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Abstract

Researches of quality of life in persons with intellectual disability are affected
by the selection of assessment methods and the validity of the obtained data. Nei-
ther self-assessment nor assessment by others can exclusively be a measure and an
indicator of the objective situation, so commonly both methods are used and gained
data are compared.

Research objectives: assessing and comparing the quality of life in adults with
intellectual disability from a different residential settings (families, institutions and
residential housing units with support), and comparison of self-assessment with
assessment by others (parents, professionals from institutions or residential housing
units).

The tasks of the research were to determine the differences in the quality of
life in adults with intellectual disability from a different residential settings and to
determine the differences in self-assessment and assessment by others.

The Quality of life Questionnaire for persons with intellectual disability from
Schalock and Keith was a research instrument, and it was answered by 130 adults
with mild, moderate and severe intellectual disability.

Most significant results: there is a statistically significant difference in the
quality of life in terms of residential status, according to the answers of persons
with intellectual disabilities (Kruskal-Wallis H test H (2) = 59.218, p < 0.001), and
according to the answers obtained from other respondents (Kruskal-Wallis H test H
(2) =53.475, p < 0.001). There is a statistically significant difference between self-as-
sessment and assessment by others (T — test t (129) = 67.496; p>0.01).



3B0PHUMK HA TPYOOBN 527

Conclusions: life in a natural family environment ensures better conditions
for quality life, or generally, persons living in smaller community based units have a
better quality of life than the institutionalized. Among persons with intellectual dis-
ability and respondents from their close environment, there are differences about the
same issues, that is, differences between self-assessment and assessment by others.

Keywords: quality of life, adults with intellectual disabilities, self-assessment,
assessment by others

Introduction

To define the term “quality of life” is very difficult because of the numerous
and complex components that the term includes. Various authors have interpreted
it in different ways, but generally they all agree that it is a multidimensional concept
that includes a significant number of simultaneously objective and subjective factors,
and it is influenced by various individual and environmental factors and their mutual
relations. Modern knowledge of quality of life says that it is interactive concept
(according to Schalock, 2007; Schalock, 2004; Schalock i Verdugo, 2002) which
contains many interrelated factors that reflect positive values and life experiences.
Although these indicators are sensitive to cultural and social conditions of the
community, they generally emphasize the personal well-being and the life satisfaction.

The concept of quality of life in the field of intellectual disability appeared in the
80s of the last century as a sensitive phenomenon and principle according to which
the support services for these people started to distribute. It became clear that if an
appropriate and individualized support is offered, the quality of life for people with
disabilities, their self-determination, independence and inclusion will be significantly
improved (Turnbull, A., Brown, 1., Turnbull, III HR, 2004).

The quality of life for persons with intellectual disabilities is basically deter-
mined by the same or similar indicators that determine the quality of life for the
general population, but there are specific characteristics that are associated with the
developmental characteristics of these individuals, their position in the society and
the interaction with the community. As many authors point out (Schalock, 2007;
Schalock and Verdugo, 2002; Schalock and Keith, 2004), the quality of life in these
individuals is primarily determined by: emotional well-being, interpersonal relations,
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physical and material well-being, personal development, the degree of autonomy and
the possibility of self-determination, social inclusion and realization of their rights.

Difficulties always arise in studies of quality of life in persons with intellectual
disability. These difficulties are because of the selection of the evaluation instruments
and the validity of the received data, especially when dealing with persons with severe
and profound intellectual disability and those with communicational difficulties.
On the other hand, the validity of responses received by others (people from their
close environment) is also questionable. In fact, many studies indicate that there are
significant differences about same issues among persons with intellectual disabilities
and their parents / professionals or other evaluators from their surroundings (Brown,
2000). For persons with speech and language difficulties, the quality of life is measured
by others (a close relative or professional) who knows the person with intellectual
disability well and who can respond on his behalf. Many researchers, as well as, Felce
and Perry (1995) suggest that the answers provided by others are not sufficiently
realistic in terms of how a person with disability really feels. Stancliffe (2000) says
that the basic dilemma of this approach is whether the data gained by the mediator
would be sufficiently similar to the data that would be obtained directly from the
respondents. One of the ways to evaluate the validity of the data is to compare the
gained responses from proxies with answers that persons with intellectual disabilities
are giving. Because of the mentioned difficulties in these studies, usually, both
methods are used, and then the received data are compared. Researchers agree that
neither self-assessment or assessment by others, can be an exclusive measure and
an indicator of the objective conditions.

Methodology:

Goals of the research:

- assessing and comparing the quality of life in adults with intellectual
disability in different settings (family, institution and community-based
supported housing units);

- comparison of the self-assessment (gained from participants with intellectual
disability them self) with the assessment by others (acquired from parents,
family members, professionals from institutions and supported housing
units).
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Objectives of the research:

- determining the differences in quality of life among adults with intellectual
disabilities from different settings (family, institution and community-based
supported housing units) according to self-assessment;

- determining the differences in quality of life among adults with intellectual
disabilities from different settings (family, institution and community-based
supported housing units) according to assessment by others;

- determining the difference between self-evaluation and evaluation by others.

A Quality of life Questionnaire for persons with intellectual disabilities from
authors Schalock and Keith (since 1993, revision 2004) was used as an instrument
of the survey. The questionnaire consists of 40 questions divided into 4 domains:
Satisfaction, Competence/Productivity, Empowerment/Independence and Social
belonging/Community integration. Higher scores indicate greater satisfaction, more
competence/productivity, greater empowerment/independence and greater social
integration/participation in the community, or in general, high total score indicates
better quality of life. Self-evaluation was conducted first, and the assessment by other
persons (other evaluators) second.

The sample consisted of 130 adults with mild, moderate and severe intellectual
disability and 130 other evaluators. The number of participants with intellectual
disability by residential status is shown in Figure 1. Most of the participants live with
their families (56), 45 of all respondents are from supported living units and some
respondents were institutionalized (29).

Number of participants according residential status

29
B Family
® Supported honsing nnits
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Figure 1. Number of participants by residential status
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The analysis of the gained data began by creating a database in the statistical
software SPSS. Kruskal-Wallis test was used to determine the statistical differences
in the quality of life among participants according to self-assessment and assessment
by others, because the distribution of data was not normal (Gaussian), and this test
does not need the normal distribution as a premise. For determining the differences
between self-assessment and assessment by others the one-sample t-test was used.

Results with discussion

Table 1.  Data from the self-assessment

95% Trustwor-
Residen- Number | Arithme- Stfil:fi:fd Stan- | thiness interval
. of respon- | tic mean . dard | oftheaverage | nin, | Max.
tial status d tion
ents (n) (m) () error | Lower | Upper
limit limit
Families 56 80.04 7.65 1.02 77.99 82.08 69 107
Support-
ed living 45 73.76 10.40 1.55 70.63 76.88 57 99
units
Institution 29 58.10 9.24 172 54.59 61.62 44 75
Total 130 72.97 12.33 1.08 70.83 75.11 44 107

From Table 1, we can see that according to the average values obtained by self-
assessment of the questionnaire for quality of life, respondents from families achieved
the highest average score (80.04), followed by the respondents from supported living
units (73.76), while institutionalized participants have the lowest average score (58.10).

Table 2.  Kruskal-Wallis test according to the self-assessment

Amount
Kruskal-Wallis test (KW) 59.218
Degree of freedom (df) 2
Asymptotic significance 0.000
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The result from Kruskal-Wallis test (KW(2)=59.218, r<0.001) shows that
according to self-assessment, there is a statistically significant difference in the quality
of life between persons with intellectual disabilities, in terms of residential status.

Table 3. Data from the assessment by others

Num- 95% Trustwor-
Residen- ber of | Arithme- | Standard | Stan- | thinessinterval
tal status | TE€SPOD- ticmean | deviation | dard | oftheaverage | nfin, | Max.
dents (m) (s) error | jower | Upper
(n) limit | limit
Families 56 74.86 8.624 1.152 72.55 77.17 60 103
Supported
livill)llg); s | 45 76.76 10564 | 1575 | 7358 | 79.93 | 53 | 106
Institution 29 60.21 5.247 0.974 58.21 62.20 49 69
Total 130 72.25 10.881 0.954 70.36 74.13 49 106

From Table 3 it is obvious that according to the average values obtained
by assessment by others of the questionnaire for quality of life, participants from
supported living units have the highest average score (76.76), than respondents that
live in their families (74.86), and institutionalized participants have lowest average
score (60.21).

Table 4. Kruskal-Wallis test according to the assessment by others

Amount
Kruskal-Wallis test (KW) 53.475
Degree of freedom (df) 2
Asymptotic significance 0.000

The result from the Kruskal-Wallis test (KW(2)=53.475, r<0.001) shows that
according to assessment by others, there is a statistically significant difference in the
quality of life between persons with intellectual disabilities, in terms of residential
status.
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Table 5. One-sample statistics for self-assessment versus assessment by others

Number of | Arithmetic | Standard Standard error
respondents mean deviation of the arithmetic
(n) o) (s) mean
Self-assessment 130 72.969 12.326 1.081
Assessment by others 130 72.246 10.881 0.954

Table 5 shows that the average rating of the quality of life is higher in case
of self-assessment (772.969) compared with the average score obtained from other
estimators (72.246).

Table 6. One-sample t-test

o . Difference in
egree o P standard error
t-distribution | freedom Slgfuﬁcance {\verage
(@n (bilateral) | difference | 1ow Upper
range | range
Self-
assessment 67.496 129 0.000 72.969 70.830 | 75.108
Assessment
by others 75.706 129 0.000 72.246 70.358 | 74.134

The result from the t-test (£(129)=67.496, r>0.01) shows that there is a
statistically significant difference between the assessment by the persons with
intellectual disabilities and the assessment acquired from proxies.
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Relation between average assessment of quality of life
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Figure 2. Relation between average assessments of quality of life

Figure 2 shows that there is a statistical difference between the self-assessment
and the assessment by proxies in terms of residential status.

Similar to our results were obtained by Bratkovic (2002) from Croatia in the
survey on 100 adults with moderate and severe intellectual disability, of which 50
were living with their families, and 50 in an institution, and sample of other estimators
(50 parents of participants and 50 experts from institutions). Statistically significant
differences in self-assessment and evaluation by others were found, and as well
statistically significant differences in the quality of life of institutionalized persons
and those living in families were found.

Researches by other authors (Schalock, Verdugo Alonso, 2002), as well as
analysis of studies for deinstitutionalization into smaller residential living settings
in the community, indicate that intellectually disabiled persons that live in smaller
community based units have overall better quality of life than those that are
institutionalised. The following positive results are observed: improved interpersonal
relationships, improved material well-being, productivity, improved adaptive
behaviors and competence, greater autonomy, more opportunities for choice and
decisions making, wider social network, facilitated access to community, generally
greater social participation and higher degree of satisfaction. Life in the family
provides a better quality of life, particularly in terms of psychological and emotional
well-being, independence development, social integration, community participation
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and self-determination. Life of those persons that live in institutions is restricted and
very tied to institutional programs on which they dependent on.

Schwartz and Rabinovitz (2003) examined the life satisfaction among 93
people with intellectual disabilities living in supported living houses, and they took
into account the assessment by the respondents themselves, as well as the assessment
by their parents and professional staff. Results indicate a generally positive picture,
although there were some differences between the answers provided by intellectually
disabiled persons and professionals who care for them, while no differences were
found in the results of the respondents and their parents.

Also in Maryland, US, within the “Ask Me!” project, 5125 participants, adults
with disabilities, of which 27% were persons with severe and profound intellectual
disabilities, were involved. Three quarters of the respondents answered questions
about their quality of life on their own. Those who answered the questions on their
own gave different answers than those gained by professionals who have answered
the questions on their behalf (Schalock, Gardner, Bradley, 2007).

Rapley, Ridgway and Beyer (1998) compared data of examination of the
quality of life obtained from the professional staff and from persons with intellectual
disabilities and found that the results have a low correlation and matching, and the
professionals overestimated the independence and the autonomy of the intellectually
disabled. In this context, Lefort and Fraser (2002) pointed out that the responses
of the professionals should not be taken as a substitute for information that can be
obtained on the first hand.

Conclusions

According to self-assessment the best quality of life have intellectually disabled
persons who live with their families (with average score 80.04), while according to
the assessment by others, best quality of life have those intellectually disabled persons
who live in community-based supported housing units (their average score is 76.76).
The obtained results from the assessment by others are due to the fact that parents
give lower evaluation of the quality of life to people with intellectual disabilities living
in their families than they give themselves, because they always think that they could
contribute more for better quality of the life of their child. Compared to them, experts
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from supported housing units or institutions, consider that they provide higher quality
of life than the persons with intellectual disabilities think they receive.

We confirmed the results obtained in other studies that life in the natural
family environment ensures better conditions for quality life, or those persons with
intellectual disability who live in smaller communities have overall better quality of
life than the institutionalized.

We also confirm the conclusion of many other studies which indicates that
among persons with intellectual disability and persons in their surroundings there
may be differences about same issues. The gained data shows that there is a statistical
difference between self-assessment versus assessment by others.

In the last three decades, in the most highly developed countries, services for
people with intellectually disabled have changed from residential care to supported
living in the community that contributed to improving the quality of life of these
people. Today’s opinion is that people with intellectual disabilities have better and
more quality life within their families, where they receive the necessary support.
However, risks may arise if we fully turn to support these people in their families,
rather than providing services, assistance and support for themselves as individuals.
Because of the economic rationalization and the need for costs reduction, the personal
requirements and desires can be neglected. Also, the families themselves are very
different in their ability to provide adequate care, a stimulating environment and
help. It is therefore, necessary to carefully analyze the overall family quality of life
and the extent to which it can be implemented.

To improve the quality of life of persons with intellectual disabilities they need
to be allowed to participate in social life through activities and to have social contacts
outside the place they live or work, or use their leisure time. They need to be accepted
by the general population as equal citizens in our society. To realize this, the society
should change the attitudes and raise the awareness about these people, and help
them through self-advocacy and autonomy to make decisions and choices, actively
participate in finding their place in the society as valuable members.

The society should be more aware and it should take action to contribute to
the improvement of care and support for these individuals and humanization of their
living conditions by promoting quality services, programs and strategies in the current
educational and rehabilitation practice. The change in the social relations and social
policy towards people with intellectual disabilities would improve their integration



536 OUNNIO30PCKN GAKYIITET, UHCTUTYT 3A JEPEKTONOIMNJA

and inclusion in the community. The concept of quality of life transformed into a
rehabilitative model emphasizes the need for improvement of the independence,
productivity and inclusion, along with the implementation of supported living and
supported employment of adults with intellectual disabilities. The responsibilities
and the tasks of individuals and of the society as a whole, is to create conditions for a
satisfactory quality of life of these people, stressing that all persons with disabilities
have the right to a better quality of life.
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KBAJIUTET HA KVUBOT KAJ BO3PACHU JINIIA
CO UHTEJIEKTYAJTHA IIOITPEYEHOCT:
CAMOITPOITEHKA HACITPOTH ITPOIIEHKA O/I IPYTU

Becna Kocruk-UBanoBuk!, Harama YnueBcka-JoBaHoBa?

t [I0Y ,,/I-p Baaman Cpemey”, Cxonje, P. MaxedoHuja
2 Muemumym 3a deghexmonozuja, @uaoszogcku gaxyamem, Cxonje, P. MaxedoHuja

Ancmpaxm

Bo ucrpakyBambara Ha KBAJIUTETOT Ha YKUBEEHHE Kaj JINIIA CO HHTEJIEKTyaTHa
ITOTIPEYEHOCT CE jaByBaaT TEIIIKOTHH BO BPCKa cO M300POT HA METO/H 32 HCIIUTYBAHE,
KaKo U €O BAJIMIHOCTA Ha JobueHuTe mogarony. HuTy caMmonporieHkara HUTy Ipo-
[eHKaTa Ofi IPYTHU JIUIA He MOXKAT a OUAAT UCKJIyYUTETHO MEPUJIO U ITOKA3aTe
Ha 00jeKTHBHATA COCTOj0a, TIa 3aT0a HAjUecTo ce KOPHUCTAT 06eTe METOIH U Ce BPIITH
criopeziba Ha JOOMEHUTE TTOATOIIH.

I{ein Ha MCTPasKyBAabETO CE MPOIEHYBALE U CIIOPEAYBabe Ha KBATUTETOT
Ha JKMBOT Kaj BO3PACHUTE JIUIIA CO HHTEJIEKTya/THA TIOIIPEUYEHOCT BO PA3/IMYHU FKHU-
BOTHH YCJIOBU (CEMEJHH, HUHCTUTYIIMOHAIHN ¥ CTAHOEHH €UHUIIN 32 JJOMYBahe CO
MTOJIZIPIITIKA) M KOMIIapaliyja Ha CAaMOIIPOIIEHKATA CO ITPOIEHKATa Off CTPaHa Ha APYTH

(pOI[I/ITeJII/I, CTPYYHH JiMla O UHCTUTYITUUTE NI craHOeHuTe 38[[HI/IIII/I).
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3ajjauu Ha UCTPAKYBAELETO CE YTBP/AYBakhe Ha PAa3/IMKUTE BO KBAJTUTETOT HA
JKMBOT Kaj BO3PACHUTE JIUI[A CO MHTEJIEKTYATHA ITOIIPEYEHOCT BO PA3/IMYHU KUBOTHH
YCJIOBH U YTBP/IyBatbe Ha PAa3JIMKHUTE BO CAMOIIPOIIEHKATA U ITPOLIEHKATa Off APYTH
JIuIIa.

HHCTpYMEHT BO UCTPaKyBambeTo € ITpalralHUKOT 38 KBAJIUTET HA KUBOTOT
Kaj JIuIa co uHTeIeKTyatHa momnpedeHoct o7 [llamok u Kejt, Ha K0j onroBapaa 130
BO3PACHU JINIIA CO JIECHA, YMEPEHa U TelllKa NHTEJIEKTYaTHa TOIIPEYEHOCT.

HajznauajHu pesysaTaTd: IIOCTOM CTATUCTHYKHU 3HAUYajHA pasjinka BO KBa-
JINTETOT Ha ’KUBOT BO OJIHOC Ha PE3UIEHIINjATHUOT CTATYC, CIIOPE] OATOBOPUTE HA
caMuTe JIUIIAa co nHTeaekTyaaHa monpeudeHoct (Kruskal-Wallis H rect H(2) = 59,218,
P < 0,001), u criopen oaroBopure Ha apyrute (Kruskal-Wallis H tect H(2) = 53,475,
P < 0,001). ITocToU CTaTUCTHYKY 3HAYAjHA Pa3jInKa MOMery caMOIPOIIEHKATa U
nporieHkaTa ox apyru (T — test t (129) = 67,496, p > 0,01).

3axutyyory: JKUBOTOT BO IPHUPO/IHA ceMejHA cpeirHa 06e30eyBa mogoopu
MIPEyCJIOBU 3a KBAJIUTETEH KUBOT, OHOCHO, T€HEPATHO, 110/106ap KBAJIUTET HA
JKHUBOT UMaart JiMiaTa KOH XKMUBeaT BO IIOMaJIu 3a€AHUIIN OTKOJIKY HHCTUTYIITHOHAJIH-
3upaHuTe uma. [lomery caMuTe JIUIA CO MHTEIEKTYaTHA IIOIIPEYEHOCT U JIUIATA OFf
HHMBHATAa OKOJIMHA ITOCTOjaT PAa3JIMKH BO IIOIJIE HA KCTH IIPAIlakba, OAHOCHO IIOCTON
pasyrka Mely caMOIIPOIleHKaTa HaCIIPOTH MPOIIEHKATa Off IPYTHU.

Kayunu 360posu: keaaumem Ha i#usom, 803pacHuU AUUA CO UHMeAeKMYanHa
nonpeueHocm, cCamMonpoyeHKa, nNpoueHka o0 opyau Auya



