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INTRODUCTION

The third report stemming from the project “Sodare Institutions in Serbia:
Support to a Reform-Oriented Strategy” — the Héis@ommittee for Human Rights
has realized with the assistance of the Open Solristitute, Budapest, and the Royal
Netherlands Embassy, Belgrade — focuses socialigatiéutions in Serbia catering
for children and adults with mental disabilitiesigrersons with mental disorders.

Developed countries aban-
doned the concept of institutionalized
protection long ago. However, in Ser-
bia, like in many transitional countries,
this is still a reality. Serbia is among
the countries that have launched re-
forms of their social care systems. The
process itself is far from being an easy
one to be rounded off in short time.
Transition to the deinstitutionalized
model of protection implies serious
preparations and rearrangement of the
entire social concept. And it calls for
cooperative efforts by all institutions of
the governance. Since such coopera-
tion — a key link in the chain — has not
been established in Serbia yet, the re-
form of the social care system is
slower than it should be. Many social
care institutions will, therefore, remain
a major segment of social protection
for long and, unfortunately, a lifelong
reality for many of their beneficiaries.
This particularly refers to persons with
mental disabilities and with mental
disorders whose ongoing status and
potential social reintegration have to b
placed high on the list of social and
governmental priorities.

The fact that the existing insti-
tutions are constantly catering for
maximal number of beneficiaries indi-
cates the extent to which the society a
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a whole is still not ready for integration|

of persons with mental disabilities.
Therefore, under the newly adopted De-
cision on the Network of Social Care
Institutions Catering for Beneficiaries
accommodation capacities have not been
reduced at all in most institutions or

have been minimally reduced. And have
been raised in some.

Overall attitude towards persons
with mental disabilities is being changed
step by step, but nevertheless painfully
slow. As for regulations dealing with
position and rights of persons with men-
tal disabilities, several documents have
been adopted at national level — Law
against Discrimination (an umbrella
one), Law against Discrimination of Per-
sons with Disabilities, Law on Profes-
sional Rehabilitation and Employment
of Persons with Disabilities, Law on Ba-
sics of Educational System, Strategy for
Improvement of Position of Persons
with Disabilities and Strategy for Im-
proved Protection of Mental Health. Un-
fortunately, a draft law on protection of
the rights of persons with mental disor-
ders is still under preparation despite the
fact that the National Commission for
Mental Health has been working on it
for several years. The Ministry of Labor
and Social Policies has also adopted
relevant regulations and minimal stan-
dards for various types of social care
services and the Special Protocol on Pro-
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tection of Children in Social Care In-
stitutions from lll-treatment and Ne-
glect. A new law on social protection
is expected in near future. It should be
noted that Serbia is duty bound vis-a-
vis a number of international docu-
ments already referred to in relation to
this specific project. These documents
and domestic legislation provide a
solid legal frame for development of a
more human and tolerant society. Un-
fortunately, all these regulations are
poorly implemented in everyday life if
implemented at all.

The same as earlier reports this
one also builds on “case studies,” each
implying insights into overall condi-
tions in which four monitored institu-
tions catering for persons with mental
disabilities (children and adults) and

with mental disorders operate. Having
paid fact-finding missions to these insti-
tutions, the Helsinki Committee’s team
of experts put forth conclusions and rec-
ommendations with regard to departures
from domestic and international regula-
tions. The primary objective of the entire
project — including the objective of this
specific report — was advocacy for im-
proved position of this vulnerable popu-
lation. Coming from a human rights
non-governmental organization, the
team, therefore, focused both system
flaws and examples of good practice. It
also scrutinized overall social backdrop
against which these institutions and their
personnel function, given that this back-
drop preconditions a proper and sustain-
able reform of the social care system.

We hope this report would contribute to this commgoal and help Serbia in
its movement towards the standards applied in dpeel democracies.

We take this opportunity to once again thank thaisfiy of Labor and Social
Policies, as well as directors, the personnel amkficiaries of the four institutions
for their cooperation that made implementationhig thajor segment of the entire

project possible at all.



SUMMARY

Under the aforementioned gov-
ernmental decision on the network of
social care institutions, four such insti-
tutions are designated to cater for chil-
dren and juveniles with mental dis-
abilities, along with one department of
the Center for Protection of Newborns
Children and Youth in Belgrade. Over-
all accommodation capacity of these
four institutions totals 1,400 persons.
Nine homes and two institutions — ac-
commodating 2,300 persons — have
been set aside for adult persons with
mental disabilities. One of these
homes, in Stamnica, has two separate
wards: one catering for children and
juveniles, and the other for adults. Per
sons with mental disorders are accom;
modated in five social care institutions
three homes, one gerontological cente
and one of the above-mentioned insti-
tutions, the overall accommodation
capacity of which amounts to 2,000
people.

The Helsinki Committee’s team
of experts paid fact-finding missions to
two biggest institutions for children
and youth with various degrees of
mental disabilities — in Sremcica and
Veternik — to the biggest institution for
adults with “grave” and “gravest” men-
tal disorders in Kragujevac, and to the
Home for Adult Persons with Mild and
Grave Mental Disorders in Tutin.

The team was composed of one

psychologist, a special pedagogue, a
specialist in neuropsychiatry, a soci-
ologist and a lawyer. The fact-finding
missions were realized in the period
May-June 2009. The ensuing case

studies deal with the following aspects

=

of institutionalization: living conditions,
institutional personnel, treatment pro-
vided to beneficiaries, contact with fami-
lies and outside community, and guaran-
tees for the rights and freedoms of bene-
ficiaries.

Given that mental health aspect
predominates this segment of the pro-
ject, the report mostly focuses the atti-
tude towards mental problems (all the
beneficiaries have diagnoses that — by
international classification of illnesses —
fall into the category of mental disabili-
ties or ilinesses). The report, therefore,
opens with a “psychiatric section” that
sums up ongoing practices in the treat-
ment of persons with mental disabilities
in all the four monitored institutions.

Living conditions — Except for
the home in Tutin, the three monitored
institutions occupy large areas with sev-
eral facilities constructed on them. Visu-
ally and by accommodation arrange-
ments, they closely resemble specialized
psychiatric hospitals: they are located
away from urban cores, constructed as
pavilions and have long corridors and
dormitories. Funds for renovation of
premises and equipment were invested
in all the four institutions — however,
those funds were not sufficient to secure
adequate living conditions. Indicatively,
renovation of all the facilities accommo-
dating beneficiaries diagnosed with
gravest mental disorders waits for “bet-
ter days.” These facilities are rather ru-
ined with poorly furnished rooms and
inadequate communal areas. Living
conditions of this category of beneficiar-
ies reflect both professional and social
attitude towards them. Nothing is ex-
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pected from them and nothing is
planned for them. Such living condi-
tions seriously undermine human dig-
nity. Situation in the facilities accom-
modating beneficiaries with “mild”
mental disorders is by far better.

Institutional personnel — All
the monitored institutions engage vari-
ous professionals (defectologists, psy-
chologists, teachers, etc.) and medical
officers (doctors and nurses). And all
the institutions are understaffed, which
cannot but affect the quality of profes-
sional treatment and healthcare. Bear-
ing in mind large number and structurg
of beneficiaries, personnel’s inade-
guate professional capacities pose ad-
ditional problems. Namely, most of
them have not been specifically traine
in the skills necessary for treatment of
persons such as beneficiaries of the
said institutions. Courses of in-service
training would surely make them more
competent to cope with their everyday
tasks. Decades-long neglect of this
problem also testifies of the society’s
indifference not only for persons with
mental disabilities but also for the pro-
fessionals treating them.

Treatment provided to bene-
ficiaries - Treatment programs are de-
veloped on the basis of the assessed
degrees of beneficiaries’ mental dis-
abilities rather than on their specific
needs and types of support necessary
to meet those needs. This is why most
of them are deprived of “small pleas-
ures” and of opportunities to develop
living habits and gain basic life experi-
ences. Generally speaking, the moni-
tored institutions have developed vari-
ous occupational therapies and are
providing — inasmuch as they can —
occupational training to beneficiaries.
With the exception of the Kragujevac-
based institution, this major segment g
socialization is usually available to a
small number of persons. The great
majority of persons with mental dis-

abilities have no prospects either for

—

education or employment. Without ade-
quate programs of occupational training,
these persons will remain lifelong hos-
tages to institutionalized protection as
they will be lacking fundamental living
skills.

Contact with families and out-
side community— Discriminated and
stigmatized by the society as a whole,
persons with mental disabilities or dis-
orders are practically isolated from the
outside world. Despite some progress
made in this aspect (e.g. the personnel
begun organizing excursions, visits to
various cultural and sports events and
the like, whereas NGO activists and, oc-
casionally, school children and students
pay visits to institutions) quality and fre-
guency of contacts with the outside
community are inadequate. Families and
representatives of social care centers
rarely visit beneficiaries. And yet, fami-
lies’ attitudes towards their institutional-
ized members are not indicative only of
interpersonal relations. Actually, the
way the state treats persons with mental
disabilities has been personalized to a
large extent. The state has erected huge
institutions distanced from urban centers
and beneficiaries’ hometowns: thus it
has not only isolated them from the so-
ciety but made it harder for their fami-
lies to communicate with them face to
face. The state has also failed to recog-
nize the need for programs of support to
the families of persons with mental dis-
abilities that would encourage quality
mutual relationship.

Guarantees for the rights and
freedoms of beneficiaries- Speaking
of such guarantees almost borders on
senseless talk. Once categorized as such,
children and juveniles with mental dis-
abilities usually never free themselves
from the label. A number of adult bene-
ficiaries have been so categorized since
childhood and their diagnoses stay with
them as long as they live. In addition a
number of institutionalized adults have
been deprived of earning ability and no
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one has ever appealed to courts of law
for revision of those decisions. On the
other hand, the personnel themselves
take that a considerable number of
their beneficiaries are capable of inde-
pendent living with community sup-
port. Given that very categorization

leads either to deprivation or limitation

of many human rights (the rights to edu-
cation, work, participation in public life,
etc.) there is not doubt that the benefici-
aries of these social care institutions are
among the most vulnerable social groups
(along with “patients” of specialized
psychiatric institutions).



PSYCHIATRIC SECTION

1.

All the monitored institutions
have been constructed as asylums: thg
are located away from urban centers,
surrounded by fences and composed (
big buildings accommodating large
numbers of beneficiaries. Regardless
of differences in institutions’ accom-
modation capacities and the fact that
many beneficiaries are accommodated
in smaller rooms rather than in dormi-
tories, the biggest problem is that too
many beneficiaries are concentrated i
one institution — such concentration
cannot but produce deteriorating ef-
fects on their physical and mental
health and hamper their rehabilitation.
All the fact-finding missions were
conducted in summer months when
many activities could be organized in
the open. However, in some institu-
tions this was not possible because of

pf

physical limitations. In Tutin, say,

General therapeutic environment

there is hardly any yard at all, while in

by Veternik a large number of beneficiaries

diagnosed with grave retardation sit idly
in a small yard in the midst of summer.
One cannot but wonder where they
spend most of their time in winter
months. To all appearances, the two in-
stitutions just “accommodate” (keep
within four walls) beneficiaries rather
than secure them conditions for digni-
fied life and socialization.

The personnel usually wear
white uniforms. Their treatment of bene-
ficiaries varies from institution to insti-
tution. Many complaints against the per-
sonnel were voiced in Tutin — some
beneficiaries even claimed they were
being beaten. In other institutions, how-
ever, doctors, nurses and other officers
have developed by far closer relations
with their beneficiaries who showed no
signs of being afraid of anyone.

2. Medical care provided to beneficiaries of socialare institutions

2.1. Medical officers

The number and professional
capacities of medical officers vary
from institution to institution. The term
medical officer here implies the pro-
fessional on the payroll of the Ministry

of Healthcare. The table below provides
information about their professional ca-
pacity and number, compared with the
number of beneficiaries to whom they
provide treatment.
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Veternik Sremcica Kragujevac Tutin

Number of 593 305 921 241

beneficiaries

Total number | 50 21 56 9

of medical of-

ficers

Doctors 5 general pract 3 (1 stomatolo-| 7 (3 general 1 general pract
titioners (one | gist, 1 general | practitioners, 1| titioner pres-
of them spe- | practitioner internist, 1 gy- | ently specializ-
cializing psy- | and 1 psychia-| necologist and| ing psychiatry
chiatry) and trist) 2 physicians | in another in-
one stomatolo- specializing stitution
gist) psychiatry)

Medical tech- | 44 18 49 8

nicians/ nurses

It seems that the number of
medical officers per an institution has
been set by the norms that are nowa-
days totally anachronous. According tq
the director of the Tutin institution, the
“norm” for the number of medical of-
ficers in his institutions was 150 bene-
ficiaries, meaning fewer persons by 25
percent. One cannot but wonder about
the grounds on which these norms are

set, the one laying them down and the

extent to which they are adjusted not
only to the number of beneficiaries in
each individual institution but also to its
actual needs.

Some institutions like the one in
Tutin are so understaffed that only three
persons work night shifts — a doorman, a
male nurse and a medical technician.
These three people are looking after as
many as 205 beneficiaries.

2.2. Medical equipment and specialized wards in itigutions

Speaking of medical equip-
ment, only institutions in Veternik and
Kragujevac have proper ones. The
situation in Tutin is so bad that it calls
for immediate intervention by the Min-
istry of Healthcare. The institution in
Sremcica has a dental ward, which is
not licensed by the Ministry of Health-
care, while the dentist himself has bee
engaged instead of one of the planned

=)

physicians. The Veternik institution

has five wards, including a dental ward,
but not a gynecological one. The Kragu-
jevac institution has a gynecological
ward but not a dental one. The same in-
stitution has a ward in each of the pavil-
ions, which makes the work of medical
officers easier. In 2008 the Embassy of
Japan donated an EEG apparatus to the
institution — in the same years 58 benefi-
ciaries with epilepsy were examined.

2.3. Healthcare subsidies

Under the law, medical protec-
tion of all beneficiaries of social care
institutions should be subsidized by th
Ministry of Healthcare and the Repub-
lican Bureau for Health Insurance.

However, everyday practice is some-
what different. For instance, the Minis-
try of Healthcare covers only regular
salaries of medical officers but not other
expenses such as those related to trans-
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portation, night shifts, working holi-
days, bonuses to specialists and head
nurses, uniforms, paid meals, etc.
Costs of sanitary supplies and me-
dicaments have to be approved by the
Republican Bureau for Health Insur-
ance, which covers them on annual bg
sis and in the amounts (probably) cal-
culated by the number of beneficiaries
Be it as it may, these amounts hardly
correspond to actual needs. For in-
stance, the institution in Sremcica is
allocated 118,000 RSD per year but
spends 900,000 RSD on average on
medicaments and sanitary supplies.
Subsidies for medical protection
should also include transportation of

beneficiaries to specialized hospitals

for examination. For instance, the Tutin
institution has to transport its beneficiar-
ies to distanced towns, usually to special
psychiatric hospitals in Gornja Toponica
and Kovin, or to Kraljevo and Belgrade
for hospitalization. No one covers these
expenses. According to the director of
the Tutin institution, they amount to
some 550,000 RSD per year. The fact
that there is no system solution to the
problem cannot be a pretext for inade-
quate medical protection, he says. To
justify his stand, he quotes a case of the
women with vision problems (who went
blind eventually) who had to be often
transported to see specialists in Uzice,
Kragujevac and Belgrade.

2.4. Availability of specialist services

Existing medical departments
in social care institutions provide only
basic services, whereas all other are
provided by medical centers in the out
side community. Beneficiaries usually
have to be transported to hospitals or

clinical centers to be examined by spet

cialists. Three out of four monitored
institutions are in somewhat better po-
sition since they are close to bigger
cities (Belgrade, Kragujevac and Novi
Sad). In this context, the situation is
the worst in Tutin given that all the
necessary medical services are not
available in the nearest town — Novi
Pazar where the hospital has no psy-
chiatric ward. A psychiatrist from Novi
Pazar works in the Tutin medical cen-
ter once a week. Therefore, beneficiar
ies have to be transported to Kraljevo,
Nis or Belgrade for psychiatric treat-
ment.

Specialist examinations of
beneficiaries need prior approval from
a relevant branch of the Bureau for
Health Insurance. The procedure —
launched by the personnel that apply
for approval — takes time and, as such

delays treatments and control examing

|

tions. The Kragujevac institution, there-
fore, opted for the only possible solution
to the problem: it pays all the costs of
periodic x-ray scans (presently, 9 bene-
ficiaries are with tuberculosis) from its
own pocket. Had it waited for the Bu-
reau to cover the costs, the procedure
would have taken months.

Though there are examples of
good practice and smooth cooperation,
some medical centers seem not to feel
duty bound to admit, medically examine
and treat the beneficiaries of social care
institutions. So it happens that the Psy-
chiatric Hospital in Kragujevac would
not admit the beneficiaries of the local
social care institution and sends them on
to Gornja Toponica and Belgrade.
Treatment and hospitalization of benefi-
ciaries with somatic diseases is also
problematic. The Ministry of Healthcare
should urgently react at such practice to
prevent further discrimination of benefi-
ciaries instead of leaving social care in-
stitutions at their own devices.

Further, there is the problem of
how to engage consultants, i.e. various
specialists all the institutions need from
time to time. The amendment to the Law
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on Healthcare dealing with additional
work and enacted in December 2008
made engagement of specialists work
ing full-time in public medical centers
problematic for social care institutions.
The amendment provides that only
university professors shall be entitled
to work as consultants but, as the per-
sonnel said, “professors would not
come.” Directors have been trying to
solve the problem this way or another.
So, for instance, whenever he needs
physiatrists and psychiatrists as con-
sultants, the director of the Veternik
institution engages retired specialists.
However, this cannot completely solve
the problem: retired specialists are not
authorized to put their seals on the
forms for hospitalization. The director
of the Kragujevac institution required
explanation from the Ministry of
Healthcare but received no answer
whatsoever — so she continued paying
consultants. Her institution engages a
specialist in internal medicine, who is
trained in ultrasound and conducts ul-
trasound examinations four times a
month, a psychiatrist who works on
EEG readouts and provides neurologi-
cal therapies (two-three times a week)

an EEG technician and another specialist
in internal medicine, who only conducts
medical examinations. The Tutin institu-
tion engages a specialist in general
medicine, who comes three times a
week, and a retired psychiatrist for
monthly visits. Whenever necessary the
psychiatrist is consulted by phone. In the
Sremcica institution, neurological thera-
pies have been provided for years now
by a physician working for the Institute
for Mental Health. Consultant services
are sometimes paid under specific pro-
jects.

By the book, all the institutions
would have to transport beneficiaries to
medical centers with adequate specialist
services upon approval from relevant
social insurance funds. Considering the
number of beneficiaries who need con-
tinued treatment by a variety of special-
ists, distances (especially the Tutin insti-
tution) and bureaucratic procedures
(waliting lists, verified forms issued by
funds, etc.), strict respect for the Law on
Healthcare would obviously jeopardize
beneficiaries’ health. This is yet another
absurdity stemming from a bad or non-
existent cooperation between various
governmental institutions.

2.5. Availability of medicaments

Participatory payments and fi-
nancial participation in medical sup-
plies are notably problematic. Whereas
participatory payments can be afforded
somehow (40 RSD per a box of me-
dicaments) participation in medical
supplies sometimes amounts to 50 pe
cent of actual price (e.g. tranquilizers
that are abundantly used in institu-
tions). Institutions have to cover these
expenses from their budgets. Though
directors and doctors seem to do their
best to provide most adequate therapig¢s
for beneficiaries, this is about a grave
system problem threatening to result ir
inadequate medical care. Namely,
since the Republican Bureau for Healt

4
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Insurance provides insufficient funds on
one hand, and insists on cuts in expenses
on the other (e.g. insists on the use of
old and cheaper drugs instead of new
generation drugs with fewer side ef-
fects), social care institutions are forced
to make choices that can be adverse to
beneficiaries’ health. For instance, the
institution in Kragujevac spent 2 million
RSD on ampoule therapies in 2008. The
Bureau had approved only 7 million

RSD for tablet therapies, whereas the
institution had to pay 23 million for me-
dicaments on prescription. The director
says that the Bureau keeps warning her
that she spends too much money. Never-
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theless, she prioritizes new and quality
drugs for her beneficiaries.

Regular inoculation against flu
is directly connected with the issue of
adequate treatment and availability of
medicaments. Inoculation is not regu-
lar. Asked about the reasons for lower
mortality rate in the Kragujevac insti-
tution (52 beneficiaries died in 2008,

and only 9 in the first six months of
2009), physicians said that was mostly
to be ascribed to vaccination against flu,
which is not systematic but “surplus
vaccines” had been distributed to the
institution. One can only conclude that a
regulation on regular vaccination in so-
cial care institution would considerably
reduce mortality rates.

3. Treatment of mental disorders

3.1. Persons with mental disorders accommodated 8ocial care institutions

All the four monitored institu-
tions also cater for persons with ments
disorders classified other than “mental
retardation.” Most of these persons are
accommodated in the Kragujevac instit
tution: out of 921 beneficiaries, 534
suffer from mental ilinesses. The insti-
tution is one of the five social care in-
stitutions in Serbia catering for persons
with mental disorders with the excep-
tion of mental retardation. According
to its director, some 2,000 persons are
accommodated in these five institu-
tions (apart from the one in Kragu-
jevac, institutions in Stari Lec, Novi
Becej and gerontological centers in
Aleksinac and Curug fall under this
category) and there are no criteria for
their institutionalization. This is a sig-
nificant piece of information. It indi-
cates that 2,000 persons, once institu-
tionalized in social care institutions,
are not only totally isolated but also
“wiped out” from ongoing analyses of
and plans for transformation of psychi-
atric services. However, persons with
mental disorders are also accommo-
dated in other institutions such as the
one in Tutin that caters for 106 benefi-
ciaries with mental retardation (out of
241 persons accommodated in it).
Some are diagnosed with Parkinsonisin
(3), alcoholism (2), depression (1),
schizophrenia (26), epilepsy (29), in-
ternal diseases (14) and diabetes (8).
These are obviously their “primary”

U
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diagnoses for which they should not be
institutionalized at alll.

A considerable number of bene-
ficiaries are with “combined” patholo-
gies. The term, used in institutions, indi-
cates a beneficiary suffering from at
least from one type of mental disorder
except for retardation. However, his/her
mental disorder needs not be chronic and
of psychotic character. The interviews
conducted with beneficiaries indicated
that many of them suffer from behav-
ioral disorders but show no symptoms of
psychoses whatsoever. Out of the total
number of beneficiaries in the Sremcica
institution, “about 50 percent” are either
on psychiatric or neurological treat-
ments, while some 40 suffer from epi-
lepsy. Other disorders include personal-
ity disorders, schizoaffective disorders,
depressions and schizophrenia. As for
the Veternik institution, out of 593 bene-
ficiaries 405 are either on psychiatric or
neurological therapies and 169 of these
beneficiaries are with epilepsy.

What are the criteria for accom-
modation of persons with mental disor-
ders in social care institutions? Even
should we perceive the situation as a rel-
ict of “the old system” when the very
label “social case” opened the door to
institutionalization, why is it that noth-
ing is done nowadays for all those peo-
ple’s social reintegration? This best ex-
emplifies the absence of coordination
between two systems (ministries) —
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healthcare and social. Whereas specigl-
ist psychiatric hospitals are reducing
their accommodation capacities (whicH
is not followed by development of
adequate community service for pro-
tection of mental health), social care
institutions are constantly pressurized
to admit persons with chronic mental
illnesses.

It should be noted that no dif-
ference is being made between such
persons who are accommodated in sof
cial care institutions and those in spe-
cialist psychiatric hospitals — they are
all institutionalized because “there is
no other place for them” and because
they need additional support and psy-
chosocial treatments. Accommodation
of these persons in social care institu-
tions cannot solve the problem, which
can be properly tackled only through
community-based living and develop-
ment of community-based mental
health protection systems. Such pro-
grams would surely make it possible
for most of these persons to return to
their hometowns or families. As things
stand, the problem is “moved” from
healthcare domain to social domain

and results in less appropriate treatment
and deprivation of many rights of per-
sons with mental disorders.

As of lately — and probably under
the pressure from general public and
negative reports by international organi-
zations — the state has been trying to fos-
ter community-based models of protec-
tion and, for this purpose, requiring so-
cial care institutions to systematize
beneficiaries’ documentation. This re-
quirement causes many problems in in-
stitutions. For instance, a beneficiary of
the Tutin institution has been admitted
because she had no place to live in and
she has been institutionalized by her
own free will — however, according to
her documentation she has been admit-
ted as a psychiatric patient diagnosed
with schizophrenia. The institution even
tried to replace this diagnosis with men-
tal retardation but a relevant social care
center contested it. The problems in
categorization and re-categorization best
exemplify the poor cooperation between
institutions and social care centers,
which cannot but negatively affect bene-
ficiaries’ position and rights.

3.2. Psychiatric (and neurological) therapies andantrol

The inspection of psychiatric
and neurological therapies for benefi-
ciaries was done by random choice of
medical files' Since it was impossible
to go through all files of the beneficiar-
ies on therapies, the conclusions drawn
about pharmacotherapies (quality or
possible misuse) can only be general-
ized. Except for those in the Sremcica
institution, doctors and medical offi-
cers elsewhere were most cooperative
and helped us to inspect medical files,
lists of therapies, special protocols, etq.
A psychiatrist in Sremcica refused in a
roundabout way to let us look into the

! The term ,neurological therapy* is used as a
synonim for anti-epileptic therepy.
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files of some beneficiaries. When we
asked to see at least one single file, she
reluctantly produced one. And she is the
only psychiatrist engaged on full-time
basis in all the four monitored institu-
tions (the one in Kragujevac will have
two psychiatrists on its staff in a couple
of months when two physicians are due
to finish their specialization).

And yet, it was in the Sremcica
institution that we had the opportunity to
talk to a young man of 24 categorized as
a case of slight mental retardation but
also diagnosed with bipolar affective
disorder for which he has been treated in
“Dr. Laza Lazarevic” hospital. Two
years ago he was put on Moditen Depo
and has been getting it since despite the
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fact that he shows no symptoms what{ institutions more frequently and in big-
soever. The case itself exemplifies ger doses than it would have been under
several problems in the use of psycho{ the programs of psycho-social support in
pharmacotherapy — however, to draw @ the community-based system. As things
definite conclusion one needs to care-| stand now, therapies are used to pacify
fully examine all medical records. It and, probably, discipline beneficiaries.
can be said for sure that psycho-
pharmacotherapy is applied in these

Selection of drugs We take that younger persons should not be adtened older
generation drugs such a phenothiazine neuroleptidsparticularly not depot prod-
ucts. This also relates to phenobarbitone for persweith epilepsy. The Kragujevac
institution can be singled out as an example ofdgpractice — according to phys
cians, only 5 or 6 beneficiaries are on phenobameitherapy out of 60 suffering from

epilepsy.

Regular control and modification of therapy. There are serious indicators that
therapies are not modified (doses reduced) whete acises are over. Patients are put
on neuroleptics even when they are agitated or fiestnaggressiveness and keptjon
them even after such states are over. We havemiatoyn that a beneficiary was put
on neuroleptics as a child because of acute amitgtr “behavioral disorder”) with
no symptoms of psychotic disorder — he has beenth@ntherapy for years. The
Veternik institution can be singled out as an exi@anmp good practice — the institutign
sends beneficiaries to the Clinic for NeurologyNavi Sad for EEG at least once a
year or at two-three-month intervals if necessdrglso tries its best to replace ald
generation drugs with new generation ones.

Monotherapy: Judging by some medical files and lists of thexspve inspected,
drugs are combined unnecessarily (e.g. two neuropTherapies should include as
few as possible drugs particularly when administécechildren.

3.3. Hospitalization in psychiatric institutions ard clinics

A beneficiary whose mental welcome. Bearing in mind the overall
health starts deteriorating is trans- situation of psychiatrist hospitals in Ser-
ported to a psychiatric hospital or bia, one can hardly assume that benefi-

clinic. A social care institution fills the | ciaries are getting some better treatments
necessary form for admission to hospi; in them than in the institutions they are
tal, which has to be approved by the coming from. Asked, “What is it they
branch of the Republican Bureau for are doing better in hospitals than you do

Social Insurance in the beneficiary’s here?” the personnel mostly referred to
hometown or the place where he/she bigger doses of drugs. Such an answer
has been treated before. Presently, indicates that the cuts in healthcare ex-
hospitalization in psychiatrist institu- penses and the number of personnel
tions lasts 21 days at most. have impaired social care institutions’

An analysis about the number capabilities to provide more adequate
of such hospitalizations per year and psychiatric (and psycho-social) support
their actual outcomes would be most to their beneficiaries.

13
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3.4. Crisis intervention programs

None of the interviewed mem-
bers of the staffs denied occasional in{
cidents, violence and conflicts among
beneficiaries and against them. And
yet, procedures for such situations var
from institution to institution. The
Sremcica institution has not developed
any procedure whatsoever for physica
restraint. In Veternik, agitated benefi-
ciaries are restrained with sheets or
strapped shirts. The physicians showe
us a simple protocol but the one
planned to the point — it just provides
the name of the person who ordered
restraint and the time when restraint
was ended. As for the Kragujevac in-
stitution, it has a more detailed proto-
col that includes procedures for physi-
cal restraint in force since June 2008
and named “the protocol for intensified
supervision.” Accordingly, when under
“intensified supervision” a beneficiary
is only occasionally fixated, but the
beginning and end of the fixation are
not registered. The institution in Tutin
has a room for isolation but has not
developed procedure for fixation as it
still waits for the Ministry of Health-
care’s guidelines. The collegium of
directors of social care institutions,
meeting twice a year, submitted a draft
protocol to the Ministry a couple of
months ago. The collegium still waits
for a feedback.

Pharmacotherapies for agitated
or aggressive beneficiaries are notably
problematic. They are administered
intramuscularly and usually consist of

10-mg ampoules of Bensedine or 10mg
ampoules of Haldol, often combined.
While inspecting medical records in
Tutin, we often saw the note “if neces-
sary, injection of Haldol 10 mg plus
Bensedine 10 mg.” For instance, such
therapy is prescribed to 12 beneficiaries
on the list of 15, while the rest receive
just ampoules of Bensedine “because
they are with epilepsy” (phenothiazine
neuroleptics are contraindicated with
epileptic patients). Nurses are adminis-
tering ampoules “for 5-7 days until a
beneficiary calms down.” The director
confirmed that injections were given
frequently. These facts may leave the
impression that therapies are used for
punishment. Example: A beneficiary de-
scribed as excessively aggressive often
breaks everything around him. He has
been diagnosed with code F21, meaning
mild mental retardation, and G40 indi-
cating epilepsy. It was hard to obtain
answer from the personnel about the rea-
sons for his aggressiveness. As we in-
sisted on the answer, a nurse said, “He
turns aggressive when left without ciga-
rettes.”

All the institutions should de-
velop more detailed procedures for crisis
intervention and introduce them step by
step: adjust their procedures for physical
restraint with pharmacotherapies so as to
avoid “chemical restraint” first, then
adopt protocols that would be available
to analyses and finally start implement-
ing the procedures for conflict resolution
without methods of restraint.

3.5. Understanding of beneficiaries’ behaviors anthental states

We observed a phenomenon
that might seem banal but is potentially
most threatening to beneficiaries.
Medical officers (doctors and nurses
alike) were often incapable of explain-
ing sudden changes in beneficiaries’
behavior — outbursts of aggressivenes
or agitation. It seems that the personn¢

A
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are either not trained or motivated
enough to recognize and understand
psychological processes or, even worse,
that they do not expect beneficiaries at
all to have understandable and meaning-
ful emotional reactions. In other words,
medical services are either not properly
organized (shorthanded, untrained, etc.)
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or dehumanized. Example from the
Sremcica institution: According to the
personnel, a ten-year-old boy with
visible cuts on his head turned aggres:
sive and crushed his head on a bill-
board. The psychiatrist only said he
had been expelled from a special
school and refused to answer other
guestions. However, it turned out over
the interviews with nurses and other
medical officers that the boy’s feelings
were badly hurt after expulsion be-
cause “he no longer rode the bus with

other children.” Another (positive) ex-
ample from the Kragujevac institution:
The personnel were describing a sudden
change in a beneficiary’s behavior (she
became aggressive and was destroying
plants in the garden) but also speaking
about the methods by which they were
trying to determine the cause of such
change (it turned out to be “a broken
heart” case) and the methods they were
using over individual and group thera-
pies.

4. Deinstitutionalization

All the four monitored institu-
tions are doing their best to reduce the
number of beneficiaries and gradually
release those capable of living in the
outside community. However, several
problems hinder the process: 1) the
existing programs (ranging from
“Halfway House” to actual deinstitu-
tionalization) are either at the very be-
ginning of implementation or misinter-
preted; 2) non-existent “exit doors”

(institutions can prepare beneficiaries for
release but cannot ensure their living
outside the institution; social care cen-
ters and non-existent system of commu-
nity-based living are the biggest stum-
bling blocks); 3) non-existent system
solutions (e.g. re-classification, restitu-
tion of the right to support oneself, edu-
cation, employment programs, etc.).

Existing programs: All the four institutions have just begun develapthe
programs for community-based living. Out of 305 dfesiaries of the institution in

Sremcica, 26 are included in the program and hvievie apartments in Belgrade (o
apartment houses 5-6 persons). They have been aumeted in these apartments
under the project realized by NGO “SAPI.” We coatat obtain the information
about the criteria by which these beneficiariesehiaen selected or prepared for
community-based living. Therefore, we can only assthat they have been select
by their respective levels of independence. Wendichave the opportunity to see t
apartments. According to the director, NGO “SARIbmits reports to the Ministry
but not to the institution. She herself has inspaell the apartments and is please
with living conditions, furnishing and equipmens, \&ell as with the support the ne
tenants are getting. However, financial sustaiitgtof this form of community-base
living has not been legally solved yet and, thenefthe doors to the apartments co
be closed to beneficiaries at some point. All taeddiciaries accommodated in the

apartments earn their living with the assistancamather non-governmental organi-

zation. However, their employment has not beenledgd so as to last.

Institutions in Kragujevac and Veternik are implereg “Halfway House”
projects, and Veternik managed to organize commoased living for 10 benefici-
aries. Their concepts of the project, however, seediffer. The Kragujevac institu-
tion has perceived it (properly) as a part of géaprogram and temporarily stoppe
sending beneficiaries to the outside community wédmsial care centers proved inc

ed

o

uld

pable of providing support to them. On the otherdhdhe director of the Veternik
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institution, the same as his counterpart in Tutas different plans: they both inten
to continue constructing “halfway houses” (actualhys is about securing additional
accommodation capacities rather than deinstitulimetzon). Thirty-six beneficiaries
of the Tutin institution have already been accomated in the facilities located in
“farmland” without any certain prospects for leayitem.

Non-existent “exit doors:” Many members of institutional personnel ex-
pressed complaints about cooperation with soci@ canters. Representatives of
these centers do not inquire about beneficiarigslagly, rarely visit institutions and
are incapable of ensuring community-based suppdréneficiaries able of independ-
ent living, they said. The last statement is mogdidative since it is obvious that many
beneficiaries could return to communities. It gag&hout saying that social reintegra-
tion would significantly foster their mental healibit also have a positive effect on
the beneficiaries remaining in institutions. Theolehsystem is so planned that insti
tutions can in no possible way reduce the numbéeaotficiaries (unless they die)
and are, at the same time, under constant pressacnit more and more people
(159 persons are on the waiting list for the Kragag institution). Should commu-
nity-based living be ensured for at least a grgadetr of beneficiaries capable of ind
pendent living, those who stay in institutions wbhk getting better care and prote
tion until they turn fit for community-based living

D

L34

1%

Non-existent system solutionsMany problems facing beneficiaries that ar¢
crucial for their successful social rehabilitatene explained within the aspects under
the scrutiny in all the four institutions. Truesiiutions should show more initiative
for solving all these problems. However, lastintpgons can only be found through
cooperation between various governmental institigtio

16



HOME FOR CHILDREN AND YOUTH

WITH MENTAL DISABILITIES “SREM

ICA” IN BELGRADE

1. Introductory remarks

The Home for Children and
Youth with Mental Disabilities
Sremica exists since 1969. With the
development and urbanization of
Sremica suburb, the Home is today
connected to the city by modern roads
Located at the entrance to this suburb
it occupies a 10 hectare property and it
is surrounded with vegetation. The ca-
pacity of this institution hasn’t changed
and it is 300 places for housing chil-

dren and youth with medium, moder-
ately severe and severe mental disabili-
ties, from the minimum age of 10.

At the time of the visit by the
Helsinki Committee, there were 305
beneficiaries in the institution. Out of
this number, 28 were part of the living
with support program (26 were housed
in 5 rented apartments in Belgrade, two
in a village household in Kn).

2. Living conditions

The institution is composed of
a total of 13 buildings, three of them
dedicated to the housing of beneficiar-
ies (children’s, men’s and women'’s
pavilion), seven serving technical pur-
poses, and the three remaining being
the management building, the ambu-
lance and the accounting department
building.

For decades no funds were in-
vested in this institution; however,
changes that significantly improved
housing conditions are now visible in
all buildings. The electrical network
was reconstructed, most of the funds
needed for installing a water heating
system were secured, both the interior
and the exterior of the buildings were
renovated, the furniture was partly re-
newed... It goes without saying that
further investments are necessary in
order to finalize the reconstruction task
and improve the general living condi-
tions, but the current condition of
rooms beneficiaries use is, for the mos
part, satisfactory. A lot of furniture and
technical equipment is still lacking,
and especially bedding, blankets etc.

—
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However, the available space is insuffi-
cient for the housing of so many benefi-
ciaries, and we believe this to be a sig-
nificant problem. Rooms accommodat-
ing as much as 14 children are abso-
lutely not an acceptable form of housing,
regardless of how nice they look. Over-
crowded rooms with too little space have
many negative implications — from the
inability to equip the rooms with neces-
sary furniture, lack of privacy, to the
possibility of provoking a psychological
problem such as feeling claustrophobic,
nervous, endangered, etc. Institutions of
this type should devote special attention
to providing conditions which will pro-
tect beneficiaries’ right to privacy, as
well as to developing habits which will
prepare them to better adapt to life in the
community.

The staff obviously put some ef-
fort into making the rooms as pleasant as
possible — many rooms have flowers,
paintings, nice curtains... However,
many areas within the facility still ap-
pear cold, and need to be improved in
cooperation with the beneficiaries. Fur-
thermore, it is unacceptable that the
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Sremica suburb still has no sanitation
system, forcing the institution to use
septic tanks. Regardless of the fact that
this area is far from the city, we be-
lieve that the city administration
should immediately give it priority in
connecting to the city network, primar-
ily because of the existence of such a
big institution.

The children’s pavilion houses
children from the age of 5 to the age of
15. Out of 82 beneficiaries, accommo-
dated in 8 rooms on the ground floor
and first floor, 59 are boys and 23 are
girls. There are a total of 9 bathrooms
with toilets, 8 classrooms — common
rooms, and one room for the educator$
on each floor (ground and first). The
offices of the speech therapist, social
worker, psychologist and habilitation
service chief are located on the secon
floor, as well as the sensory and parer
room. This floor was added in the pre-
vious year and the building was reno-
vated. A large room for meetings, per-
formances and the like with 250 seats
was also built.

The so-called women'’s pavil-
ion houses female beneficiaries over
the age of 15. We were told that the
oldest beneficiary is 50. Around 80
beneficiaries are accommodated in 16
rooms on the ground floor and first
floor of the building. There are a total
of 4 bathrooms with toilets, which
means that there are 20 beneficiaries {o
one bathroom, i.e. toilet. There are 4
living rooms, 4 kitchenettes and a
laundry room.

At the time of our visit, there
were 120 beneficiaries in the men’s
pavilion, between the age of 15 and 5Q,
accommodated in 25 rooms with 3 to 7
beds. Four bathrooms per pavilion
(both men’s and women'’s) are insuffi-
cient to maintain adequate hygiene of
such a large number of persons. Last

=

year a second floor was added to this
building, but according to the staff, con-
struction work was faulty and now there
are certain problems with the roof. At
the time of our visit, the work on replac-
ing doors and windows was underway.
Along with recent renovations, this cer-
tainly improves the quality of accom-
modation and living conditions of bene-
ficiaries. Despite this, we believe that
space and equipment needed for a larger
number of living rooms is still lacking,
since only three rooms are currently
adapted for this purpose.

Technical buildings house nu-
merous workshops (cardboard produc-
tion, toilet paper production, handmade
folk artifacts production, tailor's work-
shop, print shop and carpenter’s work-
shop), which have also been renovated;
the physiotherapist’s room is also in
good shape, but the gym is in poor con-
dition and needs total renovation and
purchase of appropriate equipment. The
kitchen and dining room are sufficiently
large and luminous, and there are sepa-
rate rooms for hairdressers, bakery, stor-
age, laundry and boiler room. Additional
funds are needed for replacement of old
furniture, broken or missing equipment
for preparing food and in the laundry,
some machines and technical equip-
ment...

The institution has an agricul-
tural property, with buildings for breed-
ing pigs, chicken, egg laying hens and
compost refining, which are far from the
housing area and do not jeopardize hy-
giene and activities in that area.

There are large, well-kept green
areas between the buildings, sitting
benches, a sports playground and
equipment designed for playing and ac-
tivities of younger beneficiaries. The
functionality of the exterior could be
even better with a little investment and
initiative.

Recommendations

18
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In cooperation with local and state bodies providals to connect the institu
tion to a proper sanitation network; the city oflggade must make investments int
the development of Srenea its priority, in order to establish the necegsavel of
hygiene and health safety of the Home beneficiaries

Carry out necessary reconstruction of buildingsriter to reduce the current
overpopulation to a level which is bearable andertarmane;

Finalize the renovation of buildings making thenttéreequipped and thus
creating an atmosphere and living conditions simdaa family way of life;

Provide funds necessary for purchasing equipmemtaaranging the interio
in order to enrich activities and contents of therkvwith children and create
conditions for quality expert work, which are cuntlg lacking.

=

3. Institutional personnel

The structure of the staff ac-
cording to their job position is the fol-
lowing: management, counselors, and
caregivers, medical, administrative and
technical employees, making for a tota
of 142 employees. Out of this number,
42 are expert employees: social
worker, psychologist and speech thera
pist (one each), defectologists (20),
work therapists (7) and work instruc-
tors (12) for different skills. Work in-
structors have theé™devel degree in
vocational education; work therapists
have the %, 6" or 7" level degree in
vocational education, while all other
employees have university degrees.
The majority of employees have more
than 10 years of employment, but ther
are some younger employees as well.
As to their gender, the female employ-
ees are the large majority.

All beneficiaries have a master
educator, that is, one educator has be:
tween 15 and 20 beneficiaries in a
group. This number is somewhat
smaller in the children’s pavilion (be-
tween 6 and 12 children). According to
the staff, the main problem pertains
precisely to the large number of bene-
ficiaries per group. They believe that
they have no time for individual work,
while group work with this number of
beneficiaries does not yield maximum
effect. This opinion is not acceptable,
since it is well known that the optimal
number of participants for group work

1%
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is between 18 and 22. Apart from the
general opinion of the staff that more
expert employees need to be hired, some
of them believe that administrative obli-
gations are too numerous, which some-
times contributes to the lack of time
necessary for high-quality and direct
work with the beneficiaries. Similar
comments were voiced in the majority of
institutions of this type, and they point
more towards the inertia of the staff and
their refusal to accept personal responsi-
bility for the low-level quality of the
beneficiaries’ overall living conditions
within the institution.

As the work is organized in shifts
and the number of educators (20) is rela-
tive to the number of educational
groups, it practically means that caregiv-
ers and work instructors are those who
take care and work with beneficiaries in
opposite shifts. However, overtime is
very rarely needed, while at duty times
two educational groups are joined to-
gether. This is done during holidays,
weekends, etc. Medical staff and care-
givers are working night shifts.

The staff expresses interest in
additional education since they realize
that the knowledge and skills they apply
are based on obsolete orientations and
methods of work. In addition to this, the
employees point out that the structure of
beneficiaries is leaning gradually to-
wards those with psychiatric and behav-
ioral problems. Beneficiaries are aggres-
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sive and destructive, and the staff has
hard time dealing with these problems
and situations. The staff uses the
knowledge learned on seminars they
attended (Maria Montessori program,
Sensory room, Reeducation of psy-
chomotorics...) in their work, but also
points out that much more work shoulg
be done and invested in programs and
education aimed at preparing benefici
aries to become more independent in
local communities (daily sojourns, fos-
ter families for children, living with
support), since this yields good results
in practice.

It is certainly very difficult to
organize the life of such a large num-
ber of beneficiaries in accordance with
their needs. However, we believe that
the employees do hot have the same
perception of their role and responsi-
bility for the actions and behavior of
the beneficiaries. When talking with
the staff, we heard different comments
which corroborate this belief: “When
the Roma children first arrive, they
find it interesting to have their own

a

beds and other things they did not have
before, but as time passes they become
bored and start running away”... “Some-
times we are faced with the problem of
overeating. We don’'t know what to do
with that excessive energy which is
channeled the wrong way”... “One girl
breaks things, screams. | can’t work with
people like that. My hands are weak, and
she can hit you, spit on you. What to do
in a situation like that? We heard about
the isolation room, that we have the right
to use it. This punitive measure yields
results, the news would spread, espe-
cially amongst the older ones. However,
only the psychiatrist can order isolation.
Maybe at least some sort of restraint, so
they can't hurt themselves”. The domi-
nant impression is that the staff does not
have the appropriate knowledge and
skills to deal with delicate situations.
Furthermore, the attitude towards the
beneficiaries is more passive and ob-
serving, and less active in terms of joint
work towards a higher quality of life and
a pleasant atmosphere within the Home.

Recommendations

Encourage the staff to improve their professioalcation in the fields per-
taining to the problems they face in their everydayk and for which they need ad

ditional knowledge;

Increase professional competence of the employekg@prove the monitor-
ing and evaluation of the institution’s work by piding expert advisory support;

Encourage communication and experience sharing grpeople who work i
practice, as well as between these people andargienstitutions, regarding issy
and dilemmas related to reform processes.

es

4. Activities and organization of work with benefigaries

As we have already mentioned,
the Home in Sremca is meant for
housing children and youth aged ten or
older, with medium, moderately severe
and severe mental disabilities. How-
ever, there are currently more adults
with mental disabilities in the House
than children and youth. Roughly, the
ratio is 2:1. Out of the total number of
beneficiaries, 29 have minor mental
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disabilities, and most of them were ac-
cepted in the Home at the recommenda-
tion of the competent ministry since a
more adequate accommodation could
not be fond. The majority of beneficiar-
ies, 218 of them, have medium mental
disabilities, 23 have moderately severe
mental disabilities, while 34 beneficiar-
ies have combined intellectual and
physical disabilities.
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This structure partially explains
both the organization and the method
of work in this institution. Namely,
after a child is admitted, the expert
team (social worker, defectologist,
psychologist, doctor, and other experts,
if necessary) makes a decision as to the
group the child will be placed in, baseq
on the documentation from the origi-
nating Center for Social Care, the age
and the physical and intellectual capa-
bilities of the child, as well as the pe-
riod of adaptation and monitoring (3 to
6 months). The newly arrived benefici-
ary is placed in the chosen group (chilf
dren’s pavilion, or men’s or women’s
pavilion for adults). The most common
problems during the period of adapta-
tion, according to the staff, are fear of
separation, emotional problems, beha
ioral problems and regression. Most
often, the staff helps children integrate
in the group and the way of life within
the Home through group meetings
where they include older members, the
so-called “group protectors”, or they
evaluate which member of the group
would be the most adequate “pillar of
support” for the newly arrived benefi-
ciary. As we have already mentioned,
the groups of children are heterogene-
ous, age between 5 and 15, of both
genders. There are 8 educational
groups and the same number of educa
tors in the children’s pavilion. Each
group has between 6 and 12 beneficiaf-
ies. Defectologists work with these
children according to the educational
plan for children with moderate mental
disabilities. In addition to these types
and methods of work that have been in
use for many years, the staff who werg
trained also apply a modified Maria
Montessori program. The Sensory
room is also used, and according to th
staff, it yields good results. The degres
to which the employees point out the
aggressive and destructive behavior o
beneficiaries is a little unusual, bearing
in mind that the basic purpose of the

W
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Sensory room is relaxation and relief of
tension; thus, it might be a good idea to
review the possibilities for a more func-
tional usage of this room. Beneficiaries
under the age of 15 who do not attend
school, spend their time mostly in carry-
ing out basic daily activities. There is a
“Montessori room” equipped with vari-
ous didactic equipment and toys. The
staff explained that “it is a room where
better children come, the ones who do
not break things and who can learn not
to take the toys out of the room”. We did
not find out how many children this
meant, or how many beneficiaries use
the “Sensory room”. These two repre-
sentative rooms are certainly not suffi-
cient to meet the needs of the large
number of beneficiaries; furthermore,
they are obviously used selectively and
are not available to all children. This
also points to insufficient professional-
ism of the staff who should be trying to
meet the needs of the children, regard-
less of the manner they express those
needs, and use their expertise to help
children express their needs in a socially
articulated way. Caring for material
goods must not be placed before the
needs and interests of the children.
When they turn 15, children are
placed, according to their skills and
abilities, in appropriate groups in the
women’s or men’s pavilion. In the
women'’s pavilion, the beneficiaries are
divided into 4 groups and work in work-
shops within the institution. Four educa-
tors have around 20 beneficiaries per
group. Out of the four groups, only one
(around 20 beneficiaries) is below the
physical and psychological level neces-
sary for job assignments within work-
shops, but they have certain activities
organized in the living room. The choice
of work activities is made by the expert
team based on the assessed abilities, but
also the wishes and preferences of the
beneficiaries. In the men’s pavilion, the
beneficiaries are divided into 8 groups
where the number of beneficiaries varies
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from 14 to 20. One educator-
defectologist works in every shift. He
or she conducts workshops for devel-
opment of motor abilities, while a cer-
tain number of beneficiaries also work
at the institution’s agricultural prop-
erty. In the second shift, beneficiaries
work is workshops. According to the
staff, out of the eight groups, only one
(around 14 beneficiaries), due to lowel
abilities, does not have job assign-
ments in workshops.

It should be pointed out that the|
expert team, together with the originatj
ing CSC, makes a joint protection plan
for each beneficiary, while individual
treatment plans are created by the ex-
pert team in cooperation with educa-
tors and other experts in the institution|
The educators told us that the most
valuable source (of information) when
getting to know a child is the data and
diagnostics from the Institute for men-
tal health. However, they are not avail-
able in every case. Work orientation
means activating the abilities of the
beneficiary which will promote his or
her independence. The contents of thg
work, through regular activities which
the educators conduct, include self-
servicing, development of speech and
language skills, development of psy-
chomotorics, work education, free ac-
tivities, musical and painting activities.
Both individual and group work are
applied. Special attention is given to
organized free-time activities, which
are realized through different sports
and cultural activities (swimming pool,
karate club, games without boundarieg,
shows, parties...). Specific problems
that the staff face in the course of their
daily work and which make them feel
powerless are the issue of large group
as we have already pointed out, the
lack of appropriate equipment and
workspace, as well as the aggressive
behavior of beneficiaries (both towardg
inventory and objects, as well as
amongst each other and towards the

[
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staff), auto-aggression and escapes.
They point out that the emphasis in their
work with children is on positive behav-
ior, that is, awards, and not punishments
and prohibitions. Some of the data pre-
sented to us were contradictory, and we
got the impression that the activities are
either not carried out, or are carried out
In an incompetent manner.

In accordance with the condi-
tions and funds, certain workshops are
operating where beneficiaries carry out
job assignments under the supervision of
instructors: tailoring shop, cardboard
production, post-processing, screen
printing, offset printing, homemade arts
and crafts and carpenter’s shop. The
staff told us that the final products of the
beneficiaries’ work are sold on sales ex-
hibitions and that the money is used to
purchase the necessary work materials,
namely that the beneficiaries have no
remuneration for their work since it is
part of their work-occupational therapy
(vocational skill learning, carrying out
job activities).

The education of beneficiaries is
conducted in a special primary school
“Anton Skala” in Belgrade, which 32
students attend. Since the school is far
from the Home, special bus transport is
organized for them. In addition to that,
due to the lack of space in the school, as
we were told, two classes have been
opened where tutoring is held within the
Home. They include 15 beneficiaries,
and the classes are taught by two teach-
ers-defectologists who come from the
school. We were not able to see the
rooms where the classes are held. From
the data that we reviewed, we concluded
that the majority of students in the
school are also children from Sreiga,
which greatly impoverishes their educa-
tional environment and social life.

Two beneficiaries attend the sec-
ondary school for the education of chil-
dren with developmental difficulties
(special school). Since all beneficiaries
are classified in one of the categories of
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mental retardation, it is impossible for
those who in reality have no difficul-
ties in intellectual functioning or have
very mild difficulties to attend regular
schools. Out of the total of 117 benefi-
ciaries aged between 7 and 18, about
50 attend school (but only special),
which accounts for 43% of the number
of those for whom schooling should be
obligatory.

These data show that the major
ity of beneficiaries are deprived of any
type of education, and those who are
included in the educational system,
acquire education in conditions of
double segregation: they are segre-
gated by attending a special school
and, at the same time, by the fact that
in classes they attend the majority of
children come from the Home. Isolateq
in this way, they have no contact with
children and young people who pos-
sess diverse knowledge, have various
interests and experiences and different
social skills, or with children of their
age who live with families. The or-
ganization and practice of providing
care for children and youth in this
Home deprives them of the basic and
critical encouragements for emotional,
social and cognitive development, as
well as of the appropriate conditions
necessary for preparing them for a life
in the community.

On basis of the outlined struc-
ture, it can be concluded that this insti-
tution in fact has a capacity of around
100 beneficiaries (children and youth
over the age of 10) according to the
norms, while the large number of adult
beneficiaries is, amongst other things,
a consequence of poor functioning,
that is, an extremely low capacity of
non-institutional alternative types of
care available to mentally challenged
individuals. This is primarily corrobo-
rated by the fact that only about 40
adult beneficiaries have no work en-
gagements, while all others (in addi-
tion to those with mild mental disabili-
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ties) have developed both skills and ca-
pabilities, through expert and pertinent
educational activities, as well as through
instruction on work tasks in accordance
with their needs and psychological and
physical capabilities. In the majority of
cases these skills and capabilities are
sufficient to enable them to return to
their local communities and to function
almost independently through protected
housing and accommodation in smaller
housing units with support. Therefore,
the majority of adult beneficiaries are
ready for Living with support, Halfway
housing and other forms of less restric-
tive environment or protected non-
institutional living. The documentation

of the institution reveals that during
2008 only one beneficiary was returned
to his biological family, while foster
families were found also for only three
children. Living with support in Bel-
grade was organized for 26 beneficiaries
in five apartments located in different
parts of the city. The entire project is led
by the SAPI NGO, with funding ob-
tained through projects and from the
Ministry of Work and Social Policy. All
those living with support are registered
as beneficiaries of the Home, but for the
last 5 years, namely, in the period this
project has been developing, employees
of this institution were not part of this
program and have no feedback informa-
tion about their beneficiaries. This is not
a good example of partner relations, and
we believe that the institution, for many
reasons, should be an active participant
in providing help to their beneficiaries in
becoming independent. In addition to
this group in Belgrade, one married cou-
ple also participates in the Living with
support program, in a village household
in Kni . They are also on the list of the
Home in Sremica, while the local CSC

is looking after them. The institution has
somewhat better information about this
couple through their colleagues from the
CSC.
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It would be irresponsible to
leave Living with support on the level
of a pilot project, that is, not to include
it in the new Law on Social Care as an
equal form of care provided for chil-
dren and youth, but also for adults. If
not, every attempt of the staff in this on

similar institution becomes pointless and
useless, reform process and the concept
of deinstitutionalization nothing but
words on paper, and integration and in-
clusion of beneficiaries merely a theo-
retical ideal and well conceived model.

Recommendations

Encourage the staff to implement different programd activities in their

work with the beneficiaries, and to asses
more frequently;

Investigate, in cooperation with competent insittos at all levels, the possit
bilities and alternatives for gradual re-sociaii@atof beneficiaries through special
programs and activities that will precede theichage and be realized within the

Home or through efficient social support;

Encourage all competent bodies to undertake negessmasures to ensure {
best interest of beneficiaries who, in view of thipe of social care needed, are

appropriately housed in the institution.

the sdnand needs of every beneficiar

<<
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not

5. Contact with families and the outside community

Having reviewed the documen-
tation of the Home, we learned that
representatives of only 42 CSCs out 0
the total of 102 originating CSCs paid
visits to the beneficiaries in 2008.
Moreover, it should be pointed out that
these CSCs have a number of benefic
aries housed in the Home. The ques-
tion is whether all CSCs participate at
all in drafting and realization of bene-
ficiary care plans and in the prepara-
tion of their discharge? The staff
pointed that the CSCs are intolerably
slow when discharge of beneficiaries i$
concerned, and that they often refuse {o
come for the drafting of discharge
plans or to take charge over the benef
ciaries. When invited by the Home
staff to come, visit their beneficiaries,
and work on finding solutions that are
in the best interest of beneficiaries in
cooperation with the Home expert
team, they often respond that they hav
no funds, no vehicles or no available
experts. In some cases the joint care
plan is sent for synchronization by
mail! On the other hand, the staff be-
lieves that the situation has somewhat
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improved recently, namely, that visits
are more frequent after the ordinance of
the competent Ministry to reassess the
needs for further housing. Also, contacts
are more frequent when beneficiaries are
minors, while there is almost no interest
for adults. There are Centers which be-
lieve that Home housing is a final and
permanent solution, which is why they
are insufficiently engaged in finding al-
ternative forms of care within local
communities. CSCs especially lag in de-
livering Decisions on Guardianship,
which some of them fail to deliver even
after several written requests and pres-
sure by the staff. CRCs also fail to pro-
vide personal documents of beneficiaries
on time, as well as data on changes in
socio-economical, material, legal and
family status of beneficiaries.

Within the overall structure of
beneficiaries, only four of them have no
family and relatives. If we consider this
number negligible, than the fact that
over 100 beneficiaries have no contact
with close relatives, while around 50
have contact rarely and only over the
phone, point out to serious flaws in the
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work of both the CSCs, and the Home
staff. It is very hard to accept that in
the case of more than a half of benefi-
ciaries it is really impossible to estab-
lish a better cooperation with parents
or close relatives. The question arises
whether everything has been done to
improve this cooperation and contacts
Realizing that a child’s intellectual de-
velopment is slowed down causes
stress, disbelief, confusion and crises
in many families. However, this is ex-
actly why it is being pointed out that
stronger cooperation and support of
CSCs is needed in the work with fami-
lies which, for different reasons, are
not interested in cooperation, both
while the child is housed in the Home
and upon his/her discharge. The staff
emphasizes the fact that when the fam
ily is preserved and interested in active
participation in the process of develop
ing capacities and skills of a child, or
alleviating the aggravating conse-
qguences to his/her development, the
best results are reached in practice. The
experience with adults also shows that
intellectually underdeveloped persons
who are deprived of the support of
their families have the biggest prob-
lems. The Home staff also has to be
active in this regard, since their more
intensive engagement in establishing
more frequent and better contacts with
families is also needed. When asked
more specific question on this issue,
the staff failed to offer specific an-
swers, but some agreed that the role df
the staff in this cooperation could and
should be more important.

However, it is very indicative
that a large number of beneficiaries
often run away from the institution.
Some of the staff explained these es-
capes in the following way: “We can’t
stop those who want to run away...
more than a third of the beneficiaries
are Roma children, and they can'’t stay
in one place”... “I believe that they run
away because they do not want to live
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here, they simply don’t!”. The impres-
sion is that certain employees believed
escape to be an innate proclivity of the
beneficiaries, rather than an act of reac-
tion to numerous unmet needs, but also
to conditions, organization and content
of life within the Home. The psycholo-
gist told us that the staff knew where the
majority of beneficiaries went on their
run, while other staff members pointed
out that those with mild developmental
problems, who are housed in the Home
due to the fact that the parental rights of
their parents were revoked, are the ones
who escape most frequently. As an ex-
ample, they told us about a girl who was
abused by her stepfather and mother, but
since being housed in the Home, she
keeps escaping and returning to her
abusers. The staff portrays escapes as a
state of affairs and a confirmation of
problems and inadequate behavior of
beneficiaries. Organization and content
of the life within the Home, as well as
their attitude towards beneficiaries, are
not perceived as reasons for escapes.
Children that we spoke to told us they
run away because they were bored, or
because they wanted to see their parents,
relatives or friends, while some were
adamant in their claims that they felt
much better in the places they run to.
We believe that the staff, at least in these
cases, obviously fails to find an adequate
approach, since they are unable to grasp
the complexity of the living conditions
of the beneficiaries. Instead of being of-
fered expert help, a feeling of warmth,
safety and the much needed sense of be-
longing, the beneficiaries are left with-
out understanding and remain isolated
with their problems, which is why they
cope better in their old environments.
The next important element in
cooperation is most certainly the school,
that is, the education of beneficiaries.
Besides the aforementioned flaws, the
impression is that the staff is also failing
to do everything in their power to sup-
port the beneficiaries, as well as encour-
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age and help them to overcome their
learning problems. We were told that
the adults “who show interest” are
given the opportunity to acquire basic
literacy in cooperation with the peo-
ple’s university “ uro Salaj”. How-
ever, the motivation is primarily left to
the beneficiaries, and thus additional
engagement and a more active ap-
proach of the staff is needed.

As to the other types of contact
between beneficiaries and the envi-
ronment, the staff points out good

ment, the staff points out good coopera-
tion with sports clubs (Crvena Zvezda
and Partizan, archery club, sports asso-
ciations...), theaters, and popular sing-
ers. In general, the level of cooperation
with the local community is assessed as
very high. The beneficiaries who we
spoke to confirmed that these activities
are taking place, but not sufficiently
enough.

Recommendations

Create different forms of cooperation with the earment, the local commu
nity, as well as with NGOs and associations, caltunstitutions, etc., and include the
largest possible number of beneficiaries in thetwities;

Focus on the assessment of strengths and needhibd and his or her fam-
ily, in order to reinforce the capability of therdy to take care of the child, and wg
in particular on maintaining and improving their tonal relationship;

Take a more active approach to supporting theioelabetween each benef
ciary and other individuals and organizations wkaol of importance to him/her;

Improve the quality of relations between relevastitutions (ministry, other
similar institutions, CSCs), in order to providdtbeand higher quality care for ben
ficiaries, protect their interests and improve tlggneral position in the institution

and in the society;

Work on combating prejudices about children andlyauith developmental
disabilities through media and campaigns, raisat&eness of citizens about the
importance of the presence of people with developaielisabilities in the life of a
community, and promote methods for providing helg aupport to these individua

Set clear criteria for ensuring the rights of p#emand children wit
developmental disabilities to participate in demismaking process regarding iss
important to beneficiaries (housing conditionsesubf conduct, education, right

cultural and spiritual development, etc.).

e_
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6. Guarantees of rights and liberties of beneficiaes

Although the House in Srem-
ica is meant for housing children and

youth, as we have already pointed out
the majority of the beneficiaries at this
time are adults. This situation is a con-
sequence of decades-long marginaliz3
tion and isolation of individuals with
mental disabilities. The no less dis-
criminatory attitude of medical experts
which is, unfortunately, still present,
contributed additionally to the stigma-
tization of these individuals. Parents
are often encouraged to place children
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in institutions, while those who refuse to
do so face enormous problems, and re-
ceive almost no support in solving them.
If we add dysfunctional families to this,
as well as other situations that influence
the decision to place a child in institu-
tional care, it is clear why individuals
with mental disabilities often spend their
whole lives in institutions of social care.
In order to change this practice and the
attitude towards individuals with mental
disabilities, new and more adequate sys-
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temic solutions in all areas of social
life are required.

The Home in Srenica is only
one in a series of institutions where all
the flaws of the current treatment of
these individuals can be observed. We
were told in the institution that the
beneficiaries are, for the most part,
categorized prior to arrival or at the
beginning of their stay in the institu-
tion. The realization of this process is
within the competence of CSCs, which
should also perform regular re-
categorizations of beneficiaries upon
the initiative of the institution where a
child is housed. The experience of thig
institution is that re-categorizations are

performed very rarely, even though the

institution requests them. Bearing in
mind that, according to current regula-
tions, re-categorization is performed
until the age of 18, the majority of
beneficiaries remain permanently
marked and, in reality, “imprisoned”
by the category which they were
placed in based on a single screening,
and which took place in early child-
hood. This is by all means only one of
the forms of serious violation of bene-
ficiaries’ rights and inhumane behav-
ior. In this way, the development of a
child is impeded from the very begin-
ning, since without appropriate expert
assessment and a continuous monitor
ing, it is impossible to grasp the needs
of a child, develop an appropriate ap-
proach and plan methods of support
necessary for attaining the best emo-
tional, social and cognitive level, espe-
cially in institutional living conditions.

Timely and accurate diagnosis, regulaf

monitoring and adaptation of the ap-
proach to the developmental needs of
children and individuals with mental
disabilities belong to their basics
rights.

A decision upon which an indi-
vidual is placed into the category of
people with mental disabilities further
leads to numerous restrictive measure
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primarily in the field of education and
employment. In the best case scenario,
the right to education is limited to spe-
cial schools, or as it is more often the
case in practice, it is completely denied.
In the Home they offered us the example
of a boy who was expelled from school,
since according to school management,
he was unable to fit in! After that, the
boy became more aggressive and he
keeps asking every morning to climb the
school bus with other children. Expel-
ling students, and from a special school
at that, constitutes discrimination and
denial of the right to education, and in-
humane and degrading treatment, which
is unacceptable. We believe that the in-
stitution should have reacted in this case,
the same way it should have a resolute
and clear attitude regarding the issue of
re-categorization requests. Education is
of critical importance to these children

in acquiring social skills, in the absence
of which integration in the society is im-
possible.

The right to employment is also
either very limited, or completely de-
nied. The concept of human rights nei-
ther recognizes nor accepts a hierarchy
among human rights, nor does it allow
for any right to be excluded. Another
aggravating circumstance is the possibil-
ity of divesting a person of his/her legal
capacity in a later period of life, which
has, so far, almost never been questioned
in practice.

In addition to these, systemic
problems, which significantly determine
the rights of beneficiaries, many other
aspects in the Home also fail to offer
sufficient guarantees that the best inter-
est and basic human rights of beneficiar-
ies will be respected. We believe that the
unacceptably poor cooperation with
CSCs results in denial of numerous
beneficiaries’ rights, from drafting in-
adequate programs which fail to provide
for good and comprehensive treatment,
to the lack of possibility of continuous
and high-quality contacts with families,
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and the extremely rigid solution to
keep the beneficiaries in institutions
since the state and its institutions offer|
no other alternative. Within the institu-
tion itself, much more attention should
be dedicated to the participation of
beneficiaries in all activities, as well ag
in reaching decision that are important
to them. Motivation and support
should become more prominent in the
contents of work, since this has a
strong influence on preserving and de-
veloping abilities, and thus also on im-
proving self-respect and development
of dignity necessary in the protection
of personal integrity.

The institution should also for-
mulate a broader specter of activities
(workshops, games, movies, etc.)
through which the beneficiaries could
be educated, in an appropriate and ea

)
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ily understandable way, about their
rights and mutual relationships, and how
to recognize threatening behavior and
react in these situations, etc. We have
not seen any notice boards or messages
regarding this subject in the buildings
where the beneficiaries are housed. Fur-
thermore, there is no information on dis-
play about names and numbers of the
members of the Internal team for the
prevention of abuse and neglect.

Beneficiaries who are able and
rational enough have full control over
their allowance, while others spend al-
lowance through educators. Those work-
ing at the Home’s agricultural property,
as well as in workshops which earn
money from the sale of their services
and products, do not receive remunera-
tion for their work. Several other institu-
tions offer better solutions.

Recommendations
The Ministry of Social Policy must

jurisdiction, but in other state institutions asliywarimarily regarding education,

healthcare, culture, sport, etc;

The institution must take responsibility for thefaction of beneficiaries’
rights and interests in the segments that aresicdmpetence of the CSCs; in regard
to this, it is necessary to insist on all initi@svcoming from the institution;

Every employed expert should be

workers, legal and other experts should have daactact with beneficiaries in order
to adequately monitor their needs and be ablestct te them;

Pay more attention to informing and educating biersgfes on their rights;

Increase the overall participation of beneficiarreactivities and programs,
and encourage them to get involved in different®iof social bonding;

Improve the system of awarding and establish aaswaile remuneration
mechanism for services and work performed by tmefiearies;

Improve cooperation with other institutions and mta@in continuous comm

nication in order to share experiences.

initiate systenthanges within its own

serving the netdsreficiaries; social
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HOME FOR CHILDREN AND YOUTH

WITH MENTAL DISABILITIES

“VETERNIK” IN NOVI SAD

1. Introductory remarks

The Home in Veternik is part
of Novi Sad suburb with the same
name, located about 15 kilometers
from the city. It consists of 17 build-
ings with a total area of 11500 square
meters, located on a 18,5 hectare proy
erty. This makes Veternik one of the
largest social institutions for housing
beneficiaries in Serbia. It was founded
in 1971.

The capacity of the Home was
reduced slightly (from 550 people to
500), but at the time of our visit there
was a total of 593 beneficiaries in the
Home. Although it is meant for hous-
ing children and youth over the age of
10, with moderate, moderately severe
and severe mental disabilities, almost
half of the beneficiaries (256) are indi-

viduals over the age of 27. Incidentally,
this is the only institution where the term
“profound mental disability” is used for
individuals with severe mental disabili-
ties.

In addition to its primary activ-
ity, the institution has been providing the
services in the Day Care Center in Novi
Sad for 25 years, while the construction
of a 101 square meter facility meant for
the Center for Short-Term Accommoda-
tion (up to six months) is underway.
This Center will also be financed by the
City administration for social care. As it
was explained to us briefly, this facility
will be in the service of overcoming cri-
sis situations in families whose children
are housed in the Day Care Center, as
well as for specialized foster families.

2. Living conditions

The accommodation of benefi-
ciaries is organized following the pa-
vilion model, but also within smaller
housing units.

Beneficiaries showing the
highest level of independence are
housed in four housing units (houses)
on the property. The houses are
equipped and function following the
model of living with support. Three of
them are old, and have been renovate
for this purpose and modestly
equipped, while the fourth is new, with
significantly better living conditions. It
currently houses 3 girls and 7 boys,
with the support of personal assistants.
Although the houses are not of the
same structure and quality, housing
within them is far more adequate than
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the oversized pavilion housing the re-
maining beneficiaries.

The housing of the majority of
beneficiaries is organized in several
buildings which form four units-
pavilions (A, Al, A2 and B): for chil-
dren with moderately severe, “profound”
and multiple disabilities; for youth and
adults with moderately severe, “pro-
found” and multiple disabilities (sepa-
rate pavilions for men and women); a
pavilion where children with moderate
disabilities, youth and adults with mod-
erately severe disabilities and individu-
als with physical disabilities are housed
in separate units; this pavilion houses
119 bedridden beneficiaries. The so-
called C pavilion consists of small hous-
ing communities.
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In closed-type pavilions, Al
and A2, there are total of 159 benefici-
aries (82 women and 77 men), all
adults with moderately severe, “pro-
found” and multiple disabilities. Both
buildings have flat roofs, which results
in rain water leaking. Thus, certain ar-
eas within these two buildings appear
derelict. Each pavilion has one living
room with no furniture, except for the
mats on the floor and benches against
the wall; most of the rooms have six
beds, and doors of metal construction,
which can be opened only from the
outside; there are no personal features
nor items, clothing and underwear are
shared; in general, as the staff points
out, everything is focused on “maxi-
mum security” and “better control” of
beneficiaries. The entire interior is
dark and without enough fresh air.
Bathrooms and toilets in the women’s
pavilion are in a somewhat better statg,
but in general, the interior appears de-
humanized and does not offer a possi
bility for any kind of decent living of
the beneficiaries. Between the build-
ings, that is, between the men’s and
women’s pavilion, there is a garden
with lots of trees, several benches and
swings, but beneficiaries mostly wan-
der around aimlessly, sit or lie in the
garden. The life of beneficiaries
housed in this section, with restricted
movement and activities reduced to
eating, sleeping and maintaining hy-
giene, constitutes a severe form of in-
humane and degrading treatment and
discrimination of these individuals.

The pavilion housing children
with moderately severe, severe or mult
tiple disabilities (around 80) appears
more humane and warm only at first
glance. Boys and girls are housed to-
gether, although in separate rooms
with 3 to 10 beds. Only beds exist in
sleeping rooms, many of them of meta|
construction and rusty. Some rooms
are painted in warm colors, some have
curtains, but are nevertheless imper-
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sonal, some even derelict. The staff in
this wing also claims that the “security
reasons” dictate the living conditions.
There is one common room with toys
and didactic equipment where children,
who are able to, paint and color. The
area is organized in such a way that
children can create smaller groups, in
order to establish direct contact, and
learn communication skills and coopera-
tion through joint activities. Children
assessed by the employees as incapable
of participating in these activities spend
time in another room, sitting on mats
and benches, rocking backwards and
forwards. They are very agitated, but the
staff in attendance only takes care that
they don’t hurt themselves; there are no
other activities. Regardless of the large
park, the animals at the agricultural
property, the pool, the sensory rooms
and Montessori rooms, most of these
children remain closed in the building in
which they live, deprived of all audio,
visual, tactile, motoric, social and emo-
tional experiences necessary for their
development.

The B pavilion is the largest, and
has several units, where around 250
beneficiaries are placed depending on
the type and level of their disability and
age. The children’s rooms have between
4 and 8 beds; they are better equipped
and warmer, with enough light and in-
flow of fresh air. The rooms dedicated to
educational work and other activities are
also better equipped. The areas for
adults are in a worse condition, lacking
furniture and equipment. Individuals
with physical disabilities are housed in
the unit which has an exit to the yard,
with enough parasols and a sitting area
with a sunshade. The most distressing
conditions, however, are in the unit
housing children and youth with “pro-
found” and multiple disabilities, who are
also bedridden. There are 48 of them,
between the age of 5 and 30, housed in
twelve four-bed rooms. These children
and youth spend all their time in infant
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beds with side bars; they can only see
the ceiling, the walls, and the beds and
children opposite of them. Some of
them are occasionally seated in a
wheelchair next to their beds, in the
same room. Rooms are located on the
first floor and have no balconies. Chil-
dren are never taken outside. They
never see other children who walk or
play. They never see colors or any
other sight apart from the white walls
and the faces of those who feed,
change and bath them. They do not
hear people talking; no one addresses
them personally, nor expects anything
of them. Even in these circumstances,
the living conditions of these children
and youth could be made more human
without significant material invest-
ments. Circumstances in which they
live are inhumane and represent a forr
of torture.

The C wing, with small hous-
ing communities, is the preparatory
step towards living with support.
Younger beneficiaries (young men ang
women) who are capacitated to a great
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extent, are housed in several rooms with
adjoining living room, small kitchen and
bathrooms, equipped as to provide for
the highest possible degree of independ-
ence of members of the housing com-
munity. In compliance with available
funds, these rooms are appropriately
equipped and maintained by beneficiar-
les themselves. The institution invested a
certain amount of money into renovation
and equipment, while beneficiaries
themselves add personal touches, which
makes this pavilion appear much more
humane despite some shortcomings.

In addition to well maintained
green areas, beneficiaries have at their
disposal a gym (which is in a poor con-
dition), a hairdresser, a small club with a
library which has around 3000 books,
and a rather large open pool.

Additional funds should also be
invested in the renovation of the kitchen
and dining rooms in the pavilions, the
laundry and other technical/supporting
buildings, as well as in the necessary
technical equipment, machines and ap-
pliances.

Recommendations

Urgently provide funds for the repair and recongian of all pavilions,
namely, of the areas that were not invested ihatrare subject to rapid dilapidation);

Humanize the conditions in rooms used by individweaith severe disabilities
and multiple disabilities, as well as bedriddenvidlals; special attention should b
devoted to children’s pavilions which should beemarated and adequately equipp
with appliances for visual, audio and other stirtialg

Aim towards forming a larger number of housing siniith adequate living
conditions and best treatment of smaller grougseokficiaries.
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1%
o

3. Institutional personnel

The institution has 281 em-
ployees who are divided into three sed
tors: the health and hygiene sector wit
160 employees, the special education
and rehabilitation sector with 60 em-
ployees, and the general and technica
services with 61 employees. The sectqr
for special education and rehabilitation
is organized in two services: educa-
tional work and professional and voca-

-
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tional skill-learning. The experts within
the service for educational work are two
social workers, a psychologist and a
speech therapist, while the educators
(28) are mostly defectologists, peda-
gogues or teachers (Serbian, physical
education). The service for professional
skill-learning employs three defectolo-
gists, one work therapist and 10 instruc-
tors with third or fourth degree of voca-
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tional education. The medical staff
consists of five doctors and 44 medical
technicians. Most employees have
been working for many years, but therg
are some younger employees, as well
Gender-wise, there are more women
than men.

Educators have groups with
over 20 beneficiaries which, according
to them, is the main problem. They be:
lieve that quality work with children
and youth with moderate and moder-
ately severe mental disabilities de-
mands individual approach and dedicg
tion, which is very difficult to achieve
with such a large number of beneficiart
ies. The staff points out that group
work is possible, but in small groups
with 5-6 beneficiaries. On the other
hand, although the majority of em-
ployees already have the education
necessary for working with this popu-
lation, they are all motivated for fur-
ther education. According to them,
theoretical knowledge, literature and
handbooks, which are the basis for
drafting work plans and programs, are
outdated (from the eighties), and are njo
longer applicable from the view point
of contemporary orientation and ap-
proach in the work with children and
youth with different levels of mental
disabilities. To corroborate this, the
staff points out that they started to at-
tend workshops and courses for work-
ing with the beneficiaries only re-
cently. Thus some of them have at-
tended the Maria Montessori program
(24), Enigmatic world of senses (21),
Guide for practical work with autistic
individuals (20) and Course for thera-
peutic horseback riding.

One should bear in mind that
although significantly more beneficiar-
ies are housed in units and wings, the
appropriate educational and vocational
skill-learning activities are restricted to
beneficiaries for whom this could have
an effect, according to the assessmen
of the staff. Sometimes that does in-
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clude more than 20 beneficiaries, but
due to the abovementioned staff deficit,
it is impossible to realize the planned
activities with a larger group. As there
are 14 educational groups, this means
that there are 14 educators in each shift
having primary groups of about 20 bene-
ficiaries. Caregivers and medical staff
mostly work with the remaining benefi-
ciaries (almost 300). The caregivers,
however, have no medical education and
are not sufficiently trained to work with
such severe and complex disorders. Dur-
ing weekends and holidays the work re-
gime is different, and there are only two
educators in each shift with 14 educa-
tional groups. At these times, the activi-
ties of beneficiaries are freely directed.

It is obvious that the institution does not
have enough employees, both medical
and expert, engaged in education and
rehabilitation. We believe that a signifi-
cant problem is that the non-medical
staff (caregivers) is not fully trained for
adequate work with beneficiaries, which
further complicates the position of the
expert staff: “The only thing bedridden
beneficiaries get is nursing. They are
neglected. There are great women,
nurses and caregivers, but the policy is
such that it neglects”... “They move

from their rooms only if their parents
take them somewhere”. These facts have
serious consequences for the treatment
of beneficiaries, but also have a negative
impact on the employees themselves:
“We are constantly under stress; we are
simply unable to monitor each child at
every moment. It happens, for example,
that while we work with agitated chil-
dren, another child jumps out of a win-
dow. This is something you can't re-
cover from, ever... Being on duty is es-
pecially trying. Weekends and vacations
are the weak points”.

As overtime work, the staff men-
tions activities which include taking
children into the city, to shows or mani-
festations outside the institution... Re-
muneration for overtime work is not
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clearly defined, but sometimes the stal
receive days off. In addition to the
common viewpoint that stress situa-
tions and job difficulty require reduced

service years for retirement, during ouf

talks with several expert employees of
different vocation we noticed their pro-
nounced sensibility towards beneficiar
ies and genuine concern about the in-

adequate conditions for their treatment.

One young educator described it like
this: “The number of us here is not suf
ficient and we need education and ex-
pert support, but personal traits: emo-
tional stability, love for children, hu-
manity and creativity are the necessar
conditions for working with this popu-
lation. All of us who directly work
with children become very attached,
we get to know them well and we are
aware that much more could be done.
Yet, we are helpless... we are dispir-
ited and it’s hard for us to bear it".
Some of the employees pointed
out that seminars were not available tq
all, namely, that the same people are

always sent to attend. It is our impres-

sion that additional expert training is
necessary for all employees, at this mo-
ment probably most urgently for care-
givers and medical staff, but also for
others employed in the Home. This is
corroborated by the statements we heard
from the staff not in charge of direct ex-
pert work: “We are very lonely. We
would like to visit other institutions, see
how they work. We really need some
type of cooperation and supervision.”
Finally, we want to point out that
certain employees felt the need to talk
about poor relationships amongst the
staff, claiming that “serious oversights
and very unpleasant things are taking
place” in the institution. Bearing in mind
that the visit by the Helsinki Committee
unfortunately coincided with the already
initiated formal inquiry regarding these
claims, we focused on the position and
treatment of beneficiaries. However, a
certain level of tension amongst the staff
is noticeable. We believe that significant
attention should be devoted to this issue,
in particular since the institution already
has enough problems functioning as it is.

Recommendations

Find an adequate solution for hiring a larger nundfemployees in order tg
meet the needs of all beneficiaries and treat thogesevere disabilities in a more

humane way;

Provide necessary seminars for all employees,dardo increase the level of
professional competency, which would in turn enddatter and high-quality engaggé
ment of those who are currently not employed inntlost functional manner;

Enable the sharing of experiences and good praatimngst the institutions
with similar categories of beneficiaries;

Investigate possibilities for a different organiaatof work with beneficiaries,
in order to create smaller groups offering betteances for rehabilitation and educa-
tion, and at the same time, making the employedssjmpler and more efficient;

Establish a volunteer service, both expert (stigléoim appropriate faculties
as well as professionals) and humanitarian, engagpath and citizens with different
educational background, but with a developed séitgiand desire to help the weak;

trong volunteer service is necessary and extrenusgful especially fq
institutions which have a huge number of benefiesaand a staff deficit.
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4. Activities and organization of work with benefigaries

As we have already mentioned,
the Home currently houses 593 benefi
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ciaries. Out of this number, as much as
421 are over the age of 18, while the
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number of children and youth with dif-
ferent degrees and types of difficulties
is 172. There are 32 beneficiaries with
mild mental disabilities; some of them
were re-categorized and placed in the
group with mild mental disabilities af-
ter a certain period, some others were
admitted to the Home upon a request
of the competent ministry because a
more adequate accommodation could
not be found. Another 144 beneficiar-
ies have moderate mental disabilities,
200 have moderately severe, 160 have
severe (profound) disabilities, while 57
have multiple disabilities with primary
mental disability. Both genders are
equally present.

A large number of adult benefi-
ciaries were placed in the institution
when they were younger. Some of
them have learned how to take care of
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themselves with appropriate assistancg,

and they can leave the institution and
function in a local community. Obvi-
ously, there are some adult beneficiar-
ies who require round the clock care
and help, primarily medical nursing
and care. For this reason, a very impor
tant issue is how adequate accommo-
dation and care can be provided for
such a large number of beneficiaries
(both children and adults) with com-
bined and complex disabilities, moder-
ately severe and severe mental disabilj-

ties, as well as those entirely dependapt

— bedridden. As we have already
pointed, the treatment of these benefi-
ciaries is entirely unacceptable. Having
in mind their number, it is even hard to
provide adequate palliative care, not tqg
mention other forms. It is hard to
imagine that in Serbia, at least for a
significant period of time, conditions
necessary for these people to live in a
family surrounding (either biological,
adoptive or foster) will be created. For
this reason, it is necessary to find an
acceptable institutional model of care
in parallel with the development of
services of non-institutional housing.
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This certainly entails smaller institu-
tions, which would be fully prepared to
provide, in the first place, the best qual-
ity of life accompanied by medical, as
well as all other dimensions of social
rehabilitation.

As to the beneficiaries for whom
educational process is organized, includ-
ing vocational skill-learning, they are in
better position. Naturally, we are talking
about the realistic situation they are in,
although we believe that they do not be-
long in this institution at all. During ad-
mission, based on the documentation of
the originating CSC, the expert team
(head of the service, psychologist, social
worker, legal expert, doctor) assesses the
physical and psychological capabilities,
maturity and intellectual capacity of the
beneficiary and decides on the most
adequate group, and the work plan and
program. The staff claims that the prob-
lem occurs when the documentation is
not detailed or when it quickly (during
the period of observation) becomes ob-
vious that the beneficiary (either child or
adult) demonstrates an intellectual po-
tential different from the one specified in
the documentation. However, consider-
ing the degrees of disability this institu-
tion is registered for, no type of mental
disability should come as a surprise to
the staff. This is especially true since
they know that one screening cannot of-
fer a reliable assessment of a person’s
condition, and that this is reached
through continuous monitoring in every-
day situations, which they are capable of
doing. During the period of adaptation,
the staff faces the usual problems, fear
of separation and difficulties accepting
the house rules. According to the staff,
they are able to handle these problems
with success. The staff helps a child to
settle into a group and the institutional
way of life through more frequent indi-
vidual conversations, both with the child
and with the parents, by improvising a
family environment with the help of toys
and personal items. The staff does not
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insist on including the child in group
activities if he/she refuses, and allows
the child to be only an observer during
the adaptation period.

The psychologist who has been
working in the Home for 10 years tests
every child after the period of adapta-
tion. She gives recommendations for
re-categorization and for enrollment in
school. Incidentally, 24 out of all the
beneficiaries under the age of 18 attend
the special school “Milan Petroviin
Novi Sad. “Children really like going
to school, and according to the data w
have received, they are successful”, th
psychologist explained. Educators help
children with their homework. How-
ever, this school only enrolls children
with moderate disabilities. Thus, be-
cause of categories which are often un
reliable, many children can’t even en-
roll in the special school. We have to
point out that, in accordance with our
current legal provisions, the refusal of
an educational institution to enroll a
child represents an act of discrimina-
tion and a violation of the right to edu-
cation. Due to the very large number of
beneficiaries, the psychologist had to
prioritize in her work and focus on
younger children, amongst whom
many have behavioral problems. In
addition to individual work, she started
group workshops with them as well. A
decrease of aggression amongst the
children has been noticed since the
groups became smaller.

The general framework, that is,
the work plan and program in the
Home is realized at four educational
levels, which last for periods between
one and two years. Every level in-
cludes development of specific abili-
ties and skills in accordance with as-
sessed and actual physical and psych
logical abilities of every individual
beneficiary. Individual and group work
programs are created by the principal
educator. According to the educators,
the most valuable sources of informa-
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tion when getting to know a child are the
parents (if a child has them), and the
opinions of the defectologist and psy-
chologist. The effects of a program de-
pend on the methods used by specific
educators. Thus, some children show
progress, while others stagnate. Ever
since the institution hired a group of
young educators the approach to chil-
dren has improved. There are positive
advancements thanks to the method of
work which puts children into action,
and is directed more towards their inter-
ests and needs.

The content of work, that is,
regular activities the educators carry out
include self-service, development of
speech and language, development of
psychomotorics, work education, free
activities, musical activities and paint-
ing. Each further, higher level implies
and includes more complex operations.
In addition to these forms and methods
of work that have been used for years,
alternative methods of work are applied
lately, through the Montessori program,
therapeutic horseback riding and the use
of the sensory room. The institution has
two sensory rooms and two rooms
equipped for the Montessori program.
However, we were unable to find out
how many beneficiaries actually used
these rooms. Between April and Sep-
tember last year, 50 beneficiaries were
included in the therapeutic horseback
riding program. The institution owns
two horses, and professionals from the
Hipotens Association work with the
beneficiaries. The physiatrist decides
who will participate in the program,
while consent has to be given by parents
or the CSC.

A beneficiary who masters the
fourth level, is placed in the professional
and vocational skill-learning program,
which is realized through numerous
workshops, depending on capabilities
and proclivities. Funds and conditions
permitting, the following workshops
where beneficiaries work under the su-
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pervision of instructors operate: tailor-
ing, embroidery, knitting, weaving,
and polyvalent workshops. The staff
told us that the final products of bene-
ficiaries’ work are sold and that the
money is used to purchase the neces-
sary working material, or organize
fieldtrips, which positively influences
their motivation. This type of activity

is very important, and should be addi-
tionally encouraged. We got the im-
pression that some instructors per-
ceived their work and the participation
of the beneficiaries as an occupational
activity; they are insufficiently aware
of how important every, even the
smallest work activity can be for the
continued existence of these benefici-
aries outside of the institution.

When asked what awards and
punishments they used, the staff an-
swered that the most usual award and
commendation was candy, whereas
denying candy was the most usual pun
ishment. Furthermore, additional pun-
ishments used are criticism, warning or
prohibiting beneficiaries from using
computers, going out, etc. The major-
ity of staff uses the system of awards
and punishments bearing in mind a
specific child, namely, taking into ac-
count what is motivating that child.
Furthermore, they point out that the
emphasis in their work with the chil-
dren is on positive behavior, namely,
the awarding part, rather than prohibi-
tions and punishments. However, the
fact remains that the beneficiaries are
punished by being deprived of the ba-
sic pleasures, which are already below
the minimum.

The staff explained that the
beneficiaries who master the existing
programs in the institution in a period
which lasts in practice between 6 and
years become capable of taking care ¢
themselves with minimal help. At that
moment, beneficiaries move from the
pavilions to the housing units. Benefi-
ciaries who live in housing units within

—n
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the institution are satisfied with their ac-
commodation, but they told us that they
would nevertheless like to live outside of
the Home. Although this form of care
has proved to be extremely useful in
view of the integration of these children
and youth, the capacity is not even close
to sufficient compared to the effective
number of children and youth who ac-
quired skills necessary for this form of
care, which serves the ultimate goal of
making beneficiaries independent and
integrating them into the society. This
results is a situation where beneficiaries
spend longer periods of time than
planned in the housing units within the
Home, because the next link in the chain
leading to independence is missing. The
housing units do not offer opulent capac-
ity, merely about 60 places. Specialized
foster care, halfway houses, and living
with support have still not materialized

in practice, in the real sense of the word.
The projects in question exist while
there are funds to finance them. The
road towards de-institutionalization is a
process where all participants (and not
only housing institutions) have to do
their part of the work and provide the
conditions necessary for the life of bene-
ficiaries in an open community. It is of
critical importance to assess the objec-
tive possibilities and effective capacities,
as in the contrary, the worst damage is
suffered exactly by those for whose
benefit the reform is carried out, namely,
the final recipients. Preparing beneficiar-
ies for discharge from this and similar
institutions and their monitoring must be
carried out in a better and more efficient
way, which entails cooperation of com-
petent CSCs, as well as the engagement
on all levels in developing a support
network.

The problem of oversized groups
is reflected on the quality of work with
each child, as well as on the possibility
of organizing other activities (walks,
fieldtrips, visits to the city...). Under
these circumstances, it is impossible to
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meet the needs of every beneficiary.
This inevitably leads towards neglect-
ing them. The lack of support on the
part of caregivers and other supporting
staff is evident, as well as the lack of
adequate working space and material.

The responsibility of the state is to pro

vide adequate living conditions as well
as the conditions necessary for the de-
velopment of potentials of individuals
with mental disabilities, and in particu-
lar, to ensure their humane treatment.
However, the institution itself has to put
more effort into this.

Recommendations

Provide funds necessary for equipping and redeogrttie facility in order to
enrich the activities and contents of work withldren and to create conditions for
quality expert work, which are currently lacking;

Encourage the staff to implement programs and iiesvwased on the princi-
ples of best practice and inclusion in their woikhvibeneficiaries;

In cooperation with competent institutions at alldls, develop possibilities
and alternatives for gradual re-socialization aidfeciaries;

Through special programs and activities within lHene, develop the model
of “small housing communities” and living with sugpp make certain that the mode
do not overlap, but that they enable an increaswel of independence of beneficiar

Ies,

Put more effort into expert training and raiselthe| of workshops’ function-

ality;

Create activities and contents for beneficiarigf \wevere (“profound”) men-

tal disabilities.

5. Mutual cooperation and contact with the outsideommunity

According to the staff, coopera-
tion with CSCs should be better. They
believe that to that end CSCs should
participate more actively in promoting
specialized foster care, that is, increas
its help and support to these families.
During the time a beneficiary spends ir
the Home, contact and exchange of
information with the originating CSC
is done mostly over the phone, while
regular contact and joint action take
place only during admission, that is,
when the general care plan is being
drafted. The cooperation is least effi-
cient in the discharge preparation
phase. From our brief conversation
with the children, we found out that the
originating CSC rarely gets in touch
and visits, although they “keep on
promising”. The children are often told
that the reason for this is the distance
between the originating CSC and the

Home, etc. However, upon reviewing
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the documentation, we found out that as
much as 501 Home beneficiaries were
from the province of Vojvodina (121
from Novi Sad, 101 from neighboring
municipalities and 279 from other mu-
nicipalities in Vojvodina); 86 beneficiar-
ies came from other Serbian municipali-
ties, while three came from Bosnia and
Herzegovina and another three from
Montenegro. This is, without any doubt,
an institution where almost all benefici-
aries are at the closest possible distance
from the places they came from, and
consequently from the originating CSCs.
This situation is truly unique, which is
another reason why we cannot find a
reasonable justification for the originat-
ing CSCs, especially if we have in mind
that around 200 beneficiaries have par-
ents and relatives as immediate guardi-
ans, while all the others are in the cus-
tody of the CSCs.
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All'in all, the staff assesses the
cooperation with CSCs and the compe
tent Ministry as the poorest. Some be-
lieve that people from the field have to
be part of the team when drafting and
implementing new programs and pro-
jects, and that more frequent analyses
of situation in institutions are neces-
sary before systemic solutions are
adopted by the competent Ministry.
The atmosphere and relations amongst
the staff were, for the most part, as-
sessed as satisfactory, which is some-
what contradictory to the tensions that
many mentioned. It is our opinion that
we are dealing here with different per-
ceptions of professional and personal
relationships on one side, and behavigr
provoked by some other motives on
the other.

A large number of employees
perceive working with families as the
most important role of CSCs. Although
the employees clearly understand the
importance of maintaining a relation-
ship between a beneficiary and his
family, it appears that they can’t rec-
ognize their own role as clearly, espe-
cially in regard to encouraging and in-
cluding parents in the treatment of
their children. We believe that the staff
must also assume an active role, by
offering parents the possibility of par-
ticipating in decisions pertaining to life
in the institution, and that parents
should be included in appropriate pro-
grams and activities in order to estab-
lish relations with their children and
overcome the feeling of helplessness,
shame and fear. According to the edu-
cators, it is not rare to have one paren
visit the child regularly, while the other
refuses to come, or comes seldom.
There are also children who are most
often visited by close relatives. In thes
and similar cases, supporting the fam-
ily becomes extremely important, since
if it is adequate, it might result in the
child being taken over from the institu-
tion. At the same time, we are aware df
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the fact that many parents and relatives
are incapable of taking over the children,
but in these cases, a clear distinction
should be made as to the reasons. Where
the reasons are only socio-economic

(and not the inadequacy of parents), a
system of adequate support should be
developed, rather than looking for the
alternative in a foster family or an insti-
tution.

As to other forms of contact be-
tween the beneficiaries and the outside
world, they are realized through sporadic
visits by children and students, NGOs
and associations, or beneficiaries from
similar institutions. For the past four
years a successful cooperation with col-
leagues from Prague is taking place.
Two years ago, beneficiaries and staff
from Poland visited the Home, while 23
beneficiaries and 4 educators returned
the visit last year. Although these forms
of socialization are valuable, the contact
of beneficiaries with the outside world is
much more frequently realized through
organized visits to different manifesta-
tions, shows, exhibitions, concerts, and
through regular visits to the town. How-
ever, these activities are available only
to beneficiaries with mild and moderate
mental disabilities. We were told that
“all those who are allowed to” travel to
the seaside. Thus in June this year, 43
beneficiaries spent their summer vaca-
tion at the seaside, while another group
of similar size was planned for August.
When we asked about the criteria that
are critical for the assessment of who “is
allowed to go”, we were told that they
were medical. Respecting this argument
as truly important, we nevertheless re-
main somewhat skeptical as we are
aware of the generally negative attitude
of medical staff towards individuals with
mental disabilities and the decade-long
“categorization” which deprived many
of them of their basic human rights.

We should point out that, since
recently, the staff and beneficiaries are
engaged in preparing theatre perform-
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ances and shows. On the occasion of
the 38" anniversary of the Home, a
performance took place, with the par-
ticipation of 46 beneficiaries. Another
performance was prepared, where in
addition to 15 beneficiaries and 2 edu-
cators, another two boys from regular
school participated. This performance
took place last year during the Interna-
tional Day of People with Disability,
and it was also given in kindergartens
in Novi Sad and its surroundings (Fu-
tog, Veternik). These examples are en

couraging, since they indicate that a
process of integration of people with
mental disabilities is possible. Unfortu-
nately, the fact that this is not continuous
practice is not encouraging. Even if the
financial conditions are met, it is still
impossible, due to previously described
problems, to organize these activities for
a larger number of beneficiaries at the
same time. Thus, from the point of view
of individual beneficiary, contacts with
the outside world happen quite seldom.

Recommendations

Enable families and other interested individual®wahe close to beneficiarie
to participate more actively in issues concernivigd) conditions, expert work and

the future of beneficiaries;

Formulate education and support programs for paramd relatives;
Cancel the limitations regarding visits to bengii@s, bearing in mind their
interest only; visitation hours can be only limitied health and therapeutic reason,

and that only for certain beneficiaries;

Open the institution, as much as possible, to thside world and intensify
cooperation with educational, sports, cultural,ibess and other actors;

Improve the quality of relationships between refgvastitutions (Ministry,
CSCs, faculties, medical institutions, etc.);

In cooperation with competent institutions and raediork on combating
prejudices and forming a sensitized attitude oftwader public towards individuals

with mental disabilities.

U

6. Guarantees of rights and liberties of beneficiaes

The way this institution was
conceived is the cause of most of the
shortcomings and violations of benefi-
ciaries’ rights, which is a subject al-
ready discussed at length. Although a
social institution, the Home in
Veternik closely resembles special
psychiatric hospitals meant for long-
term hospitalization. Given the fact
that a large number of people spend
their whole lives in such institutions,
under similar conditions and with the
same treatment and activities, it is clear
that we are facing a systemic, deeply
rooted negative approach to people
with mental disabilities. Regrettably, it
is the medical profession that plays the
crucial role in this. We believe that thig
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attitude of medical professionals is pre-
cisely the key factor which slows down
and aggravates the process of de-
institutionalization and a different ap-
proach and social integration of these
individuals. Naturally, this discrimina-
tory attitude, which is still largely pre-
sent, provoked a similar attitude of other
institutions, and the society as a whole.
In this context, the Home in Veternik is
no exception. In addition to problems
which are a consequence of systemic
flaws, some oversights are the result of
insufficient professionalism and a lack
of readiness to change that. This is an
obligation and responsibility of the man-
agement and all employees. In addition
to all said, another shortcoming we ob-
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served is the common practice that the
legal expert and social workers (there
are two of them) are not in contact
with the beneficiaries and do not par-
ticipate in their care. All three of them
are part of the expert admission and
discharge team, but this is, however, g
formal procedure. Administrative pro-
cedures between the institution and
CSCs have nothing to do with the
beneficiaries, nor do employees under
stand what other role they could have.
The legal expert has no contact with
the beneficiaries, nor does the institu-
tion initiate any proposal or procedure
pertaining to their rights. Social work-
ers told us that they know some “am-
bulatory, better patients”, who often
come and ask when they will be visited
by the CSC, when they will be able to
leave the Home, etc. We concluded
that these were beneficiaries with mild
and moderate mental disabilities,
mostly those who are largely inde-
pendent and whom we ourselves met
several times within the institution.
However, bedridden, as well as benefit
ciaries with moderately severe and seA
vere disabilities, who are housed in
protected pavilions, are not familiar to
the social workers, nor do they ever
meet them. During our conversation,
one parent called to announce that he
would be taking his child out tomor-
row. The social workers explained to
us that this was the usual procedure. Ip
accordance with the procedure, they
then make a phone call to the pavilion
and inform the educator and the medi-
cal worker, who prepare the child and
the therapy for his/her day out. Every-
thing is recorded in various notebooks
books, files... but our impression is
that, in the whole system, those who
“record” the real human being are a
minority.

In regard to the abovemen-
tioned visit, we want to point out an-
other bad solution that is being used.
Namely, the rules of the institution
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which allow visits to beneficiaries every
Wednesday from 9 a.m. to 5 p.m., and
every second Sunday in the month from
8 a.m. to 12 noon, are very rigid and
hard to understand. At that, families are
allowed to come and take beneficiaries
home at any time, which gives the im-
pression that unannounced and un-
planned visits present an “inconven-
ience” to the staff. We perceive this as a
serious problem, not only because this is
an open-type care institution, but also
because this practice limits the rights of
both the beneficiaries and their visitors.
Negative consequences of this additional
isolation need not be explained. Profes-
sionals should be aware of that.

Nowhere in the institution, not
even in the buildings where independent
beneficiaries are housed, did we see
signs indicating any type of education of
beneficiaries regarding basic human
rights or the rights of individuals with
mental disabilities. Apart from the rules
pertaining to the organization of life and
distribution of responsibilities within the
small housing communities, there are no
pictures, signs or text on this subject in
rooms, living rooms or notice boards in
the pavilions. As informing this popula-
tion about their rights is of existential
importance, the expert staff should de-
vote significant attention to this issue. In
our conversation with the beneficiaries,
their identification with the category
they were placed in was prominent, as
well as the acceptance of segregation
and some types of discrimination as
completely normal. This is detrimental
to the development of their identity, self-
respect and dignity, which are very im-
portant aspects of the work with people
with mental disabilities.

We also had the impression that
the beneficiaries are not sufficiently
(some not at all) included in the deci-
sion-making process regarding issues
important to their life, not even regard-
ing less important, everyday activities.
Some younger beneficiaries told us that
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they do not trust the institution man-
agement, the state and the system of
social care, because “everyone lies to
them and they only make promises”,
while no one wants to see them and
talk to them.

Many beneficiaries objected to
the quality of food and hygiene, as
well as to the lack of personal items:
“Children don’t have their own towels,
slippers”... “There are children who do
not know what a banana is. | can't re-
member a cake”... “It is not right to
threaten a child: you will get to eat if
you help”. We assume that the institu-
tion has high expenditure, which pre-
vents the staff from fulfilling every
wish of such a large number of benefi-
ciaries. However, taking their needs
into account and their more active par
ticipation in making different decisions
is their right, which this institution is
obliged to respect and improve, the
same way it is under the obligation to
provide for the use of person items,
wardrobe and other items of impor-
tance to beneficiaries.

The staff was noticeably re-
served concerning questions about the
existence of any type of abuse. Most df
them claimed that such things never
happen, neither by the staff and the
people from the outside, nor amongst
the beneficiaries themselves. Consider
ing the huge number and structure of

beneficiaries, and the small number of
employees (especially overnight and
during weekends), this claim does not
appear too realistic. Doctors told us that,
in crisis situation, they use straightjack-
ets, drugs, and that there is also an isola-
tion room. We believe that it is neces-
sary to develop rules of conduct in such
situations, train the staff in non-violent
self-protection skills as well as skills
needed to protect other beneficiaries,
instead of hiding problems that are un-
avoidably an integral part of life in such
an environment.

Finally, we want to point out that
the Home in Veternik is one of the insti-
tutions which need urgent help on many
issues. Dedication and effort, which nu-
merous employees evidently invest in
their work with very demanding benefi-
ciaries, cannot yield any significant re-
sults without additional help of the state
and the entire society. Thus, we con-
sider, mildly put, as unusual, the orienta-
tion of the Home and the city authorities
towards expanding the Home’s activi-
ties, in a situation where the institution
already takes care of an insurmountable
number of beneficiaries, for the majority
of whom models of quality life and care
have not been established. Dispersal of
already insufficient funds and employees
will not only worsen the position of
beneficiaries, but will also additionally
violate their human dignity.

Recommendations

Establish functional cooperation with the CSCsimfield of protection of
beneficiaries’ rights and interests as well,
initiate and more actively participate in thesegeedings;

All employees should have appropriate contact Wighbeneficiaries and, as
part of their work, be dedicated to creating thstlp@ssible conditions for their de-

velopment;

Develop suitable programs and activities througlicivithe beneficiaries
could learn about their rights in a way acceptablidem;

Increase the participation of beneficiaries inaalivities and programs;

Design detailed rules of conduct in crisis situasiand train staff for this type

of interventions;

Maximally “open” the institution and enable freenmmunication of benefici-

aries with people close to them.

whitdans that the institution should also
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HOME FOR ADULTS WITH MENTAL DISABILITIES
IN TUTIN

1.

According to the Decision on
the network of social care institutions,
the Home in Tutin is dedicated to
housing adults with moderate and
moderately severe mental disabilities.
The capacity of the Home is 220
places, but at the time of the visit by
the Helsinki Committee, there were
241 beneficiaries in this institution.

The Home consists of one
building housing the beneficiaries and
one management building. Both are
located in the city proper, amongst
other buildings and residents. There

Introductory remarks

are 205 beneficiaries housed at this loca-
tion. In addition to this, the Home owns
an agricultural property which is located
outside of the city, where 36 beneficiar-
ies currently live. There are two build-
ings on this property; one is a house
where the living with support program
for 14 beneficiaries is implemented,
while another building, which is cur-
rently being expanded, has a varying
structure of beneficiaries, and at the time
of our visit, we found there 22 benefici-
aries.

2. Living conditions

The main building was con-
structed in 1957. At that time, the
building was, most certainly, located
far from the city. For decades, no fund
were invested into this building; only
in 1992 it was partially renovated,
while the building was expanded in
2000. The one-story building, which
has the capacity for 200 people, house
moderately severe and dependant (be
ridden, semi-ambulatory) beneficiaries
in 22 rooms on the ground floor, and
beneficiaries with moderate mental
disabilities in 24 rooms on the first
floor. A smaller number of four-bed
rooms have their own bathrooms, and
these rooms are decently equipped
(TV, table, closet). However, most of
the rooms accommodate between 5 and
6 persons, who share bathrooms with
four showers and a bathtub for bedrid-
den beneficiaries. Most of the rooms
have only old beds and a few pieces of
furniture with a TV; everything is
worn out and in poor condition. The
building was constructed in such a way
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that the majority of halls, rooms and liv-
ing rooms do hot have sufficient light,
while certain areas lack sufficient fresh
air. Woodwork is also worn out, which
certainly has consequences on the qual-
ity of heating during the winter period.
Ground-floor halls have wooden hand-
rails for easier movement, but they are
also dented and old. The general atmos-
phere is very depressing and gloomy,
and is in no way appropriate for housing
such a large number of beneficiaries,
especially bearing in mind the degree to
which they are dependant on support
from others.

The kitchen and dining room are
on the ground floor and are in a very
poor condition. Adequate equipment for
preparing and serving food is lacking,
worn out tables and chairs have recently
been replaced from the institution’s own
funds, humidity is extremely high... The
kitchen is small, has two gas burners and
two electric plates. There are no auxil-
lary appliances, and the three cooks and
two food servers do all the work manu-
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ally (cleaning, peeling, cutting) for 240
beneficiaries. Three beneficiaries
passed sanitary screenings and help
with dishwashing. Such poor working
conditions must have consequences oh
the quality of food, as well as on sani-
tary probity of food preparation and
dishware hygiene maintenance. The
long tables in a row in the dining room
do not offer the possibility of making
contact during the meals. Eating is de-
humanized and devoid of a social di-
mension.

The ground floor also houses
the barber shop, a social club and of-
fices of the social worker and techni-
cian. In addition to the rooms for ac-
commodating beneficiaries, the first
floor has modestly equipped rooms
intended for vocational occupational
therapy, as well as a living room where
beneficiaries watch TV, play chess,
dominoes... The general impression ig
that the living conditions are poor,
which is why significant investments
are necessary for resolving the existin
problems, as well as for purchasing thg
necessary equipment and embellishing
the entire interior. As things are now,
despite the efforts of the institution, it
is very hard to maintain even the basig
level of hygiene. It should be added
that the conditions under which the
staff works are not much better.

There is a narrow green area in
front of the building, not big enough to
be used by over 200 beneficiaries
housed in this building. There is also &
small inner courtyard between the two
buildings. The area in front of the
building is maintained, there are flow-
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ers and several benches. However, there
are neither parasols nor awnings to cre-
ate a larger shaded area outside, so the
beneficiaries are forced to spend the ma-
jority of their time indoors during sum-
mer, rather than staying outside.

Living conditions on the property
outside the city appear much better at
the first glance. Namely, as these build-
ings are new, all furniture and equip-
ment is also new, rooms have a smaller
number of beds, the quantity of fresh air
and light is satisfying, and so is the gen-
eral level of hygiene. However, the sur-
roundings, which are not inhabited, give
more of an impression of isolation than
integration of beneficiaries into the so-
cial environment. Both buildings outside
the city are heated with electrical radia-
tors and a wood stove. Since winters in
this area are very long and cold in this
part of the country (Pester Plateau), such
a heating method cannot provide tem-
peratures sufficient for comfortable liv-
ing during winter periods. Another prob-
lem is food delivery to the agricultural
property, since the number of vehicles is
insufficient. As we have already men-
tioned, one building is still under con-
struction, which means it may be more
functional once it is finalized. The exte-
rior around the buildings also needs to
be reconfigured, as at the time of our
visit it was disorganized and served no
purpose. Investments which could con-
tribute to a more pleasant and humane
environment do not entail large funds.
However, the location of the buildings is
also a big problem, and the institution
has to find an adequate solution to at
least alleviate this problem.

Recommendations

Provide funds for improving the quality of housiigat is, for resolving exist

ing problems, renovating the interior and

Engage in solving the problem of remoteness ofdingls on the agricultur

purchgsidequate equipment;
Al

property, so that the beneficiaries do not to rensolated and deprived of activities

and care the institution is under the obligatioprtovide.
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3. Institutional personnel

The institution employs 15 ex-
pert workers: one legal expert, two
special pedagogues (occupying the po
sitions of social worker and defectolo-
gist), six work therapists (only one
with university degree, all others with
high school degrees) and seven work
instructors with high school degrees.
According to the prescribed norms, the
number of work therapists and instrucH
tors should be lower, and thus two
work therapists and two instructors are
financed from the institution’s own
funds. The staff points out that the
number of expert workers prescribed
by the norms is not in accordance to
what is needed in reality. As an exam-
ple, the Home does not have a psy-
chologist, because the norms prescrib
that only institutions with over 250
beneficiaries can have one. Consider-
ing the structure of beneficiaries, the
lack of medical staff is even more im-
portant. The Home has only 8 nurses,
head nurse and 20 caregivers with no
medical education. The neuropsychiat
rist currently specializing within the
institution is the only doctor. During
the nightshift, one nurse and one care:
giver look after the beneficiaries, along
with one doorman who secures the
building. The agricultural property
hires two agricultural workers, one
work instructor and the head of agri-
cultural property, who is an agricul-
tural engineer. During the night, only
one caregiver and a worker who pro-
vides security for the property look
after the beneficiaries. In any case, the
current number of employees is insuf-
ficient to realize all aspect of expert
work with quality, that is, satisfy the
everyday needs of beneficiaries. Most
certainly, the reasons for this situation
lie within the competent institutions,
but also within the internal organiza-
tion of the Home itself.
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The professional incompetence
of the staff causes the most serious con-
cerns. When asked about additional edu-
cation and problems in the work of the
expert service, the staff offered no spe-
cific answers. The argumentation was
reduced to the lack of funds. Also, it was
conspicuous how much the staff was un-
informed on this issue (“we have not
been informed that such educations ex-
ist”... “No one is inviting us”). In a
small and undeveloped community, such
as Tutin, it is practically impossible to
find appropriate professionals. The
Home is in a most unenviable position to
house a very delicate population, and at
the same time, have no chance to select
suitable experts. If we add additional
aggravating circumstances (remoteness
from the city, poor financial situation,
professional isolation from current
trends, etc), it would be truly unfair to
place the entire responsibility for the
poor state of affairs on the institution
only. We believe that it is primarily the
state that is responsible for providing
adequate living and working conditions
in the institution, as well as expert train-
ing for the staff. It is absolutely unac-
ceptable to leave this institution to its
own resources, more so because almost
every unfavorable circumstance is pre-
sent in the Home in Tutin. The state has
the obligation to provide continuous
training for the staff, as well as to invest
additional effort to overcome the current
state of affairs (for example, to offer
higher salaries to professionals from
other parts of the country, who would
work in Tutin in continuity for a year or
two, and during time could significantly
help the institution).

The entire staff is united in the
belief that their job is very difficult and
stressful, and that it is not appreciated
enough by the society. There is also a
strong feeling of marginalization in
comparison to other similar institutions,



PEOPLE ON THE MARGINS (part 4)

in terms of insufficient, that is, lesser
help and support from the higher au-
thorities. The staff often goes on sick
leave and it is obviously hard for them
to cope with their everyday work du-
ties. The social worker told us that
“everyone who is working here over
five years is on sedatives”.

Upon reviewing the documen-
tation, we were assured that the form
was very detailed, but whether it was
adequately applied remained a ques-
tion.

Considering the elementary
education of the employees, which
does not offer even the minimum of

knowledge necessary for working with
people who need comprehensive and
constant support in order to reach even
the lowest level of achievement and
pleasure in life, and considering that it is
impossible to find persons with appro-
priate education in Tutin and its sur-
roundings, it is necessary that the state
provides carefully selected training pro-
grams for the staff and continuous advi-
sory monitoring of the institution’s

work. The current state of affairs points
towards neglect of both the beneficiaries
and the employees.

Recommendations

Ensure expert training and seminars for the stadirder for the planning of
activities to be in accordance with methods antrgpies of best practice;

Simplify administrative obligations in order to @ns more time for quality
and direct work with beneficiaries, especially ddesng the insufficient number of

employees compared to the number and

Provide computers and other equipment which wipriave the work effi-
ciency of the staff and enable communication widheagues from other institutions,

as well as “distance learning”;
Encourage expert counseling and

in practice, as well as between these people dadart institutions, on the issue of

social sector reform;

Discuss the possibility and necessity of hiringsgghologist and other need

experts with the competent institutions.

structurerddflziaries;

experience shanmayng people who work

ed

4. Activities and organization of work with benefigaries

The reason for placing the ma-
jority of beneficiaries in the institution
is the absence of close relatives
(around 160), but there is also a sig-
nificant number of beneficiaries whose|
families are not ready to take care of
them (about 70). Although the institu-
tion is dedicated to housing individualg
with moderate and moderately severe
mental disabilities, the total number of
these individuals is around 150, while
the others are categorized as having
mental health problems (around 40),
combined disorders (around 20), hear
ing impairment (around 10) and the
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like. Both genders are equally repre-
sented.

Regrettably, the social worker
and defectologist (both special peda-
gogues by education) were not in the
institution at the time of our visit (both
were on vacation). As we were told, no
one except them is competent to give us
more specific information about the con-
tents and organization of work with
beneficiaries, that is, information about
the admission procedure and assessment
of newly arrived beneficiaries, as well as
about the drafting of the care plan. Since
this is the duty of the expert team, which
consists of the abovementioned absent
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employees, we are forced to describe
this aspect only on the basis of obser-
vation and conversations with benefi-
ciaries and work instructors.

Work instructors and caregivers
are in charge of direct work with bene-
ficiaries, and their work is coordinated
by a work therapist. They are organ-
ized in six groups, which means that
groups have about 40 beneficiaries,
and that every group is the responsibil
ity of one work therapist and one work
instructor. For the time being, caregiv-
ers are not attached to particular
groups, although this is planned for the
future. However, when the groups are
this big, it is impossible to develop an
individualized approach in accordance
with the needs and capacities of every
beneficiary. An inevitable consequence
is that the individual becomes invisible
and his needs neglected. Life follows
rigid, impersonal rules, which are in
the service of maintaining the mini-
mum necessary functioning of the in-
stitution, but not of fulfilling the needs
and interests of the beneficiaries.

Capacities of workshops (agri-
culture, handmade folk artifacts pro-
duction, mechanics) offer the possibil-
ity of employing only a small number
of beneficiaries (around 40 in total). In
the tailor's workshops, only 4 to 5
beneficiaries are being trained on one
sewing machine. According to the
documentation, almost half of the
beneficiaries have work engagements
However, activities in the social club
or, for example, creative workshops
are also considered as work engage-
ments. In any case, larger capacities
for vocational and professional skill-
learning are lacking, since the current
structure of beneficiaries has the poter
tial and need for more diverse contents
of work engagement. Adequate space
and equipment for a higher quality re-
alization of vocational and professional
activities is also lacking. The situation
with workshops is similar. Around 17

O
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beneficiaries participate in the creative
workshop: they mostly draw, color,

write and read. Work with beneficiaries
that we were shown includes a small
number of individuals, and the activities
are stereotyped and not individualized.
The atmosphere is very bleak, and lacks
dynamics. We were told that the condi-
tions were not met for the beneficiaries
to use a gym for sport and recreational
activities. The idea is to renovate the ex-
isting atrium to serve this purpose, but
there is currently no money even for
this.

The contents of work, that is,
regular activities that the expert staff
carries out, are reduced to morning ac-
tivities. After lunch, beneficiaries have
time to rest and carry out free activities,
which are very rarely organized by the
staff. We were told that one-day field-
trips, barbecues in the open, holiday
celebrations and shows are sometimes
organized.

There are no organized activities
for beneficiaries housed in facilities out-
side the city. “They decide themselves
what to do”. Living with support offers a
higher degree of independence and ini-
tiative and reduces the feeling of total
submersion in the masses. However, in
Tutin, many beneficiaries still share a
small common area, which violates the
privacy of each one of them. In addition
to this, residents have no contact with
other people, the city infrastructure is
unavailable to them, and they are unable
to participate in the life of the commu-
nity, although the competent institution
staff had assessed them as capable of
independent living. In practice, they do
not have the conditions necessary to
reach this goal. Living with support
should enable the integration of benefi-
ciaries into all segments of the open
community, and each household should
function as an independent economic
unit; thus, the number of beneficiaries
living with support in one housing unit
should not exceed five persons. Current
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conditions and contents do not allow
such an approach. It is therefore nece$
sary that the state, in this domain as
well, increases the knowledge and
skills of the staff through training pro-
grams, thus enabling them to improve
living with support. It is important that
this type of social protection is not left
to improvisation and that erroneous
models are not established.

When asked about unsolvable
situations or those that made them fee|
powerless, the staff explained that they
are related to beneficiaries that are ei-
ther aggressive or overly reserved
(showing no interest in any type of ac-
tivity or event taking place in their sur-
roundings), or to those who don'’t ac-
cept accommodation, refuse food, etc.
The staff noticed that these were beneg

4
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ficiaries who came from families, who
have more difficulties adapting than
those with experience of institutional
life. The staff was astonished by the
guestion as to what is their reaction to
these situations, and they obviously fail
to realize that they could have a role in
solving these problems.

Our general impression is that
the lack of educational seminars and
professional training has a clear impact
on the views and orientation of the staff
in their work. The staff points out that
specific trainings have only recently be-
come available, but that there are insuf-
ficient funds for different types of train-
ing, or more precisely, not every em-
ployee who works with beneficiaries has
the opportunity to attend trainings.

Recommendations

Set clear criteria for providing help and supporirstitutions, in order to pre
vent favoritism, that is, discrimination of bothrigdiciaries and staff;

Provide funds necessary for purchasing equipmethbamanging the interior,
in order to enrich activities and contents of therkwvith the beneficiaries;

Encourage the staff to implement programs and iiesvbased on principles
of best practice and inclusive approach in theirkwaith beneficiaries;

State institutions must intensify their effort tampide non-institutional suppg

for beneficiaries who are able to function

Improve the conditions of living with support andrimonize them with th
original concept and purpose of the program.

outdite Home;
e

5. Contact with families and the outside community

By the end of our visit, we had
a brief meeting with the social worker
who gave us some information regard-
ing this aspect. As in other institutions,
the greatest problems in cooperation
are with the Centers for Social Care.
Documentation is often delivered late
or is incomplete. There were even
cases where documentation was falsi-
fied, in order to house beneficiaries
who in reality did not belong in this
type of institution. Such cases are not
rare and create additional problems.
Thus, in some situations the social
worker insists on meeting and talking

a7

with the beneficiary whose admission
documentation was sent. An additional
problem is the fact that only a small
number of Centers visits or asks about
their beneficiaries. The main argument is
the remoteness of the originating Center,
that is, the institution, and the lack of
funds, etc. The situation pertaining to
contacts between beneficiaries and their
families and relatives is similar.

As we have pointed out several
times, we believe that the institution also
has the obligation to encourage and look
for ways to establish communication,
both with Centers and with families, and
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to do it permanently, during the whole
year. Although the documentation
states that almost all beneficiaries whg
have families (about 70) are having
regular contacts with them, the staff
told us that only a small number of
families visited regularly, more pre-
cisely, about 15. Others maintain only
occasional contacts.

As to other forms of contact,
we have already mentioned that activi
ties such as fieldtrips are organized oG
casionally, while a smaller number of
beneficiaries (50) visited the seaside
last summer in the organization of a
humanitarian organization from Nis.
Furthermore, every year the same
group of 14 beneficiaries goes on a
summer vacation. Its members are pel
sons who are living with support in the
house outside the city. Although this ig
a logical decision, it is not acceptable
to segregate and discriminate amongst
beneficiaries. The institution must de-
vise several possible activities and rec
reational contents, and they must be
available to all beneficiaries. The only
justifiable restrictions when selecting
beneficiaries are those of a medical
nature. Since it is impossible to ensurg

such activities for all beneficiaries, simi-
lar activities should be provided for oth-
ers. Unfortunately, it is discouraging that
these activities are not more frequent, so
that more beneficiaries could participate.
Although these activities are extremely
useful and efficient, they are more the
exception than the rule, since they de-
pend on material and financial means. If
we add to this that visits to the institu-
tion are very rare, we have to conclude
that the institution itself did not develop
enough activities directed towards in-
cluding beneficiaries into the life of the
community, or towards connecting them
in any way to the outside world. This
serious shortcoming is also felt by the
beneficiaries. Most often they ap-
proached us and asked when they would
be able to go home.

These, as well as many other
problems related to integration of people
with mental disabilities, can only be
solved in cooperation with the broader
social community, by combating preju-
dices and creating a positive attitude of
the general public towards these indi-
viduals.

Recommendations

Encourage the staff to offer continuous care ampgpast to beneficiaries in
maintaining and improving their relationships widimilies, relatives and other indi-

viduals;

Improve the quality of relations among relevantitnions (Ministry, Centers
for Social Care, Homes), in order to find moreaéint and sustainable solutions that
improve the position and care for people with meditabilities;

Work on combating prejudices about people with mledisabilities through
media and campaigns, and promote methods for praytelp and support to this

population;

Invest effort in establishing different forms ointact between beneficiaries
and the local community and environment (businabgests, educational institution
NGOs and humanitarian organizations, etc.);

Enrich the selection of activities and contents anatke sure they are availa
to all beneficiaries, in accordance with their ncaticondition and capabilities.

o
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6. Guarantees of rights and liberties of beneficiaes

Apart from the usual secretarial
tasks related to legal operation of the
institution, the legal expert participates
in the work of the Expert team and the
Committee for admission and dis-
charge of beneficiaries. Akin to the
majority of other institutions, the
Home in Tutin does not have the prac-
tice of offering legal advice to benefi-
ciaries, since this is in the competence
of the originating Centers for Social
Care.

Considering the poor living
conditions and the small number of
insufficiently professional staff, we
believe that the beneficiaries are highly
exposed to neglect and degrading
treatment. Some of them complained
that certain employees “harass them”,
and “push them around”, and there
were even complaints that “some em-
ployees beat them”. Although the staff
denies such claims, inhumane behav-
ior, even abuse, is quite possible in in-
stitutions with large numbers of indi-
viduals with mental disabilities, and
the abusers could be different people
(supporting staff, visitors, citizens...).
The management must devote appro-
priate attention to this problem, by
monitoring for illegal behavior towards
beneficiaries, as well as by taking necH
essary measures even if there is the
slightest suspicion that these claims
might be true. Beneficiaries we talked
to do not know whom they would turn
for help, and many of them think that
no one would believe them, and conse
guently no one would protect them.

Incidentally, the Home has a
Rulebook on the prohibition of abuse,
as well as a Rulebook on nightshift
work and emergency procedures for
staff (in case of escapes, injuries in-
flicted on beneficiaries or employees,
death of a beneficiary, fire or other
natural disasters). They are also ex-
pecting the opinion of the competent
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Ministry on the Rulebook which regu-
lates the measures of restriction and re-
straint, submitted as a proposal by the
Collegium of Social Institutions Direc-
tors. We did not receive precise answers
regarding the reactions in emergency
situations, but it is entirely realistic to
assume that an agitated or aggressive
beneficiary is secluded in the isolation
room to receive sedation therapy. Natu-
rally, the staff is not trained with non-
physical and manual techniques for
overcoming resistance.

The staff claims that they have
problems with frequent escapes, self-
inflected injuries, epileptic beneficiaries
and those who have “hysteric fits”.

Since the majority of beneficiaries come
from other institutions and not by their
own volition, an approach is needed that
understands anxiety, respects resistance,
develops trust and recognizes the fact
that a longer period of time is necessary
for adjustment. Great discontent, anxiety
and aggressiveness of beneficiaries are
often consequences of the fact that they
are not accepted by the environment,
that their needs are ignored or unnoticed,
and their living conditions degrading

and depriving. As we have already men-
tioned, the staff did not attend the neces-
sary educational training and has diffi-
culty dealing with delicate situations.
This leads to increased stress amongst
the employees, and there are also cases
of injuries inflicted by the beneficiaries.

Disposition of allowances is
regulated in such a manner that benefici-
aries who are able to, have full control
over their allowance, while others spend
their allowance through authorized care-
givers. About half of the beneficiaries
have full control over their allowance.
Furthermore, a meticulous record is kept
of gifts, packages and money sent to par-
ticular beneficiaries, although the num-
ber of such cases is small.
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In the newly built facility out-
side the city we talked to a female
beneficiary who has been in the Home
for full 26 years. She is still very ra-
tional and her faculties have been pre-
served, although she has been housed
in different institutions of social pro-
tection since her youth. She told us
through tears that she hadn’t seen her
two sons since she arrived to this
Home. After being transferred to Tutin
she gave birth to two more sons, who
she also never saw again. According t
the unreliable and outdated informa-
tion she has, two of her children have
been placed in foster families, and the
two others in different social institu-
tions. The Home contacted her origi-
nating Center for Social Care asking
for information about the fate of these
children and, if possible, to get in con-
tact with them. However, they receivec
no answer. The beneficiary told us that
they sent their appeal to the wrong ad-
dress, because her documentation wa
in another Center! To make the whole
story even more tragic, she claims tha
she was sexually abused by an em-
ployee at the time, and that the birth of
two children while she was in Tutin
was a consequence of this abuse. Ong
employee who has been working in the
Home at the time said that no one evef
investigated her claims.

This case is one of the most
drastic examples of everything bad,
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inhumane and degrading in the social
treatment of people with mental disabili-
ties, as well as in a system of social care
we hope does not exist anymore. We
want to believe that this is a case of neg-
ligence and a rare event where one girl,
with minor mental disabilities, was con-
tinuously placed in social institutions,
left there to live her whole life without
even one revision of her categorization,
a girl whose children were taken away
and placed under different types of so-
cial care, without having any contact
with her (and maybe without having
contact amongst themselves), while
competent expert services and profes-
sionals did not even attempt to alleviate
and rectify the unacceptable oversights
of their predecessors. Her stigmatization
and discrimination prevented even the
investigation of the possibility that a se-
vere criminal act was committed...

Unfortunately, even today, in dif-
ferent social institutions all around Ser-
bia, there are people who were terribly
wronged. However, to many others, so-
cial institutions provided basic condi-
tions for survival. We decided to publish
this story so that it will never happen
again, and so that employees in social
and state institutions understand the ne-
cessity of undertaking immediate and
thorough changes, not only in the area of
social policy.

Recommendations

Raise the level of employees’ responsibility imisrof guaranteeing the righ
of beneficiaries and their overall protection, baithin the institution and beyond;

Insist on expert education of staff both in regarthe attitude towards benefj-
ciaries, and in regard to appropriate models o in emergency situations;

Provide adequate methods of informing beneficiasfabeir rights, and in-
form them also, in an appropriate manner and tHr@ogeptable contents, about
ways to protect themselves from individuals andagibns that threaten them.
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HOME FOR ADULTS WITH MENTAL DISABILITIES
AND INDIVIDUALS WITH MENTAL DISORDERS
“MALE P ELICE” IN KRAGUJEVAC

1. Introductory remarks

The Home was founded in
1972 and is located in the suburb
“Male p elice”, ten kilometers from
the center of Kragujevac. It occupies &

17 hectare property, and owns anothef

5 hectares of agricultural land outside
of the city.

The Home is intended for hous-
ing adults with moderately severe and
severe mental disabilities and indi-
viduals with mental disorders. The ca-
pacity of the Home is 850 places and i
hasn’'t been changed, although the

[

Home always accepted a greater num

ber of beneficiaries. At the time of the
visit by the Helsinki Committee, which
took place at the end of June, there were
921 beneficiaries in the Home, while
admission requests were submitted for
another 159 individuals. The institution
houses only adults, 506 women and 415
men. There are 534 individuals with
mental disorders and 387 individuals
with mental disabilities. Out of this
number 263 have moderate mental dis-
abilities, while 124 have moderately se-
vere and severe mental disabilities.

2. Living conditions

The beneficiaries are housed in
five pavilions. The first, second and
third pavilion were renovated, and
have a heterogeneous structure of
beneficiaries (in proportion with the
total number, there are more benefici-
aries with mental disorders than those
with mental disabilities). The fourth
pavilion houses only beneficiaries with
moderately severe and severe mental
disabilities, while the fifth pavilion is
psychogeriatrics, which houses mostly
older people and bedridden beneficiar-
ies.

The three renovated pavilions
are completely equipped with new fur-
niture and technical equipment, they
are large enough and have sufficient
lighting, they have balconies, kitchen-
ettes, rooms meant for work-
occupational therapy, living rooms on
every floor and offices for expert staff.
Each building has two floors with two

separate wings, while rooms have foui
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to five beds. Male and female benefici-
aries are separated, and every room has a
TV and a closet for personal belongings.
Since the buildings were not renovated
at the same time, additional investments
are already needed in certain places, but
the very important thing is that a high
standard of accommodation was set,
which should be maintained in the fu-
ture. It is noticeable how much attention
was devoted to the arrangement of the
interior: attention was paid to the choice
of colors, matching curtains, bedcovers
and mats, pictures and furniture... Un-
fortunately, the fourth and fifth pavilions
were not renovated, and the housing
conditions in these pavilions are signifi-
cantly worse. This specially pertains to
the fourth pavilion, which needs serious
reconstruction. We were told that these
buildings required much larger invest-
ments, due to the necessary roof repairs,
drainage, etc., which are a precondition
for the renovation of the interior. Due to
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a lack of funds, money was so far in-
vested only in improving hygiene and
safety conditions. Bathrooms in the
fifth pavilion have been adjusted to fit
the needs of old and bedridden benefi
ciaries (although the number of toilets
and showers is insufficient), while
halls have handrails installed for safer
movement. There is video surveillance
in the hall and the stairway, as well as
in the room for intensive care. Furni-
ture and equipment in both buildings
are worn out or lacking, some rooms
are damp, while living rooms are small
and inadequate. An important detail we
observed was that closets were bought
for the first time for beneficiaries in the
fifth pavilion, and every beneficiary
has his/her own reserved area. The
closets are locked, and the nurse keef
the keys. We presume that this solutio
was compulsory, because the closets
are shared, but also because of the
danger that these beneficiaries may
have with them small items that they
could swallow. Although the staff re-
sisted this innovation, we believe it to
be very good and necessary both from
a humane and a therapeutic view, singe
it respects and promotes the preserva
tion of the sense of privacy and per-
sonal integrity. It is thus advisable,
funds-permitting, to purchase, within
the room renovation process, more
closets, nightstands and other pieces o¢f
furniture which remind of, or are part
of every beneficiary’s privacy. This
attitude shows that the institution re-
spects individuals with mental disabili-
ties and mental disorders, and that thejir
capacity and emotional needs are not
ignored. Incidentally, during the sum-
mer, beneficiaries spend most of their
time outside, in a nicely arranged
summer-garden.

In order to reduce the demoli-
tion of the inventory as well as self-
inflected injuries and, at the same timg,
provide conditions for a decent life of
beneficiaries, plastic mirrors were in-
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stalled in bathrooms, visible parts of
equipment and pipes are behind a wall
and in a special room which is kept
locked, while instead of regular faucets,
taps are sensor-activated. Working out
such solutions, which are motivated by
the care for the quality of beneficiaries’
life and the protection of their dignity,
testifies to high professional goals set in
this institution.

A smaller number of beneficiar-
ies are housed in a separate, new facility,
which is meant to serve as a “halfway
house” for accommodating a total of 12
beneficiaries who are preparing to leave
the Home and live in the open commu-
nity. This facility has two wings, with
three two-bed rooms with bathrooms, a
living room and a kitchen in every wing.
They are fully equipped to function in
accordance with the model of independ-
ent housing community.

The House has a total of three
dining rooms for beneficiaries. One is
used by the beneficiaries of the fifth pa-
vilion, while the first and second pavil-
ions have a shared dinning room, and the
same goes for the third and fourth pavil-
ions. Considerable attention was devoted
to the renovation of the main kitchen,
storage and warehouse, where the sani-
tary and hygienic conditions are excel-
lent. The Home has its own gas station
and the appropriate equipment, which
provides for normal functioning of the
kitchen in case of a power shortage.
Considering the large number of benefi-
ciaries, funds should be secured for re-
placing the old equipment and purchase
of missing electrical appliances. It would
also be very useful if the institution had
its own bakery, especially because it
could provide vocational training for the
beneficiaries. In the kitchen and some
pavilions insect repellent appliances
have been installed on a trial basis, and
they are very efficient, so the institution
intends to install them in all the build-
ings.
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In addition to the management
building and the aforementioned six
housing buildings, there are separate
buildings that house workshops, the
boiler-room, the laundry, various ware-
houses... The institution owns a large
agricultural property with fertile land,
greenhouses and a large number of cat-
tle. Funds need to be invested into
these buildings in order to improve the
conditions, as well as to purchase new
equipment and machinery.

Beneficiaries also have at their
disposal a very pretty exterior; the

large area between and around the facili-
ties is neat and carefully maintained,
covered with greenery and flowers, with
plenty of trees, benches, gardens with
awnings, etc. There are also open sports
fields meant for recreation, as well as
different competition events (basketball,
volleyball, football, bocce...). Funds-
permitting, the institution should work

on further arrangement of the exterior,
since the available space offers possibili-
ties for an even better use by beneficiar-
ies.

Recommendations

Invest effort into renovating all buildings and piding similar living condi-

tions for all beneficiaries;

Maintain acquired standards of accommodation, émngegowards forming
smaller entities, where beneficiaries could functidin to a family community;

Based on a long-term plan, define realistic poksds and tasks with the aim
of reducing the number of beneficiaries and tramsfiog parts of the institutio

towards social rehabilitation.

3. Institutional personnel

The institution operates through
the following services: legal and em-
ployment service, economic-financial
service, maintenance service and the
service for social work, medical care
and protection, and rehabilitation. The
service for social work employs seven
expert workers with appropriate uni-
versity or higher education degrees.
One social worker is in charge of each
pavilion. The rehabilitation service
employs a staff of 25: five defectolo-
gists, nine work therapists, and eleven
work instructors. Apart from the work
instructors who have middle school
degrees, other expert workers have
university degrees. Work therapists ar¢
pedagogues, andragogues, chemists,
music teachers, physical education
teachers... Work instructors for differ-
ent vocations are in charge of work
engagements of the beneficiaries, and
expert workers for workshops and
work-occupational activities, therapeu-
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tic communities. The medical service
employs seven doctors and 49 medical
technicians. The staff with more years of
service mostly work in pavilions IV and
V, while the younger employees work in
pavilions I, Il and Ill. However, a sys-
tem of rotation exists. Generally,
amongst the expert staff, women are
more represented than men (instructors
are men).

According to the staff, obstacles
and problems impeding improvement
and more efficient work with beneficiar-
ies are related primarily to the number of
employees compared to the number of
beneficiaries. One social worker for
about 150 beneficiaries is in reality un-
able to meet the needs of every benefici-
ary at any moment. Some beneficiaries
told us that they have to wait several
days for a chance to talk to the social
worker. The situation with other expert
workers is the same. Furthermore, in this
institution there is also a significantly
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larger number of beneficiaries who
have the capacity to be included in dif{
ferent types of vocational skill-
learning. However, considering the
number of beneficiaries and employ-
ees, it is obvious that expert workers
can hardly meet greater demands, es-
pecially considering that all categories
of employees work in both shifts
(medical technicians, caregivers and
cleaning staff work in the third shift).
On the other hand, there are
differences among the employees
themselves regarding the approach an
orientation in expert work. Although
the majority of staff has appropriate
education, not everyone is motivated
for further education. They told us that
they attended expert seminars, con-
gresses and meetings to gain addition
expert skills, but, when asked what
part of this knowledge they used in
their work with beneficiaries, some of
them failed to offer specific answers.
Certain employees explained that the
work with “such a population” did not
offer possibilities for any kind of
“more purposeful” expert work, but the
viewpoints and approach of most of
them was highly professional and in
accordance with current trends in the
treatment of individuals with mental
disabilities. We were told that a certain
number of employees attended the
education for the application of the
Maria Montessori program, and that
there is a plan to start using this
method in the work with the benefici-
aries in the fourth pavilion (moderately
severe and severe mental disabilities)
in the near future. We were also told
that the educational program School of
life skills is currently underway. Since
this is a program for training profes-
sionals to assess and prepare individufr
als with developmental problems for
the greatest possible degree of inde-
pendent living, the institution included

d
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26 employees in this training, coming
from all professions (defectologists,
caregivers, medical technicians, doctors,
and cleaning staff), who work directly
with beneficiaries. The general impres-
sion is that the younger staff shows more
interest in education, as well as in fol-
lowing and applying modern orienta-
tions and approaches in their work with
beneficiaries, which is only logical. In
addition to pointing out that highly spe-
cialized trainings have been organized
only recently, the staff told us that, due
to insufficient funds, not everyone has
the opportunity to attend these trainings.

Finally, we want to point out an-
other important fact. This is one of the
few institutions amongst all those we
visited, where we were given clear,
comprehensible, precise and complete
data on all issues important for the life
of beneficiaries from the director herself.
Even more important is the observation
that she knows every beneficiary, and
that she obviously has daily contact with
them. We had the opportunity to witness
this every step of the way. The benefici-
aries themselves think of her in a par-
ticularly warm and intimate way, which
happens very rarely. The fact that she
worked for seven years as a councilor
(psychiatrist) before being named direc-
tor of this institution, is now an experi-
ence of great value and help. This, and
several other good examples, should
serve as an orientation to the Ministry
and Executive boards of institutions
when electing directors. As we have
pointed out several times, a specific sen-
sibility (in addition to expert qualifica-
tion) is necessary for working in social
care, with appropriate professional ex-
perience being another requirement nec-
essary for executive positions. These
preconditions have been met in all the
institutions that we marked as examples
of good practice.
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Recommendations

Encourage all employees to attend professionalitrgs in areas pertaining {
problems they face in everyday work, and for whiaky need additional knowledgé
Find an adequate solution for hiring a larger nundbestaff in order to meet
all the beneficiaries’ needs; a possible solut®taking on a larger number of volun-
teers who could be of great help to the staff, umd@ert supervision;
Improve cooperation and sharing of experiences gnpaople working in the
field, and look for good examples of work in otlseuntries as well.
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4. Activities and organization of work with benefigaries

The staff told us that the docu-
mentation of a newly arrived benefici-
ary often is not of great help in drafting
the care and work organization plan. Ir
these situations, much more important
are the assessments of the expert teafn
and consultants during the observatior
period. Based on physical and psycho
logical capabilities of the beneficiary,
as well as his/her intellectual capacity,
a decision is made on the selection of
the most adequate group (and pavil-
ion), followed by a work plan and pro-
gram. According to the staff, problems
in the adaptation period are uncom-
mon, since this population spent most
of their lives in similar institutions, and
are used to the institutional regime of
life (more than 600 beneficiaries have
been only in this institution for over six
years, while as much as 406 over ten
years). However, the staff notices that
there is a big difference among the
beneficiaries depending on the institu-
tion they came from: “for example, all
beneficiaries from ViSegrad come
work-capable... those with minor,
moderate or even moderately severe
disabilities... they really work with
them in ViSegrad ... the ones coming
from families are the same, but they
are very few”. There are beneficiaries
who never attended school, yet they
have the potential; the staff noticed
that certain beneficiaries felt uncom-
fortable when they had to sign their
name “with a finger”. This gave the
staff the idea to organize a literacy
course, which was carried out with
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success. The fact that the institution and
the employees recognized this, as well
as many other needs of beneficiaries,
and reacted adequately to them, speaks
about a high level of competence and
adaptability to the realistic state of af-
fairs. According to the documentation,
as much as 480 beneficiaries have dif-
ferent work engagements, which are
classified in four groups, depending on
their complexity. The first group con-
sists of jobs in workshops (cardboard
production, handmade folk artifacts pro-
duction, carpenter’s and tailor's work-
shops), in the central warehouse and on
the agricultural property, and it includes
116 beneficiaries; the second group con-
sists of jobs in the dining room, barber
shop, laundry, library, management
building, doorman’s post, etc. and it in-
cludes 240 beneficiaries; jobs in the
third group (transporting the laundry,
making coffee) are performed by about
40 beneficiaries, while the fourth group
consist of different occupational activi-
ties where 84 beneficiaries participate. It
Is very important that all beneficiaries
who have work engagements are “paid”
for their work, namely, they receive al-
lowances between 500 and 1200 dinars.
Both the work groups, as well the
amount of money for each job are
clearly defined. The employees of the
Home have evidently invested a lot of
effort in designing different possibilities,
and what is more important, in support-
ing and awarding every effort of each
beneficiary — from the simple jobs such
as making the beds or transporting the
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laundry, to those much more skill-

demanding, such as jobs in workshops.

The situation with creative workshops
is similar. The number of beneficiaries
who regularly participate in specific
creative workshops (music, folklore,
literary, journalism, drama, painting,

computer, sport...) is about 200, wherg

some of the beneficiaries participate in
several of them. Such an approach is
very useful and encouraging for bene-
ficiaries, and is certainly a positive ex-
ample of professional and respectful
attitude. The staff also uses these ac-
tivities to develop socially desirable
models of behavior.

Beneficiaries who do not fulfill
their work and other obligations set ou
by the house rules regularly are trans-
ferred to work positions with less re-
muneration, while the beneficiaries
who show positive social behavior and
work hard are awarded with the possi-
bility of work engagement on better
paid jobs, or receive the maximum sun
within the set allowance. In addition to
this, further contribution to their moti-
vation comes from presentations of
their work at different exhibitions be-
yond the institution (but in the institu-
tion as well), as well as when their
work is sold, or interest for it is ex-
pressed by third parties and the wider
community, and from similar social
acknowledgments. Furthermore, bene
ficiaries are awarded with additional
independent visits to the city, organ-
ized dinners in the city, parties...

Our impression is that serious
educational and vocational skill-
learning systems could be established
pretty easily in this institution, pro-
vided there were more employees and
additional space and equipment. This
would be very important in making
beneficiaries more independent, as
well as for their reintegration. The in-
stitution has similar ideas, and a pro-
ject for the construction of a small fac-
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been made. This business center would
unite and expand the existing workshops
and put them in the service of vocational
skill-learning for a larger number of in-
dividuals with mental disabilities, and
not only those from the institution. Con-
sidering the fact that the process of in-
clusion hasn't yet started in Serbia, and
that it will primarily include children,
we believe that the development of this
and similar centers would be extremely
important for the education and voca-
tional skill-learning of a large number of
adults who are housed in different social
institutions.

Incidentally, other work con-
tents, that is, regular activities that the

[ expert workers carry out include the

group morning meeting (all beneficiaries
from the pavilion), and after that, occu-
pational and work activities, which are
carried out until lunch. After lunch it is
time for a siesta, and the afternoon is
reserved for recreational and free activi-

N ties (creative workshops, sports activi-

ties, movies, social games...). In nicely
equipped rooms for different creative
activities located in renovated pavilions,
beneficiaries spend longer periods of
time transforming their ideas into final
products, with extremely good support

of work therapists. In the fourth pavil-
ion, beneficiaries with severe intellectual
problems have regular occupational
therapy. The make pictures using grains
by themselves and enjoy music, while

lot of their equipment is produced by
beneficiaries working in the tailor’s

shop. This encourages useful coopera-
tion and communication between bene-
ficiaries with different capabilities. Dur-
ing our visit to this pavilion we were

able to notice that, regardless of the de-
gree of problems these beneficiaries had,
the atmosphere was fairly calm and there
was a good, albeit reduced communica-
tion between beneficiaries and employ-
ees. We also noticed that the behavior of
beneficiaries was in accordance with

tory, that is, a business center, has als

0 some general rules. About 30 beneficiar-
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ies in the fifth pavilion are taking part
in occupational therapy, and 20 other
in lower intensity work therapy. De-
spite poorer conditions, activities in
these two pavilions contribute to a

a low voice: “you know, these benefici-
aries die very quickly in the institution”.
After a brief discussion on this issue, the
staff concluded that the most adequate
accommodation for these beneficiaries

feeling of meaning and maintenance of would be in daycare centers, where they

vitality of the beneficiaries.

Another example of positive
approach to individuals with mental
disabilities is the initiative organized
last year by the institution, aimed at
eliminating the deeply-rooted term
“pavilions” and replacing it with nicer
and symbolic names; beneficiaries
themselves chose the names of the pg
vilions they live in (Rainbow, Pearl,
Heart, Sunnygirl, Sunflower), while
the management placed signs with ne
names on all buildings and printed t-
shirts with appropriate signs for inter-
nal competitions.

The staff explained that the
only case where they are powerless in
carrying out activities is with old bene-
ficiaries suffering from dementia, who,
as a rule, do not accept housing, refus
food, and show no interest in any type
of activity or event taking place in their|
surroundings. When asked what they
do in these situations, and what they

believed was the cause of such behavt

ior, we received a reasonable explana
tion that the beneficiaries were moved
from their environments involuntarily,

and that their behavior and mood are 4
natural reaction to specific circum-

would have adequate care and organized
activities during the day, while returning
in the afternoon to their families; in such
a way, they would not feel isolated from
the local community, while their fami-
lies would be able to carry out their eve-
ryday work and other engagements. Un-
fortunately, when we asked them
whether they have shared their views
with someone, whether they contacted
the Center or the family and discussed
v with them this idea or some other more
adequate solutions for beneficiaries, the
answer was negative. As we have men-
tioned before, some employees believe
that these beneficiaries can’t be helped
(but apparently also others with severe
mental disabilities or dependant-
bedridden) because they “suffer from
e dementia”, “they are bedridden”, “show
no interest”, “do not cooperate”, etc. Al-
though diverse activities and contents
are available within the Home, a small
part of the staff “knows from experi-
ence” that they cannot be carried out
with certain beneficiaries due to their
poor psychical and psychological condi-
tion or lack of motivation. Our impres-
sion is that they lack the knowledge and
skills pertaining to methods they could

=

stances. One of the employees added

in use to animate these beneficiaries.

Recommendations

Provide funds necessary for additional equipmedtaranging of a larger

number of workshops and creative workshops in aenrich the activities and cgn-

tents of work, and make them available to an eaegelr number of beneficiaries;
Attend trainings for instigating interest and aities among beneficiaries with

more serious disabilities as well;

Develop programs in cooperation with competenttunsdns on all levels,
aimed at improving the chances for gradual retditmeneficiaries to social life;

Launch initiatives for overcomin

g the current weglots in mutual relations

and functioning of certain parts of the systemgesly regarding certain Centers ”or

Social Care;
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Work on realizing the idea related

to procuremédrteatificates for benefici-

aries who demonstrate a satisfactory level of van#t professional competency;

Develop the idea to establish a business centeedacation and vocational
training of individuals with mental disabilities @he basis of existing needs and real-
istic possibilities, in order for this project te Bustainable.

5. Contact with families and the outside community

Cooperation with Centers for
Social Care is assessed as poor in thig
institution also: “a very, very small
number of Centers makes inquiries
about their beneficiaries, and the num-
ber of those who visit them is even
smaller”, “when they bring them here,
they forget about them”. The institu-
tion has the practice of organizing an
annual “family meeting” (on that day,
all Centers and families of beneficiar-
ies are invited to visit). The Director
told us that last year, out of 542 family
members only 140 came, and only 21
out of 129 Centers responded. The in-
stitution is now considering the possi-
bility of canceling this “special day”,
since it was determined that the hope
and expectation of beneficiaries that
those most dear to them will come to
visit have very detrimental conse-
qguences for beneficiaries who end up
having no visitors. As to the dynamics
of family visits, the staff points out that
“no one is interested in beneficiaries”.
However, we believe that this state-
ment, at the same time, underlines the
fact that this issue needs to be ap-
proached in a different and more seri-
ous manner. According to the docu-
mentation on the structure of benefici-
aries in terms of the manner personal
contacts with close relatives and other
close individuals are maintained, only
110 beneficiaries have no relatives,
280 have relatives, but no contacts, 8@
have relatives who make inquiries only
over the phone, 201 have rare contact
— without predictable dynamics, and 9’
beneficiaries are contacted less than
once a month, but there is a continuity
of contacts. The information that about

LA V)
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150 beneficiaries have regular contacts
with their families, but only 80 of them
spend weekends and holidays in families
is shocking. All in all, we were not sur-
prised by the statement of one of the
employees that beneficiaries “are much
calmer when they come back from a
weekend out”, because everybody
agrees that these contacts are highly im-
portant for the stability and wellbeing of
beneficiaries. However, we believe that
one public phone booth is not enough
for such a big institution, although the
staff told us that beneficiaries are al-
lowed to use office phones to call their
families. Also, except in cases where
beneficiaries are prevented due to medi-
cal reasons, it is not good to contact their
families instead of them. Since this
problem is characteristic for all social
institutions, we will repeat once more
our opinion that these institutions are
also under the obligation to encourage
and investigate permanently, during the
entire year, ways to improve contacts of
beneficiaries both with their families and
with originating Centers.

Concerning other types of con-
tacts between beneficiaries and the out-
side world, our assessment is that under
current circumstances (small number of
staff, lack of technical and material
means, and other actual problems), the
staff is doing their best to include the
largest possible number of beneficiaries
in activities such as visits to exhibitions,
theatre shows, movies, fieldtrips, sports
manifestations, different competitions,
etc. Until 2008, there were as much as
550 people who never left the Home
property; at the end of June 2009 the
number of such beneficiaries was re-
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duced to 110 (those with most severe
disabilities, who get very agitated if
they need to leave their pavilion). This
is, without a doubt, an excellent result.
Another very commendable is-
sue is the engagement of staff on regu
lar contacts with youth from the local
community, the Red Cross, different
associations, embassies and NGOs,
with the goal of improving the housing
conditions through different donations,
but also of including beneficiaries in
activities of the local community. Co-
operation with some vocational
schools exists, and students from thesg
schools come to the Home where
skilled beneficiaries train them for cer-
tain operations. Talks with the Medical

Faculty have also been initiated for the
purpose of establishing better coopera-
tion, since some students are already
coming to the institution. Together with
the Home for Children without Parental
Care and the Geriatric Center from Kra-
gujevac, a project was drafted on open-
ing a joint space, where products made
in these social institutions would be
sold, and a certain number of beneficiar-
ies employed. The fact that families and
children of the employees participate in
celebrations, fieldtrips, etc. together with
the beneficiaries, and often visit the in-
stitution, perhaps speaks best about the
attitude towards the beneficiaries. This
also contributes to the destigmatization
of both the beneficiaries and the Home.

Recommendations

Continue the good practice and keep maintainingtioperation with the lo-
cal community, NGO sector, domestic and foreigmftations, agencies and other

organizations;

Insist on raising the quality of mutual relatioretween relevant institutions
charge of ensuring the best interest of benefesari
Intensify the engagement of the institution in bkshing and improving the

guality of contacts between beneficiaries
them;

Work on combating prejudices about people with ralewlisabilities an
mental disorders through media and campaigns, emqgie methods for providir]

help and support to these individuals.

n

and thedatives and other persons close to

g

6. Guarantees of rights and liberties of beneficiaes

As we have mentioned before,
the Home has a significantly larger
number of beneficiaries with mental
disorders that those with mental dis-
abilities. Furthermore, although this
institution is meant for housing indi-
viduals with moderately severe and
severe mental disabilities, in addition
to individuals with moderate mental
disabilities, we also noticed some indi-
viduals with mild mental disabilities,
which was subsequently confirmed by
the staff. The practice of categorizing
people with mild mental disabilities as
having moderate disabilities (in order
to place them in institutions) is unac-
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ceptable. This is not only a legal prob-
lem, as such practice also leads to fur-
ther discrimination and broad violations
of human rights. This widespread prac-
tice is the best indicator of how bad and
outdated the system of social care is, but
also how inefficient and unsustainable it
IS, even with manipulations.

This is also supported by the data
on work and professional engagement of
beneficiaries. Namely, it is paradoxical
that about 500 beneficiaries demon-
strated through their work engagement
in workshops that they are able to per-
form certain jobs (for example, in the
carpentry, tailoring and upholstery
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workshops, in cardboard production or
in maintenance and kitchen jobs...).
The idea of the Director that the possi-
bility of issuing diplomas, that is, valid
certificates for these beneficiaries
should be investigated is very sound,
and demands an appropriate solution,
if the intention to help this people to
become independent and return to the
open community is genuine. However,
in order for this intention to be truly
realized, it is necessary to reconsider
and restore the legal capacity of hun-
dreds of people living in institutions all
around Serbia. Given the length and
costs of the appropriate court proceed
ings, the competent bodies should loo
for an alternative solution. This is a
very complex and serious issue, which
should be tackled by several Minis-
tries.

A related example is the issue
of protected housing, namely, “The
halfway house”, which presents a
problem for all institutions. The expla-
nation we were offered in the Home
was that, in cooperation with originat-
ing Centers, the staff selected and pret
pared for discharge only 14 beneficiar{
ies, although the initial plan was to
prepare 12 beneficiaries, which is the
capacity of the halfway house, every
six months,. Unfortunately, seven
beneficiaries have been living in the
halfway house from 2004 until today,
as the Centers still have not provided
housing and other support needed for
living in the local community. From
the point of view of the institutions,
this situation reflects a sequence of
problems related to several issues:
should the purpose of the halfway
house be changed since the Centers 3
unable to provide further housing; how
to return these seven beneficiaries bac
to the pavilion, that is, how to explain
their years-long privileged position
compared to other beneficiaries;
should new beneficiaries be placed in
the halfway house after such an ex-
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perience; how to solve the problem of
required engagement of employees (five
in accordance with the project) for only
seven beneficiaries, in the situation
where the institution faces big problems
due to the lack of staff, etc... In general,
it appears to be overambitious to expect
Centers, especially in poor and underde-
veloped communities, to be able to pro-
vide funds and conditions for non-
institutional housing of all beneficiaries
who could integrate into their local
communities. However, the issue here is
not an imposed obligation, but rather the
consent of certain Centers to secure the
admission of specific beneficiaries. The
final impression is more than trouble-
some: in order to create an illusion that
everything is in compliance with the
law, and in order for everyone “to
cover” their personal responsibility and
protect their job position, the rights of
beneficiaries are being severely violated.
Besides these problems, which
we believe to be systemic, and which
jeopardize the rights of beneficiaries, the
Home has invested maximum effort into
improving the overall living conditions
and providing full protection and hu-
mane treatment of beneficiaries. Special
attention is paid to informing beneficiar-
ies, and all the pavilions have notice
boards displaying numerous information
on various events, opportunities for
work and occupational engagement or
entertainment, as well as other contents
of interest for their everyday life. A
Council of Beneficiaries has also been
formed, and their viewpoints and de-
mands are very seriously considered and
accepted as much as possible. The insti-
tution has a good Rulebook on organiza-

re tion and work with beneficiaries, very

detailed rules on disposition of money
belonging to beneficiaries who are not
able to do that independently, etc. In
court and police proceedings, either the
legal expert or the social worker repre-
sents the beneficiary, and they always
try to avoid any sanctions for the benefi-
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ciary. Instead, they propose that moni-
toring by the institution be increased
and additional measures in regard to
expert work be taken. Although we
were told in this institution once again
that originating Centers are responsibl
for taking care of property and other
rights of beneficiaries, we believe that
the legal service of the Home should
be far more active in this regard. Con-
sidering that social workers in pavil-
ions carefully monitor all information
of interest to beneficiaries, it is neces-
sary to create better mutual communi-
cation in order to raise the protection
of beneficiaries’ interests to a higher
level.

D

Considering possible cases of
abuse, the House staff does not hide the
fact that fights occur from time to time,
but they claim there is no abuse of bene-
ficiaries neither by the staff, nor by other
beneficiaries. Beneficiaries whom we
spoke to confirmed this account, and it is
interesting that they mentioned several
persons whom they can turn to in case of
problems (starting with the Director,
then the social workers, doctors, work
therapists, etc). This points to a good
relationship with the staff, and the exis-
tence of trust, which is an important
guarantee of good end efficient legal
protection.

Recommendations

Through appropriate content of expert work andedéht activities, raise the
awareness of beneficiaries regarding their rights@ossibilities they have to proteg

these rights;

Dedicate more attention to the exchange of datatdirneficiaries amongst
different experts and services, and establish nmeshns for acting when a benefici-

ary’s rights are violated or jeopardized.

—~+

61



PEOPLE ON THE MARGINS (part 4)

PHOTO-GALLERY

Home for Children and Youth With Mental DisabilgigSremica“ in Belgrade

Home for Children and Youth With Mental DisabilgigVeternik” in Novi Sad
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Home for Adults With Mental Disabilities in Tutin

Home for Adults With Mental Disabilities and Indiials With Mental Disorders
,Male p elice* in Kragujevac
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