWja |
KOMCHTapH 3a aJjlaTKUTe 32 OICHYBamke Ha
xuBotoT (17, 22). Ucto Taka ce 0obe30eqeHN U
JICTAJIA 33 OLICHYBakhe Ha KBAJIMTETOT Ha (hamMu-
JIMjapHOTO KUBECHE, IITO HE € O]l IPUMapPEH UH-
Tepec Ha OBa UCTpaxyBame. [locTojar u creru-
¢braEM Mepema Ha M300pOT 3a KBAIUTETOT Ha
KUBeCHETO (20).

Humepeenyuja u nooopuixa

Bpojuu ucTpaxkyBama ce CIPOBEICHU 3a IPHU-
MEHaTa Ha NMPAaKTUYHU MOJICTH Ha KBAJIUTET Ha
KHUBEEHETO. TaKBUTE HCTPaKyBama C€ IOJHU
CO CeKaKBM MPEIU3BHUIIU, MTOPAJH TOA IITO OIe-
HYBamETO MOXeE Jla OWJie CII0)KEHO WU J]a KOH-
TPOJIMpa WITM CIOpPEeAyBa TPYIH KOU CE TEIIKH
Jla Ce COCTaBaT IMOpaad €THUYHU WM METOJO-
JIOWIKY TIPHYWHU (HA TIP. TOTEMIKOTHH TIPH H3-
Oupame Ha ciy4aeH npumepok). Cenak, uHdOp-
Marjata e nmorpeOHa, a MOBTOPYBaHU HCTpa-
KyBama O]l Pa3JINYHH MEPCIIEKTHBH MOXKE Yec-
TO J1a IOMOTHAT JIa C€ pa3jacHaT Pa3InYHH pe-
3yaratu. EneH on rmaBHUTE mpoOiieMu, ocode-
HO OJ IEPCIIEKTHBA Ha ITOJIUTHKATa U yIpaBy-
BamETO, € Ja C€ OJIY4Yd IITO CE€ MHUCIH CO
MIPHUCTANOT KBAJUTET Ha JKMBECHE U KOoW Tpeda
Jla OujaT meauTe Ha TakBUOT mpucran. [loHe-
KOTalll IIeJIUTE W acleKTUTE Ha MPUHIUITUTE HE
ce necHo MepiauBH. Kaze mTo e BO3MOXKHO, THE
Tpeba J1a ce 3acHOBaaT Bp3 KBAaHTUTATHBHU
MEpKH, AypPH U aKO TOa 3HAYM Jia ce MpeHecar
nepuentTUBHUTE nornean Ha Likert-oBara ckana
3a paHrupame. VcTo Taka € BaXHa U JIOTIOIHH-
TeJHaTa KBaJUTaTHBHA MH(OpMalMja J00HCHA
MPEeKy HaOJbYIyBamke, UHTCPBjyHUPAHE HIIH MOT-
MOJTHYBamkE Ha MpamraiHund. JJoKomKy ce 3ema
MpeaBHU]l caMO KBaHTHUTATHBHO HH(OpPMHpAbE,
TOTalll HE Ce BKJIYYCHU BAKHU ACTICKTH OJ KH-
BOTOT Ha MOEINHEI0T, @ OBHUE aCIEKTH C€ HEOTl-

and are generally based on perceptions or
observations about the person with a disability.
These are independent of the perceptual
measures made by the person with disability
and frequently do not correlate very well with
other measures. That is not because they are
necessarily less wvalid, but because they
represent the perceptions driving the person’s
behaviour. Assessment in this field is related
to  practical  application, intervention,
evaluation and policy development. A broad
based selection and commentary on
assessment tools and quality of life is given by
Cummins (17, 22). It also provides details of
the family quality of life assessment, which is
not the primary subject of the present article.
There are also specific Quality of Life
measures covering choice (26).

Intervention and Support

A number of studies have been carried out
applying quality of life models to practice.
Such studies are fraught with all sorts of
challenges, because can be
complex and control or contrast groups
difficult to set for ethical and methodological
reasons (e.g., difficulties of obtaining random
samples). However, information is necessary
and repeated studies from different
perspectives can often help to clarify the
various results. One of the important issues,
particularly from a policy and management
perspective, is to decide what one means by a
quality of life approach and what should be
the goals of such an approach. Sometimes the
goals and aspects of principles are not easily
measurable. Where possible they should be
based on quantitative measures even if that
means converting perceptual views to a Likert
rating Additional qualitative
information through observation, interview or
survey is also critical. If one only attends to
quantitative information, important aspects of
an individual’s life are removed from
consideration and these aspects are necessary

evaluation

scale. —
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XOJTHU 32 pa30upame Ha KBAJUTETOT Ha KHUBEE-
BETO Ha TOj moeauHen. Ha mpumep, jecHo e na
ce MepH KBaJMTETOT Ha BOJAaTa 3a MHEHE, HO HE
€ JIECHO J1a C€ MEPU KBAJUTETOT HA KHUBECHHETO
Ha TOj HAYMH Ha KOJIITO € COTJIeJaH O] CTpaHa
Ha JIMIIETO BO OJTHOC HA YXKUBAHETO BO paboTa-
Ta, WHTEPECUTE WIM JINYHATa caTucakimja.
Cenak, oBHe ce Off KpUTUYHO 3HAYCHE U HEOII-
XOJIHUA TMPOMEHJIMBH TOKOJIKY € TIOTpeOHO Jia ce
W3BPIIM HMHTEPBEHIIMja WU Jla ce Aaje IMOoJ-
npuika. OBa 0apa BHUMATETHO HAOJbYAyBamke U
UCIUTYBakbe Ha JIMIATa CO WHBAIHIHOCT 3a
HUBHHUTC UACU U )KeJ'IGI/I, JOXMBYBamka, KakKO U
00e30e1yBame Ha )KUBOTHA CPEIUHA KaJle HHTe-
pecuTe MOXe 1a Ouaatr HaOJbyIyBaHU M JUCKY-
Tupand. Bo M3MHHATUTE TOOUHM € W3BpIICHA
rojieMa IMpOMEHa, Pa3BUBajKU TH MEPKUTE 3a
0o0uJ1 1 Mepeme, a BO OJJpe/IcHO BpeMe U KBaJIu-
(uKyBame Ha AacMeKTHTE Ha MPHUCTANOT KOH
KBAIMTETOT Ha XHBeewmeTo. OBOj mporiec e ¢
yuiTe Bo Tek. BakBara pabora € 0cOOCHO BakHA
NPy MPOIECOT Ha OIEHYBambe Ha YCIYTHTE U
pa3BojoT Ha monuTHKata (8, 31).

Oopa3oseanue u 00yKka na nepconaiom

Benam mtoM ce 3amovHe Ja ce 3eMa IpeaBH]
OIICHYBamETO Ha MPOIIECOT, CTAHYBa MHOTY jac-
HO Jleka Tpeba Ja ce MoTrjieaHe Bp3 0Opa3oBa-
HHETO Ha MEPCOHANOT U OCOOCHO KPUTHUYKHU BP3
noJiIpIIKaTa of nps pen. JlocramHocra Ha MO-
JepHa JUTepaTypa MoBp3aHa co OBHE MOTpedH €
ocobeno BaxkHa (32). HMcTo Taka e BaxXHO 1a ce
00e30emn eTmUKa TpakTHKa Koja Tpeba ma ce
pasBue TpeKy MmeauoT XuBOoTeH Bek (10, 33).
OBa BKJIyuyBa MpU3HABakEe U TpE3eMame Ha
npolec NOBp3aH co NoTpedute u Oapamara Ha
MOCTUHEIIOT, IPUTOA BKIYYBajKH TH POJAUTEIIH-
TE BO CAMHUOT MpOIIEeC, 0COOSHO KOTra ce BO Ipa-
HIame JIela, HO UCTO TaKa U Jia Ce OCUTYpa JieKa
CO cTapeerme Ha JIUIaTa CO HHBAIUIHOCT K& UM
Ouae yKakaHo JieKa THE Ce HaoraaT Ha ,,B03au-
KOTO CEeQUIUTe U HUBHUTE XKeJOU He ce MTHO-
pUpaHU HUTY HECOOJBETHO MPECKOKHATU O]
CTpaHa Ha HUBHUTC POAUTCIIUTC WJINW UHCTUTY-
nurTe 3a momonr. McTo taka, Toa 3HAYM OCHTY-
pyBame JieKa MOJIMTHKATa U MpaKcarta Ha WHC-
TUTYI[MUTE € jaCHO JIOCTallHA 33 CUTEC M JIeKa
UCTaTa € BO COMIACHOCT CO TNpaKTUKaTa Ha
opranm3anujata. OBa uUCTO Taka Oapa of
NEePCOHANIOT Aa OHJIe 3armo3HaT O MOJIUTUKATA U
IeIUTe Ha OpraHW3aidjata, Aa Ouae BO

for our understanding of a person’s quality of
life. For example, it is easy to measure the
quality of drinking water, but it is not as easy
to measure the quality of life as perceived by
the individual in terms of work enjoyment,
interests, or personal satisfactions. Yet, these
are of critical importance and necessary
variables if we are to carry out intervention
and support. This requires careful observation
and asking individuals with disabilities about
their ideas, wishes and perceptions, as well as
providing an environment where interests can
be observed and discussed. Much work has
been done in years developing
measures to try and quantify, and at times
qualify, aspects of the quality of life approa-
ch. This process is still going on. Such work
is critically important for the process of eva-
luation of services and policy development
(8,31).

recent

Education and Training of Personnel

Once one starts to consider the evaluation
process, it becomes very clear that we need to
look at the education of personnel and
critically at the frontline support. The
availability of modern texts relating to such
needs is important (32). It is also important to
ensure ethical practice is developed clearly
right across the lifespan (10, 33). This
includes recognizing and taking action in
relation to an individual needs and requests,
ensuring parents are involved in the process,
particularly for children, but also ensuring
that increasingly, as the individuals with
disabilities grow, that they are “in the driver’s
seat” and wishes are not ignored nor
overridden inappropriately by parents or
agency services. It also means ensuring that
agency policy and practices are clearly
available for all to read and that they are
consistent with the practices of the
organization. This also requires that
personnel are clear about the policy and goals
of an organisation and are able to discuss
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cocrojba co Heropure pabOTOHaBIM 1A
IUCKyTHpa 33  pasiMyHM  acleKTh  Ha
mpobnemute, 03 cTpaB on KakBa OWio Qopma
Ha pemnpecrja. Co TEKOT Ha BPEMETO, OBUE IPO-
OJeMH ce MHOTY peNieBaHTHHM 3a YCIyTUTE KOU
UM Ce TIpy’KaaT Ha JIMa KO cTapear u 4ecTo ja
BKJIy4yBaaT IOIOJIHMTEIHATA MOJJPIIKA INTO
uM e motpebHa. He Tpeba ma ce mormeHu pere-
BAaHTHOCTa HA OIICETOT Ha MPOLECOT Ha Hal-
JbyIyBambeTO Ha yCIyTH, CO Led Ja ce OLeHaT
pa3IMYHM acleKTH BO CTaHIapAWTe Ha paboTe-
HBETO Ha WHCTUTyLHUHTE, (34) Kako W HUBHATa
CIIOCOOHOCT J1a CIIPOBEIAT MEPKU KOU BO BpEMeE
Ha EKOHOMCKU CTpPEC C€ 4YMHAT HTHOPUPAHH.
ETnukata mpakTHKa Ha HEIMCKpHUMHUHALM]ja,
MPU3HABAKETO HA MpaBaTa M HEONMXOAHATa 3all-
TUTa O]l 370ynoTpeda, Tpebda na OumaT CrpoBe-
JyBaHU KOJKY IITO € MOXKHO TOBEKE KaKko HOP-
MaJlHa CpeIHA NIPEKY LEeINOT )KUBOTCH BEK.

3akayuox

OBOj TPy MOCTaBU OCHOBA M 00pa3loKeHHE 3a
MPUCTANOT KOH KBAIUTETOT HA KHUBECHHE Ha JTy-
feTO0 CO WHBAIMIHOCT. UWTarenor mnoHaTamy
Tpeba J1a ro 3eMe IPEIBUIl KOHIICTITOT KBaTUTET
Ha JKUBECHETO BO JIETall, CO OTJIe] Ha MCTpa-
KYBamhCTO W TMPAKTHKATa, W Jla TH TPEIABUIN
MPEIHOCTUTE OJ MPAKTUKATA 3a JIUIATa CO MH-
BaJIMHOCT M HUBHHUTE cemejcTBa. Mcro Taka e
Ba)KHO J]a CE BUAU KOJKY THE MOXe Ja ce ped-
JIEKTHpaaT BO CTaHAapJIUTe KOW CE MOCTaBCHU
BO TMOJINTUKATA HA BJIAJMHHUTE OJJICICHH]a U BO
WHIWBHAIYATHATE YCIYTH Ha ycraHoBute. OBOj
TPYA BO TOJIEM pa3Mep Ce CIpaByBa CO KBAJIH-
TETOT HA JKUBECHC Ha JIMIATA, 10 OJPEJICH CTe-
TeH 3eMajKu TH TPEJBUI U HUBHUTE CEMEjCTBA.
Broporo e kputnyHa 00iacT, Koja ¢ ymrTe ce
pasBuBa u Tpeba ga Ouje 3eMeHa mpeaBu, Ou-
NejKH TIOJIMTHKATa, yCIyraTa W IpaKTUKaTa ce
pasBUBaaT MoHATaMy.
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